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Foreword 

G. Stephen Bowen 

Since 1981 , when th e first  clinica l description s o f cancer s an d 
opportunistic infection s associate d wit h wha t i s no w know n a s th e Ac -
quired Immun e Deficienc y Syndrom e (AIDS ) wer e reported , th e epi -
demic o f th e causativ e agent , th e Huma n Immunodeficienc y Viru s 
(HIV), ha s sprea d substantially . Wit h tha t epidemic , which ha s substan -
tially affecte d publi c health , hav e com e man y changes : Th e epidemic' s 
epidemiology ha s changed , governmenta l response s hav e evolved , an d 
systems of health financing  ar e being transformed . 

These change s no w challeng e menta l healt h provider s an d thos e i n 
training fo r HIV/AID S car e i n th e nex t century . Abov e all , provider s 
have learned tha t compassio n i s necessary bu t insufficient;  menta l healt h 
providers mus t b e multifacete d i n thei r skills , creativ e i n thei r progra m 
development, politically aware, and involved in governmental policy-mak -
ing processes tha t determine , through suc h issues a s financing,  wha t car e 
clients receive. 

The menta l healt h lesson s o f th e first fifteen  year s o f th e HIV/AID S 
epidemic are conveyed eloquentiy i n this book , mean t t o infor m th e nex t 
generation of providers. The authors of the chapters have practiced durin g 
times o f grea t uncertainty , grea t tragedy , an d grea t change . The y hav e 
produced a  body of knowledge — in clinical practice, development o f new 

xi 
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models and programs of care, evaluation, and attention to public policy — 
that can be applied to mental health care generally . 

To understan d th e contex t o f th e authors 5 work , i t wil l b e usefu l t o 
know th e epidemic' s histor y a s wel l a s t o understan d it s trends . Thi s 
foreword note s som e majo r issue s tha t wil l confron t HIV/AID S menta l 
health care in the next decade and suggests some responses . 

Why HIV/AIDS Programs? 
I firs t wan t t o respon d t o severa l often-aske d questions : Wh y ar e ther e 
special programs fo r peopl e with HIV/AIDS? Ar e the programs justified ? 
Are there compelling public health reasons for them ? 

The answer , i n eac h case , i s a n unequivoca l YES ! HI V infectio n i s 
lifelong. Peopl e a t al l stage s ca n transmi t th e viru s t o se x partners or , i n 
the cas e o f pregnan t women , t o thei r children . Thi s i s no t tru e fo r 
most form s o f cancer , diabetes , Alzheimer' s disease , an d othe r chroni c 
conditions (althoug h som e hav e a  geneti c component) . Peopl e d o no t 
look o r ac t il l with HI V infectio n fo r mos t o f th e eigh t t o fiftee n year s 
they ar e infected . Thos e wit h th e viru s an d thei r se x o r needle-sharin g 
partners frequentl y don' t kno w abou t th e infecte d person' s condition , 
thus limiting opportunities fo r safe r behavior . 

Women with HIV who receive zidovudine (ZDV , als o known a s AZT 
and Retrovir ) durin g pregnancy and childbirth an d who ensur e tha t thei r 
newborns receiv e i t ar e les s likely to transmi t th e viru s t o thei r children . 
Because o f reduction s i n level s o f HI V i n bod y fluids  amon g thos e 
receiving mono o r combinatio n antiretrovira l therapy , recently made eas-
ily demonstrabl e b y vira l loa d testing , peopl e receivin g thes e therapie s 
may b e les s likel y t o transmi t HI V t o thei r se x partner s a s well . I n 
addition, othe r infectiou s condition s associate d wit h HIV , mos t notabl y 
tuberculosis and including multidrug resistant tuberculosis, present publi c 
health problems . Controllin g HI V ca n reduc e thes e condition s substan -
tially. 

Longevity an d qualit y o f lif e fo r thos e wit h HI V ca n b e improve d 
with adequat e therapy . I n addition , th e substantia l difference s i n healt h 
outcomes fo r peopl e wit h HIV , dependin g o n one' s gende r o r race / 
ethnicity, a s reported i n the literature , ca n be eliminated wit h exper t car e 
and good acces s to it . 
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Changes in the  Epidemic's Epidemiology 

In th e earl y t o mid-1980 s th e estimate d numbe r o f HIV-infecte d peopl e 
increased sharply , bu t b y th e mid-1990 s stabilized . Yet , th e numbe r o f 
people wh o ar e severel y il l an d i n nee d o f substantiall y increase d car e 
continues to grow . 

Cases o f AID S i n th e Unite d State s ar e no w widel y disperse d geo -
graphically after initiall y being concentrated primarily in large urban area s 
in states on the East and West coasts. This dispersal increases the need fo r 
expert HIV/AIDS car e in the region betwee n th e coasts and in nonurba n 
areas, a point discussed eloquendy in chapter 10. 

Nationally, HIV/AID S i s now th e leadin g caus e o f deat h fo r person s 
aged 25-44 years. By June 1996, more than half a million (548,102 ) persons 
had bee n diagnose d wit h AIDS , an d 62. 5 percen t o f thos e diagnose d 
(343,000) ha d died . The federa l Center s fo r Diseas e Contro l an d Preven -
tion (CDC ) estimate s tha t 650,00 0 t o 900,00 0 peopl e i n th e Unite d 
States ar e currendy infecte d wit h HIV . I n th e comin g decade , hundred s 
of thousands o f infected Americans will become ill , and many will eventu-
ally die o f HIV-relate d illnesses . The tota l numbe r o f people developin g 
late-stage HIV-relate d illnesse s wil l b e muc h large r fo r th e nex t decad e 
than fo r th e on e past , whe n th e magnitud e o f th e epidemi c wa s jus t 
becoming defined . Fro m Jul y 199 5 throug h Jun e 1996 , th e mos t recen t 
year o f AID S cas e reporting , 72,41 6 ne w case s wer e reported . I f w e 
assume tha t thi s wil l b e th e yearly averag e fo r th e nex t decade , the n i t i s 
likely that 50 percent more people will get AIDS during the next ten years 
than did so during the past ten . 

Changes in Longevity  Among Persons  with AIDS 

Not onl y wil l th e nex t decad e se e mor e individual s diagnose d wit h 
AIDS, bu t person s wit h AID S wh o hav e acces s t o exper t car e wil l b e 
living longer, with significan t period s of severe medical problems. 

This chang e i n clinica l outioo k ha s occurre d du e t o developmen t an d 
more aggressiv e us e o f improve d bu t costl y pharmacotherapeuti c agent s 
for prophylaxi s an d treatmen t o f opportunistic infections ; suppressio n o f 
viral replicatio n b y combination s o f antivira l drug s an d th e recentl y li -
censed proteas e inhibitors ; an d managemen t o f HIV - an d treatment -
related anemia , leukocytopenia , an d immun e suppression . Treatment s 
now includ e thos e fo r opportunisti c infections , antiretrovira l agents , im -
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mune syste m enhancers , an d bloo d cel l stimulators . Mor e client s wil l b e 
taking combinations o f these drugs as more people at a late stage of illness 
are seen more frequently b y providers. 

The Publi c Healt h Servic e no w recommend s prophylaxi s a s wel l a s 
secondary treatmen t fo r man y opportunisti c infections , antiretrovira l 
therapy appropriat e fo r stat e o f illness an d previou s antiretrovira l experi -
ence, universa l HI V counselin g an d testin g fo r pregnan t women , an d 
stage-appropriate counselin g and access to the AIDS Clinica l Trial Grou p 
(ACTG) 07 6 treatmen t regime n t o reduc e th e ris k o f perinata l HI V 
transmission. Combinatio n antivira l therapie s includin g proteas e inhibi -
tors, when appropriate , appear to suppress HIV i n body fluids even mor e 
than antiretroviral s d o a s monotherapies. I t i s possible tha t th e incidenc e 
of HI V transmissio n t o se x partner s wil l b e reduce d a s vira l load s i n 
semen an d othe r bod y fluids  ar e diminished . A s a  result th e dynamic s o f 
local epidemics could be altered . 

Demographic Changes Among AIDS  Patients 

Demographic change s i n th e HIV/AID S epidemi c — increases i n re -
ported case s amon g women , children , orpha n children , teenagers , injec -
tion dru g users , homeless people , the chronicall y mentally ill , and minor -
ity populations — require change s i n planning , organizatio n an d deliver y 
of care for people and families with HIV . 

Since early in the epidemic, national incidence rates of AIDS have been 
higher amon g Africa n America n an d Latin o population s tha n amon g 
whites, bu t th e absolut e number s o f thos e infecte d hav e alway s bee n 
larger i n th e whit e population , reflectin g th e epidemi c amon g whit e ga y 
men. In 1993 the absolute number of newly reported cases among minori -
ties exceede d th e numbe r o f newl y reporte d case s amon g white s fo r th e 
first time. 

HIV and  Medically Underserved  Populations 

Complicating th e issu e o f demographi c change s i s th e fac t tha t a 
significant numbe r of persons in the newly emerging groups are medically 
underserved, ofte n becaus e the y lac k healt h insurance , an d man y ar e 
victims of social stigmatization . 

Many peopl e wit h HI V o r AID S (1 1 to 3 1 percent i n on e stud y de -
pending o n stage ) d o no t hav e healt h insurance . Other s ma y no t b e 
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comfortable wit h Wester n healt h car e o r don' t kno w ho w t o acces s a 
broad range of services. Some do not speak English, are mentally retarde d 
or hav e significant  learnin g disabilities , o r hav e numerou s surviva l need s 
that are major barrier s to pursuing care . 

In addition , man y area s aroun d th e countr y hav e shortage s o f healt h 
care provider s and , especially , o f provider s exper t i n th e car e o f peopl e 
with HIV/AIDS . Som e provider s ma y no t wis h t o car e fo r peopl e wit h 
or a t hig h ris k fo r HIV/AIDS , suc h a s injectio n dru g o r crac k cocain e 
users, sex trade workers, homeless people , previously incarcerated people , 
and me n wh o hav e se x with men . Othe r provider s fee l the y don' t hav e 
the expertis e t o car e fo r peopl e wit h HIV . Thes e factor s hav e le d t o 
shortages o f medical professionals i n some o f the area s hardest hi t b y th e 
epidemic. 

Changes in the Federal Response to HIV Care  and Prevention 
Initial direc t federa l investment s i n th e car e o f peopl e wit h HI V wer e 
exceedingly modest as the precise federal role in the epidemic was debated 
between th e executiv e an d legislativ e branche s o f government . Federa l 
funding fo r car e program s bega n i n 198 6 wit h $1 5 millio n fo r servic e 
demonstration grant s t o develo p mode l system s o f car e fo r adult s wit h 
HIV. I n 198 7 $3 0 millio n fo r pharmaceutical s assistance , principall y fo r 
AZT, an d $ 2 millio n fo r th e firs t AID S educatio n trainin g center s fo r 
health professional trainin g were appropriated . I n 198 8 the Pediatric s an d 
Family Demonstratio n Grant s wer e begun . A s lat e a s 198 9 onl y $6 0 
million was appropriated fo r categorica l HIV/AIDS car e programs. 

Federal contribution s t o epidemiology , surveillance , an d laborator y 
research i n th e earl y an d mi d 1980s , whil e substantial , wer e though t b y 
community advocate s and many state and local government official s t o b e 
insufficient t o th e siz e o f th e growin g problem . Clinica l trial s o f antiret -
rovirals an d drug s t o trea t HIV-associate d infection s bega n i n th e mid -
1980s. Federal money was first mad e available for preventio n program s i n 
1985 after HI V wa s establishe d a s the caus e o f AIDS. Th e mone y wa s t o 
establish "alternat e tes t sites " where peopl e who wishe d t o lear n whethe r 
they ha d HI V coul d g o fo r anonymou s o r confidentia l HI V testin g an d 
counseling rathe r tha n g o t o bloo d bank s t o donat e bloo d s o tha t the y 
could lear n thei r HI V infectio n status . Durin g th e nex t fiv e year s th e 
CDC budget for HIV surveillance , seroprevalence studies , case reporting, 
counseling an d testing , minorit y organizatio n funding , schoo l educatio n 
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programs, preventio n program s targete d t o peopl e engagin g i n hig h ris k 
behavior, and funding o f state and national public information campaign s 
and hotlines expanded significantly. 

Unfortunately, federa l prevention funding ha s not increased since 1990 
and has never reached the levels required to bring multilevel HIV preven -
tion program s t o al l communities i n the United States . Prevention fund -
ing, including funds fo r adequat e substanc e abus e treatment facilitie s an d 
treatment "slots " fo r substanc e abuser s wh o ar e no t currentl y i n treat -
ment, continue s t o b e smal l compare d t o th e siz e o f th e problem . Thi s 
has resulte d i n fa r les s tha n adequat e change s i n HI V ris k behavior s i n 
critical segments of the population an d slow or ineffective contro l of HI V 
transmission i n many communities . 

We now d o kno w ho w t o targe t intervention s t o specifi c populations , 
reducing th e frequenc y o f HIV-relate d ris k behavior s an d transmission . 
Condom us e ha s bee n repeatedl y show n i n short-ter m studie s t o reduc e 
or eliminate transmission. Many research-proven prevention intervention s 
that resul t i n lowere d level s o f ris k behavior s hav e bee n develope d an d 
published, bu t non e ha s bee n show n t o eliminat e ris k behavior s fo r 
everyone over a long period . 

Different intervention s ar e require d fo r ga y men , adolescents , sub -
stance abusers, sex trade workers, heterosexual men and women, incarcer -
ated people , serologicall y discordan t couples , yout h i n school , hospita l 
workers, an d homeles s people . Mos t approache s ar e labor-intensiv e an d 
require a t leas t severa l contact s betwee n th e preventio n cc intervenor/edu-
cator" and the individual or group participating in the intervention. Work -
ing proactivel y wit h an d providin g car e fo r peopl e wh o ar e alread y in -
fected i s an essential part of the strategy, as noted i n chapter 8 . 

Different combination s o f intervention s ar e neede d i n differen t com -
munities, targete d t o locall y importan t population s a t hig h risk . Thes e 
interventions ca n b e schoo l an d stree t based . The y ca n involv e changin g 
local law s t o mak e syringe s an d othe r "works " lega l t o purchas e an d 
possess, settin g u p loca l hotlines , an d institutin g medi a educationa l ef -
forts. Th e intervention s mus t b e carrie d ou t ove r a  long perio d o f time, 
with tolerance for slow success. 

Prevention intervention s shoul d b e planne d an d coordinate d wit h 
CDC-funded plannin g bodie s an d Rya n White-funded communit y orga -
nizations. Providers o f primary car e in al l settings, but especiall y in high -
HlV-seroprevalence communities , shoul d strongl y encourag e al l adult s 
and teens to know their HIV infection statu s for optimal medical manage-
ment and prevention servic e provision . 
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Ryan White  Comprehensive  AIDS Resources  Emergency (C.A.R.E.) Act 

A nationa l respons e tha t provide s substantia l resource s t o communit y 
organizations an d othe r provider s o f outpatien t healt h car e an d suppor t 
services fo r peopl e wit h HIV/AID S i s th e Rya n Whit e Comprehensiv e 
AIDS Resource s Emergenc y (C.A.R.E. ) Act . Thi s first  categorica l HIV / 
AIDS care program was created in 1990 by the U.S. Congress becaus e so 
many peopl e wit h HIV , especiall y i n urba n areas , wer e unabl e t o gai n 
access t o car e an d wer e filling  hospital s an d emergenc y rooms . Suc h 
people shoul d hav e bee n treate d elsewher e an d shoul d hav e bee n diag -
nosed an d treate d a t earl y rathe r tha n lat e o r termina l stage s o f illness . 
The Healt h Resource s an d Service s Administratio n o f th e U.S . Publi c 
Health Servic e has administered the Ryan White C.A.R.E. Act . 

By 1995 , 1 5 percen t o f th e cos t o f car e fo r peopl e a t al l stage s o f 
HIV infectio n wa s covere d b y C.A.R.E . Ac t funds . Thi s legislatio n no w 
provides mor e tha n $70 0 millio n t o cities  (Titl e I) , state s (Titl e II) , an d 
directly t o servic e provider s (Titl e Illb , IV , an d Specia l Project s o f Na -
tional Significance ) fo r outpatient health care and support services. Spend-
ing prioritie s fo r thes e resource s ar e determine d b y locall y constitute d 
planning council s (Titl e I) , consorti a (Titl e II) , o r group s o f provider s 
(Title Illb , IV , an d SPNS) . Th e fund s ar e mor e flexible  tha n Medicai d 
funds an d cover people not eligibl e for Medicaid an d Medicare. They can 
be used for man y HIV-related outpatien t service s that ar e not covere d b y 
some other payer . 

Of critica l importance i s the fac t tha t th e funds ca n b e used fo r neces -
sary nonmedical services,  to recrui t an d retain providers , and to deal with 
problems o f dail y lif e suc h a s transportation , day/chil d care , hom e care , 
housing, and hospice care. 

Equally importan t i s the legislatively mandated proces s requirin g loca l 
assessment o f gap s i n care , prioritizatio n o f th e use s o f th e funds , an d 
preparation o f a plan for coordinated , comprehensiv e community service s 
for divers e population s o f peopl e wit h HIV/AIDS . Durin g th e first five 
years of the Ryan White C.A.R.E . Act , an increasing number o f plannin g 
councils o f majo r urba n area s electe d t o us e som e o f thei r federa l fund s 
for menta l healt h services , an d th e Specia l Project s o f Nationa l Signifi -
cance (SPNS ) program , initiall y funde d unde r Titl e II , ha s supporte d 
development o f ne w model s o f menta l healt h care , som e o f whic h ar e 
described i n thi s book . Fro m 199 4 to 1998 , SPNS fund s wer e combine d 
with funds fro m th e federal Substanc e Abuse and Mental Health Service s 
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Administration's Cente r fo r Menta l Healt h Service s an d th e Nationa l 
Institute o f Mental Healt h t o expan d menta l healt h demonstratio n proj -
ects for person s with HIV/AIDS . 

The coordinate d outpatien t program s funde d b y th e Rya n Whit e 
C.A.R.E. Ac t hav e bee n successfu l i n improvin g acces s t o primar y care , 
increasing availabilit y o f diverse types o f services , substantially increasin g 
the number s an d th e diversit y o f underserve d peopl e i n outpatien t pri -
mary care , an d keepin g peopl e ou t o f inappropriat e car e i n emergenc y 
rooms and acute care hospitals. Preliminary local evaluations indicate tha t 
making outpatien t service s mor e availabl e an d fundin g suppor t service s 
such as transportation, day care, home care, and hospice care have resulted 
in decrease d emergenc y roo m us e an d decrease d th e frequenc y an d re -
duced the duration o f inpatient hospitalization . The resultant cos t savings 
are availabl e t o suppor t th e cost s o f outpatien t service s tha t partiall y 
substitute for inpatien t care . 

Since 1994 the Community Planning Initiative, a process in many ways 
similar t o th e Rya n Whit e plannin g counci l an d consorti a processes , 
has bee n supporte d b y th e CDC . Loca l an d stat e plannin g bodie s pla n 
prevention program s an d prioritize the use of CDC preventio n funds . I n 
some case s th e sam e peopl e serv e o n bot h Rya n Whit e consorti a o r 
planning councils and the local or statewide prevention planning body; in 
other cases , the planning is more formally coordinated . These linkages ar e 
critical fo r implementatio n o f federa l initiative s suc h a s th e universa l 
approach t o HI V testin g fo r pregnan t wome n recommende d b y th e 
Public Health Servic e and th e linking o f women wit h HI V t o system s o f 
care that ca n offe r perinata l zidovudine therap y an d long-term follow-u p 
for th e women an d their children, regardles s of the infection statu s of the 
infant. 

Political Advocacy 

Both o f the nationa l program s t o us e federa l fund s t o pla n an d carr y 
out locall y responsive car e and prevention program s cam e abou t becaus e 
of political advocac y an d th e use o f political power b y the gay , minority , 
and othe r communitie s an d a  variet y o f local , regional , an d nationa l 
organizations workin g i n coordinatio n wit h publi c healt h an d govern -
ment advocates . The future o f health programs targete d t o specifi c medi -
cal condition s wil l depen d o n suc h organize d advocac y an d politica l 
action. Othe r effort s i n political advocac y that have been a t least partiall y 
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successful i n obtainin g federa l suppor t includ e end-stag e rena l disease , 
hemophilia, sickl e cell disease, Alzheimer's disease , and breas t cancer . 

Growing Collaboration Between Government and Communities 

During th e earl y par t o f th e HI V epidemic , loca l communitie s an d 
community organizations, often fro m th e gay community, made the mos t 
proactive an d effectiv e response s t o th e HI V epidemic . Preventio n an d 
care initiatives were supported b y volunteers and local fund-raising. Later , 
local and state governments i n some areas made major financia l contribu -
tions to HIV preventio n an d care initiatives. 

More communitie s wil l becom e involve d wit h AIDS-relate d issue s a t 
school, i n hospitals , i n long-ter m car e facilities , o n sport s teams , an d i n 
community servic e agencies . Menta l healt h provider s wil l nee d t o play 
leadership roles in communities t o help develop solutions base d on scien -
tific information, no t on fear an d myth . 

Changes in HIV/AIDS Care  Financing 
Cost remain s a  significant barrie r t o care . Th e direc t cos t o f healt h car e 
for people with HIV/AIDS, from th e time of infection t o death, has bee n 
estimated t o b e approximatel y $119,00 0 pe r patient . Thi s estimat e wa s 
made befor e vira l load testin g an d combinatio n antivira l therap y becam e 
standards o f care . Th e monthl y cost s o f medica l car e fo r peopl e wit h 
AIDS wh o mee t th e pre-199 3 CD C cas e definitio n (the y hav e Kaposi' s 
Sarcoma o r som e HIV-related opportunisti c infectio n o r malignancy an d 
are not diagnosed with AIDS only on the basis of lab findings  o f less than 
200 T-helper cells , also called CD4 o r CD4 + T  lymphocytes) , have bee n 
estimated in 199 3 — before vira l load testing an d combination therapie s — 
to be $2,764. These costs, however, rise steadily during the last six months 
of life to more than $8,000 during the last month o f life, as determined i n 
1994. At earlie r stage s th e monthl y cost s o f medica l car e were estimate d 
in 199 3 to b e $99 0 fo r peopl e wit h variabl e severit y o f illnes s wh o hav e 
fewer tha n 20 0 T-helpe r cells , $430 fo r peopl e wit h 20 0 t o 500  T-helpe r 
cells, an d $28 2 fo r asymptomati c peopl e wit h mor e tha n 50 0 T-helpe r 
cells. 

In th e mid-1990 s ther e i s n o comprehensiv e wa y t o finance  acces s t o 
comprehensive car e fo r al l peopl e wit h HIV/AID S wh o d o no t hav e 
health insurance . Medicai d cover s 4 0 percen t o f th e cost s o f car e an d 
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therapies fo r peopl e wit h HIV ; however , thi s progra m cover s some , bu t 
not all , peopl e a t late-stag e illness . I n addition , th e financia l eligibilit y 
criteria var y fro m on e stat e t o another , an d th e service s covere d an d th e 
levels o f reimbursemen t t o healt h car e provider s ar e divers e a s well . T o 
receive Medicare, one has to have been receiving Social Security disabilit y 
benefits fo r twenty-fou r months , which , i f on e include s th e five-mont h 
initial wait fo r thos e benefits , mean s a  delay of twenty-nine month s afte r 
a determinatio n o f a n AIDS-related SS I disabilit y ha s bee n mad e befor e 
Medicare kick s in . I n othe r words , to ge t Medicare , a  person wit h AID S 
has t o surviv e twenty-nin e month s afte r h e o r sh e i s determine d t o b e 
disabled. Othe r patients 5 car e cost s ar e covere d b y th e department s o f 
Defense an d Veteran's Affairs . 

Medicaid Changes 

Changes i n Medicaid fundin g an d administration , includin g the possi -
ble institution o f block grants to the states , will undoubtedly significantl y 
change eligibilit y an d service s covere d fo r eligibl e Medicai d recipients , 
thereby increasin g th e pressur e o n th e us e o f Rya n Whit e funds . Som e 
states hav e alread y reduce d Medicai d reimbursemen t rate s fo r providers , 
and many are mandating delivery through managed-care programs . 

Managed Care 

Another majo r potentia l barrie r t o effectiv e HIV/AID S care , whic h 
includes menta l healt h care , i s the rapi d movemen t o f health car e financ -
ing an d servic e delivery system s int o th e divers e forms o f managed care . 
Congressional and state action to cut spending on Medicaid and Medicare 
will move more client s with HIV int o managed-care arrangements . Men -
tal health servic e providers themselve s may be part o f several health plan s 
or car e networks ; other s ma y work a t communit y organization s tha t bil l 
insurers for the services provided to their clients . 

Advocacy organization s an d peopl e wit h HIV/AID S hav e expresse d 
concern tha t traditiona l o r evolvin g managed-car e managemen t practice s 
will resul t i n poore r qualit y o f care and healt h outcome s fo r peopl e wit h 
HIV/AIDS. These practices include allowin g acces s only to cc in-network" 
providers (patient s ca n use only providers o n a  list provided b y insurers ; 
use of other providers results in reduced or no reimbursement o f costs) o r 
to salaried employees and facilities o f the health maintenance organizatio n 
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(HMO); preapproval requirements for access to specialists and specialized 
therapies; preapproved bu t possibly limited pharmacy formularies; utiliza -
tion review; capitation; profi t sharin g for providers ; limited mental healt h 
and substance abuse treatment benefits ; lack of social services; and limited 
or no acces s to clinica l trials. 

Many manage d car e organization s d o provid e exper t comprehensiv e 
HIV car e wit h o r withou t th e us e o f som e o r al l o f thes e managemen t 
techniques. Th e AID S Healt h Car e Foundation , a  capitate d HI V car e 
provider i n Los Angeles, uses many of these techniques an d stil l provide s 
excellent care. 

Mental healt h servic e provider s wil l nee d t o b e advocate s fo r thei r 
clients t o hel p the m obtai n th e service s the y nee d an d t o alte r benefit s 
packages a s neede d i n orde r t o offe r optima l cost-effectiv e car e t o thei r 
clients and their families . 

Carve-outs 

In som e areas , HI V treatmen t an d behaviora l medicin e (substanc e 
abuse treatmen t an d menta l healt h services ) carve-out s ar e bein g devel -
oped in which managed-care clients receive specified services from a  group 
of providers who specializ e in those areas . Reimbursement ma y be fee fo r 
service or partiall y or full y capitated , wit h varyin g copayment s an d limit s 
on visit s o r hospitalizatio n fo r menta l healt h an d substanc e abus e treat -
ment. I t i s likel y tha t service s suc h a s behaviora l medicin e an d car e fo r 
special populations suc h as people with HIV , childre n with specia l health 
care need s o r disabilities , an d client s i n nee d o f rehabilitatio n services , 
will increasingly be carved out in high-population-density area s or in areas 
where thes e condition s ar e especiall y prevalen t an d wher e group s o f 
capable an d intereste d specialt y provider s ar e available . I n rura l an d les s 
population-dense area s o r wher e condition s suc h a s HI V ar e rar e o r o f 
low prevalence , care will be provided b y generalist physicians o r regiona l 
specialists and will not b e carved out . 

A challeng e fo r th e futur e i s t o lin k servic e network s fo r peopl e wit h 
HIV/AIDS i n the private, increasingly managed secto r with public-secto r 
providers an d communit y organization s tha t provid e a  variety o f outpa -
tient services and receive categorical federal o r state subsidies or Medicai d 
reimbursement fo r th e services . Mor e comprehensiv e an d cost-effectiv e 
service networks might result . 
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What These  Changes Mean to Mental Health Providers 
The trends I have described mean that many more individuals and familie s 
all ove r th e Unite d State s wil l nee d HIV/AIDS-relate d menta l healt h 
services bu t will  hav e t o see k the m i n a n increasingl y complicate d car e 
environment. 

With HIV/AID S ma y com e a  grea t dea l o f psychologica l suffering , 
including feelings of great loss and existential terror and psychiatric condi-
tions such as depression an d mania, and neurological problems, includin g 
AIDS Dementi a Complex . Bu t th e rol e o f HIV/AIDS-relate d menta l 
health provider s mus t exten d wa y beyon d copin g wit h thos e issues . A s 
people live longer with major medical , social, and health systems manage-
ment problems , menta l healt h practitioner s wil l play an increasingly cen -
tral rol e i n thei r care . They wil l have t o becom e broa d expert s o n HIV / 
AIDS care and in advocacy . 

• Clinician s wil l hav e t o assis t peopl e wh o liv e i n high-prevalenc e 
areas an d thos e engagin g i n high-ris k behavior s t o lear n thei r 
HIV statu s an d mus t educat e thos e infecte d regardin g acces s t o 
expert primary and specialty care. To do so, mental health provid-
ers wil l nee d t o kno w abou t th e loca l availabilit y o f specifi c 
services. The y shoul d kno w th e loca l HIV-knowledgeabl e pri -
mary car e physicians , th e provider s o f socia l services , specialist s 
in treatmen t durin g pregnanc y fo r wome n wit h HI V infection , 
the hospitals prepared fo r providin g zidovudine durin g delivery , 
and wha t follow-u p service s ar e availabl e fo r mother s an d thei r 
infected an d uninfecte d babies . The y wil l als o nee d t o kno w 
something abou t th e sid e effect s o f th e increasin g armamentar -
ium o f HIV-relate d drug s bot h alon e o r i n combination , sinc e 
some medications have psychiatric side effects . 

• Clients 3 depressions, anxieties , fears, an d anger , thei r frustration s 
with system s o f care , an d man y othe r issue s wil l challeng e th e 
mental healt h provider . I n man y cases , famil y therapy , couple s 
counseling, and/o r individua l menta l healt h therap y t o patient s 
with HI V a s wel l a s t o member s o f th e nuclea r an d extende d 
families wil l b e needed . A s note d b y Dotti e Ward-Wimme r i n 
chapter 1 2 on wor k wit h children , man y familie s includ e mor e 
than one person infected wit h HIV . 

• Comprehensive , organize d system s compose d o f linked commu -
nity providers who regularl y meet to solv e referral an d joint car e 
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problems wil l b e neede d t o facilitat e th e substitutio n o f outpa -
tient services for inpatien t care . Because mental health providers , 
including case managers, may best know the patient3s entire "sys-
tem55 of care, they will have to be present a t those joint meetings . 
Much o f th e coordinatio n o f clien t service s ma y becom e th e 
responsibility of mental health service providers. 

• Menta l healt h provider s wh o wis h t o wor k wit h underserve d 
groups will need special , culturally based training. Learning ho w 
to tal k with peopl e usin g thei r ow n language , t o buil d relation -
ships with the m tha t ar e base d o n respect , an d t o provid e assis -
tance i n locations where the y ar e comfortable comin g fo r car e is 
part of the process. Mental health professionals likel y will have to 
spend more time with outreach workers who ar e members o f the 
subculture, learnin g th e loca l place s wher e underserve d group s 
spend time and serving them in those locations. 

• T o reach an d kee p peopl e i n HIV/AID S care , organizations wil l 
have to provide comprehensive socia l services, including housin g 
assistance, substanc e abus e treatment , chil d car e an d adul t da y 
care, menta l healt h services , transportation , an d emergenc y fi-
nancial support . Service s fo r women , children , an d adul t mal e 
family member s ma y mos t effectivel y b e locate d i n th e sam e 
facility s o tha t differen t famil y member s ca n make appointment s 
to receiv e services a t the sam e time an d place . Services may have 
to b e locate d i n nontraditiona l place s suc h a s congregat e livin g 
facilities, substanc e abus e treatmen t centers , homeles s shelters , 
"storefront55 operations , and mobile vans. 

• Ne w use s o f technolog y ma y partiall y substitut e fo r costl y o r 
logistically difficul t office , hospital , o r laborator y visits . Hom e 
computers, video communication, an d twenty-four-hour hotline s 
may reassure clients and families an d improve care. Mental health 
providers should be significantly involve d in this response . 

• Menta l healt h servic e provider s ma y nee d t o b e advocate s fo r 
their client s t o hel p the m obtai n th e service s the y nee d an d t o 
alter benefit s package s a s neede d s o tha t thei r client s an d thei r 
families receiv e optimal cost-effective care . 

• A s HIV/AID S become s mor e visibl e i n communitie s tha t hav e 
not ye t bee n significand y affected , suc h a s suburbia , menta l 
health practitioner s mus t assis t al l t o find  realisti c an d compas -
sionate approaches to their  epidemic. 
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Conclusion 

The HIV epidemi c and the resulting large numbers o f people with AID S 
are having a  substantial impac t o n th e public health o f the United States , 
on th e practic e o f medicine , an d o n menta l healt h services . Withi n th e 
epidemic, majo r change s ar e takin g plac e i n th e type s o f client s an d 
families wit h HIV/AID S t o b e served , th e diversit y an d th e growin g 
effectiveness o f medical therapies, clients5 longevity a t later stages of infec-
tion, th e type s o f services provided, setting s fo r care , the organizatio n o f 
care systems, and the financing o f care. 

These change s wil l dramatically impac t menta l healt h provider s i n th e 
upcoming decades . Thi s book , whic h i s abou t successfu l menta l healt h 
service deliver y t o thos e affecte d b y HIV/AIDS , present s creativ e an d 
proven idea s an d system s o f car e tha t ca n b e adapte d t o individua l an d 
local circumstances . 

The models o f care described i n thi s book emphasiz e a t their commo n 
core a systems approach to HIV care . Comprehensive care that is planned 
and implemente d b y a  partnership o f al l communitie s affecte d —  clients, 
their families , providers , institution s an d agencies , an d other s i n th e 
community — has been shown to be effective . 

The contributor s t o thi s volume believ e that car e and preventio n pro -
grams that use community resource s for th e bettermen t o f all can make a 
transforming differenc e i n the lives of clients and families , fo r th e provid -
ers and for communities . Clients can be more satisfied with their care, can 
live and be more productive longer, and can avoid much cosdy emergency 
room an d acut e hospita l care . Communitie s ca n mor e compassionatel y 
and cost-effectivel y liv e with th e loca l realit y o f HIV . Th e author s hop e 
that thi s boo k wil l contribut e t o improvin g th e live s o f peopl e wit h 
HIV everywher e a s muc h a s working wit h peopl e wit h HIV/AID S ha s 
transformed ou r own . 



Introduction 

Mark G.  Winiarski 

As we approac h th e 21s t centur y an d th e thir d decad e o f th e 
AIDS epidemic , menta l healt h car e provider s mus t fac e a  crucia l fact : 
The huma n immunodeficienc y viru s (HIV ) an d th e conditio n i t causes , 
Acquired Immun e Deficienc y Syndrom e (AIDS) , threaten s everyone' s 
communities an d everyone' s clients . All menta l healt h provider s must  b e 
HIV/AIDS-knowledgeable. An d th e man y clinician s wh o fee l a  specia l 
calling to work with HIV/AIDS-affecte d individual s mus t prepar e them -
selves to go beyond basi c training into specialized clinical work. 

This book has two goals . The firs t i s to introduc e student s an d profes -
sional practitioners i n the fields o f psychology, behaviora l medicine, nurs-
ing, socia l work , psychiatry , an d counselin g t o th e specialt y o f HIV / 
AIDS-related care . Th e secon d goa l i s t o provid e clinicians , administra -
tors, an d planner s wit h a  referenc e boo k tha t wil l no t onl y continu e t o 
inform practic e bu t enabl e them t o compet e mor e abl y for governmenta l 
and foundation grants . 

The are a of HIV/AIDS menta l health care is broad an d i s limited onl y 
by ou r creativity , perseverance , an d abilit y t o attrac t funding . Thi s fiel d 
extends fa r beyon d psychotherap y an d counselin g an d alread y include s 
mental healt h service s delivere d t o th e home , specialize d cas e manage -
ment, psychoeducationa l grou p work with client s with dementia , special -
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ized care for children , an d developmen t an d evaluation o f new models o f 
care, among the many aspects described in these pages. 

It i s th e editor' s hop e tha t th e chapter s o f thi s boo k wil l no t onl y 
educate you bu t inspire you to join the growing ranks of individuals wh o 
work with HIV/AIDS-affected persons , blending the wisdom of our field s 
with flexibility an d creativity . 

Your contributio n wil l com e a t a  crucial time.  Whil e report s o f AID S 
cases hav e slowe d i n recen t years , wit h th e rat e approachin g a  plateau , 
statistical calculation s indicat e tha t man y individual s i n thei r lat e teen s 
through thei r lat e twentie s ar e infected (Rosenberg , 1995) . "Between th e 
start o f th e epidemi c an d 1  January 1993 , a n estimate d 857,00 0 t o 1. 1 
million American s ha d becom e infecte d wit h HI V bu t 227,00 0 ha d die d 
of AIDS . Th e resultin g plausibl e rang e fo r person s livin g wit h HI V 
infection a s of 1 January 1993 was 630,000 t o 897,000 " (Rosenberg, 1995, 
1374). The U.S . Publi c Healt h Service' s estimat e o f infected person s ha s 
been slightl y highe r — between 800,00 0 an d 1. 2 millio n (Center s fo r 
Disease Control , 1990 ) — but i s now betwee n 650,00 0 an d 900,00 0 per -
sons (Karo n e t al. , 1996). 

The gros s numbe r o f individual s affecte d i s tragi c enough . Bu t som e 
communities ar e bein g devastated . Rosenber g (1995 ) suggest s tha t on e 
out o f ever y fift y blac k me n i n th e Unite d State s betwee n th e age s o f 
eighteen an d fifty-nine ma y be infected an d that slightly fewer than one o f 
every hundre d black  women i n tha t ag e rang e ma y b e infected . Slightl y 
more tha n on e ou t o f ever y hundre d Latin o me n an d jus t on e i n thre e 
hundred Latinas , in that age range may be infected . 

Among white s age s eightee n t o fifty-nine , on e i n tw o hundre d me n 
and on e i n tw o thousan d wome n ma y b e affected , accordin g t o Rosen -
berg's (1995 ) calculations . 

The infectio n rate s ar e importan t a s w e prepar e t o car e fo r person s 
with HIV . Scientist s believ e that betwee n 5  percent an d slightly less than 
10 percent o f th e populatio n o f infecte d person s progresse s t o a n AID S 
diagnosis eac h year . An d w e canno t leav e ou t o f thi s pictur e th e man y 
partners, famil y members , friends , an d neighbor s o f HIV-infecte d indi -
viduals wh o ar e greatl y affecte d b y thei r love d ones ' conditions . Clearl y 
the challenges t o car e for th e menta l health needs o f HIV/AIDS-affecte d 
and infected person s will be daunting as we enter the 21st century. 

This book will introduce you to the clinical practices and the program s 
that no t onl y currently assis t HIV/AIDS-affected person s bu t tha t wil l be 
the foundation s fo r th e wor k o f th e nex t te n years . I t i s hoped tha t yo u 
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will continu e t o tur n t o thi s volum e fo r emotiona l an d professiona l 
sustenance as you continue this work . 

This book' s desig n — the choosin g o f topic s an d author s — was base d 
on th e belie f that althoug h we have different personalitie s an d participat e 
in differen t communities , muc h mor e unite s u s than divide s us. I  believ e 
this is true in the world a t large; it is true as we struggle with HIV/AIDS . 
Too many people an d communities , suc h a s middle-class suburbs , defen d 
psychologically agains t th e threa t o f HIV/AIDS b y saying , in som e way , 
"That happen s t o them.  They  are not us. " Labeling an d compartmentaliz -
ing person s affecte d b y HIV/AIDS , an d the n assignin g chapter s t o de -
scribe the content s o f each compartment , no w mainl y stereotype s peopl e 
and serve s the cause s o f racism, sexism , an d classism . I  hav e attempte d a 
more inclusiv e approac h tha t wil l confir m tha t th e experienc e o f HIV / 
AIDS i s universal . Chapter s describ e concerns , issues , an d approache s 
that pertain, for the most part, to al l affected persons . Most of us conside r 
our spiritua l natures; we al l face loss and we mourn . 

At the same time, the acknowledgemen t o f special concerns an d need s 
is inescapable. I t was important t o describ e therapeutic approache s t o th e 
special issues, to name a  few examples , of persons who live in rura l areas , 
HIV-negative gay men, women, an d children . 

I hope that readers will find thi s universalist stance compelling and will 
include themselves in the world of persons affected b y HIV/AIDS. I  hop e 
too tha t readers will discern in this volume one therapeutic stance : carin g 
and respect for ou r clients , and for ourselves . 

In designin g thi s volume , I  sough t author s fro m man y area s o f th e 
United State s t o sho w reader s th e geographi c diversit y o f HIV/AID S 
care. I  hop e thi s wil l hel p refut e th e stereotypica l vie w tha t HIV/AID S 
affects onl y larg e urba n area s o n th e Eas t an d Wes t coasts . Chapter s i n 
this boo k originat e i n Pasadena , California ; Oklahom a City , Oklahoma ; 
Terre Haute , Indiana ; St . Louis , Missouri ; an d Richmond , Virginia , 
among other places. 

I als o sough t writer s fro m a  variet y o f disciplines , t o acknowledg e 
the gift s o f al l practitioners . Author s contributin g t o thi s boo k includ e 
psychologists, nurses , a psychiatrist, socia l workers, counselors , a  hospital 
chaplain, a n epidemiologist , severa l person s wit h master' s degree s i n 
public health , an d a  woman wit h a  doctorate i n pharmacy who ha s bee n 
a hom e car e progra m administrator . The y wor k i n man y venues : hospi -
tals, a  hom e nursin g service , a  specia l cente r tha t serve s peopl e facin g 
chronic illness, a national professional organization , universities , an advo-
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cacy organization , a  specia l cente r fo r America n Indians , amon g others . 
As I edite d thei r chapters , my wish was that thei r man y clinica l storie s 

and the information imparted , expressed in nonacademic style , communi-
cate th e alivenes s an d humanit y o f th e HIV/AIDS-relate d menta l healt h 
field. I asked the authors to reveal a little bit of themselves so that you can 
experience thes e clinician s a s th e vibrant , courageous , an d consummat e 
practitioners tha t I  know the m t o be . If anything, they were too modest . 
But I  hop e tha t you nevertheless wil l gain som e insigh t into why they d o 
the work an d the tremendous task s they undertake. 

I aske d th e writer s t o follow , a t leas t loosely , a  forma t tha t include s 
introductory remarks , a  loo k a t backgroun d readings , a  descriptio n o f 
their clinica l work , an d a  lis t o f lesson s fo r clinica l practice . I n mos t 
chapters yo u wil l find  thes e elements , althoug h the y were impractica l fo r 
chapters that were not specificall y clinical . 

I hop e yo u wil l b e inspire d b y thei r work . I  pra y tha t th e leader s i n 
HIV/AIDS menta l health in the 21st century are among you . 

Organization of  the Book 

The boo k ha s five  part s tha t progres s fro m basi c concept s o f care , t o 
specialized aspects , clinical models, evaluation o f care, and policy . 

Part I  include s eigh t chapter s tha t describ e basi c concept s i n HIV / 
AIDS menta l health practice . Introducing thi s par t i s a description o f th e 
biopsychosocial/spiritual model , whic h ca n hel p yo u organiz e th e man y 
difficult an d complicate d piece s o f knowledg e abou t HIV/AIDS . Th e 
chapter's autho r write s tha t th e proces s o f understandin g HIV/AID S i s 
like assembling a  jigsaw puzzle : "Mos t o f us look a t the puzzle' s boxtop , 
which depict s th e finished  product , befor e w e tackl e th e assembl y o f 
individual pieces. This chapter is the boxtop for th e HIV/AIDS puzzle . I t 
provides a  conceptual framewor k tha t wil l help th e reade r piec e togethe r 
the man y complicate d aspect s o f HIV . Usin g thi s template , th e prac -
titioner ca n skillfull y integrat e th e man y fact s tha t h e o r sh e wil l gathe r 
from readin g thi s boo k an d fro m othe r sources. " Chapter 1  is a  keystone 
for understanding th e book's contents . 

Also i n thi s par t ar e tw o chapter s o n psychotherapy . Becaus e th e 
authors discusse d thei r writing s wit h eac h other , thes e chapter s emerge d 
as companion piece s tha t shoul d b e rea d together . I n chapte r 2  Thoma s 
Eversole describe s wha t s o man y HIV/AIDS-relate d practitioner s hav e 
found — the need to "bend the frame" in order to meet the client's needs. 



Introduction I  xxi x 

Chapter 3  is abou t countertransferenc e —  the feeling s o f th e provide r — 
and describe s th e author' s carefu l introspectio n befor e goin g beyon d 
traditional psychotherapeutic activities . I know the author, Rober t Barret , 
Ph.D., t o b e a  most thoughtfu l an d kin d man . Th e informatio n i n bot h 
these chapters is crucial to al l who work with HIV-affected persons . If the 
reader ha s doubt s abou t th e theoretica l "correctness 55 o f wha t thes e tw o 
gende me n espouse , I  sugges t readin g Mitchel l (1993) , who , discussin g 
psychoanalysis, wrote , "I n m y view, wha t i s most importan t i s not wha t 
the analyst does, as long as he struggles to do what seems, at the moment , 
to b e the righ t thing ; what i s most importan t i s the way in which analys t 
and analysan d com e t o understan d wha t ha s happened . Wha t i s mos t 
crucial is that, whatever the analys t does, whether actin g flexibly o r stand -
ing firm , h e doe s i t wit h considerabl e self-reflection , a n opennes s t o 
question an d reconsider , and , mos t important , wit h th e patient' s bes t 
interests a t heart" (195) . That should be the view of us all. 

Much o f th e literatur e o n HIV/AID S menta l healt h ha s focuse d o n 
psychotherapy an d counseling . Fo r additiona l specifi c informatio n o n 
HIV/AIDS-related counselin g an d psychotherapy , I  sugges t yo u consul t 
Kain (1989 , 1996) ; Dilley , Pie s an d Helquis t (1993) ; Boyd-Franklin , 
Steiner, an d Boland (1995) , and Winiarski (1991) . 

Chapter 4 is about spirituality, an issue in the minds and hearts of most 
persons wit h AIDS . Man y providers , afte r workin g wit h HIV , als o fin d 
new leanings toward spirituality . Pasca l Conforti, O.S.U. , a  hospital chap-
lain and a Catholic sister, takes a stance that encompasses excellent psycho-
logical principles. 

Chapter 5  describes itself in its first paragraph : "Los s and grieving ech o 
throughout th e cours e o f HIV/AIDS. Fo r persons infecte d an d fo r thos e 
who car e fo r them , includin g th e menta l healt h provider , on e o f th e 
greatest challenge s i s the relationshi p w e ar e invite d t o mak e wit h loss. " 
The author , Noe l Elia , M.S.W. , suggest s way s t o mee t thos e challenges , 
based i n par t o n fou r year s o f providing therap y a t a  methadone clini c in 
the Bronx . 

Chapter 6  discusses th e cross-cultura l issue s involve d i n working wit h 
HIV/AIDS clients . Chapte r 7  talks abou t th e rol e o f psychiatry, whic h i s 
vital an d i s viewed somewha t stereotypicall y and , perhaps , with hostilit y 
by many othe r menta l healt h providers . I f al l o f u s coul d wor k wit h th e 
chapter's author , Karin a Uldall , M.D. , w e woul d al l hav e muc h mor e 
comfort wit h this medical specialty . 

This part' s fina l chapte r i s o n secondar y prevention : workin g wit h 
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people with HIV t o preven t transmissio n t o others . I t astonishe s me tha t 
so littl e secondar y preventio n wor k i s bein g done . Kath y Parish , Ph.D. , 
who ha s worke d wit h person s wit h hemophili a an d thei r partner s a t 
Huntington Memoria l Hospital , Pasadena , California , ha s writte n wha t 
may be the best article thus far on the topic. 

Part II , "Specialize d Aspect s o f HI V Clinica l Care, " describe s wor k 
that i s important bu t tha t ma y not b e in everyone' s real m o f expertise o r 
geographic practice . Th e specialize d wor k describe d will , however , hel p 
the reader understand the scope of HIV/AIDS menta l health practice . 

In chapte r 9  Michel e Killoug h Nelson , Ph.D. , describe s he r progra m 
of working in group with persons with AIDS Dementia Complex . 

Chapter 1 0 describes rural HIV-related practice issues and is written b y 
I. Michael Shuff, Ph.D. , who has traveled widely in Indiana to teach HI V 
counseling. He i s the director of the Heartland Care Center, Indiana Stat e 
University, Terre Haute, Indiana . 

In chapte r 11 , Ariel Shidlo , Ph.D. , a  psychologis t wh o work s wit h 
HIV-negative ga y an d bisexua l men , writes , cc HIV-negative ga y me n 
suffer considerabl y fro m th e shado w o f HIV." Hi s chapte r describe s th e 
clinical aspects of care for men in the shadow . 

The final chapter in this part, chapter 12 , is about working with affecte d 
children. The author is Dottie Ward-Wimmer, R.N. , a  pediatric nurse and 
the directo r o f th e children' s progra m a t St . Franci s Cente r i n Washing -
ton, D.C . Sh e ha s tremendou s passio n fo r th e car e o f children ; I  hop e 
that som e o f this passion has escaped the editor' s curso r an d tha t you ar e 
touched by it. Her chapte r made me cry . 

Part II I describe s variou s model s o f clinica l car e — cutting-edge pro -
grams that wil l be the foundations fo r car e in the 21s t century. I n chapte r 
13, a group of practitioners from St . Joseph's Hospital and Medical Cente r 
in Paterson , N.J. , describes a  mental healt h servic e that i s integrated wit h 
medical care in an inner-city hospital . 

Chapter 1 4 describes a  model fo r deliverin g menta l healt h service s t o 
the hom e tha t wa s teste d b y th e Visitin g Nurs e Associatio n o f Lo s 
Angeles. The authors of chapter 15 tell about an organization that provides 
case management t o Nativ e Americans and , i n doin g so , provide lesson s 
generalizable t o man y groups . Th e authors , Davi d Barne y an d Bett y 
Duran, d o no t sa y muc h abou t themselve s i n th e chapter , bu t I  kno w 
them t o b e healer s wh o ar e fille d wit h th e Spirit . Chapte r 1 6 describes a 
comprehensive cente r for women with HIV i n St. Louis, Missouri, and is 
cowritten b y a nurse and a social worker . 
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I included a fourth part , "How Do We Know It Works?,55 to communi -
cate to clinician s an d potentia l program developer s tha t althoug h we ma y 
believe tha t certai n intervention s o r program s ar e effective , w e nee d t o 
evaluate ou r wor k i f we wan t funding . Basi c quantitative an d qualitativ e 
evaluation issue s ar e discusse d i n th e chapters . Chapte r 1 7 is written b y 
Michael Mulvihill , Dr.P.H. , a  colleague wh o i s often to o generou s wit h 
his assistance. Martha Ann Carey , Ph.D., R.N., wrote chapter 18. 

Part V contain s a  single chapter , chapte r 19 , that provide s a n excellen t 
description of the future o f federal funding fo r mental health services. The 
reader o f bot h thi s chapte r an d th e Forewor d wil l hav e a  good gras p o f 
public policy issues aroun d HI V care . Doug Wirth , M.S.W. , th e author , 
patiently tracke d th e reauthorizatio n o f th e Rya n Whit e Comprehensiv e 
AIDS Resources Emergency (C.A.R.E. ) Ac t for to o many months . 

As this boo k wa s bein g completed , somethin g extraordinar y occurre d 
in th e clinica l car e o f person s wit h HIV/AIDS : Ne w therapie s bega n t o 
suggest tha t improve d an d longe r live s wer e possible . Th e Afterword , 
written by the editor, discusses responses to the psychosocial and spiritua l 
implications of the new therapies . 

The boo k conclude s wit h tw o appendices : appendi x A  i s a  medica l 
primer tha t provide s basi c HIV/AIDS-relate d biomedica l information , 
and appendi x B  lists source s o f information , wit h a n emphasi s o n us e o f 
the computer an d quick retrieval . 

Many reader s overloo k th e Foreword . Thi s book' s Forewor d i s by G . 
Stephen Bowen , M.D. , M.P.H . A s associat e administrato r fo r AID S o f 
the Healt h Resource s an d Service s Administration , Dr . Bowe n adminis -
tered th e Rya n Whit e C.A.R.E . Ac t unti l hi s retiremen t i n 1996 . H e 
provides a n excellen t revie w o f basi c psychosocia l an d fundin g policies , 
with a subtext of "Who will pay for the care of HIV-affected individuals? " 

My Predictions  for the Future 
This book describes practices and projects, developed in the past, that wil l 
be th e foundation s fo r th e future . I t take s n o grea t insight , however , t o 
realize tha t th e futur e o f menta l healt h car e fo r HIV-affecte d person s i s 
dire. Federa l funding i s being transformed, a s described i n the Forewor d 
and in chapter 19 . Block grants an d Medicaid manage d car e will certainly 
erode th e quantit y an d qualit y o f services , eac h i n it s ow n wa y an d fo r 
different reasons . I t i s likely , fo r example , tha t bloc k grant s wil l signifi -
cantly reduc e opportunitie s t o develo p innovativ e HIV/AIDS-relate d 
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mental health programs . And i t i s unlikely tha t healt h maintenance orga -
nizations will reduce their profits s o that HIV-afFected person s can receive 
appropriate menta l health care. I doubt tha t medical facilities an d medica l 
practice groups, caring for HIV/AIDS patients in the context of capitation 
plans, wil l reduc e thei r profit s s o tha t mor e menta l healt h provider s ca n 
be hired. It will therefore b e incumbent on us to seek out whatever specia l 
funding i s availabl e an d t o evaluat e expertl y ou r services . Mor e menta l 
health services will be offered i f we have evaluation data that can convince 
policymakers an d healt h car e administrator s tha t menta l healt h car e i s 
worth the investment . 

If some of the changes described in chapter 1 9 and the Foreword com e 
to be , then th e specialt y o f HIV/AIDS car e wil l certainl y b e threatened . 
If that occurs , our task will be to ensure that HIV/AIDS concern s do no t 
become los t i n th e grea t melang e o f publi c healt h issue s tha t includ e 
nutrition, smoking , hear t disease , an d cancer . Eac h o f thes e issue s i s 
important. Bu t so is HIV/AIDS. 
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i I  Understanding HIV/AID S 
Using the Biopsychosocial / 
Spiritual Mode l 

Mark G.  Winiarski 

• A  woman, divorce d afte r seve n years of marriage an d now i n he r 
thirties, says she refuses t o date because she is afraid o f AIDS. 

• A  fourteen-year-old hig h schoo l studen t drink s a  "40" (bee r i n a 
forty-ounce bottle ) an d the n fail s t o us e barrier s durin g sexua l 
intercourse. 

• A  Lon g Islan d executive , wit h a  wife, a  lively four-year-ol d so n 
and a $300,000 house, dies of HIV-related illness , and the widow 
keeps the cause of death a  secret. 

• A  man , prou d t o hav e stoppe d hi s habi t o f intravenou s dru g 
twelve years ago and having worked continuously since , is hospi-
talized for Pneumocystis carinii pneumonia . 

Our everyda y live s ar e complicate d enoug h and , to o often , painfu l an d 
hard t o understand . Imagine , then , bein g face d wit h a  condition tha t i n 
the earl y 1980 s manifested itsel f through a  quick an d unexplaine d illnes s 
and death . Then , withi n a  decade an d wit h medica l progress , th e condi -
tion becam e a  long-term chroni c condition , rathe r tha n a  death sentenc e 
rendered quickly . No w w e kno w thi s conditio n a s Acquire d Immun e 
Deficiency Syndrome (AIDS) , which is also called human immunodeficie -
ncy virus-relate d disease , name d fo r th e viru s (HIV ) tha t cause s th e 
disorder. 

3 
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Imagine, also , a s HIV/AID S come s t o publi c consciousness , menta l 
health provider s havin g to lear n t o respon d wit h skil l and compassio n t o 
a life-threatenin g situatio n tha t involve s a  comple x constellatio n o f per -
sonal an d communit y considerations . A s with hear t disease , cancer , o r a 
disabling injury , grea t emotiona l traum a i s involved . Bu t wit h HIV / 
AIDS, th e emotiona l traum a i s compounde d b y a  societa l reactio n tha t 
judges th e HIV-infecte d perso n ver y harshly , unlike curren t publi c reac -
tions t o thos e wit h hear t diseas e o r cancer . Ofte n tha t sever e reactio n i s 
internalized, creating a  loathing of self. 

If someone were asked to create a condition that would test our society 
where i t was most vulnerable — on issue s such a s mortality an d morality , 
compassion an d judgmentalism — it i s unlikely one could creat e anythin g 
more challenging than HIV/AIDS. Consider these issues: 

• Becaus e th e huma n immunodeficienc y viru s i s sprea d throug h 
exchange o f bodily fluids — during sex , in artificia l insemination , 
when sharin g contaminate d syringe s durin g injectio n dru g use , 
in transfusion s an d infusion s o f bloo d an d bloo d products , an d 
from mothe r t o bab y in  utero  an d durin g breastfeedin g — HIV 
and AIDS is a taboo topic for many . 

• Becaus e HIV i s most often sprea d during sex and drug use, large 
portions o f America n societ y judgmentall y regar d person s wit h 
HIV/AIDS a s mora l degenerate s wh o ar e t o blam e fo r thei r 
illness. Th e judgmen t i s eviden t i n th e allowanc e mad e fo r in -
fected childre n an d fo r person s wh o wer e infecte d b y contami -
nated blood products , who ar e viewed as "innocent55 victims. 

• Irrationa l fears of contamination have deprived many of adequate 
medical an d othe r care , an d eve n fro m basi c human contact . A s 
late as 1995, White House guard s donned rubbe r glove s during a 
visit by a gay contingent . 

Many people still believe that their communities, their family members , 
and the y themselve s ar e immun e t o HIV . Th e strengt h o f thi s belie f 
indicates the effects o f the virus on our society. Too many claim immunit y 
because the y canno t acknowledg e thei r fear s o r confron t th e implici t 
judgment, which is , CT am immune becaus e I am not like those others. " 

But now , an d especiall y fo r th e nex t century , n o individua l an d n o 
community ca n affor d t o dismis s HI V a s a  conditio n tha t happen s t o 
others. HI V threaten s al l ou r communitie s an d al l ou r clients , i n way s 
overt and in ways subde, hidden, an d complex . 

Mental healt h practitioners , especially , canno t b e s o dismissiv e o r un -
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aware. Eac h o f th e clinica l anecdote s tha t bega n thi s chapte r i s HIV -
related, an d each person describe d i s a mental health practitioner' s client . 
The woman who refuses t o date because she fears AIDS may not be HIV -
positive, bu t sh e i s HIV-fear-positive , an d tha t phobi a ca n significantl y 
affect he r life . Or , perhaps , sh e ma y b e usin g HI V fea r a s a  plausibl e 
excuse tha t cover s fear s o f intimacy . Th e secrec y tha t surrounde d th e 
death o f the Lon g Islan d executiv e i s fairly typica l i n suburba n area s an d 
is on e reaso n tha t peopl e i n thes e communitie s ar e no t awar e o f thei r 
incidence of HIV infection . 

If a  mental healt h practitione r believe s HIV infectio n doesn' t occu r i n 
his o r he r communit y an d therefor e fail s t o lear n ho w t o addres s i t 
appropriately with clients, he or she does clients a grave disservice. In fact , 
many woul d argu e tha t discussio n o f HI V issue s shoul d b e a  par t o f 
every menta l healt h practice . Th e practitione r mus t b e abl e t o respon d 
empathically and skillfully : 

• Whethe r a  client i s infected wit h HI V o r i s a  family membe r o r 
neighbor o f someone with HIV/AID S 

• Whe n a  client says a fear o f HIV i s preventing a  desired relation -
ship 

• Whe n a  client i s sexually active and doesn' t fea r HI V sufficiend y 
to have safer sexual attitudes 

These clients include us all. 
The HIV-relate d task s for menta l healt h practitioners , then , ar e man y 

and complicated . The y involv e constan t self-scrutin y o f ou r feeling s an d 
reactions (se e chapter 3) . They also involve constant learning . 

Too often , however , practitioner s confus e th e collectin g o f fact s wit h 
development of understanding. Certainly, the realm of HIV/AIDS knowl -
edge is broad and can be confusing. Bu t understanding HIV entail s much 
more than assembling a headful o f facts, be they medical or psychological , 
to b e pronounce d t o onesel f o r t o a  client . Skillfu l practic e requires , 
foremost, a  conceptualizatio n o f HI V i n whic h man y interlockin g an d 
complicated pieces of knowledge may come together an d be unified . 

Think o f this process a s similar to assemblin g a  jigsaw puzzle . Most o f 
us look a t the puzzle's boxtop , which depict s the finished  product , befor e 
we tackle the assembly of individual pieces. This chapter i s the boxtop fo r 
the HIV/AIDS puzzle . It provide s a  conceptual framewor k tha t wil l help 
the reade r piec e togethe r th e man y complicate d aspect s o f HIV . Usin g 
this template , th e practitione r ca n skillfull y integrat e th e man y fact s tha t 
he o r sh e wil l gathe r fro m readin g thi s boo k an d fro m othe r sources . 
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This conceptualizatio n enable s th e practitione r t o mak e a  comprehensiv e 
assessment o f th e HIV-affecte d client . Th e assessmen t finding s an d th e 
model the n guid e th e practitione r i n plannin g car e tha t i s far-reaching . 
Finally, th e mode l inform s interdisciplinar y practice , whic h wil l b e a 
hallmark of the next decade of care. 

The Biopsychosocial/Spivitual Model 

Fortunately, thi s author doe s not have to creat e this comprehensive view . 
A metamodel , whic h mean s a  mor e comprehensiv e mode l o r on e tha t 
enfolds severa l other models, already exists that will illuminate the way. I t 
is called the biopsychosocia l model , develope d b y Engel and modifie d b y 
this author to include spiritual aspects . 

The biopsychosocial/spiritual model acknowledges that all persons have 
many aspects and that these aspects all interact. Figure I.I may help explain 
the model . I n thi s figure , eac h circl e represent s a n aspec t o f ou r lives . 
These broad, interlocking aspects have the following genera l definitions : 

• Biologica l o r biomedica l — pertaining t o flesh,  bloo d an d bone , 
organisms, and such entities as viruses. 

• Psychologica l — having to do with the inner life of the individual , 
including emotions , self-judgments , motivation s fo r relatednes s 
with others, and internal reasons for behaviors , generally. 

• Socia l — the person's participation o r lack of participation in fam -
ily, communit y an d societ y (includin g th e therapist) , an d th e 
effects o f family , community , an d societ y o n th e person . One' s 
culture reside s i n thi s realm , althoug h one' s reaction s t o th e 
culture may be psychological . 

• Spiritua l — not necessaril y a n attachmen t t o organize d belief s o r 
religious institutions , althoug h tha t certainl y ma y b e present . 
Spiritual aspect s ofte n includ e a n interna l belie f o r sens e tha t 
acknowledges a n "other, " a  realit y beyon d norma l experience , 
which ma y be a  presence o r meanin g tha t surpasse s curren t real -
ity. In thi s realm we include belie f in God , "highe r power, " "th e 
seed," and particular cultura l expressions of spirituality . 

Generally, ou r Wester n societ y view s eac h o f thes e aspect s separately . 
When "healt h care " is mentioned, fo r example , most people think "medi -
cal care," an indication o f ou r overemphasi s o n biomedica l responses , t o 
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Figure 1.1. The Biopsychosocial/Spiritual Model 

the exclusio n o r neglec t o f car e o f othe r aspect s o f ourselves . I n th e 
biopsychosocial/spiritual model , the different realm s may be separated ou t 
for purpose s o f distinguishin g majo r component s an d fo r plannin g ou r 
assessment an d interventions . Yet , the sophisticate d provide r realize s tha t 
all these aspects interplay; they all affect on e another . 

Consider applicatio n o f th e mode l t o th e situatio n o f a  perso n who , 
after testing , is told that she is HIV-positive. 

Since the recognition o f AIDS an d HIV, an d in many institutions still , 
the perso n wh o receive s a  tes t resul t tha t indicate s HI V infectio n i s 
immediately draw n int o a  Whitewate r torren t o f month s o f laborator y 
tests, visits with medical providers, prescriptions for prophylactic (preven -
tative) medicines , and discussions about the newest medical interventions . 
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While th e bod y ma y generall y b e wel l care d for , othe r aspect s requir e 
attention, such as: 

• Th e person's psychological reaction. Many patients, still unfamil -
iar with HIV , reac t with th e belie f they have bee n give n a  death 
sentence. (A n unknowledgeable menta l healt h provide r ma y col-
lude b y joinin g i n th e client' s hopelessness. ) Eve n thos e wh o 
cognitively "know 55 tha t HIV/AID S i s chronic ar e likely to hav e 
a stron g psychologica l respons e tha t ma y includ e despair , fear , 
dread, guilt , shame, or even relief that comes with knowledge . 

• Th e reactions of those who love that person, who make love with 
the person , g o t o churc h with th e person , o r ar e estranged fro m 
the person . 

• Th e spiritua l reactio n o f the person, who ma y or may not hav e a 
system o f belief s o r feeling s abou t God , "highe r power, " o r 
meanings o f life . Whe n Kubler-Ros s (1969 ) suggeste d tha t on e 
step i n dealin g wit h termina l illnes s i s bargaining , sh e als o sug -
gested tha t mos t person s i n tha t situatio n bargai n wit h a  God -
type figure . 

Two exercise s ma y hel p yo u understan d th e interpla y o f ou r man y 
aspects. 

First, i f your community ha s anonymous HIV testin g — that is , a place 
where yo u d o no t hav e t o giv e you r nam e an d wher e yo u wil l no t b e 
recognized — go and be tested. Regardless of your sexual history and your 
risk o f havin g HIV , yo u ar e likel y t o hav e man y emotiona l reaction s t o 
the experience , whic h wil l includ e a  wai t o f u p t o tw o week s fo r th e 
results. Ver y fe w individuals , eve n thos e wit h n o risk s o f transmission , 
escape th e anxiet y tha t ensues . I n addition , conside r tellin g other s tha t 
you took the test . Take time to ponder your feelings an d to consider wha t 
others5 reactions ma y be. Record you r thought s an d feelings i n a  journal. 
If you ar e anxiou s an d hav e n o potentia l fo r infection , the n imagin e th e 
anxiety o f a  person wh o ha s a  high ris k of being infected wit h HIV , an d 
imagine the courage it takes for that person to be tested. I f you fear tellin g 
someone, suc h a s a  parent o r sibling , abou t you r HI V test , imagin e th e 
fear o f someone with actua l risk of being infected . 

To this exercis e I  mus t ad d severa l importan t cautionar y notes . I f yo u 
cannot b e tested anonymousl y o r a t a  place where you wil l not b e recog -
nized, i t ma y b e bette r t o bypas s thi s exercise . To o ofte n a  stigm a i s 
attached eve n t o thos e wh o ar e tested , regardles s o f the results . Further -
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more, som e reader s ma y b e a t ris k for  HI V infection , an d testin g ma y 
yield a positive result . A counselor competent i n HIV/AIDS ca n help you 
assess your ris k befor e testing . I f you believ e th e ris k may b e significant , 
you shoul d b e confiden t tha t yo u understan d al l th e consequence s o f a 
positive resul t an d kno w abou t th e availabilit y o f competen t medica l an d 
psychological care , whethe r anonymit y o r confidentialit y wil l b e pre -
served, an d th e psychologica l consequence s fo r yourself . Do no t conduc t 
this exercise if you do not understand it s possible consequences . 

To do th e secon d exercise , si t with a  friend i n a  quiet place , a t a  tim e 
during which you won't b e interrupted, an d let the friend pla y the role o f 
a physician o r nurse who tell s you somethin g like this: "Two week s ago , 
we took bloo d from yo u and sent it to a  laboratory to be tested for HIV . 
I kno w you were concerne d abou t th e result s becaus e you had se x abou t 
six month s ag o wit h someon e yo u didn' t know . Th e result s hav e com e 
back, an d the y sho w tha t yo u ar e HI V infected. " Tak e carefu l not e o f 
your emotiona l reactions , an d imagin e wha t th e reaction s o f you friends , 
family members , an d acquaintance s wil l be . Discus s the m wit h you r 
friend. 

Your reaction s ma y includ e feelin g tha t yo u shoul d se e a  medica l 
specialist, tha t yo u shoul d pray , tha t yo u shoul d b e retested , tha t yo u 
should tel l family member s an d friend s o r hid e th e fact . You r family an d 
friends migh t respon d wit h lov e an d consolation , o r the y coul d respon d 
with ange r and shame . Personal reactions ar e varied — but al l spring from 
people who ar e not just biologica l specimens bu t who have psychologica l 
aspects (emotions) , wh o liv e i n a  communit y tha t ha s a  cultur e (socia l 
environment), an d wh o likel y hav e considere d th e spiritua l aspect s o f 
existence. Clearly , th e knowledg e tha t on e i s infected ha s significant  psy -
chological, social , and spiritua l consequences . 

Similarly, muc h tha t i s psychological , social , an d spiritua l ha s le d t o 
behavior that carries with i t the risk of introducing HIV int o the body . 

Take the case of the fourteen-year-old femal e high school student, wh o 
drank a  "40, " becam e intoxicated , an d faile d t o negotiat e th e us e o f a 
condom prio r t o intercourse . Wha t factor s ma y hav e le d u p t o thi s 
unfortunate situation ? A  biologica l facto r ma y b e that sh e had to o muc h 
alcohol i n he r bloodstream , whic h ma y hav e impaire d he r judgment . A 
psychological factor, suc h as low self-esteem, ma y have contributed t o he r 
decision t o drin k o r t o hav e sex . Many socia l factor s ma y b e implicated , 
including her peer group's norms. A spiritual factor ma y also be involved: 
Perhaps sh e gre w u p i n a  traditiona l churc h an d i s oppositiona l an d 
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defiant t o th e church' s attitude s regardin g sex . Many mor e issue s may b e 
involved here , and a  skillful menta l healt h practitione r i s likely to pursu e 
many hypotheses regardin g wha t i s involved i n the young woman's risk y 
behaviors. 

And wha t abou t th e ma n wh o stoppe d intravenou s dru g us e twelv e 
years ago and has worked steadily since? His bout with Pneumocystis carinii 
pneumonia, a n opportunistic infection tha t takes advantage of a declining 
immune system , ha s seriou s psychological , social , an d spiritua l conse -
quences. Psychological consequences may include depression and a feeling 
of bein g cheated . Socia l consequence s ma y includ e los s o f salar y an d o f 
the ability to support his family, which may also affect hi s emotional well-
being. Bein g sick , th e ma n ma y see k a  closenes s t o hi s God , o r h e ma y 
curse Go d fo r hi s situation . An d wha t o f the effect s o f the illnes s o n hi s 
family, an d it s response ? Th e interpla y o f al l thes e aspect s i s wha t th e 
HIV-infected perso n presents to the mental health practitioner , an d wha t 
must be understood a s such. 

The biopsychosocial/spiritua l mode l i s usefu l becaus e i t allow s u s t o 
think through what we know intuitively . Every aspect of HIV affect s an d 
is affecte d b y others . (I f w e thin k i t through , i n fact , i t seem s tha t 
every aspec t o f lif e ha s biomedical , psychological , social , an d spiritua l 
components tha t affec t on e another. ) Bu t ho w doe s thi s awareness affec t 
our menta l healt h practice ? I t allow s a  sophisticated respons e t o a  clien t 
who learn s tha t h e o r sh e i s HIV-positive. Th e practitione r wh o view s a 
client as a dynamic interaction of many different aspect s assumes a profes-
sional stanc e tha t respond s t o eac h component . Thi s respons e i s a  mor e 
comprehensive assessmen t that take s into accoun t the various aspect s an d 
a treatment plan that derives from tha t comprehensive assessment . 

Background Reading 
Arguments for viewing the person as a biopsychosocial system are decades 
old, although author s have differed i n their interpretation o f the concept . 
The addition o f the spiritual element a s an important par t of the model is 
newer, and somewhat controversial . 

In th e medica l field,  Enge l i n i96 0 articulate d a  "unifie d concep t o f 
health an d disease" (459) that, he said, derived from wor k a s early as 1951. 
He call s "a concept o f antiquity53 the view that "disease is a thing in itself , 
unrelated to the patient, the patient's personality, bodily constitution, an d 
mode o f life " (460) . Rather , h e suggest s tha t objec t relations , amon g 
other factors, affec t health . 
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In 197 7 Enge l use d th e ter m "biopsychosocial " an d liste d argument s 
for it s adoptio n i n medicin e an d psychiatry . A  yea r late r Enge l (1978 ) 
alluded t o a n integrate d mode l o f care . H e note d tha t th e postur e tha t 
science and humanism ar e in opposition "promote s rivalry , if not antago -
nism, betwee n an d amon g healt h professionals . Bu t th e car e o f th e sic k 
calls for collaboration and smooth interaction between professionals, wit h 
complementary roles to fulfill an d tasks to perform" (173-174) . This article 
and a  late r on e (1980 ) detail s a  biopsychosocia l mode l base d o n genera l 
systems theory, taking into account culture , subculture, community, fam -
ily, and intrapsychic factors, among other factors . 

In the field of HIV, severa l persons make reference t o the model, albei t 
from a  medica l vantag e point . Cohe n an d Weisma n (1986 ) describe d a 
biopsychosocial approac h t o HIV car e a t an urban hospital , calling i t "a n 
approach tha t view s thes e individual s a s deservin g coordinate d car e an d 
treatment wit h dignity " (245) . In 199 0 Cohe n calle d AID S " a paradig m 
of a  medical illnes s tha t require s a  biopsychosocia l approach " (98) . Thi s 
viewpoint differ s fro m wha t w e espouse : W e view HIV-related illnes s a s 
a chronic , life-threatenin g conditio n wit h man y aspect s beside s th e 
medical. 

The multiple-aspect s mode l i s no t jus t theoretica l an d a  nic e wa y t o 
think abou t humankind . I t i s th e basi s o f ne w way s o f regardin g healt h 
care, as well as of studies of mind-body connections . 

One exampl e o f ne w approache s t o healt h car e i s th e field  o f healt h 
psychology, and an example of clinical applications of research in this area 
is Managing Chronic  Illness: A Biopsychosocial  Perspective, edited by Nicassio 
and Smit h (1995) . In it s first  chapter , Smit h an d Nicassi o (1995 ) outlin e 
the biopsychosocial model and provide a  very helpful outlin e for applyin g 
the mode l i n assessmen t an d intervention . I n subsequen t chapters , th e 
authors describ e healt h psycholog y researc h an d it s application s i n th e 
interplay o f th e biomedical , psychologica l an d socia l aspect s o f chroni c 
illness. 

Another exampl e o f th e acknowledgemen t o f th e biopsychosocia l 
model i s the America n Psychiatri c Association' s inclusio n o f a  diagnosi s 
called "psychologica l factor s affectin g physica l condition " i n it s revise d 
third editio n o f th e Diagnostic and Statistical  Manual of  Mental Disorders 
and it s revision o f the diagnosti c criteri a i n the fourth editio n (America n 
Psychiatric Association , 1987 , 1994) . Moreover , i n th e 199 4 edition , 
known a s DSM-IJ£ th e America n Psychiatri c Association include d infor -
mation on culturally unique conditions . 

Studies that acknowledge mind-body connections have emanated fro m 
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scientific area s suc h a s psychoneuroimmunology (Ader , 1981) , behaviora l 
medicine, and psychosocial oncology. The results are described or applie d 
in book s suc h a s Minding the  Body, Mending the  Mind (Borysenko , 1987) 
and in journals such as Health Psychology,  Psychosomatic Medicine, Journal of 
Health and  Social  Behavior and Journal of Clinical Oncology. More and mor e 
scientific dat a describe the mind-body connection . A  statistical analysi s o f 
the results of many studies in psychosocial oncology, fo r example , led th e 
authors t o conclud e tha t "psychosocia l intervention s hav e positive effect s 
on emotiona l adjustment , functiona l adjustment , an d treatment - an d dis -
ease-related symptom s i n adul t cance r patients " (Meye r &  Mark , 1995 , 
104). 

Engel idealisticall y advise d physician s t o emplo y th e biopsychosocia l 
model i n thei r practice . Bu t researc h an d experienc e ha s taugh t u s tha t 
primary-care practitioner s and , perhap s eve n more so , medical specialist s 
have difficultie s recognizin g o r finding  th e tim e t o addres s comple x psy -
chosocial problem s suc h a s those foun d i n HIV-positiv e persons . Whe n 
they recogniz e a  problem , mos t physician s wit h biopsychosocia l aware -
ness believ e that th e time-savin g and , therefore , cost-effectiv e mov e i s t o 
refer th e client to a  mental health specialist . 

Addition of  Spirituality to  the Model 

While Engel and his successors deserve credit for unitin g the biomedi -
cal, psychological, an d social , those who work with HIV-affected person s 
soon learn that many infected clients , in the course of their illness, reveal a 
desire to investigat e thei r spiritua l feelings . Moreover , man y professiona l 
caregivers have rediscovered thei r spirituality through HIV-relate d work . 

What is it about the condition tha t encourages persons to look inward? 
In grie f counselin g a  clien t ofte n voice s regre t tha t mor e meaningfu l 
interactions wer e no t experience d wit h th e perso n no w deceased . Simi -
larly, a person diagnose d with a  life-threatening chroni c illness may com e 
to realiz e tha t lif e i s to o shor t fo r trivialities . Wit h crisi s ofte n come s a 
search for a n anchoring , a  deeper meaning . And many find the anchorin g 
in a  par t o f themselve s tha t look s beyon d thi s lif e an d senses  tha t mor e 
exists. 

Fortunato (1993 ) note s tha t eve n thos e therapist s wh o ar e atheisti c o r 
agnostic ca n respon d t o religiou s o r spiritua l belie f by responding t o "t o 
a client 3s nee d fo r eschatologica l hope . Th e wor d eschatobgical  derives 
from th e Gree k wor d eschaton,  meaning en d times . I t allude s t o wha t 
happens t o u s afte r death 55 (1) . Fortunato (1993 ) suggest s tha t counselor s 
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form no opinion about clients5 belief systems. Atheistic caregivers, he says, 
can b e helpfu l t o client s wh o believ e i n lif e afte r death . "Perceivin g a 
client's eschatologica l belief s a s illusor y i s fine , a s lon g a s th e caregive r 
understands tha t the y ar e useful , functiona l illusion s (an d a s long a s th e 
caregiver ca n respec t th e client' s perceptio n o f atheis m a s equall y illu -
sory)" (3). 

For a  more detaile d inquir y int o th e spiritua l aspect s o f HI V menta l 
health care, see chapter 4 . 

Tools for Clinical  Practice 

The biopsychosocial/spiritua l mode l offer s thes e advantage s t o prac -
titioners: 

• The  biopsychosocial/spiritual model provides a framework for a  compre-
hensive assessment^ which  leads  to sophisticated  treatment  and  case 
management. 

As th e reade r alread y ha s learned , th e HIV-affecte d person' s 
situation — both befor e an d afte r infectio n — is complex, an d th e 
entire landscape needs to be seen and understood. T o respond i n 
a sophisticate d manner , th e menta l healt h practitione r need s t o 
survey the entire landscape by way of a complete assessment . 

The oudin e presente d i n this sectio n group s issue s in a  handy 
way. The reader , however , no w know s tha t eac h aspec t i s inter -
active with others . Although w e placed sexua l functioning i n th e 
psychological realm , fo r example , th e othe r realm s ar e als o in -
volved i n sex . Th e sophisticate d provide r wil l no t neglec t th e 
biomedical, psychological , social , an d spiritua l aspect s o f ever y 
issue. 

Comprehensive Assessmen t Guideline s 
I. Biomedica l issues 

A. Medical Informatio n 
• Curren t T-helpe r (als o know n a s CD4 ) cel l count s an d 

other markers of immune function suc h as viral load assays. 
(See appendix A for medica l information. ) 

• Medica l history , bot h HI V an d non-HIV . A n HIV-posi -
tive person ma y have othe r significan t conditions , e.g. , hy -
pertension, diabetes , history of headaches. 

• Medication s bein g take n an d thos e prescribe d o r recom -
mended bu t declined . As k abou t sid e effect s experienced . 
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Include drugs obtained on the street, herbal remedies given 
by nonmedica l practitioners , an d othe r complementar y 
remedies. 

• Othe r treatments, including chiropractic care, acupuncture , 
spiritually based healing practices. 

• Self-car e practices , including nutrition an d exercise . 
• Name s of all caregivers, medical and nonmedical, includin g 

dentist, ophthalmologist , occupationa l therapist , physica l 
therapist, visitin g nurse , nutritionist , Christia n Scientis t 
practitioner, an d clergy . Understan d thei r role s an d th e 
client's choices . Ar e thes e person s wel l chosen , d o the y 
know abou t each other, do they work well together? 

• Respons e to treatment , generally . 
• Understandin g o f HIV-relate d condition s an d hi s o r he r 

own condition . I f the clien t is not knowledgeabl e o r forth -
coming about these issues, what might be the barriers ? 

B. Neurological conditio n 
i. Becaus e HIV , lik e certai n medications , ha s a  neurotoxi c 

effect tha t affect s th e client's quality of life, please consider : 
• Client' s baseline cognitive functionin g 
• Symptom s o f centra l nervou s syste m involvement , suc h 

as cognitive slowing, memory loss 
• Clien t us e o f compensatory strategies , suc h a s note tak -

ing or a  reminder syste m 
• Periphera l nervou s syste m involvement , indicate d b y 

pain, numbness o r other symptoms i n arms, hands, legs, 
or fee t 

II. Psychologica l issues 
A. Mental stat e 

• Ho w ha s client' s pre-HI V psychologica l functionin g 
changed wit h knowledg e o f infectio n an d progressio n o f 
illness? 

• Client' s emotional response to HIV issues . 
• Acut e psychologica l symptom s tha t th e clien t attribute s t o 

HIV statu s or to other stressors , e.g., anxiety , unhappiness , 
depression, despair . 

• Longstandin g psychologica l presentation . Neglec t o f per -
sonality disorder s severel y undermine s an y menta l healt h 
intervention an d can lead practitioners to feeling s o f inade-
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quacy. Th e personalit y disorder s o f client s mus t b e take n 
into account . 

• Histor y of , an d attitude s regarding , curren t o r pas t experi -
ences wit h menta l healt h professionals , wh o ma y includ e 
substance abuse program counselors ; past or current partic-
ipation i n twelve-step programs , suc h a s Narcotics Anony -
mous, Positives Anonymous. 

• Us e of psychiatric medications and psychoactive substances , 
either prescribe d o r obtaine d fro m stree t dealers . D o no t 
overlook abuse of prescriptions an d the possibilities o f sub-
stance abus e i n person s wh o d o no t mee t you r stereotyp e 
of drug abusers. The very respectable-appearing acto r River 
Phoenix died in 1993 with cocaine , heroin, diazepam , mari -
juana, an d a n over-the-counte r col d remed y i n hi s blood -
stream. Whe n inquirin g abou t substanc e use , us e bot h 
street name s an d bran d names . I  usuall y ask , "Hav e yo u 
ever take n Libriu m .  . . Valium .  . .  (etc.) ? Hav e yo u eve r 
done speedball . .  . (etc.)?" 

B. Sexual Functionin g 
• Asses s history and current sexua l functioning . 
• Doe s the client practice safer sex? 
• Typ e of sex preferred — anal, oral, receptive? 
• Wha t ha s change d sinc e diagnosi s o r appearanc e o f symp -

toms? 
• Unwante d sexua l occurrences ? 
• I f gay , lesbian, o r bisexual , the client' s comfor t wit h hi s o r 

her sexual preference . 
III. Socia l issues 

• Fo r sophisticate d an d deepe r understandin g o f th e HlV-af -
fected individual , striv e to understan d hi s o r he r culture . Th e 
client's cultura l affiliation s ma y b e multiple . Ho w doe s th e 
client identif y himsel f o r hersel f culturally ? As k th e clien t t o 
explain his or he r cultura l identification(s) . (Fo r more cultura l 
issues, see chapter 6. ) 

• Conside r th e individual' s socioeconomi c plac e i n society ; hi s 
or her vulnerability to racism , classism, heterosexism, an d sex-
ism; an d th e educationa l an d economi c opportunitie s denie d 
or afforded thi s individual . 

• D o no t overloo k on e ver y importan t socia l aspec t — the cli -
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ent's relationshi p wit h you , wh o become s par t o f hi s o r he r 
social network. Not e th e client' s abilit y to hav e a  relationshi p 
with you, to accep t your empathy, and to open up to you. The 
person's style  of interaction wit h you i s likely to mirro r hi s o r 
her styl e with simila r figure s outsid e th e therapeuti c relation -
ship. 

• Wh o ar e th e caregivers ? Doe s th e clien t hav e tw o familie s — 
one of blood relatives and another of affiliation, suc h as friends 
and a  partner? A genogram, or a  visual display of the family, i s 
always helpful (se e McGoldrick &  Gerson, 1985). 

• Wha t ha s bee n th e respons e o f "family" ? Conside r long-tim e 
family pattern s o f car e an d curren t support . Ar e an y famil y 
members likely to flee during a  crisis? 

• Ar e others in the support syste m HIV-positive ? 
• Who m doe s th e clien t designat e t o mak e treatmen t decision s 

if incapacitation occurs? Are the proper documents signed an d 
filed with physicians and others? Whom shoul d you contact i n 
an emergency ? 

• Ar e children involved? What i s their biopsychosocial status ? 
• Wha t doe s th e clien t wan t yo u t o d o i f h e o r sh e misse s a n 

appointment an d has no telephone or doesn' t answer ? 
IV. Spiritua l Issues 

• Histor y of religious observance and current attitudes . 
• Client' s definition, explanation , an d practice of spirituality . 
• Ar e these beliefs comforting o r a source of discomfort? D o th e 

beliefs facilitate patient' s dealing with his or her HIV statu s o r 
hinder it ? 

• Wit h whom doe s the client discuss spirituality ? 
• Wha t ar e the client's spiritual concerns ? 

This is by no means a comprehensive lis t of information tha t should b e 
obtained. (Fo r a  broader list , see Winiarski, 1991) . The information gath -
ered should b e expanded to encompass th e client' s specific circumstances . 
On th e basi s o f th e informatio n obtaine d throug h thi s proces s an d you r 
knowledge o f HIV/AIDS , ente r int o a  realistic therapeuti c contrac t tha t 
anticipates, as well as reacts to, biopsychosocial and spiritua l issues. 

• The  mental  health  practitioner who  uses the biopsychosocial/spiritual 
model acknowledges and responds  to a clienfs many aspects. 

Many year s o f experienc e providin g menta l healt h service s t o 
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HIV-affected person s have convinced provider s tha t rigid frame s 
of practic e d o no t adequatel y serv e clients . Th e inadequac y ha s 
several causes, including these: 

— Much curren t practic e i s based o n Wester n Europea n models , 
that is , whit e majority-cultur e models , o f providin g psycho -
therapy. These model s ar e foreign t o an d perhap s inappropri -
ate for minority-culture client s and fail to meet thei r needs . 

— Current psychotherapeuti c model s fai l t o accoun t fo r th e di -
verse and complex needs of medically involved patients . 

This autho r emphasize s th e nee d t o b e therapeutically flexible 
(Winiarski, 1991,1993) an d to use a style of practice called "bend -
ing the frame" (explaine d further i n chapter 2). 

While muc h i s sai d abou t culturall y sensitiv e o r culturall y 
competent practice , in fact i t is so complicated tha t menta l healt h 
practitioners largel y ignor e it s implementation . Practitioner s 
must realize that acceptanc e of , o r sensitivity to, a  client's cultur e 
is insufficient ; the y nee d t o b e wel l verse d i n th e culture , t o 
understand it , an d t o accep t it s rol e i n th e client' s life . Th e 
therapist mus t creat e a  therapeuti c relationshi p an d mak e inter -
ventions tha t ar e culturall y consonan t fo r th e client . Obviously , 
cultural competence requires a great deal of study and experience. 

• The  model  provides a metamodel  under  which  many disciplines  can 
interact. 

Many contributor s t o thi s boo k practic e a s par t o f interdisci -
plinary teams. They realize that just being around th e sam e table 
doesn't mak e fo r a  team. Ful l teamwor k — what man y o f us cal l 
integrated car e —comes whe n peopl e tal k wit h eac h othe r an d 
regard each other with respect . But , often , teamwor k i s hindered 
by a lack of a common way of thinking. 

Because practitioners i n thi s countr y al l speak English, we fai l 
to recogniz e tha t discipline s hav e differen t professiona l culture s 
and tha t thes e difference s creat e som e o f th e greates t barrier s t o 
integrated patien t care . Physicians, nurses, psychologists, an d so-
cial worker s generall y emerg e fro m trainin g wit h differen t 
worldviews, including etiological presumptions, treatment strate -
gies, and decision-making styles . Even within specifi c disciplines , 
persons have different assumptions . A person who provide s cog -
nitive-behavioral psychotherapy , fo r example , likely has differen t 
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assumptions abou t behavior s tha n a  psychodynamicall y traine d 
psychotherapist. 

The biopsychosocial/spiritua l mode l doe s no t requir e prac -
titioners t o chang e thei r worldviews . Rather , i t facilitate s a  con -
sensual treatment pla n based on a  common understandin g tha t a 
person has biomedical, psychological, social, and spiritual aspects. 
On th e basi s o f tha t commo n acceptanc e o f th e model , prac -
titioners o f divers e view s ca n si t together , vie w th e patien t i n 
many differen t ways , an d blen d thei r differen t view s int o a  bio-
psychosocial/spiritual treatmen t plan . Thus , th e entir e patien t i s 
acknowledged, an d different tea m members competencies to dea l 
with the different aspect s are validated. 

One clinica l exampl e involve s a n anxiou s patien t wh o sough t 
benzodiazepines ( a famil y o f drug s tha t include s Valiu m an d 
Xanax) t o quel l hi s symptoms . A  physicia n wante d t o writ e a 
prescription fo r wha t h e viewe d a s a  biomedica l phenomenon . 
Psychosocial provider s suggeste d tha t underlyin g psychologica l 
causes o f th e anxiet y woul d no t b e addresse d i f th e symptom s 
were medicated . Th e treatmen t pla n tha t evolve d fro m a  multi -
disciplinary discussion included a  prescription o f medication tha t 
would b e contingen t upo n significan t participatio n i n psycho -
therapy. 

• The  biopsychosocial/spiritual  model  assists us  in  incorporating  knowl-
edge from other disciplines. 

The blendin g o f knowledge withi n a  system a s just describe d 
also has to occur within each practitioner . 

What occur s whe n th e clien t tells  hi s socia l worke r tha t hi s 
T-helper cel l coun t ha s droppe d belo w 200 ? Wil l th e worke r 
understand th e implication s an d respon d appropriately ? Simi -
larly, i f th e patien t tells  hi s physicia n tha t h e take s pleasur e i n 
nothing, wil l th e practitione r recogniz e a  sympto m o f depres -
sion? 

Too often , w e becom e prisoner s o f ou r training . A  socia l 
worker ma y limit himsel f o r hersel f to th e socia l work aspect s o f 
care. Bu t wit h th e man y aspect s o f HIV , thi s limitatio n i s no w 
insufficient fo r practice . T o respon d full y t o th e HIV-affecte d 
person, providers have to learn some of other disciplines ' knowl-
edge (se e figure 1.2) . 
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Medical Provide r 

Spiritual Counselo r 

Figure 1.2. Incorporation of Expertise from Different Discipline s 

The darkened are a in figure  1. 2 represents the realm of knowl-
edge owned b y a well-rounded psychologis t doin g effective HI V 
work. Thi s psychologis t no t onl y know s th e knowledg e o f hi s 
discipline bu t ha s incorporate d knowledg e fro m th e biomedical , 
social, and spiritual realms as well. 

This incorporatio n o f ne w knowledg e allow s th e practitione r 
to understan d th e implication s o f informatio n o f differen t as -
pects, suc h a s T-helper cel l counts an d cas e managemen t issues , 
and t o respon d i n a  sophisticated manner . Th e psychologis t wil l 
never hav e th e trainin g o f a  physician , a  socia l worker , o r a 
member o f the clergy . But he or sh e must b e able to understan d 
the HIV-affecte d client' s concerns , n o matte r th e aspec t fro m 
which the y come . Having a  sense o f other providers ' knowledg e 
allows th e psychologis t t o wor k bette r wit h colleague s an d ex -
tends his or her professional reach . 

Social 
Worker 

Psychol-
ogist 
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Barriers 
Barriers t o th e implementatio n o f a  biopsychosocial/spiritua l mode l in -
clude the following : 

• Bein g entrapped i n one own' s discipline and unwilling to exten d 
one's breadth of knowledge. The greatest asset of a mental healt h 
provider i s a n ope n mind . I f one' s min d i s made up , on e cease s 
to grow professionally an d personally . 

• Adaptatio n o f a  simplistic , cartoonis h vie w o f wha t i s mean t b y 
biopsychosocial/spiritual factors . Whil e man y practitioner s us e 
the term, few allow the concept to guide their practices. The term 
implies sophisticated, multifactorial conceptualizatio n tha t shoul d 
lead to multifactoria l assessmen t and treatment . 

• Curren t reimbursemen t system s fo r healt h care , bot h medica l 
and menta l health . Thes e no w pressur e provider s t o b e mor e 
productive, tha t is , to se e mor e clients , an d therefor e allo w les s 
time for interdisciplinar y meetings an d discussions. 

• Skepticis m among patients. People who seek assistance in medical 
facilities generall y believ e tha t assistanc e come s i n th e for m o f 
medication. Thi s belie f require s menta l healt h professional s i n 
multidisciplinary program s t o persuad e client s o f th e wort h o f 
psychosocial, nonmedical services . 

Conclusion 

HIV/AIDS ha s bee n presente d a s a  biopsychosocial/spiritua l conditio n 
that requires a  sophisticated, knowledgeable response that incorporates al l 
its aspects . Th e biopsychosocial/spiritua l mode l ha s bee n presente d a s a 
guide no t onl y t o understandin g th e conditio n bu t t o assistin g healt h 
care provider s i n structurin g assessmen t an d guidin g intervention . Th e 
metamodel als o inform s multidisciplinar y practic e an d encourage s pro -
viders o f HIV-relate d service s t o exten d thei r knowledg e beyon d thei r 
disciplines. Understandin g th e mode l lead s t o a  menta l healt h prac -
tice tha t addresse s al l aspects o f the person . Thi s type o f practice i s ofte n 
one i n whic h w e "ben d th e frame " o f ou r theories . Tha t i s th e topi c o f 
chapter 2. 
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2 |  Psychotherap y an d Counseling : 
Bending the Frame 

Thomas Eversole 

Human immunodeficienc y viru s an d AID S ar e establishe d 
among th e genera l population , an d traditiona l notion s o f counseling , 
psychotherapy, an d case management ar e being tested a s never before . 

Mental health practitioners have responded to the challenges presente d 
by the medical , psychological , social , an d spiritua l aspect s o f HIV/AID S 
by expanding their range of services and by combining professiona l roles , 
thus "bendin g th e frame 55 o f psychotherapeuti c practice . I n additio n t o 
making hom e visit s (se e chapte r 14 ) an d counselin g client s o n spiritua l 
issues (se e chapte r 4 ) an d safe r sexua l practice s (se e chapte r 8) , som e 
practitioners spea k a t memoria l services , serv e a s clien t advocates , an d 
facilitate decision s abou t advance d directive s o r suicide . Ne w fo r man y 
therapists i s th e rol e o f accompanyin g thei r client s t o th e end s o f thei r 
lives, bein g on e o f fe w i f an y significant  friends  a t th e client' s deathbed . 
Challenging, frightening, an d rewarding, AIDS-related menta l health care 
pushes the limits of traditional practice as we enter the 21st century. 

Traditional psychotherap y role s ar e delineate d b y wha t ar e calle d 
"frames55 o f practice , dictate d largel y b y th e theor y — such a s psychody -
namic or cognitive — that guides one 5s work. Bendin g the frame suggest s 
that menta l health provider s no t limi t themselves to traditiona l role s but , 
as necessit y demands , g o beyon d th e ordinar y limit s an d establishe d 
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TABLE 2 . 1 . 
Comparison of  Traditional  Mental  Health  Services  and cc Bending the  Frame" 

Topic Traditional Bending the fram e 

Home visi t reques t 
Case managemen t 

Spiritual/religious 
issues 

Self-disclosure 

Medical informatio n 

Advance directive s 

Contact with family , 
partner, friend s 

Decline visit 
Refer to case manager 

Refer t o clerg y 

Usually very limited 

Usually refer to medica l 
worker 

Explore meaning of di-
rectives in context o f 
therapy 

Minimal or non e 

Consider visitin g 
May do varying degrees o f 

case management, mak -
ing contacts for client , 
etc. 

Sharing, disclosure, dis-
cussion 

Often mor e disclosive, men-
toring, modelin g 

Often provid e basic HIV in-
formation, educat e an d 
facilitate client' s medical 
decision makin g 

Often educat e and facilitat e 
client's decision proces s 

At client's request: joint ses-
sions, other meetings , 
grief work 

boundaries. (Fo r compariso n o f traditiona l an d "bendin g th e frame " re -
sponses, see table 2,1.) This requires : 

• Developmen t o f a  larg e repertoir e o f skill s an d resource s wit h 
which t o serv e clients . Provide r role s no w encompas s a  field  o f 
skills a s divers e a s advocacy , cas e management , an d existentia l 
psychotherapy. 

• Deliberate , ethical , and theoretically sound selection of therapeu -
tic response s t o clien t needs . Bendin g th e fram e bring s wit h i t 
responsibilities. It s practic e demand s tha t professional s reexam -
ine th e lega l an d ethica l aspect s o f thei r work , thei r rea l an d 
therapeutic relationships , an d th e source s o f persona l authorit y 
from whic h they practice, 

Winiarski (1991,1993a , 1993b, 1995) conceptualizes the range of psycho-
therapeutic style s alon g a  continuu m o f paradigms . A t on e extrem e ar e 
therapists wh o maintai n a  friendship-lik e relationshi p wit h thei r clients . 
At the other are those whose therapy is not a  dialogue and who are always 
neutral. Winiarski (1991 ) maintains tha t no single , unbending therapeuti c 
frame ca n serv e th e HIV-positiv e client' s changin g need s throug h th e 
course o f illness . Immediatel y afte r diagnosis , th e clien t ma y requir e 
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shoring up , crisi s intervention , an d famil y interventio n fo r support . 
Through the asymptomatic period, the patient may benefit from attentio n 
to preexistin g problem s an d t o short-ter m goal s tha t reflec t meanin g i n 
life. Toward th e en d o f life, th e clien t may requir e cas e management an d 
assistance in obtaining services . 

The precedin g chapte r note d tha t th e issue s relatin g t o HIV/AID S 
do no t clearl y sor t int o biological , social , psychologica l an d spiritua l 
components. Similarly , th e menta l healt h servic e need s o f peopl e wit h 
HIV/AIDS d o no t fal l int o well-circumscribe d domain s o f counseling , 
psychotherapy, an d cas e management . Man y issue s ar e addresse d i n ser -
vice area s wher e al l thre e discipline s overlap , a  psychosocia l Bermud a 
Triangle o f sorts , wher e professiona l distinction s disappear . Stil l mor e 
work fall s outsid e th e traditiona l boundarie s o f all  three  fields . Menta l 
health workers of the next century must develop the skills and the suppor t 
networks to move in al l three domains and beyond . 

Background Reading 
Winiarski (1991 ) initiate d th e concep t o f flexible  therapeuti c frame s an d 
the nee d t o mov e alon g a  continuu m o f role s an d therapeuti c style s i n 
accordance wit h a  client' s changin g circumstances . Th e ter m bending  the 
frame appeare d firs t i n hi s descriptio n o f integrate d medica l an d menta l 
health car e for peopl e living with HI V (Winiarski , 1993a) . The America n 
Psychological Association' s AID S trainin g curriculu m appropriate d th e 
term to reinforce th e necessity of using a  flexible therapeutic frame i n thi s 
work (Winiarski , 1993b). 

Other author s hav e mentione d th e concep t o f work beyon d th e tradi -
tional limit s o f thei r professions . Whe n describin g psychoanalysi s wit h 
poor, urba n clients , Altma n (1993 ) emphasize s th e multipl e role s tha t 
therapists ar e called on to fil l and notes tha t divers e worldviews challeng e 
practitioners t o differentiat e patholog y fro m cultura l diversity . Blechne r 
(1993) similarl y observe s tha t therapist s wit h client s wh o hav e AID S 
sometimes abando n thei r role s an d becom e involve d i n thei r patient' s 
lives. Whe n discussin g th e helplessnes s therapist s feel , Farbe r (1994 ) ac -
knowledges th e biopsychosocia l complexit y o f HIV/AID S a s well a s th e 
necessity for cas e management o f HIV-related needs . 

Of course , thes e stance s hav e no t bee n withou t criticism . I n thei r 
review o f Winiarski (1991) , Wagner an d Schel l (1992 ) wrote , "I t i s gener -
ally believed that meeting the client' s 'needs and desires ' is not the role o f 
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the psychotherapist 55 (183) . Rosic a (1995 ) observe s tha t th e emotiona l 
aspects o f HIV-relate d therap y ar e stron g an d tha t practitioner s ma y 
avoid experiencin g th e pai n tha t accompanie s accurat e empathy . Thi s 
avoidance may be manifest a s either emotional distance (excessiv e bound -
aries) o r overidentificatio n (los s o f boundaries) . Learnin g t o sustai n a 
balance betwee n th e tw o require s supervisio n an d ongoin g emotiona l 
support. Thus , practitioner s nee d t o b e deliberat e whe n tailorin g an d 
maintaining boundarie s tha t ar e appropriat e t o eac h client 5s needs . Still , 
as Curti s an d Hodg e (1995 ) note , AID S wor k require s "ne w kind s o f 
helping relationship s fo r whic h traditiona l clinica l boundarie s provid e 
little specific guidance 55 (5). 

My Clinical  Work 
As a psychotherapist workin g with people with HIV a t a  large, inner-cit y 
medical center, I  was frequendy challenge d by personal, professional, an d 
ethical situation s no t addresse d i n m y graduat e studies . Almos t dail y I 
experienced anxiety about "bending the frame.55 Later, as training directo r 
of th e America n Psychologica l Association' s HIV-relate d trainin g pro -
gram (th e HOP E Program) , I  hear d a  secret hel d b y mos t o f the facult y 
experts: T o practic e effectively , thes e practitioner s "bent 55 th e frame s o f 
psychotherapy theory . 

The facult y reporte d makin g hom e visits , barterin g fo r services,  eulo -
gizing client s a t memorials , facilitatin g decision s abou t suicide , an d ac -
companying client s t o A A meetings . Thes e senio r therapist s reporte d a 
sense of relief once the group had shared its common "secret, 55 and a  new 
sense o f enthusiasm fo r th e work ensued . Th e tellin g o f our unorthodo x 
stories wa s s o powerfu l tha t w e buil t i t int o th e seve n HOP E Progra m 
curricula. 

Barriers to Bending the Frame 
Those who choos e to ben d the frame o f professional practic e face a t leas t 
four type s o f challenges : persona l barriers , professional/ethica l barriers , 
legal barriers, and systemic barriers. 

Personal Barriers 

The persona l barrier s ar e perhaps th e mos t challengin g an d rewardin g 
to overcome . Servin g people with HIV , we are called on t o confron t ou r 
own attitudes, values, beliefs, traditions, habits and fears about our clients, 
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ourselves, and the ways we practice. A client once asked me: "Why do you 
think AIDS is here?" I responded that I  thought i t was "to show us where 
we need to love more." Over the course of therapy, he taught m e a  great 
deal abou t th e FF A (Fis t Fucker s o f America), an d I  ha d a n opportunit y 
to tes t m y hypothesis . I n supervisio n I  learne d technique s t o notic e bu t 
"bracket" or se t aside my own feelings a s a therapist. I n my own therapy , 
I worked on those bracketed issues and explored my barriers to regardin g 
clients positively. 

Professional/Ethical Barriers 

Many professiona l code s o f ethics ar e genera l an d difficul t t o appl y t o 
individual HIV-related cases . Even specific HIV-related polic y statement s 
yield conflictin g interpretations . Practitioner s ma y encounte r code s o f 
ethics tha t d o no t accommodat e th e nontraditiona l aspect s o f practic e 
necessary to serve HIV-affected client s effectively . 

Furthermore, professiona l code s o f ethic s an d policie s base d i n th e 
dominant cultur e may be irrelevant t o th e worldviews o f some clients . I f 
a client' s cultur e hold s tha t th e onl y possessio n ove r whic h on e ha s 
dominion i s one' s bod y an d tha t suicide , therefore , i s acceptable , the n 
requirements t o preven t suicid e ma y counte r ethica l principle s suc h a s 
autonomy. 

Legal Barriers 

Laws may pose real challenges, especially if they or their interpretation s 
are unjus t o r unclear . Law s regardin g suicide , dut y t o warn , righ t t o 
know, and partner notification ma y prescribe practitioner behavior . Give n 
the social-politica l climat e i n th e Unite d State s i n th e 1990s , future law s 
or wor k plac e policie s ma y contradic t th e therapist' s an d th e client' s 
personal values and beliefs abou t life, freedom, an d justice. 

Systemic Barriers 

Many providers work within systems that do not espous e a  biopsycho-
social/spiritual outlook on HIV/AIDS. AIDS work requires an interdisci -
plinary effor t b y the health , menta l health , community , an d socia l service 
members o f a  car e team . Eac h disciplin e bring s it s ow n culture , values , 
rules, assumptions , an d ethica l practices t o bea r on th e person wit h HI V 
and o n othe r member s o f th e team . Th e value s o f provider s may , fo r 
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example, conflict with those of administrators regarding teaching safer sex 
negotiation skill s t o seriousl y mentall y il l person s an d makin g condom s 
available to them. I t i s doubtful tha t all interacting disciplines and person -
alities will arrive at the same solutions in response to the AIDS pandemic , 
and practitioners mus t learn to negotiate the differences . 

Recommendations for Future  Practice 

Given the demands of working with HIV/AIDS clients , I offer th e follow -
ing recommendations t o practitioners : 

• I t i s importan t t o develo p a  theoretica l basi s fo r practic e tha t 
accommodates bending the frame. Unresolved role conflicts, lim-
iting practice to a  narrowly defined role , and focusing o n knowl -
edge, facts , an d philosophica l issue s imped e effectiv e wor k wit h 
clients wh o hav e HIV/AID S (Nami r &  Sherman , 1989) . AID S 
work ha s calle d o n man y o f u s t o reasses s th e paradigm s fro m 
which w e practic e i n orde r t o serv e effectivel y th e need s o f ou r 
clients a s they mov e acros s th e spectru m o f HIV/AIDS . A  con -
temporary theoretica l foundatio n form s th e basi s o f one' s dis -
cernment an d help s preven t makin g capriciou s decision s abou t 
when t o ben d th e frame . I t als o demands continuin g assessmen t 
of the implicit and explicit guidelines for practice . 

• Ongoin g supervisio n mus t b e a n integra l par t o f HIV-relate d 
practice. Trying t o d o to o muc h alon e put s practitioner s a t hig h 
risk for unskillfu l practic e and burnout . Man y larger urban facili -
ties provid e supervisio n an d pee r consultation . Rura l prac -
titioners wh o wor k i n relativ e isolatio n shoul d fin d periodi c su -
pervision at metropolitan AIDS facilities. Telephone consultation , 
teleconferences an d e-mail consultation ar e also advisable. 

• Ofte n menta l healt h servic e worker s ar e th e onl y member s o f 
institutional staf f wh o understan d th e ful l scop e o f issue s facin g 
the HIV-positive clien t and his or her feelings abou t them. Wit h 
the client' s permission , practitioner s ca n serv e a s advocate s fo r 
disenfranchised client s within comple x medical-social servic e sys-
tems. 

Tools for Clinical  Practice 

The followin g ar e m y observation s o n critica l aspect s o f workin g wit h 
HIV/AIDS clients : 
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• HIV/AIDS  work  requires a broad  repertoire  of professional role  re-
sponses, skills, and therapeutic  styles that allow practitioners to function 
in psychotherapist, counselor,  and case  manager roles. 

The therapis t mus t understan d tha t t o wor k wit h a n HIV -
positive client requires a  broad range of professional skills . He o r 
she must actively undertake to learn those skills, rather than wor k 
unknowledgeably and , likely , unethicall y wit h HIV-affecte d cli -
ents. Psychotherapist s nee d t o b e knowledgeabl e abou t clients ' 
current an d futur e likel y situation s an d t o ente r int o a  contrac t 
based o n th e abilitie s o f both partie s t o sustai n thi s relationship . 
The practitione r mus t hono r th e therapeuti c goal s o f th e client , 
which may not b e the goals the therapist would choose . Effectiv e 
AIDS menta l healt h wor k require s tha t practitioner s b e client -
centered and serve the whole person . 

• HIV  work  involves education  and case  management.  Therapists  who 
bend the frame find  therapeutic  moments while performing those  ser-
vices. 

AIDS ha s disproportionatel y affecte d marginalize d an d stig -
matized people in the United States . Reliable case management i s 
necessary fo r mos t peopl e wit h HIV/AIDS , becaus e mos t wil l 
require a  number o f social services throughout thei r illnesses. 

After th e clien t undergoes HI V testing , par t of the therapist' s 
work wil l entai l educatin g th e clien t abou t availabl e resource s a s 
well as about HIV/AIDS itself . Adherence to medical recommen-
dations ma y b e a n issue , an d th e clinicia n ca n explor e wha t i t 
means t o th e clien t t o hav e s o much tim e consume d b y medica l 
and social service appointments . 

An issue that often arise s in HIV-related therap y i s the client' s 
frustration whe n negotiatin g th e welfar e system . Peopl e wit h 
AIDS nee d t o mak e decision s abou t ceasin g t o work , gettin g 
Social Securit y benefits , an d bein g designate d "disabled. " Fur -
thermore, client s receivin g publi c assistanc e canno t mov e i n an d 
out o f th e wage-earnin g wor k forc e a s thei r healt h fluctuate s 
without losin g medical coverage for the future whe n they may be 
sick again. 

These case management issue s have a  therapeutic component . 
Consider suc h a  disenfranchise d clien t i n therap y wh o need s t o 
access socia l services . Thi s i s a  clien t wh o lack s th e socia l skills , 
emotional stability , an d physica l stamin a t o negotiat e th e socia l 
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service syste m independently . Ther e ma y b e a  temptatio n t o 
provide th e clien t wit h appropriat e phon e number s o r t o refe r 
him o r he r t o a  case manager wit h who m h e o r sh e will have t o 
establish yet another relationship . 

Generally, a  therapis t wh o bend s th e fram e migh t determin e 
with th e clien t wha t par t o f th e tas k th e clien t ca n perfor m 
successfully, suc h as obtaining initia l information ove r the phone, 
and wha t therapeuti c goal s tha t migh t achieve . Th e therapis t 
might assum e a n advocac y role , placin g a  call , negotiating wit h 
the socia l service worker, an d puttin g th e clien t on th e phone al l 
during the therapy session . The remainde r o f the therapy sessio n 
might cente r aroun d processin g th e interaction . Her e th e thera -
pist ha s wor n severa l hats : counselor , cas e manager , advocate , 
teacher, mentor, an d therapist . 

One barrie r t o bendin g th e fram e i s th e ris k o f "enabling 55 

clients to maintain their pathology if the therapist performs dutie s 
outside th e traditiona l role . Th e practitione r doe s no t nee d t o 
discontinue therap y in order t o facilitat e cas e management tasks ; 
however, continue d therap y migh t no t b e possibl e i f such task s 
are no t performed . Effectiv e clinician s wil l evaluat e wha t the y 
and their client feel i s most helpful . 

• HIV-related  psychotherapy involves exploring a range of themes. 
Adjustment t o seropositiv e statu s i s a  proces s o f integratin g 

new informatio n abou t onesel f int o one 5s existin g identity . I t i s 
nearly a  developmental proces s o f redefining oneself , and it  takes 
time. The change involves a  true grief/loss/rage respons e in man y 
people. For some, dealing with guilt is an issue. 

Other clients may have experienced a lifetime of discrimination 
and abus e a s a  resul t o f thei r sexua l orientation . Man y ga y me n 
have considered o r attempted suicid e prior to acquirin g the virus 
in par t a s a result o f their ow n internalize d heterosexism . Thera -
pists d o wel l t o explor e issue s o f unresolve d childhoo d emo -
tional, physical , an d sexua l abus e a s wel l a s rejectio n b y schoo l 
and family . Man y client s hav e bee n disenfranchise d fro m thei r 
families an d hav e lef t home . Whe n force d t o retur n t o thei r 
families du e t o thei r nursin g needs , som e fin d themselve s i n a 
reconstructed childhoo d role , an d a  hos t o f unresolve d famil y 
issues may come to the surface again . 

For mor e psychotherap y themes , se e Winiarsk i (1991 ) an d 
Kalichman (1995) . 
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• Legal  and ethical  dilemmas abound in AIDS-related work. 
Practitioners need some framework o r model for makin g ethi -

cal decisions that will sustain them even when some other partie s 
are not please d with it . They should rel y heavily on consultatio n 
and documentation a s necessary. Kitchener (1984,1988 , in press), 
Melton (1988) , Reame r (1991 , 1993 , 1994 , 1995 ) an d Burri s (i n 
press) hav e writte n extensivel y abou t ethica l an d lega l issues . 
The America n Psychologica l Association' s Offic e o n AID S ha s 
developed a  training curriculu m (Ju e &  Eversole , 1996 ) t o hel p 
practitioners appl y a  mode l fo r makin g ethica l decision s relate d 
to HIV/AIDS . 

When confronte d wit h a n ethica l dilemma , i t i s important t o 
pause an d deliberatel y identif y one' s persona l response s t o th e 
case (Ju e &  Eversole , 1996) . Th e practitioner' s countertransfer -
ence can greatly influence th e decision-making process. It is help-
ful, then , t o revie w th e fact s o f the cas e and t o conceptualiz e a n 
initial pla n o n th e basi s o f th e clinica l issue s involved . Whil e 
codes of ethics for th e practitioner' s professiona l associatio n ma y 
give additiona l guidance , evaluatin g th e initia l plan accordin g t o 
five ethical principle s (i.e. , autonomy , beneficence , d o n o harm , 
fidelity, an d justice) provid e a  better understandin g o f the code s 
and ho w bes t t o appl y them . Practitioner s ma y nee d t o consul t 
an attorney to identify th e legal issues and risks in order to asses s 
the options . I n additio n t o considerin g al l the personal , clinical , 
legal, an d ethica l perspectives , workplac e policie s an d consulta -
tion wit h supervisor s influence th e decision. With carefu l consul -
tation and documentation, practitioner s can then choose a  course 
of action and move forward wit h it . 

• AIDS  work  brings  practitioners into  the  arena  of  sex,  drugs,  and 
death. 

The traditiona l rol e tha t psychotherapist s o r counselor s pla y 
doesn't includ e demonstrating th e use of a condom with a  dildo. 
Consequently, fe w professiona l program s prepar e student s t o 
deal with thei r ow n countertransferenc e aroun d se x an d divers e 
sexual orientations . Practitioner s o f th e 21s t centur y mus t b e 
able t o tal k freel y wit h client s abou t sex . They mus t posses s th e 
information, skills , and language to teach safer sex techniques an d 
especially the negotiation o f safer sex . They must b e comfortabl e 
taking a  thorough, explici t sexual history with all  clients in orde r 
to mak e accurat e HI V ris k assessments . Workshop s an d profes -
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sional training should include experiences tha t normalize conver -
sation t o acquir e explici t sexua l information . Practitioner s mus t 
be sensitiv e t o an y discomfor t the y experienc e wit h thes e issue s 
and address them in supervision an d in their own therapy . 

AIDS work requires providers to be grounded in a framewor k 
for dealin g wit h addicte d client s an d t o b e ver y awar e o f thei r 
feelings abou t individual s wh o continu e t o us e substances . The y 
must b e competen t t o tak e a  dru g us e history , t o identif y sub -
stance abuse , an d t o addres s it s treatment . The y mus t mak e 
decisions abou t treatin g client s wh o continu e t o us e drug s o r 
occasionally relapse . Sinc e on e polic y ma y no t serv e al l client s 
equally well , practitioner s shoul d decid e whethe r therap y unde r 
such condition s help s mov e th e clien t towar d a  healthie r stat e 
and, if so, whether the situation i s abusive to the therapist . 

In addition , practitioner s mus t understan d thei r ow n issue s 
around loss , grief, and bereavement . Many client s need t o griev e 
the death o f their partners , children, an d many of their friends i n 
rapid succession . Therapist s shoul d b e cognizan t o f disenfran -
chised grie f (mournin g tha t canno t b e publicl y displaye d an d 
supported b y th e client' s famil y an d friends , suc h a s th e los s o f 
one's lover) . Ofte n th e therapist' s offic e i s th e onl y plac e th e 
client has the opportunity t o grieve , and the therapis t i s the onl y 
person truste d t o witnes s an d validat e th e client' s loss . Client s 
may nee d t o griev e th e los s o f th e health y person s the y use d t o 
be. They may need t o griev e the loss of their dream s an d aspira -
tions. AID S i s a  diseas e o f los s afte r los s afte r loss , an d i t chal -
lenges good therapists to uncover sources of hope with the client . 

Clients ma y want t o tal k abou t deat h an d wha t the y perceiv e 
it wil l b e like . The y ma y wan t t o mak e preparation s fo r death , 
including completin g relationship s wit h significan t peopl e i n 
their lives . Practitioner s mus t b e prepare d t o facilitat e clients ' 
decisions about wills, living wills, do-not-resuscitate orders , dura-
ble power s o f attorney , guardianshi p o f children , suicide , an d 
funeral arrangements . 

Practitioners als o nee d t o kno w thei r ow n "trigge r issues " 
related t o grie f an d los s an d t o lear n technique s suc h a s "brack -
eting" o r puttin g thei r ow n issue s o n hol d i n orde r t o remai n 
faithfully presen t fo r thei r clients . I t i s incumben t o n helpin g 
professionals t o d o thei r ow n wor k o n grie f issue s onc e the y 
identify them . Grie f wor k ca n involv e identifyin g one' s ow n 
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losses, relating them to the tasks of grieving (Worden , 1982) , and 
taking step s t o mov e towar d completio n o f thos e tasks . Finally , 
they mus t activel y atten d t o thei r ow n method s fo r effectivel y 
grieving new losses associated with thei r work. Grievin g require s 
some way of externalizing th e emotio n an d th e pai n o f loss (se e 
chapters). 

• Bending  the  frame requires  practitioners to reevaluate  their notions 
about "compliance? 

Many client s mov e i n an d ou t o f therap y ove r th e cours e o f 
their illnesses , no t wantin g t o b e reminde d abou t thei r diseas e 
when the y fee l well . Therapist s ma y fin d themselve s angr y wit h 
clients wh o onl y com e fo r therap y whe n thing s ar e no t goin g 
well. Clients who ar e very ill may not b e able to com e to therap y 
sessions a t al l but ma y need i t mos t a t tha t time . Firs t an d mos t 
of all , the therapis t shoul d tr y t o hel p th e clien t understan d th e 
meaning o f th e "noncompliant " actions . Wit h understanding , a 
client ha s more freedo m t o mak e choice s rathe r tha n bein g lim -
ited by reflexive, unconscious responses . 

In respons e to the client' s inability to atten d sessions , bendin g 
the fram e migh t includ e makin g hom e o r hospita l visit s an d 
conducting therap y session s a t th e client' s bedsid e i n a  semipri -
vate room o r literall y spoon-feeding th e clien t throughou t a  ses-
sion. 

• Counselors  can  help  clients deal with  issues  of  disclosing their  HIV 
status. 

Clients mus t mak e decision s abou t informin g sexua l partner s 
and peopl e wit h who m the y ma y hav e share d injectio n equip -
ment. Disclosure may involve considerable risk for clients . It may 
entail disclosin g thei r sexuality , adulteries , o r addiction s a s wel l 
as notifying significan t other s tha t the y may be infected wit h th e 
virus. Client s ma y ris k physica l harm , death , eviction , rejection , 
and los s o f childre n o r job s b y disclosin g thei r serostatu s t o 
others. Counselor s an d therapist s ca n assis t client s i n assessin g 
the real and perceived dangers o f disclosure. 

• Bending  the  frame sometimes  involves an untraditional  degree  of self-
disclosure and mentoring. 

The rea l relationship ma y be therapeutic . Once , when a  long-
term clien t tol d m e tha t h e ha d bee n diagnose d wit h a  termina l 
cancer, an involuntary tear rolled down my face. My client asked , 
"Why ar e you crying?, " and I  answere d hi m honesdy : "Becaus e 
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you told m e you have cancer, an d I  a m feeling sad. " Practicing a 
relationship o f fidelity an d honest y ha d bee n a  therapeutic goal , 
so i t wa s importan t fo r m e t o b e congruen t whe n asked  abou t 
our real relationship . 

Clients wit h AID S ma y as k therapist s directl y abou t thei r 
sexual orientation . Som e sexua l minorit y clients , lackin g rol e 
models an d mentors , as k thei r lesbia n o r ga y therapist s ho w 
they manag e certai n aspect s o f thei r lives . Her e agai n th e rea l 
relationship i s calle d o n t o b e therapeutic . Therapist s nee d t o 
understand thei r ow n internalize d oppressio n an d t o mak e 
choices that benefi t th e client . I n bendin g th e frame , th e bound -
aries between client and therapist may shift, bu t a  sound rational e 
for ho w an d wh y th e fram e i s ben t ca n kee p provider s fro m 
falling int o a n unhelpfu l relationship . Boundarie s ma y b e mor e 
flexible a t the therapist' s discretion ; however , th e therapis t i s n o 
less aware of or responsible for them . 

• AIDS  work  lends itself to a transpersonal approach. 
Perhaps one of the greatest honors for therapist s is the journey 

they tak e wit h a  clien t u p t o an d throug h th e client' s death . 
Therapists ma y notic e themselve s becomin g mor e transpersona l 
in thei r approac h a s the role s o f learner an d teache r chang e ove r 
the cours e o f therapy . I n essence , th e therapeuti c relationshi p 
becomes on e o f tw o partner s i n a  share d covenan t (Driscoll , 
1992; May, 1983) . The counselor agree s to serve as a guide whose 
faithful presence , honesty and boundaries will be therapeutic. For 
practitioners wh o ben d th e frame , tha t agreemen t include s a 
commitment t o continue with a  patient through deat h or cure. A 
mental healt h professiona l ma y b e th e onl y friend  th e clien t ex -
pects to outliv e him o r her , an d the therapeutic relationshi p ma y 
be th e onl y trustworth y relationshi p i n th e client' s life . Kai n 
(1996) observes : 

We must becom e good guides . We must b e willing to rid e the rapid s 
of ou r HIV-positiv e clients ' lives without complainin g abou t th e col d 
temperature of the water or the heat of the sun. We must remain present 
at our clients ' side from th e time they first set into the water unti l the 
time they are lifted out. (xxvi) 

• A  practitioner is only one player in the clienfs larger physical-spiritual 
phenomenon and comes to understand his or her own life-death transi-
tion differently. 
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In som e theories , th e clien t i s expecte d t o internaliz e th e 
healthy aspect s o f the therapist , an d there ma y be a n implici t (o r 
explicit) assumptio n tha t th e therapis t wil l remai n unchanged . 
The therapeuti c covenant , however , i s created i n a  closed vessel , 
a crucible, in which bot h th e therapis t an d the clien t are expose d 
to the energy of living and growth. As the client transitions fro m 
an incarnate being to a  spiritual being, the therapist i s exposed t o 
a changin g lif e energ y an d perspectiv e tha t i s operationalized i n 
the client's behavior , emotion , an d insight . 

Many therapeuti c frame s ar e based o n eg o an d health y differ -
entiation o f self . While th e therapis t usuall y does no t di e durin g 
the covenant , th e HIV-positiv e clien t usuall y does . I n th e late r 
stages o f th e client' s life , ther e ma y b e a n unspoke n conflic t i n 
therapy if the therapist tries to strengthen eg o and differentiatio n 
while th e client , wh o i s movin g fro m a n incarnat e bein g t o a 
spiritual oneness, is attempting to lose it . 

As client s mov e towar d death , som e constric t thei r circl e o f 
relationships, an d th e counselo r o r therapis t ma y b e terminate d 
before h e o r sh e i s ready . Ordinarily , on e migh t explor e th e 
client's reason s fo r terminating , bu t dyin g peopl e mov e t o an -
other se t o f prioritie s an d ma y no t "process " thi s chang e wit h 
their therapists . Practitioner s ma y experienc e a  feelin g o f bein g 
left behind . We cannot repeatedly walk this transitional path fro m 
body to spiri t with clients and remain unchanged . 

• Effective  AIDS-related practitioners  clarify their spiritual beliefs. 
If mental health service providers are not comfortable bringin g 

the genuine and spiritua l aspect s of themselves into therapy , the y 
may no t serv e client s fully . Therapist s mus t b e willin g t o si t 
with a  clien t throug h conversation s abou t spiritua l issue s an d 
experiences. Discomfor t wit h th e topi c an d quic k referra l t o a 
cleric o r medica l practitione r ca n betra y th e fidelit y o f th e rela -
tionship. Th e practitioner' s spiritua l belief s ofte n expan d an d 
strengthen a s a result o f doing AIDS work , an d these belief s ca n 
serve a s a  tru e resourc e whe n case s see m confusin g o r over -
whelming (se e chapter 4) . 

• HIV/AIDS  creates  more  need  than any  one  person can supply, and 
practitioners need actively to address their own tendencies to burn out. 

Garfield (1982 ) notes that some of the factors promoting burn -
out includ e isolation , lac k o f support , unrealisti c self-expecta -
tions, lack of self-monitored tim e out , an d excessive responsibili -
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ties. Furthermore , th e stigm a associate d wit h AID S an d dyin g 
compounds al l other stressors and denies caregivers external rein-
forcement. Menta l health servic e providers, in systems unsympa -
thetic t o substanc e user s an d HIV-affecte d persons , ofte n ar e 
caught i n th e middl e o f conflicts , negotiatin g th e dilemma s be -
tween clien t rights and the needs of clients, their families, signifi -
cant others, staff, and self. Practitioners need to develop strategies 
in thei r persona l live s an d a t wor k t o addres s th e exhaustio n 
and disenchantmen t commo n i n HIV/AID S work . Thes e way s 
include: 

— Appreciating al l the successe s o r "wins " practitioners ca n find 
in thei r work , suc h a s facilitatin g a  decisio n abou t treatmen t 
so that a  client lives long enough and well enough to complet e 
an unresolved relationshi p o r goal . 

— Clarifying thos e thing s i n whic h w e hav e faith . Fait h isn' t 
discussed muc h a s a  therapeuti c too l i n graduat e an d profes -
sional training . I t ca n b e extremel y sustainin g t o kno w tha t 
the ordinar y an d unspectacula r moment s i n session s serv e a 
purpose. A client , who I  feare d wa s benefitin g littl e fro m ou r 
work, onc e tol d m e befor e h e die d tha t th e insight s he' d 
gained i n therap y wer e instrumenta l i n reconcilin g hi s rela -
tionship wit h hi s family . Th e valu e o f ou r effort s ma y no t 
always be made clear to us, but we need to have faith tha t the y 
are worthwhile . 

— Reviewing our motivations fo r doin g AIDS work an d makin g 
sure w e ge t thos e need s met . Practitioner s shoul d monito r 
their tendencie s toward work addictio n an d routinely evaluat e 
whether they want to continue doing this work. A hallmark of 
"AIDS burnout " i s th e belie f tha t leavin g thi s wor k i s no t 
acceptable. 

Conclusion 
Providing menta l healt h service s t o peopl e wit h HI V require s prac -
titioners t o ben d th e frame . Bendin g th e fram e i s a  paradigm shif t fro m 
traditional servic e delivery ("doin g to" ) towar d facilitating empowermen t 
of clients ("doing with") a s successful consumer s of mental health services. 
To make th e shift , practitioner s nee d a  wide rang e o f psychotherapeutic , 
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counseling, an d cas e managemen t skill s an d th e abilit y t o mov e easil y 
from on e mod e t o anothe r a s the client' s situatio n requires . I n addition , 
the wor k require s u s t o b e very deliberat e i n managin g ou r professiona l 
relationships with client s and to value our rea l relationships wit h the m a s 
well. A s fo r ou r clients , AID S call s o n u s t o reexamin e th e source s o f 
authority i n ou r professiona l an d persona l live s an d t o respon d i n a  way 
that i s true fo r us . AIDS wor k compel s u s t o loo k a t our ow n issue s an d 
to grow as professionals. I t reminds us to live fully. I t shows us where we 
need to love more. 
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Countertransference Issue s in 
HIV-Related Psychotherap y 

Robert L. Barret 

Since Freud (1910/1959 ) first suggested the ideas of transferenc e 
and countertransference , clinician s hav e learne d t o b e especiall y awar e 
of th e way s thei r ow n emotiona l issue s ma y influenc e th e cours e o f 
psychotherapy. Whil e th e debat e abou t th e validit y an d th e applicatio n 
of thes e tw o concept s wil l neve r b e completel y resolved , contemporar y 
practitioners ar e using terms such as boundaries (Rosica , 1995) , overiden-
tification (Caldwell , 1994) , and compassio n (Winiarski , 1995 ) t o describ e 
what is at least a similar phenomenon . 

As the incidence of HIV infection ha s increased, mental health workers 
and researcher s hav e reporte d th e highl y comple x issue s tha t forc e th e 
practitioner t o ste p beyon d th e traditiona l boundarie s o f the client/clini -
cian relationship . Thi s "steppin g beyond " require s a  creativit y i n treat -
ment tha t ca n increas e th e likelihood o f a  dangerous countertransferenc e 
(Macks, 1988; Shernoff, 1991) . 

Eversole, in the preceding chapter , writes about the necessity of "bend-
ing the frame" in HIV/AIDS-related psychotherapy . Steppin g beyond th e 
limits o f th e traditiona l psychotherapist' s rol e i s demande d b y th e nee d 
for hom e an d hospita l visit s an d th e ofte n clos e relationshi p tha t ca n 
develop between the clinician and the client, as well as the client's suppor t 
system. Eversol e explore s specifi c behavior s suc h a s attending funeral s o r 
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becoming involve d i n a  client' s suppor t syste m a s examples o f tasks tha t 
most woul d no t includ e i n a  description o f psychotherapy o r counseling . 
Nevertheless, thes e behavior s ar e ofte n justifie d a s the clinicia n face s th e 
stigma, rejection , an d politica l debat e tha t surroun d HI V treatment . 
Working wit h client s wh o ma y hav e bee n rejecte d b y thei r familie s o r 
who hav e n o medical , financial , o r socia l suppor t system s bring s th e 
practitioner face to face with human needs that demand attention . 

Consider th e situatio n o f a n HIV-infecte d mothe r o f thre e youn g 
children wh o ha s n o mone y fo r basi c needs . Durin g a  hom e visi t th e 
counselor discover s tha t ther e i s no foo d i n th e hous e an d th e mothe r i s 
too sic k to go to the grocery . Obtainin g som e food fo r thi s family migh t 
take precedenc e ove r becomin g involve d i n interpersona l exploration . 
Similarly, agreein g t o tak e responsibility fo r plannin g a  client's memoria l 
service put s th e menta l healt h professiona l i n a n entirel y ne w role , on e 
that i s likel y t o involv e significant  emotiona l responses . Th e clinicia n 
"bends th e frame" whe n direc t involvemen t i n such activitie s takes place ; 
the emotiona l response s t o needs such as these constitute potentia l coun -
tertransference. Countertransferenc e i s a  mor e interna l proces s an d ca n 
certainly be positive or negative. Some clinicians react angrily to injectio n 
drug user s wh o presen t wit h HI V o r refus e t o ste p beyon d thei r tradi -
tional role because of internal emotiona l responses that reflec t unresolve d 
personal issues as opposed to appropriat e clinica l assessments . 

This chapte r review s contemporar y view s o f countertransferenc e a s 
seen in HIV-related psychotherapy , summarize s a  case that clearly reveals 
the potentia l emotiona l difficult y tha t som e practitioner s experience , an d 
gives suggestions for ways to address the dangers posed by this phenome-
non. Let' s begi n b y looking a t what th e literatur e tells  us abou t counter -
transference. 

Background Reading 
Freud (1910/1959 ) provides the generative material on countertransference , 
and mor e contemporar y writers , using othe r terms , expand thi s concept . 
Freud define d countertransferenc e a s the projectio n b y the analys t o f hi s 
or he r feelings , attitudes , o r desire s ont o th e patient . Thes e projection s 
can take positive or negative forms bu t represent an unconscious desir e t o 
satisfy th e analyst' s interna l need . I f lef t unaddressed , thi s proces s wil l 
impede th e analysis . Countertransferenc e call s o n th e analys t t o examin e 
internal materia l t o understand sel f more completely . I t ca n pull us mor e 
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fully int o th e patient' s lif e o r pus h u s away , bu t i t als o ca n provid e a n 
opportunity fo r muc h personal growth an d increased appreciation fo r th e 
richness of each person's life experience . 

In th e cas e o f th e HIV-infected , issue s suc h a s death a t a n earl y age , 
family rejection , stigma , th e ofte n intens e politica l debate , a  relianc e o n 
experimental treatment , an d othe r ver y comple x issues , countertransfer -
ence i s likel y t o occu r i n th e for m o f intens e overinvolvemen t o r dis -
tancing. 

Genevay (1990 ) suggest s tha t i n workin g wit h elderl y dyin g clients , 
many practitioner s remai n detache d becaus e o f thei r ow n fea r o f help -
lessness an d los s o f control . Th e helplessnes s tha t man y professional s 
report a s they encounte r th e dyin g can generate fear s o f one's ow n deat h 
that ar e intense enoug h t o lea d t o denia l an d distancing . Thi s denia l ca n 
take the for m o f telling client s how wel l they look , encouragin g the m t o 
consider participatin g i n futur e event s tha t clearl y wil l occu r afte r thei r 
deaths, and even staying away in the belief that there is no crisis . 

Examining feeling s lik e these ca n lead th e psychotherapis t t o th e real -
ization tha t th e rea l fea r i s of hi s o r he r ow n deat h an d suffering . Whe n 
the unconsciou s motivatio n fo r suc h behavior s i s realized , ther e i s th e 
potential fo r a  kin d o f honest y an d realnes s tha t i s rarel y foun d i n th e 
workplace. Engagin g suc h fear s lead s t o a  kind o f persona l developmen t 
that enriche s life . Accordin g t o Geneva y (1990) , bein g helples s wit h th e 
client empower s th e clien t a s well a s the practitioner , bu t sh e warns tha t 
keeping clea r th e distinctio n betwee n bein g a  professiona l an d bein g a 
friend i s essential . Thi s mean s tha t whil e th e clinicia n ma y becom e mor e 
involved, limit s mus t b e clea r betwee n th e clien t an d th e helper , an d a 
constant ey e mus t b e kep t o n th e ethica l parameter s o f th e relationship . 
Appropriate carin g takes place within thes e limits. The trick i s to learn t o 
be present , t o le t the patien t lead , bu t t o als o be clea r abou t th e limit s o f 
the relationship . 

Federn (1952 ) wa s amon g th e firs t t o like n countertransferenc e t o 
boundaries. According to Federn, ego boundaries ar e flexible and serve to 
mark the limits of the ego and the outside world. When the therapist loses 
ego boundaries, he or she merges with the client and experiences a conflic t 
between bein g empathi c an d preservin g self . Th e potentia l los s o f sel f 
increases the threa t o f countertransference i n al l psychotherapy, bu t espe -
cially i n HIV-relate d psychotherapy . Accordin g t o Rosic a (1995) , suc h 
blurring o f boundarie s lead s t o sufferin g b y bot h th e therapis t an d th e 
client: "Th e therapis t loses his or he r identit y a s clinician, objectivit y an d 
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distance from th e client, and the ability to keep reality in perspective" (i) . 
Such los s o f boundar y ca n lea d t o feeling s o f guilt , rejection , abandon -
ment, helplessness, loss, sadness, and grief and a struggle among empathi c 
identification, overidentification , an d los s o f self . Gabrie l (1991 ) sees  th e 
bereavement reporte d b y therapist s wh o wor k wit h th e HIV-infecte d i n 
group setting s a s a n exampl e o f countertransference . A s the y struggl e 
with a  wide rang e o f interna l emotiona l responses , helper s ar e calle d o n 
simultaneously t o hel p survivin g grou p member s liv e wit h thes e death s 
and to face the threat of their own deaths . 

Winiarski (1995 ) point s ou t tha t HI V ma y elici t unsettlin g issue s an d 
feelings, suc h a s "mora l judgment s regardin g se x an d substanc e use ; 
psychological discomfor t regardin g alternativ e sexua l practice s an d sub -
stance use , includin g bu t no t limite d t o injectio n dru g use ; judgment s 
regarding women , thei r sexua l activit y an d childbearin g responsibilities ; 
racism an d classis m tha t includ e ange r a t disadvantage d urba n minority -
culture members ; feeling s o f helplessness , an d seemin g inevitabl e loss " 
(429). H e point s ou t tha t i n HIV-relate d psychotherapy , provide r atti -
tudes often interfer e with skillful practice . The effective us e of compassion 
can become blocked by the practitioner's seein g clients as stereotypes an d 
by his o r he r emotiona l reaction s t o th e situation , rangin g fro m viewin g 
HIV-infected substanc e abuser s a s poo r candidate s fo r hel p becaus e o f 
perceived character deficiencies to the need for emotional distance because 
of fears o f helplessness o r death . Reaction s lik e these ar e common fo r al l 
professional group s involve d i n th e treatmen t o f person s wit h HI V dis -
ease (Silverman, 1993)-

Caldwell (1994 ) use s th e ter m "overidentification 35 t o describ e simila r 
phenomena an d sees gay psychotherapists a s especially vulnerable. McKu-
sick (1988 ) identifie s commo n countertransferenc e issue s a s fea r o f th e 
unknown, fea r o f contagion , fea r o f dyin g an d o f death , denia l o f help -
lessness, fea r o f homosexuality , overidentification , anger , an d nee d fo r 
professional omnipotence . 

Other example s of potential countertransference includ e viewing HIV -
infected children and hemophiliacs as most deserving of treatment becaus e 
they ar e "trul y innocen t victims, " t o refusin g t o wor k wit h a n HIV -
infected dru g user until the substance abuse is under control , to becomin g 
overinvolved i n one of the HIV-infected communitie s t o the exclusion o f 
others wh o ar e suffering . Th e proble m pose d i n countertransferenc e i s 
not necessaril y th e actio n tha t on e take s bu t th e ofte n unconsciou s per -
sonal issu e tha t i s serving a s the disguise d motivator . Certainl y th e prac -
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titioner wh o greet s hi s o r he r emotiona l response s a s an opportunity fo r 
further self-understandin g wil l encounter the kind of growth tha t can lead 
to more competent practice . 

Countertransference i s thus a  potentially powerfu l even t tha t seem s t o 
permeate HIV-related psychotherap y an d that can serve as a signal to th e 
therapist tha t persona l issue s ar e present . Whil e some , lik e Geneva y 
(1990), ma y se e thi s awarenes s a s a  cal l fo r growt h an d a  potentia l en -
hancement fo r bot h the therapist an d the client , others , such a s Winiarski 
(1995), poin t ou t potentia l negativ e influences . I n eithe r event , th e pres -
ence o f countertransferenc e demand s tha t th e practitione r procee d care -
fully. Befor e w e examine ways to addres s thi s issue , lefs loo k a t a  case t o 
get a  feel for what might happen . 

The Case  of Mike 

Mike wa s a  twenty-nine-year-old ga y man wh o ha d bee n rejecte d b y hi s 
family an d wh o ha d fe w friends . H e initiall y consulte d m e becaus e o f 
depression relate d t o chroni c fatigu e syndrome . A s month s passe d h e 
presented wit h symptom s o f HI V diseas e bu t insiste d tha t hi s physicia n 
had assure d him tha t the proper diagnosi s was chronic fatigue syndrome . 
Eventually a t m y urgin g h e consulte d anothe r physicia n wh o diagnose d 
him with AIDS. I quickly became part o f his primary support system , fo r 
his friend s kne w littl e abou t medica l car e an d Mike' s resource s wer e 
limited. Althoug h I  encourage d hi m t o contac t ou r loca l AID S servic e 
organization, hi s socia l skill s were suc h tha t h e remaine d alon e an d ago -
nized abou t bein g rejecte d b y hi s family , wh o live d i n anothe r state . 
Without m y knowledg e h e approache d a  fundamentalist church , hopin g 
for acceptanc e an d assistanc e bu t findin g judgmen t an d rejection . Whe n 
he spoke to me about this, I was very distressed, and I quickly sought ou t 
a ministe r wh o agree d t o visi t hi m an d simpl y liste n t o wha t h e ha d t o 
say. 

Perhaps thi s "overidentification 55 seem s t o hav e bee n execute d easil y 
and without thought . Eac h step I  took was a  troubling one . Aware of my 
own struggl e wit h m y father , no w deceased , wh o faile d t o valu e me , I 
knew that some of my motivation was to show Mike that he was a person 
of worth an d deservin g o f dignity an d love . At th e sam e tim e I  carefull y 
weighed th e "cost 55 of moving beyon d th e traditiona l psychotherap y rela -
tionship int o mor e o f a  nurturing friendship . Rarel y di d I  ste p forwar d 
without hesitation and often intens e internal debate. Knowing I could no t 
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do a s muc h fo r eac h o f m y clients , I  attempte d t o identif y th e specific s 
that dre w me to Mike . I  tried t o kee p my focus o n what migh t hel p hi m 
through eac h crisi s an d hel d o n t o a  philosophical belie f tha t al l human s 
deserve t o di e surrounde d b y peopl e wh o car e fo r them . Unfortunately , 
Mike ha d virtuall y n o on e wh o understoo d hi s need fo r reassuranc e an d 
love. 

As hi s medica l conditio n worsened , h e wa s frequend y alon e fo r lon g 
periods o f time , an d I  wa s on e o f th e fe w wh o visite d him . Thes e visit s 
began i n hi s hom e bu t soo n too k plac e i n hospita l room s an d intensiv e 
care units . H e spok e frequentl y abou t hi s fea r o f dyin g alon e an d hi s 
enormous sense of abandonment b y his family. As he weakened, I  assure d 
him tha t someon e woul d b e presen t a t hi s death . I  spok e wit h hi s tw o 
friends abou t th e importanc e o f bein g there , an d I  instructe d hi s nurse s 
to cal l me if they failed t o show up. The call came in the middle of a night 
marked b y sever e storms . Phon e line s were dow n i n various part s o f th e 
city, an d hi s friends coul d no t b e notified . I  wen t t o th e hospita l an d sa t 
holding Mike's hand while he died. He was in a  coma an d unable to talk , 
so I spoke to him about his life and how much I  had appreciated knowin g 
him an d told hi m i t was OK to go , that he had finishe d hi s time with us . 
After som e time he squeezed my hand twice and simply quit breathing . 

When I  lef t th e room , hi s tw o friend s appeared , an d w e share d som e 
time together . Mik e ha d no t wante d t o b e burie d i n th e loca l pauper' s 
field. I  wa s fortunat e t o b e abl e t o find a  funera l hom e tha t donate d 
services an d a  church t o purchas e a  burial sit e for him . I  gav e his friend s 
directions o n wha t t o d o an d trie d t o pu t the m i n charge , bu t the y di d 
not hav e a  clue abou t ho w t o mak e arrangements , an d I  foun d mysel f i n 
an unexpected rol e as the key person i n planning a  funeral. I  was amaze d 
that peopl e steppe d forwar d wit h offer s t o help . A minister volunteered , 
Mike's forme r bos s provided flowers,  and , a t the very end o f the service , 
his famil y pile d ou t o f thei r ca r to atten d th e burial . O n request , I  mad e 
some comments a t the grave. 

What I  ha d don e wa s "ben d th e frame, " mayb e eve n twis t th e fram e 
completely ou t o f shape . A t th e sam e time , I  wa s strugglin g internally , 
trying to figure  ou t i f I had totally lost my professional sel f and worryin g 
that wha t I  wa s doin g wa s ver y wrong . Fo r day s I  puzzle d ove r m y 
actions: Did I  si t with him through the night for hi m or for me ? Was this 
really a selfless ac t or was I reassuring myself that I  would no t b e alone a t 
my death? Wa s I i n som e twiste d wa y trying to ban k compassio n s o tha t 
I coul d dra w o n i t from other s when I  was in need? Di d hi s helplessnes s 
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and deat h i n som e strang e wa y reassur e m e abou t m y ow n powe r an d 
future? Wa s I  needin g t o witnes s hi s deat h s o I  coul d liv e mor e fully ? 
What was I  t o d o with al l this sadness ? Question s lik e these haunted me , 
and I  fel t ver y alone . T o labe l thes e emotion s a s countertransferenc e 
seemed a t once appropriate an d also demeaning . 

As I  struggle d wit h thes e issues , I  turne d t o colleague s fo r assistance . 
Most sai d to me , "What differenc e doe s i t make? Mik e ha d a  companio n 
when he died and that is what he wanted, and maybe you had an opportu -
nity t o wor k o n on e o f you r issues. " While reassuring , thes e supportiv e 
comments did not en d my self-examination . 

Like most practitioners , m y professiona l trainin g was very traditional . 
The psychologist i s supposed to be somewhat detached , should not revea l 
much personal information, an d certainly is not supposed to have physical 
contact wit h th e client . Psychoanalyti c concept s suc h a s transference an d 
countertransference seeme d of little use in my cognitive-behavioral world . 
Of course , over the years there hav e bee n those client s that I  di d no t lik e 
and some who evoked intense compassion i n me. And I  would run acros s 
the occasiona l clien t wh o seeme d undul y attache d t o m e an d curiou s 
about m y persona l life . Bu t rarel y di d I  conceptualiz e th e dynami c i n 
psychoanalytic terms . My trainin g taugh t m e t o b e a  professional an d t o 
keep my personal feelings separate . I had accepted the role of a distant and 
personally uninvolve d clinicia n without muc h question . Tha t orientatio n 
began t o chang e whe n I  becam e a  voluntee r counselo r wit h cance r pa -
tients. Suddenl y I  wa s i n clos e contac t wit h m y client' s famil y member s 
and a  regular visitor in their homes. Helping a  client tell his sons how sa d 
he wa s tha t h e woul d no t liv e t o se e the m graduat e fro m hig h schoo l 
evoked man y emotion s i n me . My yearnin g fo r suc h a  loving an d coura -
geous fathe r an d m y sens e o f rejectio n b y my ow n fathe r wa s obviousl y 
present i n tha t moment . Onc e I  becam e involve d i n HI V wor k I  kne w 
quickly tha t m y ow n feeling s wer e goin g t o a  significan t par t o f thi s 
experience. 

As I  hav e spoke n wit h othe r professional s wh o wor k wit h HIV-in -
fected clients , I  hav e asked  wha t draw s the m int o thi s difficul t work . A 
usual reply is that in the work they find a  kind of honesty and love that i s 
rarely encountered . The y spea k of being moved b y courage an d commit -
ment and of developing a  keen awareness of the preciousness of life. The y 
talk about the strength of family and support systems and of their growing 
spirituality. The y repor t no t fearin g deat h s o much an d eve n discoverin g 
increased confidence abou t being alone . 
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Another grou p o f professionals report s bein g angr y al l the time . The y 
talk about the lack of resources an d eve n the undependability o f many o f 
their clients . Thei r live s hav e becom e dominate d b y a n insidiou s ange r 
that destroys virtually all of their enjoyment o f normal life activities . They 
are no t jus t burne d out ; the y ar e totally deplete d an d fee l trappe d i n th e 
work becaus e "there' s n o on e els e t o d o thi s i f I  giv e i t up. " They hav e 
become professional an d chronic victims. It i s not hard for me to see that 
some have been draw n t o th e work becaus e of previous feelings o f ange r 
and victimization an d tha t the y remain i n th e work i n a  futile attemp t t o 
deny thei r ow n issue s with negativ e emotions . I f thei r attachmen t t o th e 
work i s pathological , wha t d o I  mak e o f the mor e positiv e experience s I 
am having? 

Naturally, th e answer s t o question s lik e thes e ar e comple x an d ar e 
usually no t readil y apparent . Th e botto m lin e fo r m e i s whethe r I  ca n 
defend m y action s an d fin d a  sense o f interna l understandin g an d peac e 
about what I am doing. For me, that is the crux of using my countertrans-
ference issue s productively . An d I  hav e learne d tha t I  canno t reac h suc h 
tranquility alone . Workin g wit h HIV-infecte d client s demand s tha t I  b e 
willing t o engag e my emotiona l response s mor e full y an d b e aler t to th e 
ways that my own issues create potential pitfalls . 

Not al l countertransference i s in th e directio n o f compassion . On e o f 
the firs t HIV-positiv e injectio n dru g users I  treate d ha d bee n brough t t o 
the clini c b y hi s girlfriend . Sh e ha d reporte d t o he r physicia n severa l 
horror storie s about his suicide threats, disappearances, and abusive rages. 
She took hi s abus e an d arrange d fo r hi m t o com e t o th e clini c to tal k t o 
me. After waitin g fo r hi m fo r twent y minutes , I  wa s surprise d t o se e hi s 
girlfriend ope n th e doo r t o m y office . Startle d becaus e h e wa s no t ther e 
with me , sh e dashe d abou t th e clini c an d foun d hi m i n a  restroo m 
shooting u p hi s drug . Whe n sh e brough t hi m t o m e h e wa s hig h an d 
unable t o spea k coherentiy , an d I  foun d mysel f thinking o f ways I  coul d 
terminate the case before i t had even gotten started . 

In supervisio n I  learne d tha t m y resistanc e t o workin g wit h hi m wa s 
created by my fear that I had nothing to offer tha t would help him contro l 
his drug habit . Onc e I  recognized m y reaction a s my problem, I  was abl e 
to interact with him more successfully . 

The conflict s tha t aris e i n HIV-relate d psychotherap y o r counselin g 
demand carefu l attention . Ofte n th e clinicia n canno t resolv e thes e issue s 
alone. And sometimes there are few in our communitie s who understan d 
the uniqu e qualit y o f thi s work . I f unaddressed, countertransferenc e ca n 
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lead t o ineffectiv e treatment . Fortunatel y ther e ar e ways t o "tur n u p th e 
volume" on these issues to guard agains t negative outcomes . 

Tools for Clinical  Practice: Resolving Countertmnsference 

Clinicians workin g wit h HIV/AID S client s ma y benefi t fro m followin g 
these suggestions : 

• Don't  just  do  something; stand there. 
Recentiy I  co-le d a  workshop o n livin g with a  chronic illness . 

My colleagu e spok e abou t th e kin d o f professiona l helplessnes s 
he often fel t when faced with a  dying client . He reporte d tha t h e 
gained comfor t i n realizin g tha t th e ol d adag e "Don' t jus t stan d 
there; d o something 55 could b e changed t o "Don' t jus t d o some -
thing; stan d there! 55 This chang e helpe d hi m understan d tha t i n 
being present , h e wa s offerin g somethin g ver y preciou s —his 
willingness to feel hi s own helplessnes s and not ru n away . In ou r 
outcome-oriented culture , i t i s difficul t fo r man y t o continu e t o 
be involve d i n suc h difficul t wor k whe n ther e ar e no t alway s 
mileposts of progress to give reassurance of effectiveness . 

• Engage  in case management. 
Case management (Curti s & Hodge, 1995) is one of the means 

of dealing with counter-transference . Learnin g abou t communit y 
resources an d knowin g whe n an d wher e t o refe r client s ca n 
reduce th e sens e o f helplessnes s reporte d b y many practitioners . 
AIDS servic e organizations , socia l servic e departments , foo d 
banks, emergenc y housing , an d th e famil y an d suppor t system s 
that surroun d th e clien t ca n b e valuabl e resources . Gettin g t o 
know the medical and social support systems reduces the sense of 
isolation that many clinicians experience. Such a "team approach 55 

allows fo r consultatio n i n a  crisi s an d pool s th e talen t fo r th e 
protection o f the client . 

• Form  peer supervision groups. 
Some practitioners repor t formin g pee r supervision group s t o 

address individua l situation s an d t o allo w fo r th e ventilatio n o f 
emotion. These groups can meet weekly or monthly and serve as 
a majo r sourc e fo r emotiona l exploratio n an d support . Delgad o 
and Rose (1994 ) encourag e the use of informal helpin g network s 
like peer groups to help caregivers cope with the stress. 
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Gabriel (1991 ) outline s a  mode l o f grou p supervisio n tha t 
focuses o n therapists ' unconsciou s communications , defensiv e 
functioning, an d resistances , a s wel l a s o n countertransferenc e 
issues. Her mode l helps the counselor develop an increased intel -
lectual and emotional comfor t wit h issues like facing a  deteriorat-
ing illness , acceptin g death , an d dealin g wit h survivors . Sh e be -
lieves that suc h groups reduc e th e likelihood tha t helper s wil l b e 
overwhelmed b y feeling s o f helplessness , anger , an d loss , espe -
cially the pain of multiple loss. 

• Get  a buddy. 
Some practitioner s contrac t wit h a  professiona l colleagu e t o 

create a peer supervision team. Whenever either of the pair deter -
mines th e nee d t o proces s wha t i s going o n i n a  particular case , 
the othe r partne r agree s t o meet , liste n t o th e dilemma , an d 
suggest possible alternatives . With suc h a n ongoing relationship , 
partners ca n chec k eac h othe r o n possibl e countertransferenc e 
issues. Suc h conversation s als o serv e a s checkpoints whe n bend -
ing th e fram e an d hel p ensur e mor e competen t care . The y als o 
help reduce some of the isolation an d helplessness that character -
ize thi s work . Arrangement s wit h a  buddy ca n las t th e duratio n 
of one case or extend over several years. 

• Schedule  regular clinical supervision. 
Another wa y t o surfac e countertransferenc e issue s i s throug h 

regular clinica l supervision. Contractin g wit h a n HIV-wise clini -
cian wh o understand s th e complexitie s ca n hel p practitioner s 
provide mor e competen t treatment . Severa l author s stres s th e 
importance o f clinica l supervisio n i n dealin g wit h countertrans -
ference issues . When the supervisor i s competent an d unafraid t o 
confront th e practitione r wit h instance s wher e attitude s an d val -
ues ar e interferin g wit h competen t treatment , ther e i s a n im -
mense opportunit y fo r persona l growt h an d improve d servic e 
delivery. 

Winiarski (1995 ) suggest s tha t th e supervisio n mus t dea l wit h 
rescue fantasie s (" A cur e i s jus t aroun d th e corner") , instil l a 
belief in th e effectivenes s o f ongoing treatment , encourag e mor e 
direct interventio n whe n th e practitione r i s withdrawing , an d 
reduce feeling s o f despai r an d demoralization . Th e superviso r 
needs t o b e particularl y aler t t o unexpose d an d unexpresse d 
anger. Furthe r issue s o f burnou t preventio n ar e essentia l i f th e 
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helper is to continue to provide competent treatment . Bel l (1992) 
believes thi s i s especiall y tru e whe n workin g wit h substance -
abusing clients. 

• Be  in psychotherapy. 
Perhaps the most powerfu l mean s of understanding individua l 

countertransference issue s is for th e practitioner t o ente r psycho -
therapy. Facing one's fears of death, helplessness, anger, rejection , 
lack o f confidenc e i n treatmen t skill , an d th e man y othe r emo -
tional responses that accompany HIV-related psychotherap y ma y 
demand mor e individua l attentio n tha n ca n occu r i n grou p o r 
individual supervision . Individua l psychotherap y suggest s tha t 
the clinicia n i s takin g responsibilit y fo r hi s o r he r professiona l 
and personal growth an d development an d may be the best aren a 
for conflic t resolution . 

• Pursue  additional training and  balance  in life. 
Other approaches include clinical training and continuing edu -

cation, us e o f th e professiona l literature , an d commo n burnou t 
prevention techniques such as exercise, journal writing, reflectio n 
on meaning , an d th e pursui t o f persona l interest s an d hobbie s 
(Imhof, 1995) . Abov e all , th e maintenanc e o f predictabl e lif e 
structure wil l hel p th e clinicia n retai n balanc e i n life . Unfortu -
nately, al l too often , thi s i s the first  quality-of-lif e componen t t o 
go whe n face d wit h th e overwhelmin g need s presente d b y per -
sons with HIV . 

Conclusion 

Perhaps th e mos t difficul t issu e i n determinin g whethe r countertransfer -
ence i s present , i n eithe r positiv e o r negativ e form , i s tha t man y o f 
our response s t o sufferin g reflec t a  dee p huma n compassio n tha t i s no t 
pathological. Carin g for th e sick and dying does offer th e opportunity fo r 
increased meanin g i n lif e an d ofte n a n enormou s sens e o f fulfillment . 
When Mik e died , I  wen t throug h day s an d week s o f turmoil . Whil e hi s 
death wa s easy , hi s dyin g wa s difficult , an d I  believ e tha t m y presenc e 
made som e sligh t differenc e t o him . I  als o kno w tha t m y presenc e re -
flected i n par t som e o f my ow n fear s o f abandonmen t an d death . Unde r 
supervision an d in psychotherapy I  have learned more abou t my persona l 
issues. That ha s bee n Mike' s gif t t o me . As I  ben t th e frame an d worke d 
through some of my fears, I can now work with human suffering b y being 
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more full y present . An d whe n I  fin d mysel f distancin g fro m a  difficul t 
situation, I  kno w t o star t examinin g wha t i s goin g o n insid e me , t o se e i f 
there ar e persona l issue s tha t ar e gettin g i n m y way , t o lea n int o th e 
discomfort thes e issue s generate , an d t o learn , onc e again , tha t bot h 
positive an d negativ e emotiona l response s ca n serv e a s reminder s o f m y 
own frailt y an d incompletenes s a s a  huma n being . Throug h engagin g m y 
own sufferin g I  ca n mor e full y understan d th e struggle s o f m y clients . I 
can "jus t stan d there 55 an d recogniz e tha t m y willingnes s t o b e presen t 
may b e th e mos t significan t an d helpfu l action . 
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Spirituality 

Pascal Conforti 

In the early years of my practice with HIV-infected patient s i n 
an acute-care hospital , I  me t Edwin . Ed , who die d severa l years ago , was 
an Hispanic man in his early forties, bor n a  Roman Catholi c in New York 
City. H e ha d spen t mos t o f hi s adul t lif e i n an d ou t o f prison , an d fo r 
most o f th e tim e I  kne w him , h e remaine d a n inmat e i n th e Ne w Yor k 
State correctional system . 

One da y Ed was musing on hi s life. "You know," he told me , "when I 
was growin g up , I  wa s sur e tha t I  wasn' t lovable , tha t I  wasn' t goo d 
enough, tha t someho w I  didn' t mee t th e mar k o r th e standard . I  kep t 
trying t o b e macho , t o ear n m y way , t o b e recognize d i n th e crowd. " 
With a  gende smile , h e continued : "Wha t I'v e learne d i s tha t eventuall y 
you have to outgrow your ego . And what I  finally discovered i s that wh o 
you really are ain't so bad afte r all. " 

Edwin di d no t hav e a  colleg e education . H e ha d no t studie d Jung' s 
theory o f individuatio n o r hi s theor y o f th e emergenc e o f th e sel f an d 
transformation, no r ha d h e bee n connecte d beyon d hi s childhoo d wit h 
any institutiona l religion , Roma n Catholi c o r otherwise . Yet , h e ha d 
one o f the mos t thoughtfu l an d develope d spiritualitie s o f anyone I  hav e 
ever met . Ther e wa s a  peac e abou t hi m —a kin d o f spaciousnes s o f 
spirit —that remaine d wit h hi m eve n a s hi s bod y weakene d an d hi s 
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mental facultie s deteriorated . Ho w migh t w e describ e tha t inne r proces s 
that wa s s o apparen t i n Ed' s case ? An d wha t migh t i t tel l u s abou t th e 
holistic car e o f person s wh o ar e livin g an d dyin g wit h HIV-relate d ill -
ness? 

It i s undoubtedl y a  truis m tha t i t i s person s wh o ge t sick , no t jus t 
bodies. I t follows , then , tha t car e need s t o b e directe d t o th e whol e 
person, no t simpl y t o a  se t o f physica l symptoms . Occasionally , I  hav e 
been asked  a s a chaplain/pastoral counselo r ho w I  dea l with person s wh o 
are no t religiou s o r "spiritual. 55 I  hav e lon g sinc e cease d t o offe r an y 
elaborate explanation s abou t practic e i n thi s regard . I  simpl y not e tha t I 
have yet to meet anyone who regards himself or herself simply as the su m 
of his or her body parts. 

More often , i t seem s t o me , i t i s th e physicall y health y perso n —the 
counselor o r therapis t — who i s uncomfortabl e o r unfamilia r wit h th e 
spiritual, bot h i n him - o r hersel f an d i n others . I n professiona l practice , 
this discomfor t ca n sho w itsel f i n an y numbe r o f ways . A therapis t ma y 
think, "F m no t a  believer, s o I  canno t hel p anyon e when h e o r sh e start s 
talking about God. 55 An even more subde barrie r to effective wor k may be 
found i n this statement : "He' s talkin g abou t Go d an d how Go d wil l help 
him. But Fm not so sure of that. My God is a different God . Fm religious , 
but he 5s not talking my kind of religion. 55 

In eithe r case , th e caregive r start s wit h predisposition s o r assump -
tions — about him - o r hersel f an d abou t th e clien t — that ar e barrier s t o 
skillful care . Th e therapist' s tas k i n thi s wor k i s no t t o mak e judgment s 
about the client5s expressions of spirituality. Rather , the therapist needs t o 
appreciate th e client' s revelatio n o f somethin g deepl y personal . Th e cli -
ent's statemen t begin s t o communicat e ho w th e transcenden t present s 
itself to tha t client . I t i s an opening t o consideratio n o f eternal questions . 
Now th e tas k i s to liste n fo r an d t o wor k wit h th e client' s images , view s 
and expression s o f spirituality . Al l tha t i s require d o f th e clinicia n i s t o 
remain open to these expressions . 

With this in mind, this chapter deal s with the area of spirituality as it is 
experienced i n th e worl d o f HIV-relate d illness . Followin g som e intro -
ductory comments on what we mean by spirituality and on the distinctio n 
between spiritualit y an d forma l religiou s practic e a s it i s generally under -
stood, the chapter i s divided into three sections : 

1. HIV-relate d illnes s a s a n openin g int o th e deepe r level s o f huma n 
life and consciousness, that is, into the area of spirituality. What i s it abou t 
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the illnes s an d it s surroundin g circumstance s tha t see m t o evok e — one 
might even say require — the journey inward ? 

2. HIV-relate d illnes s a s requirin g u s t o loo k mor e full y an d direcd y 
at death, not onl y as the inevitable outcome of the course of HI V-related 
illness bu t muc h mor e a s a  teaching abou t life . Ho w ca n we b e with th e 
client whose lif e spa n i s considerably foreshortene d i n a  way that wil l b e 
genuinely skillful, helpful , and , most of all, loving and compassionate ? 

3. HIV-relate d illnes s a s invitin g u s a s caregiver s i n th e fiel d t o a 
consideration o f our own lives and spirituality . I s there a  gift fo r us in th e 
work? I s ther e a n openin g fo r us , a n invitatio n int o th e deepe r level s o f 
human lif e an d consciousness ? Wha t ar e som e o f th e intrapersona l an d 
interpersonal dynamics involved in this process? 

Spirituality and Religion 
The ter m spirituality  a s I  us e i t her e i s t o b e understoo d i n it s broades t 
and most basic sense. Spirituality encompasses the relationship between a 
person an d th e transcendent , howeve r i t i s tha t th e transcenden t i s im -
aged, experienced , o r name d b y tha t perso n —God, lif e wit h a  capita l 
CCL," Jesus, one' s Highe r Power , Enlightenment , Unconditiona l Love . I t 
embraces one's entire life as felt, imagined, and understood in relationship 
to th e transcendent , th e metarational , o r th e profoundl y immanen t — an 
imaging an d a n approac h tha t migh t b e mor e characteristi c o f person s 
who come out of an Eastern rather than a  Western worldview . 

Religious practic e i s a n expressio n o f thi s relationship , offerin g i n 
its healthie r form s a  lovin g an d consisten t communit y o f suppor t an d 
encouragement i n th e journe y towar d wholenes s an d communio n tha t 
represents th e bes t o f the human spirit . Religiou s practic e als o includes a 
host o f symboli c an d ritua l expression s o f th e relationshi p betwee n th e 
human person and the transcendent . 

While forma l religiou s practic e i s not synonymou s wit h spirituality , i t 
is important fo r th e menta l healt h practitione r o r pastora l caregiver to b e 
aware of the client' s religious and cultural background, eve n if the perso n 
has long since left behin d any formal churc h or congregationa l affiliation . 
This is so simply because particular symbols will carry (or fail to carry) fo r 
particular person s th e experienc e o f th e transcenden t o r unconditioned , 
depending primaril y o n th e person' s background , persona l history , an d 
culture. 

Just as the caregiver needs to be cognizant of the person's religious an d 
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cultural history, i t is also essential that he or she remain open to how tha t 
person's religiou s o r spiritua l journe y ha s unfolde d ove r th e years . W e 
need to be wary of making unwarranted o r rigid assumptions — for exam -
ple, tha t Pentecostal s alway s respon d i n a  particular way , o r tha t person s 
out o f Jewish tradition woul d neve r respon d t o thi s o r tha t practice . Th e 
skillful practitione r alway s takes his o r he r lead fro m th e patient , ope n t o 
the unexpecte d a s i t present s itself . I n th e are a o f spirituality , a s with s o 
many othe r dimension s o f life , Stephe n Levine' s (1987 ) observatio n tha t 
the min d ca n b e a  wonderful servan t though i t makes a  terrible maste r i s 
especially appropriate . 

HIV/AIDS as  an Opening into Deeper Life and Conseiousness 
What is it about HIV-related illnes s that seems to evoke or even require a 
deeper exploration o f life in all its dimensions? I s there something distinc-
tive i n thi s regar d wit h respec t t o th e worl d o f HIV/AID S care , some -
thing that distinguishes i t from practic e with persons suffering fro m othe r 
serious or life-threatening illnesses ? 

There i s n o doub t tha t HIV-relate d illnes s an d it s surroundin g psy -
chosocial contex t presen t a  distinctiv e challeng e an d opportunity . Th e 
following realitie s shap e an d describ e th e world o f HIV-infected person . 
They need to be kept in mind, since they provide the backdrop or contex t 
within which we do our work : 

• Th e relativ e youth o f persons who ar e HIV-infected . Somehow , 
our worldview , particularl y i n th e West , suggest s tha t peopl e 
ought t o becom e il l and di e in som e sor t o f chronological order . 
To put i t anothe r way , we assum e that i t is natural o r normal fo r 
older persons to get sick and die, but not s o for younger persons . 
There is an assumption, often unspoke n bu t nevertheless commu -
nicated a t a  nonverbal level , that the value of a life is measured i n 
terms o f the number o f years a  person has passed on eart h rathe r 
than i n term s o f th e qualit y tha t ha s characterize d thes e years . 
This is not so , for example , in an American Indian culture , where 
one is seen not i n a  linear way but rathe r a s a circle that become s 
complete a t abou t pubert y wit h th e rite s o f passage . Fro m tha t 
time on , on e i s see n a s a  wholenes s tha t continue s t o expan d 
outward. Onc e th e circl e has formed , anytim e on e dies , one die s 
in wholeness . An d wholeness , i n America n India n wisdo m an d 



$6 |  Pascal  Conforti 

spirituality, i s seen not a s the duration on e has lived but rathe r as 
the fullnes s wit h whic h on e enter s eac h complet e momen t (se e 
Levine, 1982, 4-5). 

• Th e enormou s los s connecte d wit h HIV-relate d illness . A diag -
nosis o f HIV-positivit y an d th e cours e o f th e illnes s a s on e be -
comes sicke r carry with the m a  series o f losses tha t ca n b e genu -
inely devastating. The person i s dealing not onl y with th e loss o f 
good healt h an d th e los s o f a  sens e o f physica l well-bein g but , 
more profoundly , wit h th e loss of work, productivity , economi c 
independence, norma l socia l life, and , i n som e cases , family rela -
tionships. Given some of the enduring fears and prejudices i n our 
society regarding HIV-related illness , there can also be a sense of 
loss o f respectability , wit h a  concomitant nee d fo r secrec y and a 
pervading sense  o f embarrassmen t an d shame . This , o f course , 
can impact the person spiritually or a t the deeper levels of human 
consciousness b y erodin g hi s o r he r sens e o f sel f a s worth y o r 
lovable and of the diminished life as worthwhile or "useful" a t all. 

• Th e reality of death a s coming sooner rather than later . Although 
there has been substantial progress in the treatment of the oppor -
tunistic infection s relate d t o HIV-positivity , an d althoug h pa -
tients generall y liv e longer fro m th e tim e o f diagnosi s tha n the y 
did te n year s ago , there i s stil l no prove n wa y that th e virus ca n 
be remove d fro m th e bod y onc e i t i s there . I n tha t sense , HIV -
related illness remains incurable and ultimately uncontrollable b y 
our presen t advance d medica l technolog y an d knowledge . I t i s a 
life-threatening condition , a  fatal illness. It brings one face to fac e 
with th e realit y of impermanence an d death . At on e level , i t i s a 
terrible blow ; a t anothe r level , i t i s a  preciou s gif t tha t ca n 
uncover aspects of the person and his or her most precious values, 
values that have been hitherto unacknowledged o r unexplored . 

Randy wa s a  black ma n i n hi s earl y thirties . When I  firs t me t him , h e 
was hospitalize d wit h a  serious HIV-relate d pneumonia . Rand y was gay , 
articulate, wel l educated , an d successful . H e cam e fro m a  socioeconomi -
cally poor urban background , an d his parents had worked hard to educat e 
him an d his six siblings. He gre w up i n a  Baptist tradition , bu t when w e 
met he was not connected with an y church or congregation . 

When h e wa s wel l enoug h t o chat , Rand y spok e wit h simplicit y an d 
candor abou t hi s situation . H e wa s clea r tha t hi s physica l conditio n wa s 
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terrible. £ T certainl y d o no t wan t t o sugges t tha t thi s illnes s i s a  goo d 
thing/5 h e tol d me . "A t th e sam e time, " h e continued , "somethin g ha s 
really happene d t o m e sinc e I  wa s diagnose d an d particularl y a s I  hav e 
grown sicker . I was really on the fast track. I  was ambitious, doing well in 
my career , makin g a  lo t o f money , an d enjoyin g a  ver y activ e an d no t 
always wise socia l life. Bu t thi s illnes s stopped m e i n m y tracks . So man y 
of th e thing s tha t seeme d importan t t o m e didn' t matte r tha t muc h an y 
more. I got back in touch with my family in a  way that was wonderful fo r 
me. I'v e slowe d down , an d I've discovere d deepe r level s of myself and o f 
life, dimension s o f lov e an d relationshi p an d values  tha t I  ha d someho w 
lost trac k o f whe n I  wa s wel l an d activ e i n th e busines s world . I n tha t 
sense, the illness has brought it s own gift. " 

Randy's story , thoug h i t ma y no t alway s b e s o wel l articulated , i s 
repeated ove r an d ove r agai n i n th e worl d o f AIDS care . Randy cam e i n 
touch with the distinction betwee n healin g and cure. His HIV illnes s was 
never cured , an d h e die d a  relatively young man . Bu t Rand y experience d 
healing i n th e sens e tha t h e fel t mor e an d mor e whol e a s hi s illnes s 
progressed. Hi s spiri t wa s intact , eve n a s hi s bod y wa s assaulte d b y th e 
illness. 

I believ e that i t i s our tas k a s practitioners simpl y to provid e a  contex t 
or carin g environmen t withi n whic h suc h storie s ca n b e told an d withi n 
which tha t deepl y instinctiv e exploratio n o f bot h inne r an d oute r spac e 
can take place. 

To facilitat e thi s process , I  sugges t thre e attitude s o r stance s o n th e 
part of the practitioner (therapist , cas e manager, chaplain , counselor) tha t 
are centra l t o providin g suc h a n environmen t o r context : attentiveness , 
acceptance, an d compassion . Thes e stance s ar e undoubtedl y essentia l t o 
any therapeutic relationship . But in the area of spirituality they take on a n 
added dimension , sinc e the y represent , communicate , o r symboliz e tha t 
which is , in al l the classi c religious o r deepl y humanistic traditions , mos t 
characteristic of the mystery we call God, Unconditional Love, or ultimate 
Union. 

Attentiveness 

Listening carefully i s undoubtedly a t the heart of our work. I n the area 
of spirituality, i t requires a  centeredness on our part , an in-touchness wit h 
our ow n inne r worlds . Thi s i s not s o muc h a  rational thin g — a habit o f 
mind, s o to speak , tha t keep s us awar e o f what w e think . Actually , wha t 
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we thin k ofte n changes , s o wha t i s importan t i s tha t whil e w e remai n 
aware o f tha t changin g menta l scene , w e sta y roote d i n th e Myster y o f 
Life which goe s far beyon d an y verbalization o f how thing s ar e or ough t 
to be . In tha t sense , we need t o b e wary o f any facile attempt s t o explai n 
the meanin g o f life , th e meanin g o f illness , a  "theology o f suffering, " o r 
some othe r suc h approach . I f tha t menta l apparatu s i s churning awa y i n 
us, we will be distracted an d no t reall y able to hea r the openings int o th e 
transcendent, into the metarational, that ar e always there in the patient o r 
client. 

We do not need to work hard a t this. The content tha t we deal with i n 
this are a i s dee p withi n th e person . W e d o no t hav e t o "brin g i t up " o r 
produce it . Wha t w e nee d t o liste n fo r ar e clue s t o th e person' s large r 
sense o f himsel f o r herself , question s relate d t o wh y thi s i s happening , 
who th e perso n i s in th e mids t o f al l this physica l limitatio n an d illness , 
what wil l becom e o f hi m o r he r a s thi s proces s continue s o n wha t i s 
apparently an inexorable course . 

Acceptance 

As mental health practitioners, we are present to our patients or client s 
at some level simply to receiv e them where they are in their journeys an d 
to hea r wha t the y hav e t o say . I t i s not necessar y o r helpful , particularl y 
initially, t o "d o something. " W e hav e neithe r t o agre e o r disagree , ap -
prove o r disapprove . I  hav e fro m tim e t o tim e see n brochure s offerin g 
what i s terme d "nonjudgmental " pastora l care . I s ther e an y othe r kind ? 
And what does it say about the field, abou t churches and religious congre-
gations, o r abou t th e societ y in general , tha t we fee l compelle d t o assur e 
our sick brothers and sisters that we offer the m "nonjudgmental" carer 1 

At the same time tha t we offer ou r client s a n accepting an d hospitabl e 
space in which to tell their stories , there are ways — through conversation , 
through ou r manne r (particularl y in what i s communicated nonverbally) , 
through th e skillfu l us e o f ritua l — in whic h w e ca n assis t th e perso n t o 
come mor e i n touc h wit h wha t is , i n an y soun d religiou s o r humanisti c 
tradition, a  more genuine and helpful spiritua l belief and practice . 

In th e worl d o f HIV-infection , w e hav e mor e tha n ou r fai r shar e o f 
clients whose personal histories have been defined b y physical and menta l 
abuse, low self-esteem, an d a  kind o f affective deprivatio n i n thei r forma -
tive year s tha t i s astoundin g an d deepl y distressing . I n man y cases , the y 
have experience d th e worl d fro m thei r earlies t year s a s a  hostil e an d 
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unloving environment . And i t is often ou t o f this early experience that a n 
equally hostil e an d unlovin g deit y emerges . Thi s ma y b e eithe r a  deit y 
who i s bus y punishin g so-calle d wrongdoin g b y inflictin g illnes s an d 
general reversal of fortune, o r one who stands by idly in some remote an d 
distant way when he (o r she) could be doing something useful t o alleviat e 
the situation . Eithe r way , i t i s no t a  perspectiv e tha t i s i n keepin g wit h 
healthy religious an d spiritua l tradition , no r i s it helpful i n the process o f 
healing and wholeness that is at the heart of the human journey . 

Where w e ar e dealin g wit h client s whos e religiou s o r spiritua l belie f 
and practic e tortur e an d constric t them , o r i f th e perso n i s obsesse d o r 
consumed b y religious image s an d concept s tha t ar e clearly not lovin g o r 
peace-giving, i t might b e wise to refe r th e person , i f he o r sh e i s open t o 
it, t o a  mor e specialize d practitione r suc h a s a  skillfu l clergyperso n o r 
pastoral counselor . That clergyperson o r counselor might assis t the client , 
through conversation , instructio n i n prayer an d meditation , ritua l (sacra -
mental confession , th e anointin g o f th e sick , specia l blessings , affiliatio n 
with a congregation or spiritual support group), or a combination of these 
things. In an y event, the assistance of a spacious, gentle, accepting menta l 
health practitione r remain s a n importan t modalit y i n filling ou t th e spiri -
tual dimension in HIV menta l health care . 

Compassion 

No quality , affection , o r feelin g come s close r t o th e hear t o f spiritual -
ity — both belie f and practice — than compassion . Compassio n i s an emo-
tion or quality of connection, rather than separation. I t recognizes that , a t 
the deepest level , we are all one as participants i n a common humanity . I t 
is clearly distinguishable fro m pity , which arise s primarily ou t o f our fea r 
and which is characterized always by a sense of distance. 

Despite the differences tha t may exist between ourselves and our client s 
by reaso n o f persona l history , lifestyle , education , culture , an d othe r 
factors, i t become s obviou s wit h an y kind o f opennes s an d attentivenes s 
that al l o f u s hav e th e sam e essentia l need s an d see k th e sam e thing s i n 
life: love , acceptance , an d som e hel p when w e ar e in need . W e share th e 
same fundamenta l desir e t o b e happ y an d t o avoi d suffering . W e experi -
ence the sam e loneliness , th e sam e fea r o f the unknown , th e sam e secre t 
areas of sadness, the same half-acknowledged feeling s o f helplessness (se e 
Rinpoche, 1992,175) . In th e long run, th e transcendent i s reflected i n ou r 
lives mos t b y th e longin g i n ou r heart s fo r lov e —for a  lov e tha t goe s 
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beyond ou r so-called worthiness o r unworthiness , fo r a  love that i n som e 
mysterious an d inexplicabl e manne r live s o n withou t limit . Ther e i s a 
sense in which a  single lifetime, n o matte r it s extent chronologically , doe s 
not see m capabl e o f holding an d completin g th e longing s o f the huma n 
heart. Th e ver y impermanenc e o f everythin g w e experienc e a s huma n 
beings o n thi s eart h o r o n thi s plane o f existenc e seem s t o poin t towar d 
something else , toward something beyond what i s immediately tangible . 

Offering t o ou r client s wh o ar e affecte d b y HIV-relate d illnes s ou r 
compassionate, connected , lovin g presenc e i s perhaps th e greates t thera -
peutic gift w e can give them, since it most nearly reflects th e transcenden t 
dimension of human existence and, as such, provides a context or environ-
ment fo r th e healin g o f spiri t tha t i s always availabl e t o u s i n th e huma n 
situation. 

Looking More Fully and Directly at Death 
HIV-related illnes s remains incurable at this point in history. As indicated 
earlier in this chapter, i t is a life-threatening condition , a  fatal illness , and , 
as such , i t bring s on e fac e t o fac e wit h th e realit y o f impermanenc e an d 
death. I n on e sense , i t i s th e ultimat e invitatio n t o spiritua l reflection . 
Difficult a s facing thi s realit y may see m a t on e level , i t i s als o a t anothe r 
level a  "windo w o f opportunity, " a n invitatio n t o deepe r reflectio n o n 
values and on what really matters in the course of a human lifetime . 

In Tolstoy' s masterfu l shor t novel , The  Death of  Ivan Ilych  (1886/1981) , 
Ivan Ilyc h i s close to deat h an d strugglin g mightil y wit h th e meanin g o f 
his life . Iva n ha s live d a  superficial , self-satisfied , proper , ordered , some -
what mean , externall y successfu l life ; yet , h e finds  himsel f deepl y de -
pressed, angry , tortured , an d isolated a s his illness proceeds o n it s relent -
less course. His life seems to him a t this point to have had no meaning a t 
all. Ivan muses: uYes, all of it was simply not the real thing. Bu t no matter . 
I ca n stil l mak e i t the  real thing  — I can . Bu t wha t is  the rea l thing ? Iva n 
Ilych asked himself and suddenly grew quiet55 (132; italics are the author's) . 

Perhaps tha t i s the centra l question o f everyone 5s life . Wha t i s the rea l 
thing? Wha t i s really o f enduring value ? Wha t o r who m d o I  car e abou t 
most? Thes e ar e th e question s fo r al l o f us , an d w e ca n offe r n o bette r 
service t o ou r client s wit h HIV-relate d illnes s a s the y gro w sicke r an d 
come close r t o deat h tha n t o b e wit h the m i n a  skillful , gentle , an d 
compassionate way as these questions present themselves . 

There wa s a  short film  produce d severa l year s ag o i n on e o f ou r stat e 
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correctional systems . I t wa s a  skillfu l piec e o f fil m making , an d i t wa s 
designed, I am sure, with the good intention of raising inmates' awareness 
of ris k behavior s tha t coul d lea d t o HI V infection . However , i t ha d a n 
unfortunate title:  AIDS:  A  Bad  Way  to Die. HI V infectio n i s undoubtedly 
a "ba d thing " t o get , bu t dyin g fro m th e complication s o f AIDS i s no t 
necessarily a  "bad" wa y to di e an y mor e tha n i s cancer , hear t disease , o r 
kidney failure. When al l is said and done, a  good way to die is the same as 
a good way to live: in love and connection . 

In th e day-to-da y world o f HIV menta l healt h care , what ar e some o f 
the ways in which we can be of assistance as illness becomes more seriou s 
and deat h become s mor e imminent ? I  sugges t th e followin g a s essentia l 
in care and support o f our clients a t this stage of their illness: 

• Deal  with the fear of  death 
Underlying al l spiritua l car e o f th e dyin g i s ou r vie w o f th e 

relationship betwee n lif e an d death , betwee n livin g an d dying . 
Particularly i n ou r Wester n mentalit y an d worldview, w e tend t o 
separate livin g an d dyin g to o sharply . Actually , deat h i s no t th e 
opposite o f life, bu t rathe r a n aspec t o f life. I t i s an event i n tha t 
process w e cal l bein g o r becoming . Josep h Campbel l suggest s 
that on e ca n experienc e a n unconditional affirmatio n o f life onl y 
when on e ha s accepte d deat h no t a s contrar y t o lif e bu t a s a n 
aspect of life. He goe s on to sugges t that dealin g with th e fear o f 
death ca n b e th e recover y o f life's jo y (se e Campbell , 1988 , 152). 
If thi s i s s o — and m y experienc e o f workin g wit h hundred s o f 
terminally il l AIDS patient s ove r th e pas t decad e tells  m e tha t i t 
is — then, paradoxically , looking directly a t the prospec t o f deat h 
often allow s fo r a  better , fuller , happie r life . On e terminall y il l 
patient is said to have commented during the course of her illness 
that sh e ha d neve r bee n s o full y aliv e a s sinc e sh e was tol d tha t 
she ha d a  termina l illness . An d anothe r quipped : " I thin k tha t 
survival ha s bee n vastl y overrated. " On e o f m y ow n patients , 
Dan, tol d m e o n hi s thirty-seventh birthday , a n occasio n tha t h e 
celebrated i n th e hospita l i n th e las t stage s o f hi s illness , ho w 
happy h e was. "I don' t hav e to prov e mysel f any more," he said . 
"All I have to do is love." 

• Be  truthful. 
It follow s fro m th e first  poin t tha t w e nee d t o b e truthful . 

Truthfulness doe s no t mea n insensitivity , o r a  kind o f awkward , 
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self-conscious bluntnes s tha t i s il l attune d t o th e sic k person' s 
timing an d inne r space . But i t doe s mean tha t we recogniz e an d 
acknowledge wha t th e patien t usuall y knows already : Tha t ther e 
are limits to medical knowledge and technology, tha t he or she is 
not getting better , that the body is weakening, and that he or she 
will die sooner rather than later . Again, Tolstoy describes the sick 
person's predicament : 

Ivan Ilyc h suffere d mos t o f al l from th e lie , th e li e which , fo r som e 
reason, everyone accepted: that he was not dying but was simply ill, and 
that i f he stayed calm and underwent treatmen t h e could expec t goo d 
results. . . . And he was tortured by this lie, tortured by the fact that they 
refused t o acknowledg e wha t h e an d everyon e els e knew , tha t the y 
wanted to lie about his horrible condition and to force him to become a 
party to that lie. (Tolstoy, 1886/1981,102-103) 

In thi s context , too , I  sugges t tha t i t i s generally no t helpfu l t o 
suggest t o persons , particularl y a t thi s stag e o f th e illness , tha t 
they "fight. " "Yo u ca n bea t thi s thing, " som e well-intentione d 
friend, relative , or caregiver might say. But the truth of the matter 
is that thi s is a battle that , ultimately , we cannot win an d ar e no t 
meant t o win . Suggesting , therefore , tha t th e patien t pu t hi s o r 
her alread y limite d energ y int o fightin g deat h ca n exhaus t th e 
patient an d make him or her feel like a failure o r disappointmen t 
in ou r eyes . Finally , ther e i s ofte n a  direc t correlatio n betwee n 
fighting lif e and fighting death . I t i s time to put th e batde to res t 
and t o encourag e ou r love d one s an d client s t o us e th e energ y 
saved to live fully an d attentivel y and to love deeply and extrava -
gandy. 

• Counsel  to live in the present. 
The best preparation for death , the best "spiritual practice" for 

living and dying, is to live in the present moment an d to embrac e 
whatever i s happening . I t i s resistanc e t o th e momen t —in a 
sense, i t i s resistanc e t o lif e — that ca n caus e suffering  a s deat h 
approaches an d that seems to evoke such tightness an d fear i n al l 
of us when death i s mentioned. Whateve r we can do to assis t the 
very il l perso n t o liv e i n th e present , t o b e fre e o f th e endles s 
cycle o f guil t an d regre t ove r th e pas t o r fea r an d apprehensio n 
over what wil l happen i n th e future , i s al l to th e good . Practica l 
matters — such things as advance medical directives, guardianship 
of minor children , and financial concern s — are best taken care of 
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earlier rathe r tha n late r whe n th e perso n become s ver y ill . Th e 
task at the end is primarily a  task of the heart and of the spirit . As 
far a s possible, w e nee d t o encourag e ou r client s t o leav e them -
selves spac e fo r tha t tas k b y takin g car e o f th e res t earlie r alon g 
the way. 

• Provide  an atmosphere of love. 
Finally, i t i s importan t i n th e car e o f th e terminall y il l an d 

dying t o provid e a n atmospher e o f lov e an d encouragement , 
rather tha n on e o f agitation , fear , regret , an d excessiv e "busy -
ness.55 W e nee d t o remin d th e perso n verball y an d nonverball y 
that w e ar e more tha n bodie s an d tha t wh o w e ar e i s far greate r 
than wha t i s happenin g physically . I  hav e sometime s sai d t o 
patients alon g th e entir e cours e o f thei r HI V illness : Remem -
ber — you have the illness. The illness doesn5t have you. 

Ultimately, ou r tru e natur e —our mos t essentia l identifyin g 
characteristic a s human person s — is the ability and desir e to lov e 
and to be loved. To remind a  person a t the end he or she is loved 
is perhaps th e greatest service we can offer. Iva n Ilych discovere d 
this in the mids t o f his anguished question , "Bu t what is  the rea l 
thing?55 Tolstoy tells us: 

This too k plac e . . . a n hour befor e hi s death . Jus t the n hi s so n crep t 
quietiy into the room and went up to his bed. The dying man was still 
screaming desperately and flailing his arms. One hand fell on the boy's 
head. The boy grasped it, pressed it to his lips and began to cry. At that 
moment Ivan Ilych fell through an d saw a light, and it was revealed to 
him that his life had not been what it should have but that he could still 
rectify th e situation. "But what is the real thing?" he asked himself and 
grew quiet , listening . Jus t the n h e fel t someon e kissin g hi s hand . H e 
opened his eyes and looked at this son. . . . (Tolstoy, 1886/1981,132) 

An Invitation  to Caregivers 
There i s a  wonderful vignett e i n th e Francisca n traditio n tha t recount s a 
conversion stor y o f Francis , tha t grea t medieva l romanti c an d founde r 
from who m spran g a  number o f religious communitie s tha t surviv e eve n 
to the present. I t is a story that is significant i n the context of this chapter , 
since i t i s particularly germane , I  believe , t o ho w w e g o abou t ou r wor k 
in the field o f HIV/AIDS menta l health care and to the gift tha t the wor k 
might conceivably hold for us . 

The historica l source s tel l us tha t Francis , the so n o f a  wealthy Italia n 
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merchant, graduall y was drawn to leave his worldly position, o f which h e 
was quit e fond , t o follo w Jesu s an d t o explor e mor e deepl y hi s ow n 
religious an d spiritua l journey eve n as he served the poor o f his day . On e 
day, s o th e stor y goes , Franci s wa s o n th e roa d betwee n Assis i an d 
Lazzaro, th e locatio n o f th e hospita l tha t care d fo r thos e sufferin g fro m 
leprosy, an illness that in Francis's time was viewed with fear and aversion . 
In th e cours e o f hi s journey , Franci s me t on e o f th e patient s fro m tha t 
hospital, and , i n spit e o f th e man' s appearance , h e foun d himsel f deepl y 
moved an d draw n t o him . Franci s ben t dow n an d kisse d th e sic k man , 
and, i n s o doing , h e finall y cam e in touc h wit h himself — with himsel f a s 
he was: limited, lovable and loved, capable of loving. 

In th e Francisca n tradition , thi s even t i s regarded a s a  key moment i n 
Francis's conversion , a s a kind of turning poin t i n his spiritual journey. I t 
is noteworthy , too , tha t som e o f th e hagiographer s ove r th e centurie s 
attempted t o "clea n up " th e stor y b y changin g th e origina l accoun t t o 
read tha t Franci s sa w Jesu s i n th e lepe r —and that' s wha t le d hi m t o 
embrace th e man . Bu t subsequen t Francisca n scholarshi p ha s confirme d 
the origina l version : Th e stor y — and th e teaching i t reveal s — remains a s 
written. 

Perhaps thi s vignett e reflect s th e centra l realit y o f th e connectio n be -
tween ou r professiona l wor k a s practitioners i n the world o f HIV menta l 
health an d our own huma n an d spiritua l journey. There i s a gift fo r u s i n 
the work tha t i s real , mysterious , an d a t som e leve l priceless . Essentially , 
we ar e in servic e to ou r brother s an d sister s with HIV-relate d illnes s no t 
as som e sor t o f distan t benefactor s bu t a s fello w huma n being s o n th e 
same human journey . Ther e i s only a  single work, really : The work wit h 
ourselves and the work with our patients or clients are one and the same. 

Working wit h HIV-relate d illness , particularl y i n it s late r stages , en -
courages us to learn , ourselves , to live fully i n the present moment , t o le t 
go of our strong need an d desire to control , and to embrace the reality of 
impermanence and death. The work invites us to an awareness that carrie s 
with i t a simultaneous mindfulness o f what is going on in the person wh o 
is il l a s well a s what i s going o n i n th e inne r worl d o f th e clinician . W e 
become awar e o f ou r ow n fears , yearnings , doubts , an d hopes . I n short , 
we become aware of our own search for "the real thing." Joseph Campbel l 
(1988), th e teache r an d schola r wh o di d suc h importan t wor k i n th e 
exploration o f myth , suggest s tha t th e onl y reall y inexcusable si n i s inat -
tention, an d Stephe n Levin e (1987 ) regularl y remind s u s tha t anythin g 
that i s not brough t t o awarenes s cannot be healed. 
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In th e Christia n spiritua l tradition , ther e i s a  way o f readin g som e o f 
Jesus's stories , particularl y th e parable s o f th e kingdom , o n a n intraper -
sonal level, and this is undoubtedly true of stories in other traditions . The 
familiar los t shee p an d th e los t coin , fo r example , represen t thos e piece s 
of ou r experienc e an d o f ourselve s tha t w e hav e marginated , denied , o r 
exiled. Failur e t o com e bac k i n touc h wit h them , failur e t o acknowledg e 
them an d to invite them bac k in can close us to healing and can block th e 
further growt h t o whic h w e ar e calle d al l alon g th e way . Workin g wit h 
those who m th e societ y ha s frequenti y marginate d invite s u s no t t o 
perpetuate tha t mode eithe r with ourselve s or with others . As we encour -
age our client s to wholeness, we are reminded t o seek such wholeness fo r 
ourselves. Conversely , continuing t o marginate o r deny parts o f ourselves 
and o f ou r experienc e inevitabl y allow s us , bot h individuall y an d a s a 
society, to continue to shut out from ou r embrace and our care those wh o 
are most in need an d who ofte n hav e the most to teach us. 

Finally, attentive work with persons with AIDS teaches us compassion , 
a sens e o f profoun d connectednes s an d benevolence , wha t a  Buddhis t 
tradition migh t ter m "nonduality " an d wha t i s expresse d i n th e Judaeo -
Christian traditio n a s "lovin g one' s neighbo r a s oneself. " I n a  ver y rea l 
sense, our neighbor i s ourself, and a s we befrien d hi m o r he r we befrien d 
ourselves. A s th e wor k continue s t o invit e u s t o reclai m o r recal l thos e 
parts of ourselves and of our experience that we reject o r disallow, inevita -
bly we come to realize , as Edwin did , that who we really are "ain't so ba d 
after all. " 
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READINGS O N SPIRITUA L ISSUE S 

In my experience of nearly ten years of working exclusively with persons sufferin g 
from HIV-relate d diseases , many of them in the last stages of their illness , I am 
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particularly indebted to the work of Stephen Levine. Three of his books provide 
an excellent source of both theory and practice: 

• Who  Dies? An Exploration  of Conscious Living and  Conscious  Dying 
(New York: Doubleday, 1982) 

• Meetings  at  the Edge (New York: Doubleday, 1984 ) 
• Healing  into  Life and Death (Ne w York: Doubleday, 1987) 

Levine ha s als o writte n a  mor e recen t boo k tha t include s som e 
excellent materia l tha t ca n b e adapte d t o a  wide spectru m o f patient s o r 
clients a t variou s stage s o f thei r illness : Guided  Meditation, Explorations, 
and Healings (Ne w York: Doubleday, 1991). 

For thos e wh o woul d lik e t o explor e mor e deepl y an d thoroughl y 
some o f the connection s betwee n menta l healt h practic e an d spirituality , 
there is a fine work by a psychiatrist, Geral d May, tided Will  and  Spirit:  A 
Contemplative Psychology  (Sa n Francisco : Harpe r an d Row , 1982) . Th e 
chapter title d "On Bein g a  Pilgrim an d a  Helper" is particularly pertinen t 
to ou r wor k i n th e field  o f AIDS . Also , Jo n Kabat-Zinn' s mos t recen t 
book, Wherever  Tou Go There You Are (Ne w York : Hyperion , 1994) , is a 
good practical guide in the area of spiritual practice . 

Finally, ther e i s a  collection o f excellen t interview s i n Timeless  Visions, 
Healing Voices  b y Stepha n Bodia n (Freedom , CA : Crossin g Press , 1991) . 
The boo k comprise s a  serie s o f conversation s wit h person s Bodia n de -
scribes a s "me n an d wome n o f th e spirit. " Th e interview s wit h Arnol d 
Mindell, Joa n Borysenko , Davi d Steindl-Rast , an d Stephe n Levin e ar e 
especially relevant to th e subjec t matte r tha t we have been considerin g i n 
this chapter on spirituality . 



5 |  Grie f and Loss in 
HIV/AIDS Wor k 

Noel Elia 

Loss an d grieving ech o throughou t th e course o f HIV/AIDS . 
For person s infecte d an d fo r thos e wh o car e fo r them , includin g th e 
mental healt h provider , on e o f th e greates t challenge s i s the relationshi p 
we are invited to make with loss. 

The instan t th e clien t receives tes t result s showin g infection , th e clien t 
becomes a  participan t i n a n ongoin g grievin g process . Thi s individua l 
immediately grieves the loss of his or her HIV-negative status . Now he o r 
she is living with HIV, an d the future, a s previously imagined, i s changed 
forever. Concurrently , th e individua l ha s to begi n th e proces s o f integra -
ting th e ne w statu s — "HIV-positive" — into hi s o r he r psychologica l 
world. 

As th e illnes s progresses , ther e i s a  los s o f th e previous , healthie r 
identity. Eac h ne w se t o f symptom s force s adaptatio n t o th e ne w iden -
tity—asymptomatic," "AID S patient. " 

For the provider, too , the feelings o f loss begin when we first mee t th e 
HIV-positive client . During the course of the therapeutic relationship, we 
shall always be aware that the clien t has a chronic, life-threatening illness . 
The awarenes s o f potentia l los s will , consciousl y o r unconsciously , 
prompt memorie s o f ou r ow n earlie r losses , an d sometime s w e ma y ac t 
out o f thes e unconsciou s reverberations . W e ma y offe r th e clien t healt h 
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education, fo r example , instea d o f working towar d processin g hi s o r he r 
feelings, o r w e ma y neglec t t o follo w u p wit h a  ver y sic k patien t wh o 
misses sessions , hiding (perhap s eve n from ourselves ) ou r feeling o f relief 
that we do not need to be with the person's pain . Later in the client's life , 
we may avoid hospital visits, rationalizing tha t we are "too busy. " 

Our wor k wit h los s an d grievin g i n th e are a o f HIV/AID S i s furthe r 
complicated b y our society' s unwillingness t o respec t feeling s o f loss an d 
bereavement. 

The wor k describe d i n thi s chapte r i s revolutionar y t o th e dominan t 
culture, whic h focuse s o n th e her e an d no w an d denie s th e realit y o f 
death. In the last half of this century Americans have become less familia r 
with th e dyin g proces s becaus e i t ha s bee n remove d fro m thei r direc t 
experience. 

In th e firs t hal f o f th e 20t h centur y dyin g wa s a  famil y affair . Larg e 
extended familie s helpe d car e for dyin g famil y members , relative s bathe d 
the corpse , an d wake s wer e conducte d i n homes . Technologica l "ad -
vances" an d famil y mobility , however , hav e change d this . Jus t a s child -
birth has been relegated to medical staff in hospital settings , so has dying. 
Only those who ar e proactive i n their choic e to experienc e birth o r deat h 
in thei r homes , o r i n specia l car e center s se t up fo r thes e purposes , hav e 
access t o th e ful l emotiona l experienc e tha t thes e transitiona l event s ca n 
evoke. 

Now, from hospita l to burial , the dying process is essentially controlled 
by professiona l specialist s wh o "spare " those closes t t o th e dyin g perso n 
the pai n o f attendin g t o hi m o r he r i n intimat e surroundings . Physician s 
sometimes prescribe tranquilizers to assis t family members in coping with 
the dyin g an d deat h o f thei r love d ones . Bodie s ar e neatl y package d i n 
funeral homes . Societ y which deem s deat h a n "event, " expect s mourner s 
to resolv e thei r feeling s quickl y an d retur n t o norma l hom e an d wor k 
lives withi n day s or , a t most , weeks . (Se e Nulan d [1993 ] an d Mitfor d 
[1963] for descriptio n an d comment o n dying and death. ) 

While we han d ove r dying-relate d responsibilitie s t o th e medica l pro -
fession, physician s an d othe r medica l provider s ofte n mirro r society' s 
death anxiety . 

Deidre ha d signe d a  Livin g Wil l specifi c t o person s wit h AID S tha t 
included he r directiv e no t t o b e kep t aliv e b y machines . Whe n sh e wa s 
brought t o an emergency room dyin g of AIDS an d with a  collapsed lung , 
she wa s immediatel y intubate d becaus e th e physicia n di d no t rea d he r 
chart, which was available to him and clearly specified he r wishes. 
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Unfortunately, Deidre' s situatio n i s common. I n medicine , a s in soci -
ety, deat h i s considere d th e enemy . "I'v e los t th e patient " i s medica l 
jargon tha t personalize s th e death , implyin g unrealisti c contro l ove r life . 
One reaso n medica l provider s ar e uncomfortabl e wit h AID S car e i s tha t 
all clients eventually "don't make it," in doctors' language. 

While these practices have evolved from th e exigencie s o f modern life , 
we pa y a n emotiona l pric e fo r them . Essentia l grie f wor k facilitate d b y 
active participatio n i n th e dyin g an d mournin g proces s i s now neglecte d 
and lost . When grievin g i s suppressed o r interrupted , th e losses are likely 
to g o unmourned , complicatin g bereavement . Mor e wil l b e sai d abou t 
this later . 

Background Reading 
Many of the pioneers o f psychotherapy have considered issue s of loss an d 
their effec t o n personality development . 

Freud's pape r Mourning and  Melancholia (1917/1959 ) consider s th e fun -
damental proces s i n melancholi a (depression ) t o b e loss o f the earl y love 
object an d th e failur e o f th e perso n t o establis h th e los t love d objec t 
within it s ego . Bowlby' s attachmen t theor y (1969 ) explain s tha t attach -
ments ar e forme d fro m a  nee d fo r securit y an d safety . Hi s (1970/1979 ) 
work o n separatio n an d los s within th e famil y inform s u s tha t "man y o f 
the troubles we are called upon t o treat in our patients are to be traced, a t 
least i n part , t o a  separation o r a  loss tha t occurre d eithe r recentl y o r a t 
some earlier period in life" (81) . Melanie Klein (193471948b ) consider s th e 
infant's los s o f th e breas t t o b e "th e first  fundamenta l externa l los s o f a 
real love object" (307) , and sh e states tha t th e infan t mourn s thi s loss . I n 
her writing s o n mournin g an d depressio n (194071948a ) Klei n furthe r 
hypothesizes tha t "thi s early mourning i s revived whenever grie f is experi-
enced in later life" (311). 

The Denial  of  Death (1973 ) describe s Becker' s thesi s tha t "th e ide a o f 
death, th e fea r o f it , haunt s th e huma n anima l lik e nothin g else ; i t i s a 
mainspring o f huma n activit y — activity designe d largel y t o avoi d th e 
fatality of death, to overcome i t by denying in some way that i t is the final 
destiny fo r man " (ix) . I t i s suggeste d tha t reader s follo w Becker' s boo k 
with Yalom' s Existential  Psychotherapy  (1980) , which discusse s a  dynami c 
approach to focusing o n patient's concerns abou t existence . 

To educate health car e professionals t o becom e mor e familia r wit h th e 
needs, concerns , an d anxietie s o f individual s wh o fac e th e en d o f thei r 
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lives, Kubler-Ros s wrot e On  Death and  Dying (1969) . Her five  stages o f 
mourning — denial, anger , bargaining , depressio n an d acceptance — were 
originally thought t o be linear, bu t it is now recognized tha t people loo p 
around an d in an d out o f these stage s a s the grie f proces s unfolds . Th e 
stages serve as a guide; it is not clinically sound to expect a client to follo w 
any theoretical grief pattern in a predetermined fashion . 

Worden (1982 ) oudines four task s of mourning: acceptin g the reality of 
the loss, experiencing the pain of grief, adjustin g t o an environment fro m 
which th e deceased i s missing, an d withdrawing emotiona l energ y fro m 
the person or object o f loss in order to reinvest in life. 

Rando (1984 ) describe s thre e psychologica l reaction s t o normal grief : 
avoidance, confrontation , an d reestablishment. Sh e states tha t these reac-
tions are typical yet not universal and that the griever will probably mov e 
back and forth amon g them . 

In Life Is Goodbye,  Life Is Hello: Grieving Well  Through All Kinds  of  Loss 
(1982), Bozarth-Campbell identifie s thre e stage s in the processing of loss: 
shock, the feeling stage s (fear , guilt , rage, sadness), and well-being. While 
we ar e typicall y no t taugh t t o griev e well , eithe r b y wor d o r example , 
Bozarth-CampbelTs wor k normalizes what has become for many the very 
foreign, frightenin g wor k o f grieving . Sh e als o recognize s tha t peopl e 
have differen t style s of grieving and that som e use several styles in differ -
ent stages of the mourning process . 

Lindemann (1944 ) identifie d grie f a s work, describin g th e emotiona l 
and physica l energ y require d t o d o it . My experienc e ha s bee n tha t th e 
most emotional presence and investment is in the middle "stages55 of grief. 
Kubler-Ross5s (1969 ) depression, Worden5s (1982 ) experiencing the pain of 
the loss , Rando 5s (1984 ) confrontation , an d Bozarth-CampbelF s (1982 ) 
feeling stage s al l mak e heav y physical , psychological , an d spiritua l de -
mands. Ther e i s a  natura l tendenc y fo r client s an d provider s t o ski p 
over thi s portio n o f the grief work , eithe r consciousl y o r unconsciously . 
Providers mus t b e equipped t o notice whe n thi s i s happening an d mak e 
the client aware. When the client is experiencing the pain, we need mosd y 
to "jus t stan d there, 55 a s Rober t Barre t s o eloquend y describe s i n hi s 
chapter on countertransference . 

My Clinical  Work 
For th e pas t fou r years , I  hav e provide d psychotherap y t o HIV-infecte d 
and affected person s who are clients at a methadone maintenance progra m 
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at Montefior e Medica l Cente r i n th e Bronx . Primar y car e an d menta l 
health service s ar e integrated int o th e program, o n site . The majority o f 
my client s ar e Latin o an d Africa n American , an d al l hav e historie s o f 
injection dru g use . Som e continu e usin g substance s suc h a s alcohol , 
cocaine, or pills while on methadone. 

My wor k wit h colleague s i n thi s settin g inspire d th e creatio n o f a 
comprehensive assessmen t and treatment mode l called the Model o f Mul-
tiple Oppressio n (Milla n &  Elia , i n press). The model acknowledge s th e 
themes o f loss, grief, an d rage tha t ar e predominant i n our clients 5 lives. 
Multiply oppressed person s with HIV/AID S hav e suffered traumati c and 
abusive childhoods ; the y ar e people o f color, livin g i n poverty , addicte d 
to drugs, struggling with gender roles and often wit h thei r sexual orienta-
tions i n culturally an d familially hostil e settings . Most ar e suffering fro m 
chronic posttraumatic stress . 

These multipl e oppression s rende r th e clien t multipl y stigmatized , 
which cause s self-hatred , pervasiv e secre t keeping , and , often , despai r 
from al l of the unexpresse d loss . Man y client s hid e part s o f themselve s 
from thei r families , other s ar e ostracize d fro m them , an d som e eve n 
choose to disassociate from thos e they love. One of the mos t therapeuti c 
aspects of group treatmen t fo r the multiply oppresse d perso n with HIV/ 
AIDS i s the opportunit y i t offer s fo r th e individua l t o expos e al l of his 
or he r "labels 55 an d t o b e whol e i n a  "family 55 tha t doe s no t impos e 
judgment. 

When Rhond a die d o f AIDS, severa l member s o f he r HI V suppor t 
group attende d he r funeral . Ther e the y wer e confronte d b y Rhonda' s 
siblings, who accused them o f drawing thei r siste r into the street lif e and 
of killing her. 

Harold, a n African-America n bisexua l man , neve r use d needles . H e 
knew tha t whe n hi s wife discovere d h e ha d AIDS sh e would als o lear n 
about his "double life.55 

Jose instructed his teenage sons not to tell their friends tha t their fathe r 
has AIDS for fear tha t those friends wil l abandon them . 

These anecdotes, and virtually every story I have heard from m y Bronx 
clients, are about loss and grief, be it expressed or unexpressed . 

The provide r workin g wit h th e multiply oppresse d perso n wit h HIV/ 
AIDS mus t envisio n the client's illnes s within th e context o f the person' s 
whole lif e situation . A t times th e client ma y not be able t o focu s o n the 
loss issues relevant to HIV/AIDS becaus e he or she is attending t o othe r 
life an d death concerns , such a s a welfare snag , recovery fro m addiction , 
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or violenc e i n hi s o r he r neighborhoo d o r home . Th e practitione r wh o 
wants t o "wor k o n th e AIDS issues' 5 may becom e frustrated . Bu t I  hav e 
learned tha t wor k i n on e are a affect s th e whol e person . Th e mos t thera -
peutic thin g w e ca n offe r th e multipl y oppresse d perso n i s lov e an d 
respect. Even the most difficul t client s respond favorably t o this . 

Tools for Clinical  Practice 

I offe r thes e observations on loss and grief in HIV/AIDS clients : 

• The  social isolation of our HIV/AIDS clients,  which  stems mostly from 
stigma, is  a psychological death  experience  that  precedes  the  physical 
death. 

A colleagu e wa s explainin g ou r wor k wit h HIV-infecte d in -
jecting dru g user s t o a  medical docto r wh o remarked , "I t woul d 
be wonderfu l i f thes e skillfu l intervention s coul d b e use d wit h 
cancer patients, who would really benefit fro m them. " The impli-
cation of this remark, and other versions of it, is that our patient s 
are unresponsiv e t o an d undeservin g o f qualit y care . N o suc h 
judgments ar e made regarding patients , even those terminally ill , 
with othe r conditions , such as cancer. So the remark about AID S 
patients reveals unspoken stigmatization : tha t they come from a n 
underclass o r brough t th e illnes s upo n themselves , tha t the y d o 
not deserv e o r d o no t wan t hel p wit h thei r suffering , an d tha t 
they are content to have less than meaningful live s or deaths . The 
truth i s that most people welcome compassionate care , and man y 
are ope n t o learnin g abou t th e benefit s o f dealin g wit h deat h 
more candidly . 

Another stigmatizin g facto r i s fea r o f contagion , despit e 
knowledge o f routes o f transmission. Kare n had a  close relation -
ship wit h he r tw o nieces , age s thre e an d five,  unti l sh e tol d he r 
brother sh e is HIV-positive. Sinc e then sh e has been abl e to tal k 
with the m onl y o n th e phone . Herbi e notice s tha t hi s mothe r 
keeps separate dishes for his HIV-infected cousi n when he comes 
to eat there. These behaviors stigmatize clients even more because 
their own families see m to be rejecting them . 

Once the feeling o f stigma becomes internalized , patient s ma y 
isolate themselve s fro m others , leavin g thei r apartment s onl y t o 
complete the bare minimum of chores. One patient described feel-
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ing like one bi g germ whe n sh e i s around famil y members , wh o 
have stopped touching her since learning she is HIV-positive. 

Another man , wh o ha s te n sibling s an d dozen s o f niece s an d 
nephews, spen t fiv e day s i n hi s apartmen t withou t hearin g fro m 
anyone. H e emerge d onl y t o expres s hi s despai r upo n realizin g 
he could have been dead and no one would have known . 

• Facing  death, clients'  behavior varies greatly, ranging  from denial  or 
avoidance to direct confrontation and acceptance. 

Most peopl e admi t tha t the y d o no t reall y kno w ho w the y 
would reac t i f suddenl y face d wit h a  termina l diagnosis . Whil e 
much ha s bee n written abou t norma l an d pathologica l grie f pat -
terns, i t i s clea r tha t n o tw o peopl e griev e exacti y alike . Som e 
clients remai n i n denia l unti l the y ar e i n end-stag e AIDS , whe n 
they are almost forced t o acknowledge directiy their approachin g 
deaths. Other s tal k openl y abou t thei r fear s fro m th e tim e the y 
first discove r they are HIV-positive . 

It i s necessary fo r th e provide r t o respec t th e client' s defense s 
while a t th e sam e tim e helpin g th e perso n t o fac e th e realit y o f 
his o r he r conditio n i n th e moment . A  client' s abilit y t o handl e 
the situatio n varie s considerably , an d i t i s influence d b y severa l 
factors. Thes e includ e bu t ar e no t limite d t o th e client' s genera l 
coping abilities , sobriety , menta l status , developmenta l stage , 
sense of shame, and belie f system. 

Related t o thi s i s the subjec t o f disclosure . My experienc e ha s 
been tha t i t i s mos t helpfu l fo r client s t o disclos e thei r statu s a s 
early a s possibl e t o immediat e famil y member s fo r tw o mai n 
reasons: First , fo r som e client s th e diagnosi s become s rea l onl y 
when the y share it . Second , i t afford s everyon e involved , includ -
ing th e client , th e opportunit y t o begi n th e proces s o f anticipa -
tory grievin g (se e Fulton &  Fulton , 1971) . Anticipatory grievin g 
offers peopl e th e chanc e t o wor k ou t unfinishe d business . Whil e 
it doe s no t eliminat e grie f later , i t ca n softe n th e blo w becaus e 
the process of integrating the loss has occurred gradually . 

While th e clien t struggle s w ;th who m t o tell , th e provider' s 
anxiety ca n b e great . Client s i n som e for m o f denia l abou t thei r 
illnesses ma y b e unabl e t o tel l lover s tha t the y hav e teste d posi -
tive. Whil e i t i s tempting t o rebuk e client s fo r no t bein g hones t 
about thei r illnesses , it i s not therapeutic . I t is , however, impera -
tive to work with the reluctance . 
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• The  clienfs religious or spiritual belief system is an important influence 
on outlook about death. 

Some client s fea r deat h an d eve n punishmen t fo r thei r per -
ceived transgression s agains t Go d an d humankind . Other s ma y 
believe i n reincarnation , whil e som e practic e religion s tha t pro -
claim the presence of evil spirits within them . 

There ar e man y variation s o n thes e themes , an d w e mus t b e 
open t o learnin g abou t th e clienf s famil y belie f syste m fro m a 
somewhat historica l perspective . I t i s just a s important , though , 
to asses s curren t "spiritua l status " (Eli a &  Cherry , 1996) . A n 
assessment should include these questions : 

— What i s the client' s current view of God, or the transcendent ? 
— If th e childhoo d religio n ha s bee n abandoned , ho w doe s th e 

client feel abou t that ? 
— Has bein g HIV-positiv e o r havin g AIDS affecte d th e client' s 

spiritual development? I f so, how? 

For ou r part , w e mus t as k ho w comfortabl e w e ar e talkin g 
about al l o f this . Wha t effec t d o ou r ow n belief s hav e o n clien t 
care? M y experienc e i s tha t ther e i s a  natura l gravitatio n t o th e 
spiritual dimension of life for those infected an d affected b y HIV/ 
AIDS. Provider s mus t b e open to explorin g thi s dimension wit h 
clients throughou t thei r journe y wit h AIDS . I n fact , i t i s some -
times necessar y t o rais e th e topi c whe n client s d o no t becaus e 
the client s ma y believ e i t i s somethin g th e provide r woul d no t 
understand. Thi s i s especiall y tru e whe n th e provide r i s fro m a 
different culture . See the preceding chapter for more informatio n 
on spirituality . 

• Mourning  is  the outward expression of grieving, and  mourning  prac-
tices are heavily influenced by culture and class. 

The practitioner mus t remain ope n to different mournin g pat -
terns an d mus t recogniz e th e validity of different grievin g styles . 
This i s especiall y importan t fo r thos e workin g cross-culturally . 
Jacqueline Kenned y wa s admire d fo r th e reserve d manne r sh e 
displayed durin g th e funera l o f he r assassinate d husband . He r 
Anglo ethnicit y an d he r socioeconomi c clas s helpe d defin e thi s 
mourning pattern . I f she had thrown hersel f on top of the coffin , 
sobbing, people would have felt she was "falling apart" or "havin g 
a breakdown." I n mos t Lati n cultures , however, a  more demon -
strative displa y o f emotio n woul d hav e bee n totall y understoo d 
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and full y expected . I n som e Africa n countrie s mourner s wea r 
white i n celebratio n o f th e decease d perso n passin g ove r int o a 
better world , whil e Italian s ma y wea r blac k fo r a  yea r t o sho w 
respect fo r thei r dead . A  par t o f mournin g i s ritual , an d peopl e 
creatively develo p ritual s a s a  mean s o f coping . Th e Bron x ha s 
many graffiti-styl e memoria l walls , poignanti y expressin g th e 
grief o f yout h wh o hav e los t thei r peer s t o AID S an d t o th e 
streets. Lik e th e AID S Memoria l Quil t o r th e Vietna m Memo -
rial, these wall s ar e thei r attemp t t o displa y publicl y thei r other -
wise disenfranchised grie f (Doka , 1989) , as society does not reall y 
care abou t th e bod y coun t o f so many youn g peopl e o f colo r i n 
the inner cities . 

• AIDS-relatedgrief  is  disenfranchised gviej\ 
Disenfranchised grie f (Doka , 1989 ) i s grie f tha t i s no t openl y 

acknowledged b y th e griever , i s no t sociall y sanctioned , an d i s 
not publicl y mourned. Whe n a  gay man loses his lover to AIDS , 
he canno t alway s talk openly abou t th e los s becaus e societ y doe s 
not recognize gay and lesbian relationships a s valid. I f the perso n 
has no t "com e out 55 to thos e clos e to him , suc h a s coworkers o r 
even famil y members , ther e i s no opportunit y t o mour n openly . 
Many in the gay community hav e described feelin g a s if they ar e 
living i n thei r ow n privat e hells , buryin g frien d upo n friend , 
while societ y a t larg e appear s t o b e obliviou s t o thei r holocaust . 
Similarly, in communities where there is a high percentage of the 
multiply oppresse d infected , whol e familie s ar e bein g eliminate d 
by the virus. 

The case of Matilda both illustrates the way to avoid disenfran -
chised grie f in a n institutiona l settin g an d reveal s th e rol e o f th e 
practitioner i n actually promoting disenfranchise d grief . 

Matilda i s HIV-positive an d i s the mothe r o f tw o daughters , 
ages one an d eigh t years . I  ha d me t wit h he r abou t a  half doze n 
times whe n I  learne d sh e ha d becom e pregnan t b y he r abusiv e 
alcoholic boyfrien d fro m who m sh e was tryin g t o separate . Ma -
tilda stopped coming to see me, despite my efforts t o contact her , 
and she decided to keep the baby . 

At five  month s sh e wen t int o labo r an d gav e birt h t o a  boy , 
whom sh e name d Joey , afte r hi s father . Th e bab y die d withi n a 
few minute s afte r delivery . A  wee k afte r th e baby' s funera l Ma -
tilda called for a n appointment . 

Upon he r arrival , Matilda immediately bega n to tel l her story . 
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She describe d havin g ha d th e opportunit y t o hol d he r baby , t o 
baptize he r baby , t o nam e he r baby , an d t o bur y he r bab y i n a 
formal funera l service , whic h sh e attende d alone . Sh e als o ex -
plained th e los s t o he r olde r daughte r an d brough t he r t o visi t 
the gravesite . Fortunatel y fo r Matilda , th e hospita l staf f wher e 
she delivere d he r bab y wa s sensitiv e t o th e los s tha t sh e wa s 
experiencing a s a  mother . Th e ritual s the y performe d wit h he r 
from birt h to death prevented the loss from becomin g disenfran -
chised. Matild a wa s encourage d t o acknowledg e th e los s an d t o 
mourn i t publicly . 

I asked  Matilda wha t ha d kep t he r awa y from therap y durin g 
the pregnancy. Sh e stated tha t sh e felt ashame d an d thought tha t 
I wa s disappointe d tha t sh e becam e pregnant . Sh e did no t wan t 
to think abou t a n abortion, an d she felt tha t i f we met she would 
be encouraged to weigh al l of her options. Although sh e said that 
she didn't think I  would judge her , I  believe she knew intuitivel y 
that I  did not sanctio n her relationship with her boyfriend o r he r 
pregnancy, sinc e she is HIV-positive. As a  therapist, i t i s my job 
to monito r constanti y m y feeling s towar d m y client s an d t o 
discuss countertransference wit h a  supervisor. Matilda had sensed 
my judgment, whic h subtl y cause d he r grie f experienc e with m e 
to become disenfranchised . 

• Unmoumed  loss  complicates bereavement. 
Old losse s tha t hav e gon e unmourne d hav e a n effec t o n th e 

current grie f proces s o f the client . Whil e n o on e ca n completel y 
mourn al l of his or her losses, bereavement i s most apt to becom e 
complicated when major losse s have not bee n addressed . 

The cas e of Angela demonstrate s th e powerfu l effec t tha t un -
mourned losses can have on the client's life choices and establishes 
the nee d t o documen t th e client' s los s history . A t twenty-seve n 
years o f age , Angel a ha s bee n HIV-positiv e fo r fou r years . 
Though sh e was raised in foster homes , Angela is certain that sh e 
became infecte d b y he r biologica l mother , wh o die d tw o year s 
ago, sinc e the y share d needles . Angela' s tw o childre n hav e bee n 
taken awa y fro m her , thoug h sh e i s currend y workin g har d a t 
recovery to ge t them back . Three month s ag o her siste r Maria — 
"she was like a real mother to me" — died from AIDS . 

Angela live s wit h he r boyfriend , Robert , who m sh e ha s no t 
told her HIV status , but she thinks "he must know." Angela tells 
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me they ar e thinking abou t havin g a  child. Fo r th e first  time sh e 
also reveal s th e existenc e o f a  daughter , take n fro m he r a t birt h 
twelve year s ag o an d no t see n since . Moreover , Angela' s child -
hood was fraught wit h earl y losses that led to substance abuse by 
the ag e o f nine. He r abilit y t o griev e adequatel y no w i s severel y 
limited by this psychosocial history . 

My task is to help Angela prioritize her grief work. At the very 
least sh e ha s no t mourne d he r relationshi p wit h he r mothe r o r 
the loss of her oldes t child . In ou r session s she cries often fo r he r 
younger childre n i n foste r car e an d fo r he r siste r Maria . Whil e 
it wil l no t b e possibl e fo r Angel a t o griev e al l o f he r losse s 
completely, i t ma y no t b e necessary . He r relationshi p wit h he r 
mother i s the seedbed fo r muc h o f her pain . My focus wil l be t o 
help Angel a t o com e t o term s wit h thi s relationshi p an d t o 
help he r mak e sens e ou t o f he r seemingl y chaoti c lif e choices . 
Early i n th e wor k Angel a announced , "Gee , I  wonde r i f th e 
reason I  want a  baby now i s to make up fo r th e one I  los t twelv e 
years ago." 

• Because  grief work  is so hard, many people use and abuse  substances in 
order to self-medicate the feelings that are  associated with loss. 

It i s m y belie f tha t th e psychologica l etiolog y o f muc h dru g 
addiction i s unmourned loss . Substance use complicates bereave -
ment because the person's psychological , emotional , and spiritua l 
development i s arrested . Sometime s peopl e ar e prescribed drug s 
during th e wee k leadin g u p t o an d includin g th e funera l o f a 
loved one . This put s th e necessar y emotiona l task s o n hold , bu t 
it does not eliminat e them . 

The case of Leslie demonstrates ho w clients often lear n to self-
medicate fro m thei r families , b y observin g a s childre n th e wa y 
painful feeling s suc h as grief are handled . 

Leslie wa s a  methadone patien t wh o die d fro m AID S a t ag e 
thirty-three, leaving behind a  live-in boyfriend wh o "didn' t kno w 
why she was always sick" and two children, a  boy, ten, and a  girl, 
eight. Leslie had two brother s an d a  sister, al l of whom ha d die d 
from AIDS , an d sh e fel t unabl e t o tel l her childre n tha t sh e was 
dying. Eve n whe n i n th e hospita l bed , havin g waste d awa y t o 
eighty pounds , sh e insiste d o n tellin g the m tha t sh e woul d b e 
home soon . Havin g don e som e wor k wit h th e family , I  wa s 
invited t o th e funeral , wher e I  encountere d Leslie' s father , out -
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side drinkin g bee r wit h Leslie' s uncles . Inside , he r mothe r ex -
plained that her husband "wa s taking the death hard. 55 

• Bereavement  overload  is  an  issue  for those  infected and affected  by 
HIV/AIDS. 

Johnny ha s AIDS an d live s in a  residential hote l i n New Yor k 
City. I t i s typica l o f thos e facilitie s tha t a  cit y agenc y fill s wit h 
persons wit h AIDS . Johnn y describe s th e difficult y o f seein g 
bodies carried out of his hotel on a  weekly basis. 

Neil i s a  fifty-year-old Vietnam veteran , who los t man y o f his 
friends i n the Vietnam War . He i s now losin g many to the virus . 
When his cousin Rosie died last month, Neil stated that he simply 
could not atten d an y more funerals , includin g hers. 

Irma come s int o th e clini c lookin g exhauste d an d ver y sad . 
Three o f he r fou r adul t childre n hav e die d o f AIDS. Sh e state s 
that sh e i s havin g troubl e sleepin g an d tha t sh e i s feelin g de -
pressed. 

Thomas i s a  forty-five-year-old ga y ma n wh o ha s los t almos t 
his entire friendship circl e to AIDS. He i s HIV-negative. 

All these peopl e ar e copin g wit h bereavemen t overloa d (Kas -
tenbaum, 1969) , a term originall y coined to describe the plight o f 
the elderl y perso n whos e love d one s al l di e an d leav e (usually ) 
her behind . AID S ha s made th e concep t applicabl e t o peopl e o f 
all ages. In communitie s where the epidemic is rampant, infecte d 
and affecte d peopl e have been traumatize d b y the way AIDS ha s 
ravaged their lives. When there is a steady onslaught of fresh loss , 
the grieving process i s constandy interrupted , an d i t is not possi -
ble to grieve each loss completely . 

The grievin g proces s require s th e clien t t o wor k o n man y 
levels concurrendy . I n th e cas e o f a n HIV-infecte d ma n wh o 
loses hi s wife t o AIDS , hi s mai n task s ar e to dea l with th e guil t 
he ha s fro m infectin g hi s wife , t o mour n th e los s o f hi s wif e i n 
order t o reestablis h himsel f a s a  single man , an d t o organiz e hi s 
emotions aroun d hi s ow n termina l condition . Ther e ar e als o 
myriad secondar y losse s tha t wil l requir e attention . Th e perso n 
with AIDS i s often jugglin g more than on e major lif e loss simul-
taneously, an d h e o r sh e ma y no t understan d tha t th e wor k i s 
naturally overwhelming. Especially in cases like this, I have foun d 
it helpfu l t o provid e th e clien t wit h informatio n abou t th e nor -
malcy o f wha t h e o r sh e i s feeling . Thi s i s no t fals e reassuranc e 
but instead an effort t o help the client to feel "less crazy.55 
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While som e unresolved los s is inevitable, i t appears that , wit h 
treatment, "health y enough " resolutio n i s generally possible . I n 
working wit h client s wh o ar e face d wit h massiv e bereavement , 
practitioners can use some of the same clinical skills they apply to 
survivors o f traum a i n general : Giv e client s th e opportunit y t o 
talk about their feelings i n a way that gives them some control of 
the process , becaus e th e profundity o f the loss make s the m fee l 
so out of control; offe r client s therapy sessions more than onc e a 
week when necessary; use psychoeducation to normalize the grief 
process, helpin g client s wh o ma y thin k the y ar e "losin g thei r 
minds" because they are overwhelmed wit h grief ; an d encourage 
group therap y sinc e th e har d wor k o f grievin g alway s seem s 
lighter when i t is shared. 

• The  caregiver is also subject to bereavement overbad. 
To remai n effective , w e mus t lear n t o dea l wit h th e accumu -

lated grief . Competen t wor k wit h th e terminally il l requires th e 
clinician to come to terms with his or her own mortality and with 
death in general. Because the work i s so demanding emotionally , 
spiritually, an d psychologically, i t is essential for the caregiver t o 
have ongoin g supervision . Staf f suppor t group s tha t ar e offere d 
in a  politically saf e atmospher e als o preven t th e negative effect s 
of massive bereavement. Memorial services provide much-neede d 
ritual for provider and client alike. 

• The  provider working with TWAs must ultimately be capable of talking 
about death in a direct manner. 

When I  first  bega n workin g wit h peopl e wit h HIV/AIDS , I 
was fearfu l an d anxious a s I grapple d wit h constan t chang e an d 
complete los s o f control . I  wa s dragged kickin g an d screaming , 
by supervisors an d colleagues, through th e myriad emotion s tha t 
the work elicits . This labor of love has changed my life. 

It i s a very unique an d powerful experienc e to be invited int o 
a person's lif e when h e or she is HIV-positive o r has AIDS. The 
relationship make s both clien t and provider ver y vulnerable, a s a 
real connection is encouraged despit e the ever-present knowledg e 
that deat h i s near. Thi s connectio n tha t we feel wit h ou r clients , 
and they with us , is not explainable solel y in psychological term s 
but instea d feel s spiritua l t o me . The provider an d client ar e on 
equal footing, bot h human, bot h mortal . 

Working wit h peopl e wit h AID S ha s allowe d m e t o becom e 
comfortable "enough " with deat h to talk about i t in a direct way. 
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This ma y b e wha t client s mos t appreciat e abou t ou r presenc e i n 
their lives . Th e ramification s o f bein g involve d wit h client s o n 
this leve l ar e reall y quit e enormous , an d th e wor k ha s afforde d 
me th e opportunit y t o gro w righ t alongsid e them . Togethe r w e 
have faced ou r anger , fears , doubts , an d insecurities abou t ho w t o 
handle th e real stuf f o f life . Throug h los s and grief, I  fee l we hav e 
experienced genuin e healing . 
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6 |  Cross-Cultura l Menta l 
Health Car e 

Mark G.  Winiarski 

Culture-free servic e delivery i s nonexistent (Navarro , 1980) . The 
differences betwee n clien t and practitioner i n values , norms, be-
liefs, lifestyles, and life opportunities extend to every aspect of the 
health, mental health, and social services delivery system, which is 
itself a cultural phenomenon. 

— Pinderhughes (1989,13) 

Most o f u s woul d readil y admi t tha t ou r societ y i s multicul -
tural, encompassing man y complex difference s i n values, beliefs, an d per -
ceptions of self and others, not to mention idiom and language. And mos t 
of us would say we are sensitive to the cultural difference o f our clients . 

Why, then, is mental health training and practice so devoid of multicul-
tural influence ? I t reflect s no t th e multicultura l societ y w e acknowledg e 
but rathe r European-America n whit e mal e middle-clas s heterosexua l val -
ues (see , fo r example , Su e &  Sue , 1987 ; Tyler , Sussewell , &  Williams -
McCoy, 1985). 

Too ofte n menta l healt h practitioner s regar d a  clien t fro m a  differen t 
culture a s man y d o a  grea t an d comple x paintin g i n a  gallery : The y 
acknowledge it as complex and demanding and may even voice an opinion 
such as , c Tt move s me. " Bu t rarel y doe s th e galler y goe r see k t o under -
stand i n an y depth th e contex t o f the work , suc h a s the cultur e i n whic h 
the artis t live d an d th e experience s fro m whic h th e paintin g emerged . 
Likewise, rarely do mental health practitioners seek to move beyond bein g 
"culturally sensitive " — acknowledging tha t difference s exis t —to bein g 
"culturally competent " — understanding th e cultura l context s an d experi -
ences of each client . 

Current psychotherap y an d counselin g practice seem s unable t o dives t 

82 
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itself o f historica l practice s tha t place d a  premium o n verba l intelligenc e 
expressed i n English , compliance , an d abilit y t o tolerat e th e clinician' s 
anonymity an d neutralit y withou t "actin g out. " Clien t issue s ar e seen 
through theorie s that ar e social-class- and culture-clad (se e Altman, 1993) . 

These criticisms are hardly new. Fromm (1980 ) wrote that Freud "iden -
tified] th e social structure of his class and its problems with the problems 
inherent i n huma n existence " (24) . Unfortunately , man y practitioners , 
while adopting differen t theoretica l orientations , stil l make, albei t uncon -
sciously, th e sam e socia l class/huma n existenc e correlation . Whe n mem -
bers o f minorit y group s avoide d psychotherap y o r "terminate d prema -
turely,55 man y provider s blame d th e client s rathe r tha n questionin g thei r 
own practices . Even now, man y practitioners ar e unwilling t o ben d thei r 
rules for person s from culture s an d in situations tha t were not considere d 
when the "rules55 were created . 

HIV/AIDS, whic h i n s o man y way s hold s a  mirro r t o th e fac e o f 
America an d i s no t concerne d abou t flattery , confront s menta l healt h 
practitioners wit h th e necessit y o f investigatin g thei r practic e an d atti -
tudes, acknowledgin g thei r shortcomings , an d workin g diligentl y no t 
only t o b e sensitiv e t o client s bu t t o soa k themselve s wit h th e clients 5 

experience. How ca n one begin to ente r into a  relationship with someon e 
without th e intense desire to understand al l there is about that person ? 

The practic e o f HIV/AID S menta l healt h demand s th e intens e desir e 
to understan d individuals . HIV/AIDS ha s compelle d man y persons , oth -
erwise unfamilia r o r uncomfortabl e wit h menta l healt h care , t o see k 
assistance fo r themselve s an d famil y members . Thi s i s especiall y tru e i n 
the inner city , where quality culturally appropriate care has been scarce . 

From th e outset , HI V mosd y affecte d member s o f minorit y group s 
that were considered outcasts and stigmatized by members of the majorit y 
culture eve n befor e th e epidemic . Firs t affecte d b y HI V wa s th e ga y 
community, a n embodimen t o f cultur e base d o n sexua l preference . Al -
most concurrendy , HI V wa s foun d t o b e spreadin g i n communitie s o f 
injection dru g users . Mosd y i n th e inne r cities , thes e communitie s ar e 
intersections o f many diverse cultures, including : 

• Tha t o f dru g use , whic h ha s it s ow n idioms , hierarchies , an d 
belief systems. There als o is a culture of drug abstinence , with it s 
own beliefs , embodied i n various twelve-step programs . 

• Thos e of different racia l backgrounds and , within the category o f 
race, diverse ethnic groups . 
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• Culture s base d o n geography : urban , rural , suburban , fo r exam -
ple. Even within Ne w York City, there ar e cultural differences i n 
different neighborhood s when race and ethnicity are not factors . 

• Culture s base d o n sexua l preference. Man y argu e tha t America n 
culture i s heterosexist , wit h th e ga y an d lesbia n culture s give n 
attention onl y because of their contras t with the majority norm . 

Psychologically speaking , ou r HIV-affecte d client s rais e al l th e issue s 
that com e fro m cultura l differences , includin g dissimila r way s o f experi -
encing th e exterio r worl d an d interpretin g inne r experienc e (Gome z & 
Caban, 1992 ; Cancelmo, Millan , &  Vazquez, 1990) ; different perception s 
regarding powe r an d contro l ove r one' s lif e an d oppressio n experience d 
at th e hand s o f other s (Milla n &  Elia , i n press) , an d differen t way s 
of interpretin g phenomen a tha t majority-cultur e clinician s ma y vie w a s 
pathological (see , fo r example , Eaton , 1986 ; Erikson , 1962 ; Grusk y & 
Pollner, 1981; and Scheff , 1974) . 

The practic e o f cross-cultura l menta l healt h car e i s complicate d eve n 
further b y several other factors : 

• Eve n if an individual is born into a  specific ethnic or racial group, 
his or he r identificatio n wit h tha t grou p ma y fall a t any point o n 
the continuu m fro m complet e identificatio n t o complet e rejec -
tion of that culture . 

• Probabl y becaus e o f th e stricture s o f research , w e stil l kno w 
little abou t th e psychotherapeuti c effect s o f matchin g clien t an d 
therapist on ethnicity and language (Flaskerud , 1990) . 

We d o kno w tha t client s sta y longe r wit h therapist s wh o spea k thei r 
languages an d ar e of their cultural/ethni c background s (Flaskerud , 1986) . 
And while gay and lesbian client s increasingly see k therapists o f the sam e 
sexual preference , man y d o no t hav e eas y acces s t o suc h peopl e o r ar e 
comfortable wit h heterosexual practitioners . 

Clients i n th e inne r cit y have even a  narrower choic e o f menta l healt h 
practitioners, and it is often difficul t t o match clients with therapists of the 
same culture/ethnicity . Bu t eve n ethnic/racia l matche s d o no t guarante e 
therapeutic success. 

Mental health practitioners are faced with a  basic and crucial issue: Can 
a majority-cultur e psychotherapis t reall y understan d th e inne r lif e o f a 
client from a  minority culture ? I f we ar e no t s o sur e o f the answer , the n 
we should understand th e reluctance o f a member o f a minority group t o 
expose himself or hersel f to a  majority-culture therapist . 
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This chapte r doe s no t offe r a  cookbook o f cultura l difference s an d th e 
"proper" responses . Th e proces s o f cultura l sensitivit y an d competenc e 
only partiall y involve s gainin g information . Th e mor e difficul t task , b y 
far, is the majority-culture provider' s self-examination o f heart and psyche 
for racism , prejudgments , stereotypica l thinking , an d anger . Thi s chapte r 
will assist in the beginning of self-examination . 

My Clinical  Practice 
The author i s a white heterosexual man with almos t a  decade's experienc e 
in HIV/AIDS-relate d menta l health . I n th e beginnin g I  worke d a t a 
hospital, in the Manhattan boroug h o f New York City, that specialize d i n 
HIV-related care , an d m y client s ther e wer e gay men, ga y men o f color , 
and men an d women o f color infected throug h injectio n dru g us e and/o r 
heterosexual sex . I n 199 0 I  move d t o Monteflor e Medica l Cente r i n th e 
Bronx, workin g i n a  program tha t integrate d substanc e abus e treatmen t 
with primar y care , i n clinic s wher e 4 3 percen t o f th e client s wer e HIV -
positive. I  subsequentl y receive d federa l fundin g fo r a n HI V menta l 
health servic e integrate d wit h primar y car e a t communit y healt h site s 
operated b y th e Departmen t o f Famil y Medicine . I n thi s projec t I  wa s 
confronted dail y with issue s o f race an d cultur e — both b y client s an d b y 
a project tea m o f psychologists an d socia l workers who include d lesbian s 
and gays, blacks and Latinos . 

The Bronx experience convinced me that the reason traditional psycho-
therapy was so poorly received b y minority cultur e clients was that i t was 
culturally inappropriat e i n s o man y respect s an d faile d t o mee t clients 5 

immediate needs . New praxi s was required , an d initiated , usin g a  "bend -
ing the frame" format (Winiarski , 1993; see also chapter 2) . 

Many experience s hav e convince d m e tha t th e proces s o f becomin g 
culturally sensitive an d competen t entail s painfu l an d continuou s analysi s 
of cultural holdings. A story, about a  famous event , illustrates this . 

Like most whites , I was aghas t when a  Los Angeles jury declared O . J . 
Simpson no t guilt y o f murderin g hi s forme r wif e an d he r friend . Late r 
that day , a  Latina colleague , who i s brilliant an d whose understandings I 
admire, told me that the evidence had failed t o persuade her of Simpson' s 
guilt. As I listened to her reasons, I realized that issues of justice are more 
complex an d mor e shroude d i n th e mysterie s o f racia l experienc e tha n I 
had ever imagined. I  realized also that my incomprehension o f the deepes t 
feelings o f minority community member s i n matters o f justice is repeated 
constandy a s I  dea l wit h issue s o f power , justice , oppression , an d jus t 
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about ever y othe r topi c tha t emerge s i n m y work . Wrot e Gate s (1995) , 
"As black s exulte d a t Simpson' s acquittal , horrifie d white s ha d a  fleeting 
sense tha t thi s rac e thin g wa s knottie r tha n they' d eve r suppose d — that, 
when al l the pieties were cleared away, blacks really were strangers in their 
midst" (56) . Fo r menta l healt h practitioners , th e sens e canno t b e merel y 
fleeting. Ther e is much to do . 

Background Reading 
Many exceptiona l book s an d article s argu e tha t w e shoul d b e culturall y 
competent. Th e American Psychologica l Association (1991) , among othe r 
groups, has issued guidelines for services to "ethnic , linguistic, and cultur -
ally diverse populations." 

Too often , student s an d practitioner s thin k th e literature tha t espouse s 
cultural competence (tha t is , a full understanding o f the client's culture) i s 
peripheral a t bes t t o th e bod y o f menta l healt h practice . Som e student s 
and practitioners o f psychodynamic psychotherap y believ e that a  person's 
culture i s only intrapsychi c an d shoul d receiv e n o specia l attentio n a s a n 
external influence . 

In fact , a  larg e an d ric h appreciatio n o f cultur e i n psychoanalysi s 
immediately followed th e Freudian emphasi s on drives . The "interperson -
alists" were a  grou p o f eminen t psychoanalyst s wh o brok e fro m Freu d 
and emerge d i n the earl y 20th century . Thi s grou p include d Harr y Stac k 
Sullivan, Eric h Fromm , Clar a Thompson , an d Sando r Ferenczi . Kare n 
Horney, not generally considered an interpersonalist, als o emphasized th e 
role of culture (Ortmeyer , 1995). These individuals "were firmly convinced 
that cultura l an d economi c realitie s contribut e t o characte r formation , a s 
well a s t o psychopathology , an d the y emphasize d tha t knowledg e o f 
the individual' s cultura l an d environmenta l realities , pas t an d present , i s 
required fo r understandin g people' s strength s an d weaknesses " (Ort -
meyer, 1995 , 11). Their appreciatio n o f th e rol e o f cultur e ca n b e under -
stood b y reading Ortmeye r (1995 ) an d Hegeman (1995 ) and , i f interest i s 
piqued, pickin g an d choosin g amon g th e man y othe r chapter s i n th e 
Handbook of  Interpersonal  Psychoanalysis  (Lionells , Fiscalini , Mann , & 
Stern, 1995). 

The work s o f th e interpersonalist s an d o f Horne y deserv e readin g t o 
learn ho w th e rol e o f cultur e wa s appreciate d mor e tha n hal f a  centur y 
ago. Fo r examplq , Horne y (1939 ) emphasize d cultur e an d wrot e tha t 
"Although i t is true that childhood experiences vary not only in individua l 
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families bu t also with respect to each child in the same family, nevertheles s 
most experiences ar e the resul t o f the entire cultura l situation an d ar e no t 
incidental" (170). 

The field of family therapy is perhaps the greatest proponent o f consid-
eration o f cultura l issue s i n therapy . Monic a McGoldrick' s work s shoul d 
be read . Ethnicity and  Family  Therapy  (McGoldrick, Giordano , &  Pearce , 
1996) is a classic text. 

An exper t o n workin g wit h black  familie s i s Nancy Boyd-Franklin . I n 
addition t o doin g a  literatur e searc h fo r he r curren t work , consul t he r 
Black Families  in  Therapy:  A Multisystems  Approach  (1989) , whic h wel l 
describes the situation of African American families an d suggests a  flexible 
approach t o psychotherapy , wit h intervention s a t many level s o f system s 
that affec t th e family . He r approac h i s similar to the "bending th e frame " 
approaches describe d i n chapte r 2 . Another , relate d boo k i s Children, 
Families, and HIV/AIDS,  edite d b y Boyd-Franklin , Steiner , an d Bolan d 
(1995). Two chapter s ar e specificall y relevant . One , o n cultura l sensitivit y 
and competenc e (Boyd-Franklin , Aleman , Jean-Gilles , &  Lewis , 1995) , 
describes an d illustrate s applicatio n o f a  cultura l competenc e mode l cre -
ated by Sandra Lewis to work with African American, Latino, and Haitia n 
families affecte d b y HIV . Lewis' s model , a s describe d i n th e chapter , 
includes understandin g famil y value s regardin g roles , child-rearin g prac -
tices, and extended family involvement ; understanding the role of spiritu -
ality; assessin g th e leve l o f acculturatio n an d empowerin g familie s t o us e 
their ow n strength s an d resources . Anothe r chapter , b y Boyd-Frankli n 
and Boland, describes application o f the multisystems approac h t o HIV . 

Those wh o wor k wit h Latino s shoul d consul t Hispanics  and  Mental 
Health: A Framework  for Research  (Rogler, Malgady , &  Rodriguez , 1989) , 
which als o raise s many importan t question s fo r clinicians . These author s 
and thei r colleagues a t the Hispanic Research Cente r a t Fordham Univer -
sity, Bronx, New York, continue to publish a  variety of books and journal 
articles tha t ca n assis t clinician s wit h Latin o clients . See , fo r example , 
Malgady, Rogler , an d Constantin o (1987) ; Rogle r (1993) ; an d Rogler , 
Cortes, and Malgady (1991) . 

Clinicians wit h Asia n o r Asian-America n client s shoul d consul t th e 
work o f Stanle y Su e an d hi s colleague s (fo r example , Sue , Nakamura , 
Chung, & Yee-Bradbury, 1994) . The Asian AIDS Project in San Francisco 
can als o serve a s a  resource. Cha n (1989 ) ha s written abou t Asian-Ameri -
can lesbian s an d ga y me n an d Goc k (1992 ) ha s writte n abou t ga y an d 
lesbian Asian-Pacific Islanders . 
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A relativel y ne w journa l title d Culture  Diversity  and  Mental  Health, 
published b y Wiley, should b e regular reading for therapist s who wish t o 
develop cultural competence . 

Finally, practitioner s wh o wan t t o understan d th e culture s o f client s 
should loo k a t publications an d production s fro m th e client' s homeland , 
including movies , books , an d magazines , with subtide s o r i n translation , 
and report s o n th e homeland . Discussion s o f these with th e clien t coul d 
provide additiona l information an d insight . 

Clinician's Self-Appraisal 

One canno t begi n t o comprehen d person s o f differen t cultures , le t alon e 
work wit h the m i n menta l healt h practices , i f on e doe s no t valu e the m 
and thei r cultures . I f yo u hav e th e hear t — that is , yo u regar d othe r 
cultures a s valuable — then th e learnin g o f informatio n come s easier . Bu t 
few practitioners wil l admit they are not culturally sensitive . 

It is often helpfu l t o assess one's knowledge and interest in a topic, as a 
pretest, befor e becomin g involve d i n a n issue . Her e i s a  two-par t quiz . 
The firs t fiv e question s measur e knowledg e o f different cultures , an d th e 
rest as k about you r values . Note you r emotiona l response s t o th e pretes t 
and t o eac h question . Di g deepe r int o eac h emotiona l response , notin g 
your feeling s an d tryin g t o understan d source s o f thes e feelings . Pleas e 
take th e tim e t o conside r you r answer s befor e readin g th e res t o f th e 
chapter. 

Cultural Quiz 

i. Wha t i s someon e askin g whe n h e asks , "Ar e yo u a  frien d o f Bil l 
Wilson?" 

2. A  woma n say s sh e wil l b e attendin g a  prid e parade . Wha t i s sh e 
saying to you? 

3. You r client wants t o cance l the next session because she is attendin g 
a Kwanzaa celebration. Kwanzaa refers to what? 

4. You r client makes a  reference t o "the rapture." What i s the meanin g 
of this phrase? 

5. Th e nurse making the referral tell s you that your new client is taking 
INH p.o . Wha t i s IN H (pronounce d eye-en-aitch ) an d wha t doe s 
p.o. (pronounce d pee-oh ) mean ? 

6. Yo u hav e tw o jo b offer s a s a  menta l healt h counselo r an d mus t 
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choose one . The first  entail s workin g wit h white , middle-clas s col -
lege student s a t a  local university. Th e secon d i s a t anothe r univer -
sity campus, one that has a predominandy African American studen t 
body. Both jobs pay the same, have the same benefits an d are equally 
accessible. Where would you prefer t o work? Why ? 

7. Are th e student s a t bot h campuse s (a ) equall y prepared fo r college , 
(b) equall y likely to succee d i n careers , and (c ) equall y amenable t o 
mental health care? Justify your answers . 

8. Ar e yo u equall y prepare d t o serv e eithe r campus ? I n wha t psycho -
logical ways are you not? 

The first five  question s tes t you r knowledg e regardin g som e o f th e 
major culture s tha t HI V provider s ar e likel y t o dea l with . Th e first 
question come s fro m th e twelve-ste p cultur e o f substanc e abus e treat -
ment, th e secon d fro m ga y an d lesbia n cultures , th e thir d fro m black 
culture, th e fourt h fro m a  fundamentalist religiou s culture , an d th e fifth 
from th e medical culture . The answers are available by asking people wh o 
know those cultures . 

Questions 6- 8 as k you to reflec t o n how you regard others of differen t 
cultures, and yourself. Since this is a private assessment , you need no t tel l 
yourself stories . As k yoursel f i f you reall y valu e minorit y individual s or , 
perhaps, overvalue majority-cultur e member s — if you hav e prejudices . I f 
you d o hav e prejudices , welcom e t o th e huma n race . Th e issu e no w i s 
how you deal with them . 

What wa s learne d fro m thi s brie f test ? Som e reader s ma y realiz e tha t 
while the y clai m t o b e culturall y sensitive , the y actuall y hav e tunne l 
vision — they reall y haven' t graspe d som e o f th e cultura l issue s aroun d 
them. Perhap s th e "regard " par t o f th e tes t wil l hel p the m discer n thei r 
real feelings abou t racial minorities. Finally, I hope this test conveyed tha t 
there ar e many culture s aroun d us , beyond thos e boun d t o ethnicit y an d 
skin color . I n th e medica l cente r i n which I  work , fo r example , there i s a 
plethora o f disciplinary cultures : medicine , nursing, socia l work, psychol -
ogy, t o nam e a  few, an d eac h ha s it s ow n belie f syste m abou t cause s o f 
conditions an d methods o f treatment . 

Tools for Clinical  Practice 

As clinician s striv e fo r cultura l competence , thes e point s ma y prov e 
helpful: 
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• It  is  a mistake  to  assume that because  a  person has certain cultural/ 
ethnic characteristics, he  or she strongly identifies with that culture. 

The correc t initia l stanc e i s t o mak e n o assumptio n an d t o 
conduct a  detaile d inquir y o f th e client' s cultura l an d ethni c 
feelings. I t ma y b e tha t a  person i s ambivalen t abou t hi s o r he r 
ethnicity and culture or has rejected it . Or i t may be that a  strong 
identification serve s t o defen d agains t a  majority cultur e see n a s 
hostile. Man y person s wh o ar e biculrura l identif y wit h on e cul -
ture i n som e situation s an d wit h th e othe r cultur e i n differen t 
situations. These issues should be explored . 

• A  time-worn  clinical practice anecdote is: If there  is an elephant  in the 
room, the therapist and the  client should acknowledge it.  A difference 
in culture/ethnicity between therapist and client  is an "elephant? 

Too often , th e clien t wil l no t rais e th e issue , fo r a  variet y o f 
reasons. Th e therapis t must , an d th e client 5s feeling s shoul d b e 
explored. Th e therapis t shoul d no t b e satisfie d wit h a  client' s 
shrugging of f the question. Feeling s regarding ethnic/culture dif -
ferences ru n dee p i n America n society , an d th e clien t mus t b e 
encouraged to express those feelings . 

• When  working  with a  client  from another  culture, the  mental health 
practitioner must make a commitment to  learning about that culture. 

Some majo r step s t o tak e whe n workin g wit h a  clien t fro m 
another culture : 

Ask yourself: 

i. Wha t ar e your experiences with people of that culture ? 
2. Wha t feelings d o people of that culture evoke in your1 Are they 

positive or negative? What ar e the bases for thos e feelings ? 
3. Wha t are your expectations o f the client? 
4. Ar e yo u abl e t o ente r int o a  relationshi p i n whic h yo u con -

sciously scrutiniz e th e reenactmen t o f powe r an d contro l is -
sues between the cultures/races ? 

5. Ca n yo u tel l you r superviso r abou t prejudice s an d feeling s 
stirred up by the cross-cultural work? 

Regarding the client : 

1. Conduc t a  literatur e searc h i n psychology , socia l work , an d 
sociology to get a sense for the literature in and regarding tha t 
culture. 



Cross-Cultural Menta l Health Car e |  9 1 

2. Fin d a  supervisor who i s of that culture or , a t least, competen t 
to wor k wit h tha t culture . I f your institutio n canno t provid e 
such a  person, yo u nee d t o loo k elsewhere . Ways to fin d tha t 
person include : 

— Contact professiona l organizations , suc h a s thos e o f His -
panic providers o r African America n psychologists . 

— Consul t specialize d list s on th e Internet . Man y profession s 
have specialized bulleti n board s and e-mai l mailing lists. 

— From you r literatur e search , determin e i f an y author s o f 
articles tha t ma y pertai n t o you r clien t ar e i n you r geo -
graphic area, and then contact the author for supervision o r 
to network for additiona l contacts . 

— Check wit h ethnicall y base d organizations . Contact , fo r 
example, local, regional, or national groups such as those of 
Hispanic o r Africa n America n advocate s fo r thei r culture s 
and peoples. 

— Contac t universitie s t o fin d suc h program s a s black studie s 
or Asian studies and scholars in cultural areas . 

— Talk to member s o f gay an d lesbia n organization s an d ser -
vice groups an d groups o f persons with othe r sexua l prefer -
ences or interests . 

• With  a  client  from another  culture,  take  a  "Will  you  teach  meV 
stance. 

Asking th e clien t t o describ e an d explai n i n detai l hi s o r he r 
cultural background , includin g famil y background , i s entirel y 
consistent wit h qualit y psychotherapy . Ideally , w e ove r tim e 
come to understan d ever y client i n a  broad context . Wit h client s 
from differen t cultures , we need always consciously to be curiou s 
about everythin g w e d o no t kno w o r onl y partiall y know . (Per -
haps mos t dangerou s i s presumin g tha t w e d o know , whic h 
results i n no t askin g an d no t understanding) . W e need t o liste n 
and inquire with a  culturally sensitive ear, using, in part, what we 
have learned abou t the client' s culture from man y sources. 

• In  cross-cultural  work with  HIV,  several  themes  emerge  that  are 
particularly problematic for majority-culture  providers. 

These themes include : 

— Power. Powe r discrepancie s i n societ y tha t oppres s an d enrag e 
are easil y reenacte d i n menta l healt h servic e delivery . Man y 
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providers an d agencie s tha t provid e service s ar e majorit y cul -
ture, an d thei r style s reflec t tha t culture . Man y person s wit h 
HIV ar e o f minorit y cultures , includin g ga y an d inner-city . 
Power difference s ar e inheren t i n th e helpe r (privileged ) an d 
client ("needy" ) relationship . Othe r dialectic s ma y be : pro -
vider (healthy ) an d clien t (infected) ; psychiatris t (educated ) 
and client (uneducated) , case manager (resourceful ) an d clien t 
(resourceless). cc [P]ower i s a  primary issu e i n racia l dynamic s 
and a  focu s o n powe r assure s attentio n t o thos e aspect s o f 
race tha t ca n remai n hidde n eve n i n th e racia l exploration " 
(Pinderhughes, 1989 , xiii). Both th e provider's an d the client' s 
interpretations o f th e relationshi p shoul d b e brough t t o th e 
surface an d scrutinized . 

— Sex. American society' s discomfort wit h sex has certainly facili -
tated the spread of HIV. Within the area of sexuality, conside r 
white American society' s extrem e discomfor t wit h blac k sexu -
ality, whic h Wes t (1993 ) call s cc

a tabo o subjec t i n Americ a 
principally becaus e i t i s a  for m o f blac k powe r ove r whic h 
whites have little control — yet its visible manifestations evok e 
the mos t viscera l o f whit e responses , b e i t on e o f seductiv e 
obsession o r downright disgust " (87) . If, however , a  majority -
culture therapis t i s uncomfortabl e discussin g sexualit y wit h 
an Africa n America n ma n o r woman , le t alon e explorin g it s 
meanings, ho w ca n HI V b e comfortabl y discussed , an d ho w 
can a  psychotherap y occur ? Again , th e wor k o f providin g 
competent menta l healt h service s begin s wit h th e provider' s 
analysis of self and working through these problematic areas . 

• The  most  difficult  task  of  the  majority-culture  therapist  is  to  allow 
oneself to be the target for the  minority clienfs rage. 

If rag e goe s unexplore d i n an y psychotherapy , th e process' s 
depth i s questionable. I f i t goes unexplored betwee n a  majority -
culture therapis t an d a  minority-cultur e client , then , arguably , 
you may have only the illusion of psychotherapy . 

It i s difficul t fo r a  therapis t t o b e th e targe t o f rage . Yet , a 
majority-culture therapis t mus t encourag e th e expressio n o f a 
minority client' s rage , whic h ma y b e a  dominan t them e i n th e 
therapy. I t is no wonder tha t this occurs so seldom. Nevertheless , 
it must . 
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• Some  clients may use  cultural explanations  for irresponsible  behavior. 
You need  to  be  sufficiently knowledgeable so  that you  can  challenge 
them. 

Jacqueline Cherry , M S W, a  former colleagu e an d o f Jamaican 
heritage, provided us this example: A Jamaican man in the United 
States, in talkin g with hi s therapist , justifie s hi s significan t mari -
juana abus e b y sayin g tha t i n hi s homelan d marijuan a us e i s 
common an d wel l tolerated. Ms . Cherr y note s tha t thi s i s not a t 
all the cas e — the clien t i s tellin g a  story tha t ma y b e swallowe d 
whole by the unknowing clinician . 

• Inquire  regarding  the  possibilities of psychological trauma back  in the 
homeland, and of  relocation/immigration stress. 

Many ethnic groups in their homelands have suffered unspeak -
able persecution . Others , suc h a s Cambodians an d som e group s 
of Latin Americans , hav e bee n throug h horrifi c wars . Many im -
migrants, particularl y thos e wit h fe w financia l resources , fin d 
themselves i n ver y difficul t an d stressfu l situation s onc e i n th e 
United States . The y ofte n ar e relocate d b y refuge e agencie s t o 
threatening neighborhoods , the y hav e t o conten d wit h th e En -
glish language , an d withou t prope r workin g paper s the y ar e ei -
ther unhirable or exploited by employers who pay low wages an d 
provide no benefits . Thei r living situations therefor e ca n be ver y 
stressful an d a  source of psychological distress . 

• Acknowledge  cultural expression of spirituality. 
Many mental health providers underwent trainin g in a  secular 

environment, meanin g tha t litd e mentio n o f ho w t o integrat e 
religion o r spiritualit y int o menta l healt h car e occurred . Th e 
exception occur s i n th e trainin g o f pastora l counselors , a  subse t 
of menta l healt h providers . Whil e secula r servic e provisio n ma y 
be a comfortable se t for white providers, many clients and poten -
tial clients have deeply held spiritual views. 

• Watch  for countertransferential  "flags? 
The following reaction s t o client s should b e examined, with a 

supervisor, for cultura l bias: 

— Immobilization. Thi s ma y includ e failur e t o confron t a  clien t 
or failure t o rais e topics or issues . If you feel you are "walkin g 
on eggshells," it may be because you fear the client . 

— A significant  emotiona l response , suc h a s revulsion , t o atti -
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tudes an d behavior s discusse d b y th e client . Thes e area s ma y 
include disciplining of children, sexual practices, and male an d 
female roles . Durin g th e introspectiv e process , yo u nee d t o 
ask not onl y why the clien t react s differend y bu t wh y you ar e 
reacting differendy fro m th e client . 

— Being please d wit h a  therapeuti c relationshi p tha t i s "polite " 
and emotionally shallow. I t likely indicates that the therapist is 
failing t o allo w the clien t t o expres s uncomfortable emotions , 
such as rage. 

— Providing cas e management no t jus t becaus e i t i s needed bu t 
because th e therapis t decide s th e clien t i s no t a n appropriat e 
candidate fo r therapy . Th e therapist' s par t i n th e relationshi p 
requires scrutiny . 

• Institutions  and  agencies  too often rely on hiring of  minority providers 
to meet requirements for "cultural  competence? 

Minority staff members may work in settings where the major -
ity culture dictates ways of viewing clients and their situations , as 
well a s rule s an d procedures . Subd e an d not-so-subd e majorit y 
culture mores — including value judgments, styles of dealing with 
emotion, an d expression s o f superiority — can communicate tha t 
minority staf f members ' cultura l interpretation s an d contribu -
tions ar e no t welcom e o r worthless . Thi s undermine s morale , 
increases staff tension, forces staf f turnover, an d negatively affect s 
patient care . Institution s an d agencie s nee d t o giv e rea l "voice 55 

to thei r minorit y providers , no t onl y b y hearin g thei r culturall y 
based issues but by making these staff supervisors and teachers. I f 
an agenc y o r institution , suc h a s a n outpatien t menta l healt h 
clinic, doe s no t hav e regula r (monthl y i s no t to o often ) cross -
cultural trainin g sessions , the n i t i s deficien t i n it s commitmen t 
to cultura l competence . An d i f minority provider s d o no t mak e 
the deficienc y known , the y have abdicate d thei r responsibilit y t o 
their colleagues . 

Conclusion 

Despite practitioners 5 acknowledgement o f our society' s multiculturalism , 
training and practice in mental health remains predominantly reflectiv e o f 
a white, male, middle-class, and heterosexual society. Cultural competenc e 
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is a  proces s tha t begin s wit h reflectin g o n one' s prejudice s an d attitudes . 
With openness , on e ca n begi n learnin g cultura l content . Th e majority -
culture practitione r workin g wit h a  minority-cultur e clien t ha s a  difficul t 
task — attempting t o understan d thoroughl y th e client' s cultura l aspects . 
But skillfu l practic e demand s tha t thi s har d wor k b e done . 
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7 |  Th e Rol e o f Psychiatr y 
in HI V Car e 

KarinaK. Uldall 

Psychiatry play s a  significant  rol e i n th e treatmen t o f th e im -
mense and complex mental health needs related to HIV/AIDS. Althoug h 
psychiatrists hav e a  uniqu e plac e i n overseein g psychopharmacologica l 
interventions, i t would b e a  travesty if the role o f psychiatry i n HIV car e 
were t o b e limite d t o prescriptio n o f psychiatri c medications . A s HI V 
disease develop s int o a  chronic illness , psychiatry ha s th e opportunit y t o 
span the gulf between biologica l and psychosocial/spiritual approaches . 

Because th e virus i s prevalent i n group s wit h multipl e problems , suc h 
as homelessness, chroni c menta l illness , and substanc e use , diagnosi s an d 
treatment plannin g becom e increasingl y complicated . On e mus t identif y 
symptoms a s psychiatric or neurological; althoug h accurac y in identifyin g 
symptoms improves with time and training, diagnoses are still missed an d 
the patien t i s blamed fo r misbehavior . A  psychiatris t i s the bes t qualifie d 
person t o answe r suc h typica l an d comple x question s as : Are psychiatri c 
symptoms du e t o one' s chroni c menta l illness , substanc e use , "physical 55 

illness outside o f HIV/AIDS, HIV/AIDS-related medica l illness , medica-
tion toxicity, psychological reaction to distress, inadequate housing, nutri-
tion, or some combination o f these above? 

Given th e correc t diagnoses , comple x patien t managemen t ca n b e 
handled b y a diverse treatment tea m consistin g o f primary-care provider s 

98 
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(physicians, physician assistants , nurse practitioners), psychiatrists, nurses, 
psychologists, social workers, and other mental health specialists . 

I a m a  psychiatris t committe d t o carin g fo r HIV-affecte d person s i n 
Seattle, Washington , an d wor k i n a  medical specialt y clini c serving mor e 
than 85 0 persons wit h HI V disease . I  currend y direc t a  federally funde d 
project tha t attempt s t o integrate psychiatry an d primary care by trainin g 
physicians t o recogniz e acut e neuropsychiatri c problem s arisin g fro m 
HIV/AIDS, such as delirium, a s well as more chroni c conditions , such as 
AIDS Dementia Complex . 

I becam e interested i n this work early in my medical training, while o n 
a neurolog y rotatio n durin g m y psychiatri c residency . A  youn g ma n 
named Dale entered the hospital with a  headache, fever, an d mental statu s 
changes. Before long , it became clear that he had cryptococcal meningitis . 
Therapy fo r thi s illnes s wa s inadequat e then . I  watche d a s Dal e becam e 
increasingly il l from thi s infection. H e ha d walked into hi s hospital roo m 
at the time o f admission; no w h e was bed-bound . I  relie d heavil y on th e 
AIDS socia l worke r t o fin d a  communit y placemen t wher e Dal e coul d 
spend hi s fina l days . No nursin g hom e woul d accep t hi m becaus e o f hi s 
medical needs , because h e had AIDS, an d th e hospita l wa s no t prepare d 
to provide long-term care . Recreational therapy was grossly underfunded , 
but w e had acces s to VC R equipment . On e da y I brough t i n a  couple o f 
musicals an d watche d the m wit h Dal e whe n thing s wer e quie t i n th e 
hospital. I t wa s on e o f th e greates t moment s i n m y medica l career . I 
learned a  valuable distinctio n betwee n curin g an d caring . Lat e on e nigh t 
on call , I  telephone d Dale' s parent s t o infor m the m tha t hi s conditio n 
appeared t o b e worsening. Hi s elderl y mother asked  i f they shoul d com e 
immediately. I  explaine d tha t i t wa s difficul t t o judg e ho w lon g Dal e 
would live but tha t she and her husband coul d probably wait unti l morn -
ing. Dale died in the middl e o f the night . Despit e havin g known tha t hi s 
death wa s near , Dale' s mothe r crie d whe n I  calle d bac k wit h th e news . 
My experience with Dale and his family continues to influence my medical 
practice eight years later. 

This chapte r i s abou t wha t I  believ e th e role s o f a  psychiatris t ar e i n 
HIV car e — physician, consultant/liaison , educator , therapist , an d vision -
ary. I  believ e tha t comprehensiv e car e o f th e HIV-affecte d perso n i s 
multidisciplinary care . My clinical practice reflects tha t model . 
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Background Reading 
At th e beginnin g o f th e HIV/AID S epidemic , patient s typicall y die d 
quickly fro m acut e infections , suc h a s Pneumocystis  carinii  pneumoni a 
(PCP). Th e rol e o f psychiatrist s an d othe r menta l healt h provider s wa s 
limited, i f it existed a t all . As more individuals becam e affected , expert s in 
the field distinguished tw o groups o f people with HIV/AIDS an d menta l 
illness: those with preexistin g chroni c and/o r recurren t psychiatri c illnes s 
who subsequend y becom e HI V infecte d an d HIV-infecte d person s wh o 
later develo p neuropsychiatri c o r psychosocia l problem s relate d t o thei r 
infection. 

Persons with Preexisting Psychiatric Illness 

Studies addressing the number o f acutely hospitalized psychiatri c inpa -
tients infected wit h HIV- i foun d tha t between 5. 2 percent an d 7.1 percent 
of individual s studie d wer e HIV-seropositiv e (Cournos , Empfield , & 
Horwath, 1991 ; Sacks , Dermatis , &  Looser-Ott , 1992) . Amon g longer -
stay patients a t a  state hospital , HIV seroprevalenc e has been reporte d a s 
4 percen t (Meyer , McKinnon , &  Cournos , 1993) . Injection dru g us e i s a 
well-documented risk factor for HIV infection. Recen t information show s 
that alcoholic s an d noninjectio n dru g user s als o ar e a t highe r risk : Sero -
prevalence rate s i n thes e population s rang e fro m 4. 5 percen t t o 11. 4 
percent (Lee , Travin , &  Bluestone , 1992 ; Schleifer , Keller , &  Franklin , 
1990). On e cohor t o f 30 0 alcoholi c patient s showe d 10. 3 percent o f pa -
tients were HIV-infected , 77. 4 percent o f whom wer e undetected durin g 
inpatient alcoho l treatment (Mahler , Yi, & Sacks, 1994). 

Several investigator s hav e identifie d higher-ris k behavior s amon g per -
sons with menta l illness , including engaging i n casual sex, trading se x fo r 
money o r a  plac e t o stay , combinin g se x wit h substanc e use , havin g 
unprotected heterosexua l intercours e with known HIV-positiv e partners , 
having unprotecte d ana l intercours e wit h men , an d sharin g needle s o r 
drug paraphernalia (Kelly , 1992; Sacks, 1990). The understanding of AIDS 
risk behavior s appear s t o b e compromise d amon g psychiatri c inpatients . 
But few programs developed to date address the special needs that chronic 
mentally il l patient s hav e regardin g AID S educatio n (Baer , 1988 ; Car -
men &  Brady, 1990). 

In additio n t o prevention/educatio n challenges , person s wit h menta l 
illness wh o subsequend y becom e HIV-infecte d als o presen t provider s 
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with unique challenges around treatment compliance and diagnosis. What 
is th e mos t effectiv e metho d fo r keepin g a  homeles s individua l wit h 
schizophrenia an d tuberculosi s engage d fo r th e severa l weeks t o month s 
of medication s require d bot h t o ensur e prope r treatmen t o f th e lun g 
infection an d to minimize the risk of exposure to the genera l population ? 
Are th e curren t psychiatri c symptom s see n i n a n immunocompromise d 
patient a n exacerbatio n o f bipola r disorde r o r indicativ e o f a  centra l 
nervous system infection ? 

Persons Who Develop Neuropsychiatric or Psychosocial/Spiritual Problems 
as a Result of  HIV/AIDS Infection 

The World Health Organizatio n Neuropsychiatri c AIDS Study , whic h 
attempted t o stud y a  population representativ e o f th e curren t epidemic , 
reported a  highe r prevalenc e o f curren t menta l disorder s amon g symp -
tomatic HIV-i infecte d person s than amon g HIV- i seronegativ e control s 
(Maj, Janssen , &  Starace , 1994) . AIDS dementia , characterize d b y cogni -
tive impairment , moto r dysfunction , an d change s i n mood/personality , 
typically occurs in significantiy immunocompromised AIDS patients. Ear-
lier reports suggested a  prevalence at a single point in time from 8  percent 
to 1 6 percent, with prevalenc e ove r th e life o f the individua l approachin g 
40 t o 5 0 percen t (McArthur , 1987 ; Worl d Healt h Organization , 1989) . 
More recen t studie s sugges t tha t thi s illness occurs i n 10 to 2 0 percent o f 
AIDS patients . 

Delirium, define d a s a n acut e confusiona l stat e wit h a  physiologica l 
cause, i s characterize d b y disturbance s o f consciousnes s an d attention , 
changes i n cognitio n o r perceptua l disturbances , an d acut e onse t wit h a 
fluctuating cours e (America n Psychiatri c Association , 1994) . Man y pro -
viders mistak e deliriu m fo r dementia . Man y tak e i t fo r grante d a s a 
natural par t o f dying . Misconception s resul t i n underrecognitio n an d 
inappropriate treatmen t o f thi s condition . I n on e stud y o f hospitalize d 
AIDS patients , deliriu m accounte d fo r 5 7 percent o f th e identifiabl e or -
ganic mental disorders seen in the study group (Fernande z & Levy, 1989). 

The researc h literatur e als o includes report s o f othe r neurologica l dis -
eases presenting with psychiatric symptoms: toxoplasmosis and psychosis; 
cryptococcal meningiti s an d mania ; dementi a an d depressio n (Beresford , 
Blow, & Hall, 1986; Boccellari, Dilley, & Shore, 1988; Kermani, Borod, & 
Brown, 1985; Navia & Price, 1987; Perry & Jacobsen, 1986; Price & Forejt , 
1988; Rundell, Wise, & Ursano, 1986; Schmidt &  Miller, 1988) . Adequate 
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population-based descriptiv e studie s tha t outlin e th e frequenc y an d th e 
severity o f psychiatri c illnes s i n HIV/AID S patients , an d th e subsequen t 
effect o f suc h a n illnes s o n functio n an d genera l health , remai n missin g 
from th e literature . 

In additio n t o neuropsychiatri c illness , menta l healt h provider s work -
ing wit h HIV/AID S patient s commonl y addres s spiritua l o r existentia l 
crises acros s th e spectru m o f HI V disease . Farme r an d Kleinma n (1989 ) 
describe AIDS a s human suffering  despit e the rational-technica l languag e 
of disease . Kuhn (1988 ) advocate s viewin g spiritualit y a s a  legitimate an d 
purposeful are a o f medica l investigation . Th e curren t literatur e certainl y 
supports the need to comfort an d to maintain hope in HIV/AIDS patient s 
and thei r familie s a s they dea l with thi s devastatin g illnes s (Rabkin , Wil -
liams, Neugebauer , Remien , &  Goetz , 1990) . Menta l healt h provider s 
have entere d th e battl e agains t HIV/AID S aroun d issue s o f suicid e 
(McKegney & O'Dowd, 1992 ; Cote, Biggar, & Dannenberg, 1992) , multi-
ple losses/grief (Coate s et al., 1987; Rabkin et al., 1990; Rait, 1991; Winiar-
ski, 1991), and existentia l dilemmas (Farme r &  Kleinman, 1989 ; Yarnell & 
Battin, 1988). 

Psychiatrists workin g i n th e are a o f HIV/AID S certainl y posses s a 
unique role in overseeing psychopharmacological interventions . Unfortu -
nately, much of the literature in this area consists of anecdotal informatio n 
and case reports. Only recently have controlled medicatio n trial s in HIV / 
AIDS patient s fo r commo n psychiatri c illnesse s suc h a s depression bee n 
published (Rabkin , Rabkin , Harrison , &  Wagner , 1994) . Man y psychia -
trists working with HIV/AIDS patient s rely heavily on clinical experience, 
recognizing tha t medicatio n usag e i n thi s populatio n stil l remain s a n ar t 
as well as a science. General guidelines, such as "less is better55 and "benzo s 
(benzodiazepines) ar e bad, 55 provid e startin g point s i n clinica l decisio n 
malting. 

My Clinical  Work 
The focus o f the Seattle-King County Department o f Public Health proj -
ect, Integration o f Psychiatry and Primary Care, directly met the challenge 
of providing comprehensive care for persons with HIV/AIDS. In 1991 we 
received a  Ryan White C.A.R.E . Ac t Title II Specia l Projects o f Nationa l 
Significance gran t for psychiatric services in the Madison Clinic , an outpa-
tient clini c servin g mor e tha n 85 0 persons wit h HIV/AIDS . Th e projec t 
firmly establishe d psychiatr y a s a n integra l par t o f th e multidisciplinar y 
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treatment tea m o f providers , allowin g exploratio n o f th e uniqu e rol e o f 
psychiatry i n th e treatmen t o f HI V disease . Primar y car e providers , 
nurses, social workers, mental health specialist s an d psychiatrists make u p 
the team . Eac h tea m membe r bring s hi s o r he r professiona l perspective , 
joining i n a  "horizontally integrated " tea m approac h t o patien t care . N o 
one membe r i s th e designate d tea m leader . N o grou p o f member s ar e 
delegated a s perennial followers . The team membe r with a  concern abou t 
a particular patient initiates discussion abou t that concern , bridging tradi -
tional boundarie s o f medica l versus nonmedical , psychologica l versu s so -
cial, and so on. Fo r the team to work successfully , i t i s imperative tha t al l 
providers involve d i n a  patient' s car e mee t an d discus s thei r workin g 
relationship (Ferguso n &  Varnam, 1994) . 

The Roles of Psychiatry 

The uniqu e rol e o f psychiatr y i n th e treatmen t o f HIV/AID S patient s 
encompasses an d balance s eac h aspec t o f th e biopsychosocial/spiritua l 
model; th e psychiatris t i s a t onc e physician , consultant/liaison , educator , 
therapist, an d visionary . 

Psychiatrist as Physician 

Charles sa t i n th e offic e chai r breathin g heavil y afte r hi s wal k t o th e 
clinic. Diagnose d wit h alcoho l dependenc e an d bipola r disorder , h e sa w 
his psychiatris t mor e ofte n tha n hi s medica l provider . I n fact , hi s recen t 
problems aroun d acceptin g hi s HI V statu s ha d le d hi m t o avoi d seein g 
the interna l medicin e doctor . A  bou t o f alcoho l us e tw o week s ag o 
resulted in a  fall that fractured hi s upper arm ; the pain made it difficult t o 
move; hi s slee p wa s decreased . Depressed , tired , ou t o f breath , an d i n 
pain, he waited for the psychiatrist . 

Upon enterin g th e room , th e psychiatris t notice d tha t Charle s looke d 
different: H e wa s shor t o f breath; hi s color was pale ; he had los t weight . 
Rather tha n focu s onl y o n th e psychiatri c medications , th e docto r asked 
several question s abou t Charles ' curren t symptoms . I t rapidl y becam e 
clear that Charle s needed a  physical examination followed b y a chest x-ray 
to addres s hi s respirator y disease . The nee d fo r consultatio n wit h a  pri -
mary-care provide r was explained t o Charles , and he agree d t o a n exami-
nation. The diagnosis was pneumonia . 

In thi s clinica l example , th e psychiatris t wa s i n th e bes t positio n t o 
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appreciate the interaction between medical and psychiatric illness. Alcohol 
abuse le d t o a  fractur e o f Charles' s arm , whic h le d t o seriou s pai n an d 
decreased mobility , whic h facilitate d th e developmen t o f pneumonia , 
which ultimatel y resulte d i n depressio n an d problem s wit h sleep . I f th e 
psychiatric provide r ha d merel y addresse d Charles' s depression , slee p 
disturbance, alcoho l abuse , an d psychiatri c medications , a  seriou s infec -
tion woul d hav e gon e untreated . A s physicians , psychiatrist s utiliz e a  se t 
of method s gleane d fro m basi c scienc e t o understan d th e working s o f 
the human body . These methods emphasiz e diagnosis , which determine s 
appropriate treatmen t (Weissman , 1994) . Identification an d treatmen t o f 
comorbid condition s ca n lea d t o increase d leve l o f function , decrease d 
disability, an d improve d qualit y o f life (Strei m &  Katz, 1995) . Psychiatric 
facilitation o f primary care for HIV patient s may affect survival , given th e 
association betwee n surviva l an d lac k of medica l car e (Dorrell , Snow , & 
Ong, 1995) , higher T-helper , als o known a s CD4, cel l count a t the initia l 
visit (Hogg , Strathdee , Craib , O'Shaughnessy , Montaner , &  Schecter , 
1994), an d Pneumocystis carinii  pneumoni a prophylaxi s an d antiretrovira l 
therapy (Osmond , Charlebois , Lang, Shiboski, &Moss, 1994) . 

Psychiatrist as Consultant/Liaison 

Peter approache d th e nursin g statio n askin g fo r juice . Despit e hi s 
admission t o th e hospita l onl y th e previou s evening , th e staf f wer e wel l 
aware of his presence on the unit. Throughout th e night, he left hi s roo m 
to fin d th e nurse s an d t o mak e som e request . H e rapidl y earne d th e 
reputation o f being "high maintenance" and "intrusive." As the unit cler k 
was explainin g wh o hi s nurs e woul d b e fo r tha t shift , Pete r starte d t o 
urinate in the hallway. Quickly , several staff members rushed to stop him. 
As they approached, he repeated his request for juice. He becam e agitate d 
and hostil e a s staf f returne d hi m t o hi s room . A  psychiatri c consul t wa s 
requested t o evaluat e Peter' s behavior , whic h the staf f perceive d t o occu r 
when his demands were not immediately met . 

The consultin g psychiatris t interviewe d Pete r an d foun d hi m t o b e 
pleasant an d cooperative ; h e demonstrate d problem s recallin g informa -
tion an d move d ver y slowly ; Pete r denie d havin g symptom s o f mood , 
anxiety, or psychotic illness. Upon meetin g with the staff, the psychiatris t 
discovered tha t Pete r wa s repeatedl y instructe d i n th e us e o f hi s cal l 
button a s the preferred wa y of calling for nursing assistance but that Pete r 
"refused" t o compl y wit h thes e instructions . Th e consultin g psychiatris t 
looked furthe r int o th e medica l record . Pete r wa s clearl y immunocom -
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promised; th e brain scan showed tissue wasting, and the lumbar punctur e 
showed a n elevated /3-2-microglobuli n leve l ( a surrogate marke r i n spina l 
fluid for the presence of HIV dementia) . After completin g her evaluation , 
the psychiatris t diagnose d Pete r a s havin g dementia . Upo n recognizin g 
that Peter' s behavio r wa s du e t o fronta l lob e disinhibitio n an d memor y 
impairment, th e staf f bega n a  treatmen t pla n t o manag e hi s behavio r 
during hospitalization . 

Consult/liaison psychiatr y is a specialty area within the area of psychia-
try. Peter's case illustrates how the role of psychiatric consultants in HIV / 
AIDS car e goes beyon d recommendatio n o f psychiatric medication s an d 
facilitation o f civi l commitment . Thi s functio n provide s a  remarkabl e 
opportunity t o influenc e patien t car e withou t bein g directl y responsibl e 
for th e patient . Thi s uniqu e perspectiv e ofte n result s i n a  mor e neutra l 
evaluation tha n i s give n b y primary-car e providers , nursin g staff , an d 
social workers wh o hav e ongoin g interaction s wit h th e patien t an d wh o 
may be emotionally involved . 

One assumptio n i n havin g psychiatrist s serv e a s consultant s i s tha t 
direct-care providers recognize the need for psychiatri c consultation. Thi s 
is a  documente d proble m throughou t medicin e an d i s no t uniqu e t o 
HIV/AIDS (Koenig , Meador , Cohen , &  Blazer , 1988 ; Mayou , Haw -
ton, &  Feldman , 1988 ; Ormel, Koeter , va n de r Bruik , &  van d e Willige , 
1990; Regier , Goldberg , &  Taube, 1978) . Psychiatric liaison service s ten d 
to wor k towar d bette r recognitio n o f psychiatri c illnes s i n primary-car e 
settings, a s wel l a s assis t i n th e discussio n o f variou s lega l an d ethica l 
issues confronted i n the care of complicated patients. Liaisons take a more 
proactive role : affiliatin g wit h specifi c provider s o r clinics , providin g 
continual reinforcement regardin g the importance o f psychiatric interven-
tion, an d bridgin g gap s betwee n mor e medicall y oriente d provider s an d 
psychosocial or spiritual healers. 

The psychiatri c consultant/liaiso n relie s heavil y o n th e relationship s 
forged with direct-care providers. Without the information obtaine d fro m 
discussion wit h thes e provider s o r fro m revie w o f thei r char t notes , th e 
psychiatric consultan t canno t complet e he r assessment . Withou t suppor t 
from th e staf f carin g direcd y fo r th e patient , th e best-forme d treatmen t 
plan will surely fail . 

Psychiatrist as Educator 

Petra's famil y adamand y refuse d t o allo w a  psychiatri c assessment . 
Over th e las t fe w weeks , he r conditio n ha d deteriorated , an d famil y 
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members wer e bracin g themselve s fo r he r death . I n th e family' s com -
munity, goo d people , norma l people , di d no t se e psychiatrists . Petr a 
had a  fatal illness ; her experiences of seeing visions and talking confusedl y 
were merel y a  par t o f dying . Wit h encouragemen t fro m Petra' s hom e 
health nurse , wh o ha d see n Petr a an d he r famil y throug h muc h o f th e 
illness, the family agree d t o tal k to th e psychiatris t i n the presenc e o f th e 
nurse. 

The psychiatris t bega n b y listenin g t o th e family . Sh e acknowledge d 
their fear s an d accepte d thei r judgments abou t psychiatr y a s a  discipline . 
The psychiatrist spoke to the family about her experience with HIV/AID S 
patients, admittin g tha t Petr a migh t b e dying bu t maintainin g tha t deat h 
did no t nee d t o includ e "visions " an d incoheren t ramblings . Th e famil y 
ultimately agree d t o allo w the psychiatris t t o se e Petra an d t o revie w he r 
medical records . Th e psychiatris t explaine d t o th e famil y tha t Petr a wa s 
experiencing delirium , probabl y cause d b y recent , simultaneou s increase s 
in pain medication , sedatives , and antidiarrhe a medications . After confer -
ring wit h Petra' s primary-car e provider , medicatio n change s wer e made . 
Petra die d peacefull y thre e week s later , speakin g coherend y an d sharin g 
important moment s with her family . 

One ke y outcom e o f havin g psychiatrist s serv e a s educator s i s th e 
reduction o f stigma associated with mental illness. This misunderstandin g 
of psychiatric disease is not confined t o the general public; medical profes-
sionals, despite thei r training , shar e many o f these misperceptions . HIV / 
AIDS i s a  diseas e alread y characterize d b y shame , discrimination , an d 
misunderstanding. When psychiatric illness is added to this tenuous situa -
tion, eve n th e mos t empathi c caregive r ca n succum b t o stereotype s an d 
frustration. 

Psychiatrists, becaus e o f thei r uniqu e biologica l perspective , ca n assis t 
HIV/AIDS provider s t o recogniz e bette r psychiatri c illnes s an d under -
stand bette r psychiatri c pharmacologica l subtleties . Psychiatrist s ca n edu -
cate other physicians , physician assistants , an d nurs e practitioner s i n pre -
vention o f iatrogeni c diseas e du e t o medicatio n toxicity . Psychiatrists , 
because o f thei r appreciatio n fo r th e psychosocial/spiritua l characteristic s 
of th e patient , ca n liste n carefull y t o providers ' an d famil y members ' 
concerns, presenting thei r informatio n i n a  manner tha t th e recipien t ca n 
relate direcd y t o th e patien t o r love d one . Optima l car e fo r HIV/AID S 
patients require s a n educationa l componen t fo r patients , providers , an d 
family members . Education , a s a form o f advocacy, empowers thos e wh o 
receive it . 



The Role of Psychiatry in HIV Car e |  10 7 

Psychiatrist as Therapist 

Canda worked as a prostitute for fifteen years . She was already addicted 
to heroin on her sixteenth birthday. At thirty, she tested positive for HIV . 
As her dreams of becoming a wife, mother, student , and artist disappeared 
in th e shado w o f he r HI V status , Cand a sough t hel p a t th e loca l HI V 
clinic. Sh e expresse d a  desir e t o sto p workin g a s a  prostitut e an d t o 
decrease he r heroi n use . I n th e cours e o f therapy , he r lo w self-estee m 
became obvious . When Cand a impulsivel y overdose d o n heroin , he r pri -
mary-care provider expresse d frustration an d hopelessness abou t her non -
compliance with appointment s an d medical interventions . 

Canda continued in psychotherapy, focusing on relationship and famil y 
issues that contributed to her current situation. At one point, she required 
medication fo r treatment o f major depression . At other times , she needed 
reassurance tha t medication s wer e no t indicated ; medicatin g he r pai n 
would hav e interfere d wit h th e proces s o f psychotherap y an d wit h he r 
personal growth . Ove r time, Canda completely stopped using heroin an d 
working a s a  prostitute; sh e ende d a  physically abusiv e relationship ; sh e 
enrolled i n school and obtained he r G.E.D. ; an d her ar t was displayed b y 
a local restaurant . 

Psychiatry i s no t synonymou s wit h psychotherapy . I n fact , i n recen t 
years som e psychiatrist s hav e distance d themselve s fro m th e practic e o f 
psychotherapy an d embrace d th e definitio n o f psychiatr y a s stricti y a 
medical discipline . Nevertheless , 5 0 percen t o f resident s i n psychiatri c 
training ar e i n therap y an d believ e tha t therap y i s essentia l t o becomin g 
a psychiatris t (Weissman , 1994) . Th e "art " o f medicin e reside s i n th e 
understanding an d expertis e tha t addresse s tha t whic h i s human, suc h a s 
relationships, consciou s an d unconsciou s thought , an d th e complexit y o f 
"volitional" behavior . Psychiatry , an d medicin e i n general , woul d suffe r 
tremendously i f no medica l disciplin e devote d it s tim e an d resource s t o 
the better understanding an d practice of this art . 

Concerns regardin g cos t o f car e an d limite d fundin g ma y preclud e 
psychiatrists from onl y performing psychotherap y i n the future. Psychiat -
ric psychotherapy ma y one da y be restricted t o complicate d patient s wit h 
severe personality disorders or who require both medications an d psycho-
therapy. Amon g injectio n drug-usin g individuals , ther e i s evidenc e t o 
suggest that the risk of drug overdose may exceed the progression of HI V 
disease; in one four-year study , drug overdose accounted fo r seventee n o f 
twenty-five patient s wh o die d (Eskil d e t al. , 1994) - The rol e o f a  skille d 
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psychotherapist wit h medica l expertis e need s t o b e bette r define d i n 
working wit h suc h challengin g patients . Becaus e o f thei r abilit y t o inte -
grate medical and psychosocial/spiritual perspectives, psychiatrists treatin g 
HIV/AIDS patient s ma y b e i n a  unique positio n t o differentiat e neuro -
logic sequela e o f th e virus , psychiatri c illnes s needin g medications , psy -
chological distress , an d existentia l dilemmas . Researc h int o th e relation -
ship between psychosocia l factors an d improved immunologi c statu s an d 
physical functionin g need s t o b e a  priorit y are a fo r HI V psychiatri c 
psychotherapy (Lutgendorf , Antoni , Schneiderman, &  Fletcher, 1994) . 

Psychiatrist as Visionary 

The word psychiatry  stems from th e Greek fo r min d an d soul ; psychia -
trists ar e healer s o f th e min d an d th e soul . Advance s i n th e lat e 20t h 
century established a  union amon g the mind, th e soul , and the brain tha t 
should no t en d i n divorc e (Weissman , 1994) . Psychiatrist s mus t wor k 
diligently to strengthen thi s union i f HIV/AIDS patient s ar e to be served 
properly. 

The changin g demographic s o f the HIV/AID S populatio n sugges t a n 
increasing nee d fo r psychiatri c service s i n th e 21s t century . A s patient s 
continue t o liv e longer wit h th e disease , there wil l be a  greater opportu -
nity for developmen t of psychiatric illness, both as a result of HIV neuro -
logical disorder s an d a s a  reactio n t o livin g wit h a  chroni c illness . I t i s 
hoped tha t effort s t o strengthe n th e collaborativ e partnership s amon g 
primary-care providers , nonphysician provider s o f mental health services , 
and psychiatrists wil l lead to increased recognition o f psychiatric morbid -
ity i n HIV/AID S patients , fo r diagnosi s alway s precede s prope r treat -
ment. The epidemic's movement into populations with multiple problem s 
increases th e complexit y o f addressin g psychiatri c illnes s i n HIV/AID S 
patients. 

Psychiatrists wishin g t o wor k wit h HIV/AID S patient s mus t prepar e 
to leav e th e privat e practic e an d medica l clini c setting s i n whic h the y 
currendy work . Creativ e treatmen t approaches , includin g housin g pro -
grams for people with mental illness, substance use, and HIV disease , will 
need on-sit e psychiatri c service s i n orde r t o maintai n thes e challengin g 
patients i n th e communit y an d t o decreas e th e nee d fo r psychiatri c o r 
medical hospitalization. Mobil e treatmen t unit s tha t mee t patient s wher e 
they liv e may b e on e optio n fo r th e car e o f homeless , mentall y ill , HIV -
infected persons . Link s amon g th e publi c an d th e privat e sector s an d 
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university- an d community-base d agencie s mus t b e encouraged . Poolin g 
academic an d front-lin e resource s wil l resul t i n bette r understandin g o f 
the HI V populatio n needin g care , treatmen t idea s tha t wor k effectively , 
and archaic perspectives that must b e abandoned . 

Psychiatrists mus t full y engag e i n th e effor t t o abolis h th e stigm a 
associated with HIV/AIDS an d mental illness . Working with othe r physi -
cians, nonphysician providers of mental health care, patients, and families , 
psychiatrists ca n provid e a  uniqu e perspectiv e o n th e biopsychosocial / 
spiritual aspect s o f HI V diseas e an d impac t th e highl y politica l proces s 
that determine s healt h policy . Unti l th e economi c stigm a surroundin g 
HIV diseas e and menta l illness is decreased, HIV/AID S patient s needin g 
psychiatric care will suffer . 

The practic e o f psychiatry i n the settin g o f HIV/AIDS mus t b e deter -
mined b y loca l circumstance s an d no t merel y b y ideolog y (Ferguso n & 
Varnam, 1994) . Th e increasin g complexit y o f menta l illnes s i n HIV -
infected patient s demand s th e bes t that al l providers ca n offer . A  collabo-
rative mode l tha t empower s eac h car e provide r t o addres s psychiatri c 
illness i n HI V fro m hi s o r he r uniqu e perspectiv e i s th e mode l o f th e 
future. I n tha t model , psychiatrist s clearl y have a  multifaceted rol e i n th e 
provision o f services to HIV/AID S patients , thei r families , an d th e othe r 
members of the treatment team . 

General psychiatri c practic e o f the future , a s well a s HlV-specific psy -
chiatric practice, demands better definition o f diagnostic subtypes in order 
to achiev e improved treatmen t outcome s (Counci l o n Lon g Rang e Plan -
ning an d Development , 1990) . Is the depressio n see n i n a n AIDS patien t 
due t o a  "majo r depressiv e episode " o r t o depressio n associate d wit h 
AIDS dementia ? D o th e tw o illnesse s respon d equall y wel l t o curren t 
modes of depression therapy , or does a  different etiolog y require a  differ -
ent intervention ? Improvemen t i n diagnosi s wil l als o achiev e mor e uni -
form applicatio n o f diagnosti c labels , resultin g i n bette r communicatio n 
among care providers. Improvement in identification an d communicatio n 
will then allo w a  clearer definitio n o f treatmen t outcomes , providin g th e 
opportunity fo r a  cleare r demonstratio n o f benefi t fro m psychiatri c ser -
vices. (Counci l on Long Range Planning and Development, 1990 ) 

Future advance s i n th e understandin g o f individua l dru g metabolis m 
will facilitat e mor e individualize d dose-respons e target s fo r eac h patien t 
(Michels &  Markowitz , 1990) . I n othe r words , patient s ma y on e da y 
benefit fro m trul y individualized medicatio n treatmen t plans , rather tha n 
population-based medicatio n dosag e recommendations . Thi s i s especially 
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important i n HIV/AID S patients , wh o ten d t o b e prescribe d te n an d 
twenty medications simultaneously (Greenblatt , Hollander , McMaster, & 
Henke, 1991) , to b e particularly susceptibl e t o advers e medicatio n effect s 
(Harb, Alldredge , Coleman , &  Jacobson , 1993) , an d t o exhibi t altere d 
patterns o f drug metabolism (Lee , Wong, Benowitz, &  Sullam, 1993). 

Tools for Clinical  Practice: Utilizing a  Psychiatrist 

Psychiatrists ca n serv e many role s i n the provision o f care to HIV/AID S 
patients, eve n whe n thos e patient s receiv e th e bul k o f thei r car e fro m 
other providers . 

Psychopharmacolojjy 

Many patient s see k menta l healt h car e fro m a  nonphysician provide r 
because medicatio n i s no t thei r treatmen t o f choice . Patient s deserv e t o 
have clear explanations o f the risks and benefit s o f medication fo r a  given 
psychiatric illness in making this choice. 

It is  important for nonphysician  providers of mental health  care  to HIV/ 
AIDS patients  to  form a  relationship with a psychiatrist for purposes of medica-
tion consultation and referral,  by  taking these  steps: 

1. I f possible, find a  consultant wit h HIV/AID S experienc e an d inter -
est. Medicatio n managemen t i n HIV/AID S patient s i s complex . Differ -
entiating medication sid e effects fro m underlyin g illnes s or other possibl e 
causes require s specia l understanding o f th e biopsychosocial/spirirua l as -
pects of HIV/AIDS. 

2. Develo p a  relationship with th e consultan t befor e i t i s needed. I t i s 
always easier to cal l and ask a question o f someone you know than i t is to 
call someone "out of the blue." Be clear about your agenda in establishin g 
a relationship wit h a  consultant, an d determin e wha t th e consultan t see s 
as limitations to that relationship . 

3. Remai n neutra l i n you r discussio n wit h th e clien t abou t th e "best " 
treatment options . A s i n an y othe r are a o f th e therapeuti c relationship , 
neutrality i s vital . Allo w exploratio n o f issue s suc h a s whethe r t o us e 
medications or which particular medication i s most appropriate . Help th e 
individual to clarify hi s or her own biases without introducing your own . 

4. I f a  referral fo r a  medication evaluatio n i s made, obtai n release s o f 
information, an d provide the consultan t with a s much information abou t 
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the individual' s illnes s an d potentia l nee d fo r medicatio n a s possible . 
Important informatio n t o include in your referra l includes : 

• Demographics , such as age, ethnicity, and relationship status . 
• HI V diseas e status , including category (A,B,C) , T-helper (CD4 ) 

count/CD4%/viral loa d (i f known) . I f yo u d o no t kno w o r fee l 
comfortable abou t gatherin g thi s information , giv e th e psychia -
trist the name and the phone number o f the patient's physician . 

• Pas t psychiatric diagnoses, including substance use. 
• Curren t psychiatri c diagnoses , including substance use. 
• Curren t symptom s tha t sugges t a  need fo r medicatio n (i.e. , why 

you are making a  referral). 
• Pas t medicatio n trials , i f any , includin g th e patient' s experienc e 

with the medicine . 
• Concern s th e patient ha s expressed abou t seeing a  psychiatrist o r 

using medication . 

In makin g a  referral fo r a  medication evaluation , i t i s important t o b e 
clear wit h th e clien t an d th e consultan t abou t th e workin g relationship s 
between each of you and how information wil l be shared after th e consul -
tation occurs . 

Diagnostic Dilemmas 

In additio n t o helpin g t o resolv e psychopharmacology questions , psy -
chiatrists can assis t with diagnosti c conundrums . As discussed previously , 
HIV/AIDS patient s ma y hav e severa l thing s goin g o n simultaneously : 
mental illness , substanc e use , HIV-relate d illness , an d othe r physica l ill -
ness. Obtaining a  second opinion o n a  patient's conditio n ca n help clarif y 
your treatmen t approac h a s wel l a s reassur e th e patient , wh o ma y b e 
concerned tha t symptom s represen t th e firs t stage s o f som e frightenin g 
illness, such as dementia . 

A unique aspec t o f HIV/AIDS i s the psychiatric presentation o f man y 
serious, and in some cases life-threatening, neurologica l diseases . In case s 
where a  client presents with psychiatri c symptoms i n the setting of severe 
immunocompromise (T-helpe r o r CD 4 coun t les s tha n 200 ; CD4 % les s 
than 14) , a psychiatric referra l i s indicated t o ensur e tha t a  medical expla -
nation fo r th e symptom s canno t b e found . I n case s wher e th e clien t i s 
mildly t o moderatel y immunocompromise d (CD 4 coun t betwee n 20 0 
and 500), a phone consultation i s warranted to determine if further evalua -
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tion i s necessary. I t i s important t o remembe r tha t an y change in menta l 
status, eve n a  relatively subtl e on e tha t develop s ove r a  period o f weeks, 
may reflect a n underlying physical problem. I t i s best to er r on the side of 
referral. Th e nonphysicia n provide r ma y b e th e firs t t o encounte r thi s 
change in the clien t an d therefor e ha s the responsibilit y o f informing th e 
patienfs othe r providers i f the patient cannot do this her- or himself . 

Conclusion 

With HI V disease , th e border s betwee n th e biological , psychological , 
social, and spiritua l disappear . Individua l practitioners , regardles s o f thei r 
disciplines, nee d t o acknowledg e thi s an d practic e accordingly . Institu -
tions and agencies can no longer retain divisive care systems when dealin g 
with a  condition tha t demand s new , integrate d model s o f care . I  believ e 
that psychiatr y ha s th e opportunit y t o improv e patients ' live s signifi -
cantly — to hea l mind , soul , an d brain . W e no w nee d dedicatio n t o tha t 
task. 
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8 |  Secondar y Prevention : Workin g 
with Peopl e with HI V t o 
Prevent Transmissio n t o Other s 

Kathy Parish 

When Joh n an d Susa n marrie d eightee n year s ago , the y 
thought hi s hemophili a woul d b e thei r greates t healt h challenge . Havin g 
learned t o liv e wit h it s unpredictabilit y an d treatmen t needs , the y wen t 
on to have two children, at which point they decided that their family was 
complete. John had a vasectomy, and they threw away Susan's diaphragm . 
About twelv e year s ago , though , the y starte d hearin g concern s abou t 
AIDS bein g transmitted throug h th e blood supply . John was told tha t h e 
might b e at risk for contractin g the AIDS virus but tha t the blood suppl y 
was though t t o b e prett y saf e b y then an d that , anyway , no t treatin g hi s 
hemophilia wit h th e bloo d produc t facto r concentrat e woul d mos t cer -
tainly hav e negativ e consequences , a s compare d t o th e smal l possibilit y 
that he would get AIDS. 

In 198 6 John was tested an d learned h e was infected wit h HIV . Susa n 
was tested as well, and she was not infected . Thus , they learned they were 
a "serodiscordan t couple, " and the y were advise d t o practic e safe r se x by 
using condoms. They had many reactions: shock, disbelief, and fear abou t 
his diagnosis; different copin g styles that sometimes clashed; fear of John's 
dying; fea r o f givin g o r gettin g th e virus ; ange r a t th e doctor s an d th e 
government; confusion , distrust , resentment , an d discomfor t abou t hav -
ing to use condoms, when they had no experience using them and had n o 
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need for  birt h control . This was not a  simple safer-sex crisis . A multitud e 
of emotional , psychological , an d socia l reaction s t o th e infectio n an d th e 
threat o f diseas e al l combine d wit h th e nee d t o chang e thei r sexua l 
behavior, draining them o f their coping abilities . 

John hear d fro m othe r me n wit h hemophili a tha t HI V wa s rarel y 
transmitted i n heterosexual couples . Susan was told b y her physician tha t 
if they avoided anal intercourse, they would have nothing to worry about . 
They trie d t o us e condom s occasionall y bu t fel t tha t i t interrupte d th e 
spontaneity of lovemaking and served as a reminder of his illness, robbing 
them o f romance . The y didn' t alway s hav e condom s whe n the y neede d 
them an d would usuall y just ski p them entirel y i f they had ha d anythin g 
to drink . Afte r a  while , the y foun d the y wer e havin g se x les s ofte n an d 
feeling les s emotional intimacy , a s well. Neither on e coul d tal k abou t hi s 
or he r fears , ou t o f concer n o f upsettin g th e other . Thei r familie s an d 
friends di d no t kno w abou t John' s HI V infection , s o ther e wa s n o on e 
else with whom t o talk . Susan became depressed; John became angry an d 
estranged. Th e childre n ha d n o ide a wha t wa s happenin g bu t kne w tha t 
there wa s a  grea t dea l o f tensio n an d unhappines s i n th e home . The y 
worried tha t their parents might divorce . 

I firs t me t John an d Susa n a t the hemophili a treatmen t cente r where I 
had bee n hire d a s a  psychologis t focusin g o n risk-reductio n counseling . 
They arrived for thei r first appointment , a  part of John's annual evaluatio n 
for hi s hemophilia, with man y questions , much anxiety , and considerabl e 
embarrassment abou t addressin g suc h a  persona l area . M y rol e wa s t o 
provide a  secondary preventio n intervention , bu t clearl y this woul d b e a 
complex task . 

As a risk-reduction counselo r and psychologist, I  need to be concerned 
with al l aspect s o f th e patient' s an d th e partner' s functionin g — physical, 
emotional, and social — and acutely aware of the interplay of each of these 
with relationshi p dynamic s an d sexua l behavior . Thi s vignett e portray s 
some o f the arra y o f issues tha t ma y b e present i n people who ar e facin g 
the potential fo r transmittin g HI V fro m on e partner t o the other an d th e 
demands placed upon th e counseling task . 

Background Reading 
If public health effort s fo r reducin g the risk of transmission o f HIV wer e 
to be concentrated where they would have the most potentia l for positiv e 
effect, i t woul d mak e sens e t o star t wit h thos e peopl e currentl y i n a 
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position t o directl y affec t transmission : th e peopl e with HI V themselve s 
and thei r sexua l partner s (Wenger , Kusseling , Beck , &  Shapiro , 1994) . 
HIV infectio n doe s no t preclud e sexualit y an d sexua l behavior . Man y 
HIV-positive people continue to have sex, and those uninvolved may seek 
romantic relationships , althoug h thei r attitude s abou t relationship s an d 
condoms ma y vary (Norman , Parish , &  Kennedy, 1995) . It i s not know n 
how often HIV-infecte d peopl e put someone else at risk, although studie s 
have indicate d tha t u p t o 4 0 percen t migh t hav e unprotecte d se x afte r 
notification o f their positive HIV serostatu s (Parish , Mandel, Thomas, & 
Gomperts, 1989 ; Wenger e t al. , 1994 ; Wiley , Hannan , Barrett , &  Evatt , 
1994). I n me n wit h hemophilia , a  heterosexua l populatio n wit h a  hig h 
rate o f HI V infection , approximatel y 10. 6 percen t o f th e femal e sexua l 
partners ar e know n t o b e HIV-infecte d a s wel l (Wiley , Hannan , Bar -
rett, &  Evatt, 1994) . 

Surprisingly, though , mos t o f th e literatur e o n HI V ris k reductio n 
deals wit h primar y prevention , define d a s working wit h uninfecte d per -
sons, and sometimes with populations that face only minimal risk, such as 
college students , bu t which ar e more accessibl e for study . In a n extensiv e 
review o f HI V preventio n literature , Cho i an d Coate s (1994 ) identifie d 
very fe w studie s dealin g wit h secondar y prevention , define d a s workin g 
with infecte d persons , an d thos e studie s involve d primaril y discordan t 
heterosexual couples . B y a  larg e margin , primar y preventio n i s empha -
sized in intervention plannin g an d evaluation , focusin g o n self-interes t a s 
a motivator . 

Furthermore, eve n thos e writing s tha t dea l with th e healt h need s an d 
the medica l treatment o f people who ar e infected wit h HI V pa y minima l 
or n o attentio n t o preventio n o f HI V transmission . I f anythin g abou t 
transmission i s noted, th e focus i s on transmission rate s and predisposin g 
factors fo r unsaf e sex , rathe r tha n o n intervention s (Sherr , 1993) . Risk -
reduction program s fo r secondar y prevention belon g directly in primary -
care clinic s carin g fo r HIV-positiv e patient s (Wenge r e t al. , 1994) , com -
bining state of the ar t treatment an d behavioral approaches (Franci s et al., 
1989). 

Perhaps there i s an assumptio n tha t without a  self-protective motiv e i t 
would b e difficul t t o persuad e peopl e t o chang e thei r sexua l behavior . 
Indeed, th e motivatio n i n th e cas e o f peopl e wh o alread y hav e HI V 
infection need s t o b e altruistic : t o protec t someon e els e b y givin g u p 
something valuabl e (unprotecte d sex) . Probably ther e exist s som e doub t 
that peopl e woul d b e tha t altruistic , tha t the y woul d car e abou t thei r 
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partners5 safet y mor e tha n thei r ow n basi c gratification . Sometimes , th e 
partners themselves might not b e cooperative, believing that i t is their fat e 
to tak e th e ris k an d perhap s t o di e alon g wit h thei r mates , i n a  Romeo -
and-Juliet scenario . Unfortunately , th e timin g rarel y works ou t tha t wa y 
when a  partner become s infected , an d regrets , remorse , guilt , an d ange r 
are more likely outcomes. 

Some believ e tha t th e se x driv e i s s o strong , th e sens e o f altruis m s o 
remote, an d th e behavio r chang e t o abstinenc e o r safe r se x s o comple x 
and difficul t tha t there is no way to stop transmission onc e one partner i n 
a couple has HIV, an d thus there is little point i n trying. At least some of 
the time , perhap s muc h o f th e time , peopl e wit h HI V d o car e t o kee p 
their partner s fro m gettin g th e virus tha t infect s them . I t i s true tha t i t i s 
difficult t o chang e sexua l behavior , becaus e th e activit y o f unsaf e se x i s 
highly reinforcing , strongl y motivated , an d ofte n wel l established (Kelly , 
1991). As with an y other behavio r chang e goal , however, people ar e mor e 
likely to practic e safe r se x when the y believ e the recommende d mean s t o 
be efficacious (tha t condoms really do work to prevent HIV transmission ) 
(Centers fo r Diseas e Control , 1993 ; Feldblum, 1991) ; when the y believ e 
that the y ar e self-efficacious an d posses s the necessary skill s (tha t the y ar e 
capable of negotiating and using condoms consistentiy ) (Kelly , 1991); and 
when the y believ e tha t ther e ar e stron g advantage s t o usin g condom s 
(such a s makin g se x saf e an d removin g fear) . Coupl e counselin g wit h 
serodiscordant couple s has been show n t o b e effective i n changing sexua l 
behavior (Kameng a e t al. , 1990; Padian , O'Brien , Chang , Glass , &  Fran -
cis, 1993) . Simpl y notifyin g peopl e o f thei r HI V status , however , i s no t 
adequate intervention . After  a  grou p o f bloo d donor s wer e notifie d o f 
their positiv e serostatus , mor e tha n on e thir d stil l engage d i n unsaf e se x 
(Cleary et al. , 1991)-

In dealin g wit h th e epidemi c o f thi s disease , secondar y preventio n i s 
critical. Sexua l partner s o f peopl e wit h HI V ar e th e mos t a t risk , an d 
they shoul d b e th e primar y target s o f risk-reductio n efforts , sinc e suc h 
interventions ar e likel y t o hav e th e mos t directe d impact . Furthermore , 
secondary preventio n wit h wome n wit h HI V o r femal e partner s o f me n 
with HI V involve s intervenin g t o reduc e th e ris k o f HI V transmissio n 
perinatally t o offspring , b y mean s o f informe d decisio n makin g abou t 
getting pregnant , carryin g a  bab y t o term , acceptin g medica l treatment , 
and declining to breast-feed (Benso n &  Shannon, 1995 ; Kurth, 1995). 

Efforts a t secondar y preventio n tha t ar e reporte d i n th e literatur e 
include severa l population s an d approaches . I n studyin g HIV-positiv e 
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women an d childbearin g decisions , Klin e an d VanLandingha m (1994 ) 
noted tha t partner-relate d factors , suc h a s whether a  partner i s seronega -
tive, whethe r th e woma n ha s a  sens e o f powe r i n th e relationship , an d 
whether ther e ar e conflict s betwee n th e woma n an d he r partner , wer e 
important fo r HIV-positiv e wome n i n determinin g thei r approac h t o 
safer se x an d childbearin g decisio n making . Anothe r stud y foun d tha t 
after HI V testing , those women wh o wer e HIV-positive demonstrate d a 
considerable declin e in their desir e for pregnanc y an d a n increase in thei r 
use of condoms, bu t onl y to 54 percent (Lai , 1994) . The autho r cite d th e 
need fo r adequat e counseling , beyon d disclosur e o f serostarus , t o hel p 
bring about critica l behavior changes . 

The sexua l practice s o f person s wit h hemophili a an d HI V wer e de -
scribed an d th e potentia l fo r heterosexua l transmissio n wa s raise d a s a 
concern b y Lawrenc e an d colleague s (1989) , bu t thei r recommendatio n 
that femal e partner s shoul d b e sur e t o abstai n o r chang e thei r sexua l 
behavior suggest s a  lac k o f appreciatio n fo r th e rol e playe d b y gende r 
power differences withi n relationships . 

There appears to be an important link between safer sex and communi -
cation, whic h ha s importan t bearin g o n secondar y prevention . HIV -
positive person s havin g unprotecte d se x wit h partner s a t ris k fo r HI V 
transmission ofte n relat e discomfor t i n discussin g HI V wit h other s 
(Wenger e t al. , 1994) - Sexua l partner s ar e ofte n unawar e o f th e othe r 
person's HIV infectio n (Marks , Richardson, &  Maldonado, 1991 ; Wenger 
et al. , 1994)- Marks an d colleagues (1991 ) state that people who ar e HIV -
positive and who have sex have a social and legal responsibility to disclos e 
their infectio n t o thei r partners , o r els e ther e i s increase d potentia l fo r 
transmission an d infectin g others . I n on e study , HIV-infecte d wome n 
stated tha t ethica l responsibilit y an d concer n fo r partners ' healt h le d t o 
disclosure t o partner s an d tha t a  desir e fo r suppor t wa s th e reaso n fo r 
disclosing to family an d friends (Simon i e t al. , 1995). Cultural factors als o 
influence rate s o f disclosure ; th e sam e stud y found lowe r rate s o f disclo -
sure amon g Spanish-speakin g Latina s tha n amon g English-speakin g Lat -
inas, African Americans , an d Anglo Americans. Catani a e t al.  (1992) , in a 
study o f 1,22 9 Sa n Francisc o households , foun d a  correlatio n betwee n 
sexual communication an d condom use across gender an d sexua l orienta -
tion and concluded that condom promotion programs should build sexual 
communication skills . Discussion o f safer se x by an HIV-infected perso n 
with a  partner was the stronges t predicto r o f consistent condo m us e in a 
study o f 35 1 adult s wit h hemophilia , supportin g th e conclusio n tha t 
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sexual communicatio n i s a  ke y facto r i n ris k reductio n (Parish , Man -
del, Thomas , &  Gomperts , 1989) . I n on e study , repeate d counselin g 
was show n t o lea d t o increase d disclosur e o f serostatu s t o partner s o f 
HIV-positive adults , an d perceive d socia l suppor t furthe r predicte d self -
disclosure (Perr y e t al. , 1994) . However , on e thir d o f th e sexuall y activ e 
subjects stil l di d no t disclos e thei r HI V infectio n t o an y curren t se x 
partner afte r counseling , althoug h ver y fe w reporte d unsaf e sex . Thus , 
self-disclosure an d safer sex may be related in some cases, but not necessar -
ily in all. 

My Clinical  Work 
At Huntingto n Hospita l Hemophili a Cente r i n Pasadena , California , m y 
work a s a psychologist ha s involved clinica l practice an d clinica l interven -
tion researc h i n secondar y preventio n o f HI V transmission . Th e patien t 
population comprise s people with hemophili a an d related bleedin g disor -
ders, mos t o f whom ar e followed o n a  lifelong regula r basi s fo r compre -
hensive medica l an d psychosocia l car e b y hemophili a treatmen t centers . 
Hemophilia i s a  geneti c blood-clottin g disorde r affectin g al l racial , cul -
tural, an d socioeconomi c group s an d thu s creatin g a  communit y other -
wise representative o f the general population . 

By th e mid-1980 s i t becam e clea r tha t th e agen t causin g AID S wa s 
linked t o bloo d an d tha t peopl e wit h hemophili a wer e infecte d i n larg e 
numbers. Approximately 70 percent of people with hemophilia, includin g 
90 percen t o f sever e facto r VII I deficiency , th e mos t commo n typ e o f 
hemophilia, wer e infected befor e th e pooled bloo d produc t use d i n thei r 
treatment coul d b e produce d safel y (Gomperts , 1990) . I n 198 6 th e U.S . 
Maternal an d Chil d Healt h Burea u an d th e Center s fo r Diseas e Contro l 
stepped i n with programmin g an d fundin g t o provid e psychosocia l sup -
port an d risk reduction, spurre d o n b y the potentia l fo r a  second wave o f 
the epidemic that would involve sexual partners and their newborns. Even 
before thi s point , however , hemophili a treatmen t center s ha d begu n t o 
encourage safe r se x practice s amon g thei r patient s (Mason , Olson , & 
Parish, 1988). 

At Huntingto n Hospita l Hemophili a Center , a  risk-reduction clinica l 
model was developed that would provide a  separate risk-reduction sessio n 
for patients during their annual comprehensive evaluations , in addition t o 
social work , nursing , an d physicia n meetings , t o whic h partner s ar e in -
vited as well. As part of the risk-reduction services , we offer fre e confiden -
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rial or anonymou s testin g fo r partners ; free condom s an d safe r se x litera-
ture; counselin g fo r adolescent s a s a  fran k an d routin e par t o f thei r 
medical care; and separate counseling for partners or for parents of adoles-
cents, a s requested. Th e risk-reductio n session s fo r childre n ar e designe d 
to mak e i t comfortable t o addres s an y questions abou t HIV , hemophilia , 
or sexualit y an d t o promot e communicatio n skill s an d self-estee m a s a 
foundation fo r late r dealing with safe r sex . 

Our cente r i s als o participatin g a s a  sit e fo r th e adul t Hemophili a 
Behavioral Interventio n Evaluatio n Project , i n collaboratio n wit h th e 
Centers fo r Diseas e Contro l an d Preventio n an d fiv e othe r nationa l sites . 
This projec t involve s developin g an d pilotin g a n individualize d interven -
tion to reduce HIV transmissio n betwee n men with HIV an d hemophili a 
and thei r femal e partners . Th e interventio n make s us e o f a  stage-base d 
behavioral approach , develope d fro m th e Transtheoretica l Mode l o f Be -
havior Chang e (Prochaska , DiClemente , &  No r cross, 1992) , i n whic h 
sexual behavior change is conceptualized a s a process through stages , each 
approached with differen t strategies . The intervention tha t was develope d 
for thi s projec t i s designe d t o enhanc e communicatio n skill s an d wa s 
offered t o participants either individually or in group retrea t settings . The 
interventions wer e ver y wel l receive d b y participants , an d component s 
of thi s stage-based , communicatio n skill s approac h ma y b e valuabl e i n 
secondary prevention with othe r populations , as well. 

Several tenet s emerg e a s importan t i n HI V transmissio n preventio n 
counseling fo r peopl e wh o ar e HIV-infecte d an d thei r sexua l partners . 
First is the belief that people with HIV, like anyone else, need and deserve 
to hav e closeness , caring , an d connectednes s i n thei r lives . I t i s norma l 
and health y t o see k sexua l expressio n an d intimacy . Becomin g sexuall y 
involved whe n a n individua l ha s HI V does , however , rais e som e uniqu e 
issues. These issues include disclosing HIV statu s to a  partner, communi -
cating feelings an d concern s abou t sexuality , and negotiating an d makin g 
decisions about having safe and healthy sex. Effective HI V safer-se x coun -
seling, then, is best delivered in a  trusting relationship , in which informa -
tion abou t reducin g th e ris k o f transmissio n i s offere d thoroughl y an d 
sensitively and with respec t fo r th e needs , problems, an d cultura l contex t 
of th e individua l o r coupl e bein g counseled . Safer-se x counselin g i s bes t 
offered i n th e contex t o f supportin g peopl e i n dealin g wit h HIV , an d 
with lif e i n general , i n a  broad , whole-perso n perspective . I t deal s wit h 
both sexualit y an d loss . I t require s tha t th e counselo r b e self-awar e o f 
values, beliefs, and feelings elicited by the work, especially about sexuality , 
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illness, an d death , an d b e willin g t o dea l wit h thes e honesd y an d t o ge t 
help when needed . 

Barriers to Effective Secondary Prevention 

The barrier s t o effectiv e secondar y preventio n o f HI V transmissio n ar e 
many bu t fal l int o categories : thos e arisin g fro m th e HIV-infecte d per -
sons, fro m th e partners , fro m th e culture/socia l system , an d fro m th e 
counselor o r agency . The cas e study abou t Joh n an d Susa n a t the begin -
ning of the chapter demonstrates a  few of the barriers . 

• On e barrie r i s a sense o f unfairness . Joh n an d Susa n ha d alread y 
been face d wit h on e illnes s an d ha d manage d tha t one , and the y 
had take n othe r measure s t o avoi d pregnanc y —a vasectom y — 
and figured  tha t the y wouldn' t hav e t o dea l wit h birt h contro l 
(i.e., condoms ) again . Fo r others , th e proble m i s tha t the y stil l 
wish t o hav e children , an d thei r goal s fo r safet y an d pregnanc y 
conflict; actually , in the first  years of safer-sex recommendations , 
the birt h rat e amon g peopl e wit h hemophili a increased . Thes e 
issues involv e losse s an d resentment s that , unresolved , stan d i n 
the way of making healthy behavioral choices and changes . 

• Joh n an d Susa n ha d neve r use d condom s before , havin g relie d 
on birt h contro l pill s an d th e diaphragm , a s di d mos t o f thei r 
contemporaries, s o condo m us e presente d a  furthe r barrier , th e 
need t o lear n a  new behavior . Thei r negativ e feelings abou t con -
doms an d their failure t o keep them alway s available stood i n th e 
way o f usin g the m al l th e time . I t i s ofte n th e cas e tha t us e o f 
alcohol or drugs reduces the likelihood o f condom use , too. 

• A t first,  John' s docto r was reluctant t o hav e him teste d fo r HIV , 
because he felt that it would upset him beyond his coping abilities 
and becaus e ther e wa s n o treatmen t t o offer . Year s later , thi s 
reluctance i s les s common , bu t man y HIV-infecte d peopl e sa y 
that they began to practice safer sex consistendy only after receiv -
ing thei r tes t results . Thus , an y barrie r t o testin g — attitudes, 
fears, stigma , o r practica l matter s o f cost , access , or confidential -
ity — has the potential to impede safe r sex . 

• Lac k o f accurat e information , o r misinformation , represent s an -
other barrie r t o secondar y prevention . Joh n an d Susa n ha d bot h 
been given inaccurate information fro m la y and professional peo -
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pie, givin g the m a  fals e sens e o f securit y abou t havin g unpro -
tected sex. 

• Joh n and Susan's decision not to disclose John's HIV infection t o 
family and friends lef t them isolated and growing apart from eac h 
other. Man y peopl e mak e th e decisio n t o kee p HI V a  secre t 
because the y fea r rejectio n an d discrimination , havin g hear d o f 
people forced ou t of school or work or burned out of their house. 
Not onl y does secrec y cut peopl e of f fro m receivin g the suppor t 
of others; i t impedes a  self-acceptance tha t i s a critical part o f th e 
process o f behavior chang e an d the decisio n t o protec t a  partner 
or oneself . 

• Sometimes , partner s kno w littl e o r nothin g abou t th e ris k the y 
face, an d not bein g able to talk with a  partner direcd y is a barrier 
for th e counselor . Whe n th e partne r i s no t informed , h e o r sh e 
cannot shar e the responsibilit y fo r safe r sex . Other times , a  part -
ner knows o f the HIV infectio n bu t takes the position tha t "i f he 
goes, I  migh t a s well go, too," something o f a  Romeo an d Julie t 
theme. Suc h situations sugges t a n overuse o f denial. At the sam e 
time, i t i s importan t t o not e tha t denia l i s ofte n encourage d 
and reinforced amon g people dealing with chroni c disease : Suc h 
behavior i s seen a s brave o r stoic . I t shouldn' t b e surprising tha t 
denial i s s o widel y employed , especiall y b y peopl e wit h lifelon g 
chronic illness, such as hemophilia. 

• Som e messages about safer sex conflict with some religions, social 
behavior i n som e groups , an d values  hel d b y peopl e o f variou s 
ages, races, or politica l beliefs . The relative lack of power held by 
women i n many relationships stand s in the way of their assertin g 
their right to refuse unsaf e se x or to insis t on condoms . 

• Se x is considered a  highly private , sensitive area of most people' s 
lives, an d reaction s t o discussion s o f safe r se x ma y rang e fro m 
being uncomfortabl e t o bein g insulte d t o bein g completel y un -
willing t o discus s th e subjec t wit h a  counselo r o r an y healt h 
care provider . Professional s themselve s ma y fee l embarrassed , 
unskilled, o r intrusiv e abou t openin g u p sexua l issue s an d ma y 
avoid th e topi c o r communicat e thei r wis h t o en d th e conversa -
tion quickly . 

• Illnes s symptom s ca n ge t i n th e wa y o f secondar y prevention . 
Dementia, fatigue , distorted thinking, reduced capacity to reaso n 
or problem-solve , an d suspicio n ca n manifes t wit h HIV/AIDS , 
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and eac h o f thes e problem s make s i t difficul t fo r a  perso n t o 
understand, decide , mak e changes , an d trust . Peopl e wit h HI V 
infection an d thei r partner s experienc e behaviora l an d physica l 
barriers to using condoms: discomfort , los s of sensation, outrigh t 
dislike, los s o f spontaneity , an d allergi c sensitivit y t o late x o r 
lubricants. O n a  mor e subtl e plane , client s tel l u s tha t talkin g 
about an d practicin g safe r se x ca n serv e a s painfu l reminder s o f 
the disease , thereby taking away a sense of pleasure an d intimac y 
in sex , o r lea d t o negativ e emotiona l reaction s i n one' s partner , 
creating powerfu l emotiona l barrier s (Parish , Cotton , Huszti , & 
Parsons, 1993). 

Tools for Clinical  Practice 

The followin g ar e importan t point s t o conside r i n risk-reductio n coun -
seling: 

• Risk-reduction  sessions  must  be  tailored  to  the  client  and  carefully 
planned from a  menu of  topics, and  they  should include a risk-reduc-
tion plan. 

The following topic s are typically covered during a  risk-reduc-
tion session . Not al l topics ar e relevan t fo r eac h person, an d no t 
all ar e covere d eac h time . Also , th e orde r o f presentatio n wil l 
vary. The counselor can make an attempt to assess which of these 
are important fo r the patient and the situation and focus on thes e 
topics first . 

— Sexual history. The meaning o f sexuality in the person's lif e i s 
explored, a s well as sexual activity in the past year and before . 
Changes in sexual behavior, interest, and attitudes are assessed. 
Beyond thes e basics , i t i s als o importan t t o as k abou t ho w 
illness an d disabilit y affec t sexualit y an d sexua l self-imag e fo r 
the patient an d the partner, keeping in mind tha t sexual devel-
opment continue s throug h th e lifespan , no t onl y i n adoles -
cence. 

— Update o f curren t informatio n abou t reducin g th e ris k o f 
sexual transmission. Us e an d efficac y o f condoms i s reviewed . 
Condom breakag e or other problems are assessed, and sugges-
tions ar e discusse d t o addres s these . Choic e o f condo m type / 
brands, other contraceptives , female condoms , and allergies o r 
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sensitivities ar e discussed . Informatio n abou t othe r STD s an d 
protection from an d treatment fo r these is presented. 

— Deciding on a  risk-reduction plan . In this area , the health car e 
provider cover s variou s sexua l practice s an d ho w t o evaluat e 
risks an d protec t agains t transmission . Th e discussio n als o 
includes a n exploratio n o f communicatio n an d negotiatio n 
with the sexual partner an d elicits issues and concerns or prob-
lems in talking about and practicing safer sex with that partner . 
The counselo r ca n sugges t strategie s t o suppor t behavio r 
change and to avoi d "relapse55 to unsafe sexua l behavior . 

— Building and enhancing a  safer-sex repertoire . Sexua l practices 
other tha n penetrativ e intercours e ca n b e explored , evaluatin g 
risk i n eac h case . The ide a i s t o promot e thinkin g abou t an d 
experiencing sex and intimacy creatively. For those clients who 
no longe r hav e sex , o r wh o hav e i t les s often tha n the y wish , 
discussion ma y b e opene d abou t an y desir e t o restor e sexua l 
activity an d t o increas e intimac y an d sexua l satisfactio n whil e 
still protecting one 5s partner from transmission . 

— Casual transmission . Equa l i n importance t o discussio n abou t 
how HI V i s transmitte d i s discussio n abou t ho w i t i s no t 
transmitted. I t i s importan t t o explor e fo r myth s an d unsub -
stantiated concern s tha t ar e hamperin g a n individual' s behav -
ior toward s others , participation i n routin e activities , o r posi -
tive self-image . A t th e sam e time , routin e househol d bloo d 
safety precautions an d feelings an d behaviors about these prac-
tices are reviewed . 

— Relationships wit h partners . Thi s are a include s a  broader dis -
cussion abou t need s fo r intimac y an d ho w t o mee t them . 
Single patient s ma y want t o tal k abou t thei r concern s regard -
ing dating , gettin g involved , an d copin g wit h loneliness , an d 
patients wit h partner s ma y hav e concern s abou t relationshi p 
satisfaction an d maintaining intimacy in a healthy relationship . 

— Partner testing. The importance an d purpose o f repeated HI V 
testing fo r partner s i s presented. I t i s also importan t t o cove r 
the meanin g o f tes t result s an d an y difficultie s o r barrier s t o 
testing, ranging from acces s to attitudes . Former partner s ma y 
need t o b e notified abou t thei r possible risk , and patients ma y 
need assistance in getting word to them and encouraging the m 
to be tested . 
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— Communicating wit h th e partner . Here , th e patient' s experi -
ence i n talkin g wit h a  partne r abou t safe r se x an d hi s o r he r 
ability t o d o s o i s assessed . Thi s lan d o f communicatio n in -
volves an open sharing of needs, feelings, and problems. Com -
munication skills , including problem-solving an d assertivenes s 
skills, can be taught and encouraged. Fo r those people withou t 
partners, th e mos t essentia l communicatio n tas k i s the disclo -
sure o f one' s HI V statu s t o a  ne w partner . Thi s disclosur e 
can b e discussed , planned , an d practice d wit h a  supportiv e 
provider. 

— Communicating wit h others . Closel y tied  t o communicatio n 
with partner s ar e issues abou t disclosin g HIV statu s to famil y 
members an d t o suppor t systems , alon g wit h concern s abou t 
discrimination, stigma , an d rejection . Fo r thos e patient s wit h 
children, ther e i s a  uniqu e nee d t o determin e if , when , an d 
how to talk with them abou t a  parent's HIV disease . 

— Having children . Th e desir e t o hav e children , th e decision s 
that are facing couples , and the feelings involve d are discussed. 
Risks o f transmissio n t o mothe r an d offsprin g ar e presented , 
and options (includin g donor insemination, adoption, involve-
ment wit h th e childre n o f others , an d method s t o reduc e ris k 
in conceiving) an d the pros and cons of each are explored. Fo r 
those wh o hav e pu t asid e plan s t o hav e children , suppor t i s 
offered fo r dealin g with feeling s abou t no t havin g one' s ow n 
children. 

— Coping. Th e patient' s overal l well-being , abilit y t o functio n 
emotionally an d socially , an d abilit y t o cop e with hemophili a 
and HI V withi n hi s o r he r lif e circumstance s ar e assessed . 
Coping strategie s an d mechanism s tha t wor k o r backfir e ar e 
explored, an d togethe r th e patien t an d healt h car e provide r 
problem-solve fo r response s t o som e o f th e challenges . Thi s 
area i s closely tied t o safe r sex , as a  person's abilit y to cop e i n 
general wit h lif e demand s highl y influence s hi s o r he r abilit y 
to maintain relationships an d safer-sex practices . 

— Loss and grieving . The patien t with HI V face s multipl e losses 
in functioning , opportunities , dreams , an d intentions , a s well 
as i n physica l healt h an d anticipate d lif e span , an d th e coun -
selor need s t o becom e awar e o f an d t o acknowledg e thes e 
losses. Assistanc e i s offere d i n understandin g an d addressin g 
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the need s o f othe r famil y members . Suppor t i s offere d fo r 
grieving what i s lost in relationships an d sexuality, in particu-
lar, a s an essentia l ste p befor e a  person ca n move o n t o liv e 
fully within the limits imposed by HIV infection. 

• To  be effective in secondary prevention, the counselor is advised to begin 
with the client's agenda. 

Although yo u may want t o move int o talkin g abou t safe r sex 
right away , thi s ma y not b e wher e th e client' s attentio n i s di-
rected. Sinc e the focus o f these interventions i s on relationships , 
it is important to establish one with the client that communicate s 
respect and interest in the client5s needs and issues. 

• Keep  a broad perspective. 
Sex, an d safe r sex , are integra l part s o f a  person' s life , con -

nected t o need s an d relationships i n more genera l term s — inti-
macy an d loneliness , physica l an d emotiona l well-being , self -
image and self-esteem, persona l strength, child-bearing, and hope 
for the future. 

• Deal  with coping with HIV as  well. 
HIV an d safe r se x ar e fairl y inseparable . Eac h serve s a s a 

reminder t o the person o f the other . Learnin g t o live with HIV 
helps make safer sex possible. It's about multiple losses: As more 
and mor e aspects , capabilities , an d dreams ar e lost, th e sense of 
loss ca n b e overwhelming , an d havin g t o giv e u p freedo m i n 
expressing sexuality can feel like the last, impossible straw . 

• Deal  with grief. 
All the multiple losses add up to having one's usual life die off, 

one or a few pieces at a time. In sexuality, there is grief over what 
is no longer safel y o r physically possible : se x without condoms , 
sex wit h healt h an d vigor, se x without fatigu e an d pain, se x to 
conceive a child. To resolve these losses, it is necessary to mourn, 
to fee l sorro w an d other grievin g feelings , befor e a  person can 
move on and look to live life and experience sexuality or intimacy 
differently. (Se e chapter 5.) 

• Address  fears. 
It i s important t o discuss fears , founde d o r not. Some peopl e 

are so afraid o f transmitting the virus that the y avoid even casua l 
contact with others . Clearly , they need a  different messag e fro m 
those wh o don' t appea r t o car e abou t unprotecte d sex . Singl e 
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people wit h HI V infectio n ma y fea r gettin g involve d an d bein g 
rejected. Onc e i n a  relationship, som e individual s fea r becomin g 
dependent o n a  partne r o r carin g s o muc h tha t dyin g i s mad e 
more painful . Fear s abou t gettin g sic k and dyin g ge t involved i n 
sexual behavior , alon g wit h fea r tha t thos e event s wil l adversel y 
affect th e peopl e fo r who m the y care . I n workin g throug h a 
person's fears , listening with empathy an d concern i s much mor e 
helpful tha n advic e an d halfhearte d solutions . Counselin g ca n 
provide a  precious opportunit y t o talk , t o b e acknowledged , t o 
be listene d to , abou t th e mos t tabo o issue s i n ou r cultur e — sex 
and death . 

• Talk  about disclosure ofHIVserostatus to  partners and others. 
Disclosure o f one' s HI V infectio n ca n mar k th e beginnin g o f 

working togethe r o n ris k reduction, bu t i t i s fraught wit h ris k o f 
rejection. As a relationship grows , disclosure become s eve r mor e 
difficult, especiall y i f sex , eve n protected , ha s occurre d withou t 
the partner's being aware that he or she faces HIV risk . Exploring 
the options, working on different way s of presenting the informa -
tion, an d practicin g wit h a  counselo r an d feelin g supporte d i n 
taking o n a  difficul t tas k ca n hel p a  client sor t ou t th e pro s an d 
cons of disclosing. 

• Consider  facilitating networking  or group support. 
It i s believe d tha t peopl e wh o hav e socia l suppor t ar e mor e 

likely t o maintai n safe r se x behavior , perhap s mediate d b y in -
creased self-esteem. HI V i s a tremendously isolating disease, and 
even afte r committin g t o practic e safe r sex , HIV-infected peopl e 
may nee d socia l suppor t t o hel p maintai n th e ne w behavior . 
Support group s an d retreat s fo r peopl e wit h HI V an d eve n 
newsletters an d Interne t chat s can provide a n importan t sens e o f 
connection. 

• Encourage  empathy, sexual assertiveness, and communication  skills. 
For people with HI V infection , th e motive fo r HlV-transmis -

sion prevention ha s to b e altruistic , rather tha n self-protectiv e o r 
overtly self-beneficial . Explorin g question s suc h as , "How woul d 
you fee l i f someon e wer e carryin g a n infectio n tha t coul d b e 
devastating t o you an d didn' t tel l you?" and role-playin g the rol e 
of a  partne r ar e possibl e mean s o f facilitatin g a n altruisti c re -
sponse. For HIV-infected individual s as well as their partners, the 
ability to say no to unsafe se x and to communicate what they can 
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feel comfortabl e wit h ar e importan t communicatio n skill s that a 
counselor can help develop. 

• Individualize  the  intervention,  taking  into  consideration  the  person's 
readiness to change. 

For peopl e wh o ar e no t ye t read y t o mak e a  chang e t o safe r 
sex, raisin g thei r consciousnes s abou t th e importanc e o f protec -
tion an d explorin g with the m th e pros an d con s o f safer se x will 
likely prov e helpful . Fo r peopl e wh o hav e bee n usin g condom s 
faithfully fo r month s o r years bu t wh o don' t wan t t o ris k relaps-
ing, however , thes e approache s wil l likely hold littl e value , com -
pared t o evaluatin g interpersona l an d intrapersona l mechanism s 
to make maintenance o f the behavior easier . 

• Welcome  further questions;  admit  what  you don't  know;  develop re-
sources to get answers  for clients. 

It i s o f n o hel p t o client s t o giv e informatio n abou t whic h 
you're unsure , especiall y when th e consequence s o f misinforma -
tion ca n b e s o serious . I t i s a  bette r ide a t o wor k har d t o lear n 
and keep up with developments and to be honest about what you 
don't kno w an d the n offe r t o ge t answer s an d ge t bac k t o th e 
client. Ther e ar e many resource s fo r up-to-dat e information , in -
cluding AID S projects , th e Nationa l AID S Clearinghouse , th e 
Centers fo r Diseas e Control , newsletters , an d researchers , an d 
every counselor can develop the resources needed to get informa -
tion (se e appendix B). 

Many time s a s a counselor doin g secondar y prevention work , 
you ca n b e lef t feelin g tha t ther e i s muc h mor e t o cover , mor e 
that need s t o b e imparted , mor e tha t need s t o b e changed . I f s 
far bette r t o create or buil d on a  good working relationship wit h 
a clien t wh o wil l b e willin g t o return , however , tha n t o over -
whelm o r fai l t o establis h adequat e rappor t wit h th e clien t an d 
never have another chanc e to talk . Sometimes , i t i s possible onl y 
to plant a  seed, to lay a groundwork fo r th e next step. 

To follow thes e recommendations fo r secondar y prevention, th e coun -
selor mus t wor k a t self-awarenes s an d th e processin g o f feelings , reac -
tions, an d value s tha t ar e regularl y churne d u p i n thi s work . Sh e o r h e 
must work to enhance and expand communication, relating , and counsel -
ing skills , to reac h ou t creativel y t o varie d peopl e wit h man y needs , an d 
to be nonjudgmental an d empathic. Finally, the counselor should consider 
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the impac t sh e o r h e ca n hav e no t onl y o n a n individua l bu t o n a  partner , 
a couple , a  family , a  network , a  community , a s wel l a s o n societ y an d 
on institutiona l an d governmenta l entities , i n facilitatin g understanding , 
sensitivity, an d change s tha t creat e a  supportive climat e fo r th e preventio n 
of furthe r H I V transmission . 
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9 I  Psychoeducational Grou p Work 
for Person s with AIDS 
Dementia Comple x 

Michele Killough Nelson 

In the early 1980s, a number o f neurological manifestation s o f 
HIV wer e noted , mos t commonl y a  decline i n cognitiv e an d behaviora l 
functioning. I t is now widely recognized tha t most HIV-infected individ -
uals hav e a t leas t mil d neurobehaviora l change s tha t ar e relate d t o th e 
virus (Koralni k e t al. , 1990) , but th e prevalenc e rate s o f AIDS Dementi a 
Complex (ADC ) var y fro m 6  t o 3 0 percen t (Da y e t al. , 1992 ; Janssen , 
Nwanyanwu, Selik , &  Stehr-Green , 1992 ; Maj e t al. , 1994 ; McArthur e t 
al., 1993). 

ADC i s characterize d b y a  gradua l declin e i n cognitiv e functionin g 
with specific deficits in the integration of motor functioning, information -
processing speed, attention and concentration, memory, an d affective an d 
social functionin g (Heato n e t al. , 1995) . ADC cause s significant  decline s 
in socia l an d occupationa l functionin g an d i s similar t o othe r subcortica l 
dementias (e.g. , Huntington's disease ) tha t affec t th e white matte r o f th e 
brain, which lies below the grey matter . 

Clients ma y not alway s b e aware o f thei r decline , an d i t may co-occu r 
with other psychiatric disorders, making diagnosis more difficult . Whe n a 
client i s aware o f some cognitiv e difficulties , h e o r sh e may typically say , 
"I forge t thing s tha t use d t o b e eas y fo r m e t o remember , lik e wha t I 
wanted t o ge t a t th e store , an d I  ge t los t whe n I  tr y t o follo w conversa -

137 
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tions." Later i n the decline , a  person with ADC ma y have slowed speec h 
and though t processes , difficult y concentratin g o n an d finishing  tasks , 
trouble makin g goo d decisions , confusion , an d decrease d insigh t regard -
ing the deficits . 

ADC i s an AIDS-defining illnes s and generally occurs in the late stages 
of the disease. Before combination therapies and viral load testing, median 
survival tim e afte r th e diagnosi s o f AD C ha s bee n approximatel y 6 
months (Da y e t al. , 1992 ; McArthur e t al. , 1993 ; Navia, Cho , Petito , & 
Price, 1986). 

Clinically, the diagnosis of ADC i s often mor e emotionally difficul t fo r 
clients t o accep t tha n i s th e diagnosi s o f othe r AIDS-relate d illnesses . 
Many HIV-infecte d peopl e expec t a  declin e i n thei r physica l healt h bu t 
not i n thei r cognitiv e functioning . Dementi a i s als o unexpecte d becaus e 
most client s ar e relativel y young . Ther e ar e profoun d implication s fo r 
self-esteem, self-care , an d lega l issues (e.g. , competency t o execut e a  will, 
ability to operate motor vehicles). Finally, there are few treatment option s 
for client s with ADC, and clinica l improvement i s not usually maintaine d 
for lon g periods of time since ADC i s progressive (Reinvang , Froland , & 
Skripeland, 1991 ; Sidtis, Gatsonis, Price, & Singer, 1993). 

My Clinical  Work 
In my practice as a clinical psychologist at the Medical College of Virginia, 
I wa s struck b y the broad psychologica l an d socia l ramifications o f ADC. 
Clients ha d strong , negativ e reaction s t o th e diagnosi s o f AD C or , i n 
some cases , did not recogniz e the decline in their function an d refused t o 
accept tha t ther e had bee n an y changes. Most wer e referred afte r the y o r 
their healt h car e worker s notice d change s i n th e clients 3 cognitive func -
tion. Fo r those client s who were stil l trying to function independend y o r 
with minima l assistanc e an d wh o recognize d thei r decline , I  becam e 
aware o f the profound helplessnes s the y felt . The y did no t kno w ho w t o 
compensate fo r thei r deficit s an d often fel t depressed , isolated , alone , an d 
defective. I  als o receive d frequen t phon e call s fro m member s o f thes e 
clients' suppor t systems , wh o wer e concerne d ove r thei r love d ones 5 

continued decline . The y wer e eage r t o kno w wha t coul d b e don e t o 
stabilize o r improv e th e clients 5 functioning . Initially , I  worke d wit h 
clients wit h AD C i n individua l psychotherap y an d trie d t o hel p the m 
process their feelings abou t their situation and generate new coping strate-
gies, but this approach was not helpful fo r mos t people . 
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After I  spok e wit h a  numbe r o f client s wit h AD C abou t wha t the y 
wanted, i t becam e clea r tha t a  group forma t wa s preferable t o individua l 
psychotherapy to help clients feel supporte d an d less alone (Yalom , 1995). 
It was also clear, however, that clients wanted to learn compensatory skills 
to minimize the deficits they had secondary to ADC. 

As a  firs t step , I  reviewe d th e literatur e o n cognitiv e retrainin g an d 
rehabilitation. I  found tha t most of the literature pertained to people with 
traumatic brai n injurie s an d strokes ; ther e wa s n o bod y o f literatur e o n 
cognitive retrainin g fo r HIV-infecte d persons , largel y becaus e AD C i s a 
relatively ne w diagnosi s an d littl e researc h ha s bee n conducte d beyon d 
defining th e pathogenesi s o f th e infectio n an d clinica l manifestation s o f 
the disorder. In addition , most of the literature focused o n helping people 
regain employment, which is generally not possible or desirable for peopl e 
in th e lat e stage s o f AIDS . I t becam e clea r tha t a  ne w approac h wa s 
needed, one that borrowed from othe r fields bu t incorporated th e uniqu e 
challenges posed by ADC and AIDS. 

A secon d ste p involve d neuropsychologica l testin g o f person s wh o 
wished t o participat e i n th e group . The y wer e administere d a  serie s o f 
tests tha t include d subtest s fro m th e Wechsle r Adul t Intelligenc e Scale -
Revised (WAIS-R ; Wechsler , 1981) , Logica l an d Figura l Memor y wit h 
delayed recal l from th e Wechsle r Memory Scal e (WMS ; Wechsler , 1945) , 
Trail Makin g Test s A  an d B  (Reitan , 1979) , Californi a Verba l Learnin g 
Test (Delis , Kramer , Kaplan , &  Ober , 1987) , Incidenta l Recal l fo r Digi t 
Symbol fro m th e WAIS-R , th e Purdu e Pegboar d Tes t (Tiffin , 1968) , an d 
the Benton Controlle d Ora l Word Association Tes t (Bento n &  Hamsher , 
1983). Most o f the tests we give have age, education, and gender-correcte d 
norms, makin g i t possibl e t o com e u p wit h meaningfu l result s tha t hel p 
us decide whether o r no t th e clien t ha s had a  decline. Result s fro m thes e 
tests gave us a  picture o f our clients ' specific area s o f difficulty , includin g 
problems wit h short-ter m memory , learnin g ne w information , complet -
ing tasks quickly an d efficiendy , concentrating , an d functioning indepen -
dentiy. Th e test s ar e ofte n emotionall y difficul t fo r client s becaus e the y 
are made aware of their deficits b y their inability accurately and quickly to 
answer question s o r complet e task s tha t woul d hav e bee n eas y for the m 
in th e past . Obviously , althoug h th e informatio n gaine d fro m thes e test s 
is important , clinician s mus t b e sensitiv e t o thei r clients ' feelings durin g 
the assessment and must help their clients maintain thei r dignity . 
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Designing the Group 
The therapy group was designed with three goals in mind : 

i. Issues  speeifie to ADC and  AIDS needed  to be considered. 
Unlike mos t group s designe d t o hel p peopl e improv e thei r cognitiv e 

and emotiona l functioning , thi s grou p comprise s peopl e wit h a  termina l 
illness and a  median life expectancy of six months. This basic fact makes i t 
clear that th e group need s t o b e brie f and focused . I t i s also likely that a t 
least one group member wil l become seriously il l or die during the course 
of the group, so this needs to be anticipated . 

Assurances o f confidentialit y wil l b e necessar y t o recrui t client s an d 
help the m t o ris k exposin g thei r area s o f deficit s t o others . Many peopl e 
do no t wan t other s t o kno w abou t thei r HI V statu s bu t ar e eve n mor e 
anxious abou t th e discovery o f cognitive decline . Talking about confiden -
tiality with eac h client before h e or she enters the group an d restating th e 
policy at the beginning of each session will help clients feel more comfort -
able. Also, it may be beneficia l t o tal k openly abou t clients ' strengths an d 
weaknesses a s revealed b y thei r neuropsychologica l tes t data . Som e peo -
ple, fo r example , ma y hav e averag e verba l memor y bu t impaire d visua l 
memory. I f visua l memor y technique s ar e discussed , the n thos e wh o 
could benefi t mos t shoul d b e encourage d t o pa y clos e attention . I t wil l 
therefore b e helpful t o le t clients know that some of their tes t results may 
be shared with the group a s appropriate . 

ADC i s progressive, so maintenance o f cognitive functioning ma y be a 
more realisti c goa l tha n improvement , whic h i s th e traditiona l goa l o f 
cognitive retraining. It is important to help clients set appropriate expecta -
tions and not believe that the group will fix their problems. I t may also be 
difficult t o convinc e other s tha t thi s i s a  reasonabl e for m o f treatmen t 
because muc h o f th e focu s i s o n improvin g qualit y o f lif e rathe r tha n 
making significant , permanen t changes . In fact , Auerbach an d Jann (1989 ) 
discuss th e curren t financial  pressure s associate d wit h healt h car e an d 
suggest tha t th e cost-effectivenes s o f rehabilitatio n fo r client s wit h HI V 
may be questioned . 

Unfortunately, no t al l client s wit h AD C wh o wan t t o atten d wil l b e 
appropriate fo r th e group. Appropriate client s will have to be cognitively , 
psychologically, an d physicall y stron g enoug h t o participat e i n a  psycho-
educational group . W e normall y exclud e person s wit h a  majo r menta l 
illness, such as schizophrenia, o r a problematic personality disorder. There 
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may also be problems i f clients have remarkably differen t level s o f cogni -
tive functioning , althoug h som e variation s ma y b e helpfu l t o stimulat e 
discussion. Obviously , clients with severe ADC will not b e able to partici -
pate i n o r gai n muc h fro m th e group , eve n i f the y wan t t o come , an d 
those with mil d ADC ma y be saddened an d scared b y seeing others wit h 
more advanced ADC. 

Finally, fo r grou p leaders , man y feeling s o f frustration , helplessness , 
and sadnes s ma y b e evoked b y this population . Client s wit h ADC repre -
sent a  subset o f th e AID S population , an d som e o f th e problem s pose d 
by this group ma y seem amplified . Som e client s with ADC, fo r example , 
may continu e t o engag e i n activities  suc h a s dru g us e o r prostitution , 
which i s frustrating enoug h for healt h care professionals an d therapist s t o 
contend wit h whe n th e clien t i s healthy , le t alon e cognitivel y impaired . 
Others ma y hav e famil y member s o r significant  other s wh o refus e t o 
admit tha t th e clien t ha s declined . Ther e ma y b e externa l pressure s o n 
clients t o continu e driving , carin g fo r children , o r managin g finances , 
even whe n thes e activities  ar e clearl y beyon d thei r abilities . I n contrast , 
some families an d friends ma y infantilize the m an d inappropriately tr y t o 
take away responsibilities. Finally, many persons with AIDS and ADC ar e 
homeless or live in suboptimal situations . It may be clear that these clients 
could d o bette r i f they were i n othe r situations , bu t the y may have t o o r 
choose t o sta y i n thei r curren t ones . I t ca n b e sa d t o wor k wit h thes e 
clients, onl y t o watc h thei r continue d physica l an d cognitiv e decline , 
regardless of what the therapist does . These feelings nee d to be processed 
with othe r professional s t o reduc e th e possibilit y o f burnout . Usin g tw o 
group leaders is also strongly recommended . 

2. Cognitive  retraining principles  needed to be understood and applied  to 
meet the needs of persons with ADC. 

Cognitive retrainin g has been define d a s "those activitie s tha t improv e 
a brain-injured patient' s higher cerebra l functioning o r help the patient t o 
better understan d th e natur e o f thos e difficultie s whil e teachin g hi m o r 
her method s o f compensation " (Klonoff , O'Brien , Prigatano , &  Chia -
pello, 1989, 37). In retraining , a  series of interventions i s used to focus o n 
either improvin g th e are a o f defici t o r developin g ne w o r compensator y 
strategies. The literatur e suggest s thre e genera l method s o f remediation : 
direct remediation , indirec t remediatio n o r strateg y learning , an d com -
pensatory remediatio n o r externa l aid s (Glisk y &  Schacter , 1986 ; Tankle, 
1988). Domain-specific trainin g ha s als o bee n propose d b y some author s 
(Parente & Anderson-Parente, 1989). 
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Direct remediation requires first clearly defining the specific defici t are a 
and understanding the contributory factors . After th e problem i s defined , 
a strateg y (e.g. , rehearsal ) i s use d t o correc t th e cor e deficit . Direc t 
remediation i s not generally considered successfu l becaus e it assumes tha t 
a damage d are a ca n b e fixed  o r improve d b y practice , an d thi s ha s no t 
been supported i n the research (Glisk y & Schacter, 1986). 

Indirect remediation involves using unimpaired cognitive skills in place 
of impaired one s to reduce the negative consequences associate d with th e 
deficit. A s wit h direc t remediation , i t i s imperativ e t o understan d th e 
client's specifi c strength s an d weaknesse s i n orde r t o identif y relativel y 
intact areas . Unfortunately, indirec t strategie s have been difficul t t o teac h 
to brain-injure d patient s becaus e the y requir e elaborat e cognitiv e pro -
cessing an d are , therefore , no t practica l i n mos t situations . Verba l an d 
visual mnemonic strategies in particular have received significant attentio n 
in th e literature , bu t thei r benefit s ar e greates t fo r client s with onl y mil d 
deficits (Glisk y & Schacter, 1986). 

Compensatory remediatio n o r externa l aid s hav e bee n widel y use d 
with brain-injure d an d strok e patients . Thi s strateg y relie s o n creatin g 
external aids to reduce the consequences of the deficits (Glisk y & Schacter , 
1986; Milton, 1985) . Checklists, alar m watches , structure d environments , 
and dail y schedule s ar e example s o f frequenti y use d externa l aids . Ther e 
has bee n limite d researc h o n thei r effectiveness , bu t the y ar e generall y 
thought t o b e the mos t helpfu l strateg y (Tankle , 1988; Glisky & Schacter , 
1986). 

In additio n t o th e strategie s alread y mentioned , som e therapist s us e 
domain-specific training , whic h attempt s t o "matc h th e tas k demand s i n 
therapy t o thos e o f th e rea l world " (Parent e &  Anderson-Parente , 1989 , 
61). I n thi s method , peopl e ar e taugh t informatio n tha t i s direcdy perti -
nent t o thei r lives . Simulations o f situations tha t th e clien t will likely face 
are develope d s o tha t th e clien t ca n becom e competen t i n thos e specifi c 
areas (e.g. , taking medications) o r pieces of knowledge (e.g. , one's phon e 
number o r address) . Factor s tha t predic t a  good respons e includ e clien t 
motivation, abilit y t o contro l one' s behavio r an d impulses , premorbi d 
functioning, an d abilit y t o interac t wit h th e therapis t an d othe r client s 
(Klonoff, O'Brien , Prigatano , & Chiapello, 1989; Milton, 1985). 

Orr an d Pint o (1993 ) describe d thei r strategie s fo r dealin g with prob -
lems face d b y client s wit h AD C wh o wer e als o i n a  residentia l dru g 
treatment program . Thes e include d usin g externa l aids , encouragin g cli -
ents t o tak e whateve r tim e the y neede d t o expres s themselve s an d t o 
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complete tasks , makin g trave l plan s i n advanc e an d wit h supervision , 
encouraging participation in social activities, limiting distractors, breakin g 
down larg e task s int o smalle r ones , structurin g th e environment , an d 
educating others about ADC. 

For purpose s o f this group , I  combine d bot h th e remediatio n an d th e 
support strategie s discusse d earlie r t o accomplis h a  well-rounded grou p 
for clients . I  fel t tha t offerin g multipl e strategie s would increas e a  client5s 
chances o f finding  on e tha t was helpful , especiall y give n th e wide variet y 
of functional deficit s associate d with ADC. 

3. We  had to  create a forum for  clients  to discuss their  feelings about ADC 
and the  impact it has on their lives. 

As previously mentioned , person s with ADC frequentl y repor t feelin g 
alone, anxious , an d saddene d b y thei r declines . They discus s feelin g em -
barrassed i n socia l situations , bein g afrai d o f gettin g los t o r forgettin g 
friends5 names , and having a  new, poignan t understandin g o f their prog -
nosis. Given the significant cognitiv e decline and intense emotions experi -
enced by people with ADC, i t was decided to have a guided discussion o f 
clients5 feeling s tha t taugh t the m t o recogniz e thei r ow n pattern s o f 
distorted diinking , which increased their anxiety and depression . 

The Group 
Based on the three issues discussed in the previous section , it was decide d 
to have an eight-session psychoeducationa l grou p for patient s with ADC . 
Each session would las t fifty minutes an d would occu r onc e a  week. Thi s 
format was decided on because it allowed time to cover all of the necessary 
topics i n a  thorough wa y bu t di d no t appea r to o taxin g fo r mos t clients . 
Most peopl e wh o participate d wer e capabl e o f maintainin g reasonabl e 
levels of attention fo r fifty minutes, but eac h person was evaluated on th e 
basis of his or he r performanc e durin g th e initia l ADC assessmen t an d i n 
a screenin g intervie w fo r th e group . Thos e wh o wer e no t capabl e o f 
participating in fifty-minute  session s were invited to do individual remedi-
ation work that was much more focused . 

Anyone who had the diagnosi s o f ADC was invited to b e screened fo r 
the group , an d mos t referral s wer e mad e b y physicians , socia l workers , 
and nurses . All clients who wer e referre d wer e screene d fo r appropriate -
ness, includin g motivation , abilit y t o atten d regularl y (e.g. , transporta -
tion, child care, and physical problems were addressed), current substanc e 
abuse or other high-risk behaviors, and ability to participate appropriatel y 
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(e.g., n o patient s wit h sever e ADC) . Collaboratio n wit h clients 5 cas e 
managers an d health care workers was pursued when possibl e to facilitat e 
clients5 attendance and participation. All clients were asked for permissio n 
to shar e thei r tes t dat a i n grou p a s appropriate , an d al l were aske d wha t 
they wanted th e grou p leader s t o tel l othe r grou p member s i n th e even t 
of thei r absenc e du e t o illness . Th e issu e o f grou p confidentialit y wa s 
discussed in advanc e an d client s had to agre e to th e policy prior t o bein g 
accepted i n th e group . Th e screenin g intervie w wa s use d a s a  chanc e t o 
build rapport betwee n th e leaders and each group member . 

Following i s a description o f the content o f each of the sessions. 

Session i: Introduction  and  Checklists 

Clients an d grou p leader s introduce d themselve s an d gav e brie f de -
scriptions o f the effect s o f ADC o n thei r dail y lives. Clients were encour -
aged t o rais e issue s tha t ha d bee n especiall y difficul t fo r the m s o tha t 
others coul d shar e strategie s tha t ha d worked , fin d commonalities , an d 
get support . Issue s raise d mos t frequenti y include d goin g shoppin g bu t 
forgetting what was supposed to be purchased, forgetting people' s names, 
difficulty followin g conversations , an d bein g embarrasse d b y slowe d 
speech. Virtuall y al l clients reporte d tha t the y were avoidin g som e situa -
tions because of their anxiety. Most had also begun making long checklists 
in an effort t o organize themselves and reduce their stress . 

After workin g to establis h rappor t amon g grou p members , the leader s 
began discussin g ho w t o mak e bette r checklists . Thos e client s wh o ha d 
checklists wit h the m wer e encourage d t o shar e the m wit h th e group . 
Commonly identifie d problem s wer e th e length o f the checklist s an d th e 
lack o f orde r an d priorit y amon g th e items . A  sampl e checklis t wa s 
generated using items from th e clients ' lists. The coleaders suggeste d tha t 
the checklist be put on lined paper and broken into two categories : thing s 
that nee d t o b e don e toda y an d thing s tha t th e clien t woul d lik e t o ge t 
done soon . Th e "today " colum n wa s the n broke n int o thre e sections : 
morning, afternoon , an d evening . This structur e appeare d t o hel p client s 
prioritize th e items , an d mos t wer e abl e t o mak e reasonabl e decision s 
about which items should go in each category. All important thing s (e.g. , 
taking medications, paying bills, going to appointments ) wer e to be listed 
and checke d of f a s soon a s the activit y was completed . Apparenti y som e 
clients had problems rememberin g whethe r the y had complete d a n activ -
ity, eve n whe n i t wa s o n thei r list , s o checkin g of f item s becam e a n 
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important new skill for some people. The coleaders then distributed copies 
of a  blan k checklis t wit h th e categorie s mentione d fo r client s t o use . 
Clients wer e instructe d t o brin g i n a  complete d checklis t th e followin g 
week for review . Group goal s were also presented . 

Session 2: Memory, Part  I 

Given that there has been little work on cognitive retraining for client s 
with ADC , al l o f th e memor y remediatio n strategie s discusse d earlie r 
were included , primaril y t o provid e client s wit h a  rang e o f choice s tha t 
might b e helpfu l t o them . Handout s wer e give n t o al l client s wit h th e 
following strategie s listed and discussed : 

• Rehearsal . This i s the method mos t childre n ar e taught t o use t o 
encode information, s o adults frequentiy rever t to it . It can facili -
tate overlearning and is helpful whe n a  person i s under stress . We 
encouraged grou p member s t o rehears e n o mor e tha n fiv e item s 
at a time. 

• Chunking . Thi s involve s breakin g informatio n int o smalle r 
"chunks" t o mak e i t manageable . Fo r example , a  grocery lis t o f 
twelve item s ma y b e broke n int o thre e list s o f fou r item s (e.g. , 
four dair y products , fou r cleanin g supplies , an d fou r canne d 
foods). W e spen t severa l minute s teachin g chunking , becaus e 
some peopl e wer e to o overwhelme d t o generat e idea s o n thei r 
own. 

• Association . Thi s involve s joinin g tw o item s t o for m a  connec -
tion. Mnemonics i s a  form o f association. Severa l examples wer e 
given, especially for rememberin g people's names . 

• Rhyth m an d rhyming . Client s wer e encourage d t o mak e u p 
rhymes o r saying s t o remembe r thing s tha t neede d t o b e done . 
One exampl e generate d b y a  grou p membe r wh o frequend y 
forgot t o loc k hi s door s a t nigh t wa s "Chec k th e doo r befor e I 
leave the floor.53 Another grou p membe r volunteered , "Tak e m y 
meds befor e I  g o t o bed.' 5 Thi s exercis e adde d humo r t o th e 
group, althoug h i t wa s unclea r i f clients actuall y use d thes e say -
ings in daily life. 

• Rememberin g writte n information . Client s wer e encourage d t o 
read printed materia l for th e big picture instead o f getting lost i n 
the details , as many were beginnin g t o do . W e encouraged the m 
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first t o sca n th e documen t fo r th e genera l idea , the n rea d i t 
thoroughly, an d finally  rea d i t agai n t o ensur e comprehension . 
Although cumbersome , thi s metho d provide d structur e fo r cli -
ents who were overwhelmed b y printed materia l and encourage d 
them t o focu s o n understandin g th e mai n idea . Highlightin g o f 
important informatio n wa s also encouraged . 

• Not e taking . Note takin g ofte n make s people more activ e listen-
ers an d provide s the m wit h somethin g t o refe r t o afte r leavin g 
the situation . Client s wer e encourage d t o tak e note s a t thei r 
doctors' appointments , cas e managemen t meetings , an d othe r 
important event s an d t o hav e someon e chec k thei r note s fo r 
accuracy an d completeness . Mos t o f th e physicians , nurses , an d 
social workers who were asked to check clients5 notes were happy 
to d o s o an d fel t i t wa s a  usefu l strategy . Whe n possible , th e 
coleaders approache d healt h car e staff first  to le t them kno w tha t 
clients would b e requesting this. 

• Eliminatin g distractors . Client s wer e encourage d t o lear n infor -
mation in quiet situations when they were not feeling stressed . 

All client s were encourage d t o kee p trac k o f the technique s the y use d 
during the week and decide which ones were most helpful fo r them . 

Session 3: Memory, Part  II 

Compensatory strategie s were discussed in this session with a  focus o n 
addressing th e specifi c problem s client s ha d raise d i n earlie r sessions . 
The followin g strategie s wer e discusse d an d demonstrated : checklists , 
calendars, flashcards,  audiotaping , alar m clocks , alar m watches , poste d 
signs, color coding, and pill boxes. 

Session 4: Coping  with Feelings of Anxiety, Frustration,  and 
Depression, Part  I 

The first  par t o f thi s sessio n wa s spen t wit h client s talkin g abou t th e 
feelings the y had bee n experiencing . The y were the n asked  t o tal k abou t 
feelings tha t interfere d wit h thei r abilit y t o d o thing s well . Mos t client s 
reported increase d self-doub t an d self-criticism , wit h man y client s re -
porting tha t the y fel t "stupid " o r a s i f the y wer e "losing " thei r minds . 
With som e guidance , the y wer e abl e t o se e ho w thei r thought s abou t 
themselves fe d int o a  cycle of avoidan t behavio r an d increase d self-doub t 
and anxiety. These were termed "unhelpful thoughts, " largely on the basis 
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Figure 9.1 . 
Sample Unhelpful  Thoughts 

Type of unhelpful thought s Example s generated b y clients 

All or nothing thinking I f I can' t do i t right, I  won't do i t at all. 
Overgeneralization I  can' t do anything right . 
Disqualifying th e positive I  know my family cares for me , but i t doesn't matter . 

They don't understand . 
Jumping to conclusions I  know my friend think s I'm a n idiot—you shoul d 

have seen the look he gave me. 
Catastrophizing I'v e screwed up everything because I forgot m y ap-

pointment with my social worker. 
Emotional reasonin g I'v e had bad nerves all day—I know something will go 

wrong. 
Mislabeling I' m a  loser. 

of writing s b y Beck , Rush , Shaw , an d Emer y (1979 ) an d Burn s (1980) . 
Examples are given in Figure 9.1. 

Session s: Coping with Feelings of Frustration, Anxiety, and 
Depression, Part  II 

This sessio n focuse d o n helpin g client s respon d t o an d modif y thei r 
unhelpful thoughts . Basic cognitive interventions were used. Client s were 
encouraged, fo r example , t o identif y th e unhelpfu l thought , labe l it , an d 
come up with a  more rational response to refute it . Statements that clients 
had mad e durin g th e grou p session s wer e use d i n a  practic e exercise . 
Figure 9.2 contains examples taken from th e group . 

Clients were also encouraged t o keep track of their unhelpful thought s 
to see if they happened more frequently i n some situations than in other s 
(e.g., whe n th e clien t fel t anxiou s o r tired) . The y wer e als o taugh t 
thought-stopping (Beck , Rush , Shaw , &  Emery , 1979 ) a s a  metho d o f 
controlling negative , ruminativ e thought s an d encourage d t o kee p jour -
nals as a way to express themselves. Other suggestions for managing stres s 
included takin g time t o have fun, distraction , relaxatio n techniques , ligh t 
exercise, spending time with friends o r family, planning ahead, and askin g 
others for help when needed . 

Session 6:  Reaction Time  and  Attention and  Concentration 

One o f th e mos t frequen t complaint s o f client s wit h AD C i s feelin g 
cognitively slowed . Man y ar e abl e t o articulat e specifi c problem s wit h 
slowed information processin g and psychomotor speed and have concerns 
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Figure 9.2 . 
Refuting Unhelpful  Thoughts 

Unhelpful Though t Type Rational Respons e 

I can' t do anything right. Overgeneralizatio n 

My friends mus t thin k 
I'm stupid . 

My mom call s me some-
times, but i f she really 
cared she'd be here. 

Jumping to conclusion s 

Disqualifying th e positive 

I make some mistakes, but I  do a 
lot of things right—like takin g 
my medicines and keeping my 
house clean . 

I need to explain my problem t o 
my friends s o that they know 
why I have trouble remember -
ing things. 

I wish my mom would come stay 
with me, but I'm gla d that she 
calls. Maybe I  could ask her t o 
come. 

about thei r abilit y to continu e driving , living independently , an d makin g 
important decisions . Clients were encouraged t o think through situation s 
that wer e difficul t fo r the m o r tha t migh t becom e difficul t i n th e future . 
Most agree d tha t feeling pressure d t o d o somethin g quickly caused the m 
to become more anxiou s and to make more mistakes. Many felt unable t o 
get ou t o f thes e situation s gracefully . W e spen t approximatel y twent y 
minutes role-playin g thes e situation s an d encourage d client s t o experi -
ment with different way s of excusing themselves from havin g to do things 
they were uncomfortabl e with . Man y patient s ha d no t considere d sayin g 
no a s a n optio n an d neede d permissio n t o d o this . Other s wante d face -
saving excuse s the y coul d us e i n multipl e situations , suc h a s "I'm a  littl e 
tired, so could you (drive , get dinner, etc. ) today?55 

The res t o f th e sessio n wa s spen t talkin g abou t way s client s coul d 
maximize thei r attentio n an d concentration . Th e followin g idea s wer e 
suggested: 

• Tak e regularly scheduled break s before gettin g tired . 
• As k someone else to help you with projects . 
• Eliminat e internal and external distractors . 
• Tak e notes. 
• Us e active listening skills , and ask questions when confused . 
• Brea k tasks down into smaller parts . 
• Ge t adequate rest . 
• Focu s o n stayin g cal m an d no t lettin g anxiet y interfer e wit h 

concentration. 
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Session 7: Decision Making 

Many client s reporte d ne w difficultie s wit h decisio n making . I n thi s 
session, the y frequenti y voice d complaint s abou t feelin g pressure d b y 
others t o make quick decisions, making "snap 55 decisions an d later feelin g 
frustrated b y them , havin g troubl e generatin g options , obsessin g ove r 
details, focusing o n impossibl e o r impractica l solutions , feeling tha t ther e 
is a "right" choice, letting others make decisions for them, vacillating, an d 
making decisions on the basis of emotions rathe r than facts . 

General decision-makin g strategie s wer e reviewed , an d client s wer e 
encouraged t o shar e decision s the y neede d t o mak e wit h th e grou p fo r 
discussion. The following step s in decision making were discussed : 

• Lis t al l options. 
• Eliminat e impossible o r impractical options . 
• Identif y th e options you like best . 
• Lis t th e pro s an d con s o f thes e options , includin g you r feeling s 

about them . 
• Pic k the bes t o f the option s base d o n th e informatio n generate d 

in the earlier steps. 
• Realiz e that no decision is perfect an d few are permanent . 
• As k someon e yo u trus t t o revie w you r decisio n wit h yo u i f yo u 

are still unsure. 
• Stic k with your decision to give it a  chance before changin g you r 

mind. 

Session 8: Review and  Goodbye 

In th e fina l session , a  handout summarizin g al l the majo r point s fro m 
the othe r session s wa s distributed . Client s wer e encourage d t o discus s 
whatever issue s o r concern s the y had , an d thes e wer e addressed . Client s 
were asked  t o provid e feedbac k abou t th e helpfulnes s o f th e grou p i n 
written an d verba l form . Par t o f th e tim e wa s als o spen t praisin g grou p 
members fo r comin g an d sharin g thei r struggle s an d successes . Finally , 
group member s an d leader s talke d openl y abou t sayin g goodby e t o eac h 
other. 

Clients reported feeling most positively about the memory, the coping , 
and th e decision-makin g sessions . The compensator y remediatio n strate -
gies, especiall y checklist s an d alar m watches , were rate d a s most helpful . 
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They reporte d appreciatin g havin g a  foru m i n whic h t o discus s thei r 
feelings wit h other s wh o understoo d thei r frustrations , an d the y al l be -
lieved that they benefited fro m learnin g to recogniz e an d chang e unhelp -
ful thought s tha t deepene d thei r negativ e feelings abou t themselves . Th e 
decision-making grou p was rated highly because members fel t tha t i t was 
pertinent t o thei r live s an d offere d practical , concret e way s t o mak e 
decisions. Som e member s suggeste d tha t mor e rol e playin g woul d hav e 
been helpfu l a s a  techniqu e t o hel p the m reduc e thei r anxiet y abou t 
stressful situations . 

Barriers to Successful Group Therapy for ADC Clients 

Many potentia l obstacle s wer e encountere d o r anticipate d whil e devel -
oping this group, including these: 

i. Ther e i s limited researc h on th e effectiveness o f cognitive retrainin g 
and n o bod y o f literatur e o n cognitiv e retrainin g fo r client s wit h ADC . 
This made i t difficult t o select appropriate topics and interventions. Give n 
that ou r grou p wa s base d o n clinica l nee d rathe r tha n o n empirica l 
information, i t was less focused an d probably less effective tha n one base d 
on sound data would have been . 

2. Th e continuin g declin e o f grou p members ' healt h ove r th e eigh t 
weeks affecte d th e grou p proces s an d cohesion . Som e client s als o experi -
enced symptom s consisten t wit h organi c mania associate d with advance d 
AIDS an d ADC , leadin g other s t o worr y abou t whethe r thi s woul d 
happen to them as well. Much reassurance was needed an d given. Collab-
oration wit h multidisciplinar y tea m member s wa s importan t fo r facilitat -
ing clien t attendance , maximizin g clien t participation an d gain , an d rein -
forcing skill s that were learned . 

3. Client s ha d markedl y differen t level s o f premorbid an d ADC func -
tioning, s o i t wa s challengin g t o presen t informatio n i n a  way tha t wa s 
easily understood b y al l an d interestin g t o thos e wh o wer e highe r func -
tioning. Client s als o cam e fro m dissimila r economi c an d socia l back -
grounds (e.g. , long-term dru g user s an d high-functionin g professionals) , 
so rapport an d trust betwee n grou p member s was slower to develop tha n 
anticipated. 

4. Give n th e curren t healt h car e climat e an d th e nee d t o justif y ser -
vices, ther e ma y b e question s abou t th e cost-effectivenes s an d utilit y o f 
this group . I s i t cost-effectiv e o r desirabl e t o provid e psychoeducationa l 
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services t o peopl e whos e media n lif e expectanc y i s jus t si x months ? D o 
improved socia l support , self-esteem , an d coping justify th e time an d th e 
cost o f th e group , especiall y give n tha t mos t o f th e gain s wil l b e time -
limited, sinc e client s wil l continu e declining ? Thes e ar e reasonabl e ques -
tions to consider and address when contemplating such a  group. 

Recommendations for Future  Practice 

The session s describe d i n thi s chapte r constitut e a  reasonable beginning , 
but th e focu s no w need s t o b e o n gatherin g dat a abou t th e mos t helpfu l 
cognitive an d psychologica l strategie s fo r copin g wit h th e numerou s ef -
fects o f ADC. I t ma y als o be helpfu l t o includ e specialist s fro m differen t 
disciplines whe n designin g th e grou p curriculum . Traditiona l cognitiv e 
retraining programs, for example , include speech, occupational, and men-
tal health therapists , physicians , nurses, social workers, an d rehabilitatio n 
psychologists. 

The grou p forma t appear s t o b e a n effectiv e wa y t o delive r thes e 
services, an d I  believ e i t shoul d b e continued . I t i s more cost - an d time -
effective tha n deliverin g th e service s t o individuals , an d i t provide s a 
forum fo r client s t o solici t hel p an d strategie s fro m other s wh o hav e 
similar problems . A  shorte r grou p ma y b e mor e practical , bu t thi s wil l 
need to be explored through clinica l experience and research . 

Tools for Clinical  Practice 

Other concern s shoul d b e considere d b y mental health practitioner s con -
cerned with ADC in clients, including the following : 

• Individuals  with  symptoms  that may  be  ADC are  likely  to  have  a 
complicated presentation of  neuropsychological  functioning based  on 
current HIV status,  history  and effects  of  substance use  that includes 
alcohol, baseline  IQ  and  learning  disabilities,  and current  levels  of 
anxiety and depression. 

The diagnosti c picture fo r thes e client s i s complex. I n makin g 
diagnoses, you should consider : 

— Is th e declin e significan t enoug h t o caus e impairmen t i n th e 
person's socia l and occupational functioning ? 

— Can th e declin e b e explaine d b y othe r factors , suc h a s poo r 
nutrition, depression , or delirium ? 
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— Is the nature o f the decline consistent with ADC (e.g. , decline 
in psychomotor speed and memory followed b y general cogni-
tive decline) > 

— What role s d o substanc e abuse , learning disabilities , previou s 
head injuries , premorbi d functioning , an d othe r illnesse s play 
in the decline? 

• It  can  sometimes be difficult to distinguish dementia from delirium  or 
depression. 

Delirium, a s described i n the Diagnostic and Statistical  Manual 
of Mental Disorders  (4th ed. ) (DSM-iy  America n Psychiatri c As-
sociation, 1994) includes the following diagnosti c criteria: distur -
bance o f consciousness , chang e i n cognitio n o r th e developmen t 
of a perceptual disturbance tha t i s not accounte d fo r b y a demen-
tia, rapid onset of the disturbance, and a  medical condition a s the 
causative agent . 

Depression, a s describe d i n DSM-IV  (America n Psychiatri c 
Association, 1994 ) includes a t least five of the following diagnos -
tic criteria occurring during a t least a two-week period and repre-
senting a  chang e fro m previou s functioning : depresse d mood , 
consistently diminishe d interes t o r pleasur e i n mos t dail y activi -
ties, significant weigh t loss or gain, consistent insomnia or hyper -
somnia, psychomoto r agitatio n o r retardation , fatigu e o r los s o f 
energy, feeling s o f worrhlessnes s o r excessiv e guilt , diminishe d 
ability to think or concentrate, and recurrent thoughts o f death . 

Obviously, som e o f the symptoms o f depression an d deliriu m 
are similar to those of ADC, but the neuropsychological tes t data , 
thorough clinica l interview , an d dat a fro m othe r source s wil l b e 
invaluable in making the final diagnosis. 

• Clients  with ADC often  feel alone and may  develop avoidant patterns 
in an attempt to  mask their decline. This  avoidance decreases their self-
esteem and increases  their sense of helplessness and impotence. 

This pattern needs to be identified an d changed to help clients 
function a t the highest possible level. Ways to do this include : 

— Helping clients recognize the pattern an d discussing their feel -
ings about i t 

— Teaching clients new strategie s to cope with difficul t o r fright -
ening situation s 

— Providing supportive counselin g 
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— Helping clients learn that i t is okay to ask for hel p from other s 
and then teaching them how to ask appropriately for hel p 

— Pointing out area s in which the client is still functioning wel l 

• Group  coleaders  need  to have names  of  responsible friends or family 
members who can act decisively when necessary in case of an emergency. 

The nee d fo r th e involvemen t o f famil y member s becam e 
apparent a t severa l point s i n ou r group , bu t on e situatio n wa s 
especially memorable . On e grou p membe r ha d moderat e AD C 
and limited insight into his decline. Unfortunately, h e insisted o n 
continuing t o drive , eve n thoug h hi s licens e ha d bee n revoke d 
because o f severa l traffi c violation s tha t ha d occurre d afte r th e 
onset o f ADC, an d o n gamblin g larg e sum s o f money tha t wer e 
to b e used for hi s health care . He discusse d these activitie s freel y 
in th e grou p an d mad e i t clea r tha t h e woul d no t chang e hi s 
behaviors. Fortunately , w e ha d obtaine d hi s permissio n prio r t o 
the beginnin g o f th e grou p t o spea k wit h hi s wif e i f concern s 
arose during the group and , afte r informin g hi m o f our concern s 
and ou r inten t t o contac t her , di d s o a t once . Sh e was unawar e 
that h e was continuin g t o driv e an d ver y upse t t o discove r ho w 
low thei r ban k balanc e was. Sh e was abl e to tak e steps t o ensur e 
that h e wa s n o longe r abl e t o driv e hi s ca r (sh e too k awa y hi s 
keys and disabled the battery) , told his friends tha t he was not t o 
drive thei r cars , an d eliminate d hi s abilit y t o withdra w mone y 
from thei r bank account. These steps averted other possible catas-
trophes. W e spen t significan t tim e helpin g hi m proces s hi s feel -
ings abou t hi s ne w restrictions . H e wa s angr y wit h u s bu t ha d 
become attached to the group an d continued to participate . 

• When  a  client  becomes  debilitated  with  ADC,  the  mental  health 
professional needs to consider  many issues  to maximize  the  clienfs 
functioning and  quality  of life. 

Some o f th e issue s tha t nee d t o b e addresse d ar e long-ter m 
placement options , suc h a s nursin g home s o r supervise d adul t 
homes; educatio n an d suppor t fo r th e client' s caregiver s t o pre -
vent burnout ; supportiv e counselin g fo r th e client ; an d clos e 
contact with the client's health care providers to coordinate treat -
ment appropriately . 
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Conclusion 

After doin g thi s wor k fo r thre e year s wit h mor e tha n fift y clients , I  a m 
acutely awar e o f th e necessit y fo r menta l healt h provider s t o atten d t o 
the neuropsychologica l issue s o f thei r clients , whateve r th e provider' s 
discipline. Th e clients , fo r thei r part , hav e responde d t o th e session s b y 
saying that thei r self-confidenc e ha d improve d significantl y an d tha t the y 
felt bette r abl e t o cop e wit h th e ne w pressure s i n thei r lives . On e clien t 
said, " I don' t fee l lik e suc h a  dumm y anymore . I  understan d whaf s 
happening, an d s o doe s m y family . Tha t mean s a  lot. " Anothe r said , 
"Now I  can talk to my doctor an d remember what sh e said." Finally, on e 
client stated , " I remembere d al l the name s o f m y car e tea m members . I 
surprised the m al l a t ou r secon d weekl y dinne r b y callin g the m al l b y 
name. They knew thi s ha d bee n har d fo r m e t o d o an d tha t I  was goin g 
to practic e it , an d whe n I  di d it , they clappe d fo r me. " Providing client s 
with ne w skill s i s a  goa l tha t man y menta l healt h provider s have , an d 
these strategies can help clients learn to cope with thei r new psychologica l 
and neuropsychological needs . 
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IO Rural Practic e 

I. Michael Shuff 

HIV diseas e ha s com e t o small-tow n an d rura l America . I t 
may b e les s visibl e becaus e o f th e relativel y thi n sprea d o f case s ove r 
larger geographi c area s an d becaus e thos e affecte d b y th e diseas e i n les s 
populated area s feel that they must keep it secret . 

Thought t o b e a  problem o f the bi g city , AIDS doesn' t fit  i n with th e 
heartland's conventiona l self-perception . Bu t HIV/AID S i s here , now , 
and th e longe r th e epidemi c drag s o n th e mor e undeniabl e tha t fac t 
becomes. In th e Midwestern stat e in which I  live , Indiana, on e hal f of al l 
the reporte d AID S case s live in towns wit h population s unde r 30,00 0 o r 
in rural areas (Rura l Prevention Center , 1994) . 

Some issue s encountere d i n th e deliver y o f menta l healt h service s t o 
those livin g i n smalle r communitie s ar e unique . Other s represen t varia -
tions o n theme s encountere d i n urba n areas . Bu t th e issue s encountere d 
in rura l area s ar e n o les s comple x tha n thos e encountere d i n th e larges t 
cities. Whil e th e absolut e number s o f case s may b e fewer , othe r circum -
stances make HIV/AIDS-related menta l health care in less populated area s 
complex and challenging . 

When considerin g menta l healt h servic e deliver y i n non-urba n 
America, kee p i n min d tha t smal l town s an d rura l communitie s suffe r a s 
much from stereotypin g as do any other segments of our society. Remark -
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able diversit y reside s withi n thes e communities , makin g generalization s 
misleading and even dangerous . 

Background Reading 
Research an d professiona l writin g concernin g th e impac t o f HIV/AID S 
on smal l tow n an d rura l area s ha s bee n scarce . Thi s ca n partiall y b e 
explained b y th e delaye d expansio n o f the epidemi c int o rura l areas , th e 
secrecy surroundin g th e occurrenc e o f cases , an d th e overwhelmin g 
spread o f the diseas e an d it s impact o n urba n areas . The relativel y highe r 
concentration o f research an d professiona l resource s foun d i n urban cen -
ters has also led to greater research interest in HIV diseas e in those areas. 

To hav e a  literatur e t o review , i t wa s necessar y t o includ e materia l 
relating t o healt h servic e delivery i n genera l a s well a s mental healt h car e 
specifically. Many of the issues encountered in rural mental health care are 
also commo n t o othe r area s o f healt h servic e delivery , fo r example , th e 
availability o f hospic e car e an d hom e healt h care . Materia l specifi c t o 
mental healt h car e deliver y i n rura l area s i s scant . Th e majorit y o f th e 
health servic e literatur e devote d t o HIV/AID S i n nonurba n Americ a 
makes onl y indirec t referenc e t o menta l healt h services . Th e situatio n 
mirrors the inattention to health and mental health services for those with 
HIV/AIDS i n small towns an d rural areas. 

For ease of presentation, the literature will be divided into four genera l 
areas: general policy and public health, service provider preparation , rura l 
practice, and homophobia . 

General Policy and Public  Health 

Articles i n newsletter s targetin g healt h car e audience s hav e pointed t o 
the dramati c increas e i n th e numbe r o f AID S case s i n smal l town s an d 
rural area s (America n Healt h Consultants , 1995 ; Hearn, 1994 ; Rural Pre -
vention Center , 1994) . Quoting findings  fro m th e Nationa l Commissio n 
on AIDS , th e Rural  Prevention  Report  (1994 ) note d tha t i n 198 9 th e 
number o f AIDS case s i n rura l area s increase d 3 7 percent whil e th e cas e 
increase i n urban area s was 5 percent fo r th e same year. American Healt h 
Consultants (1995 ) reported that data from studie s on opportunistic infec -
tions, controlling fo r th e 199 3 change i n the definitio n o f AIDS, reveale d 
that between 198 9 and 1994 the percentage increase in AIDS cases amon g 
rural men infected throug h sexua l contact with other men increased by 69 
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percent, while the percentage increas e for thos e in the same risk categor y 
in urba n area s wa s 1 9 percent . (Se e als o Graham , Forrester , Wysong , 
Rosenthal, &  James, 1995.) 

These article s als o poin t ou t tha t HI V diseas e i s highly stigmatize d i n 
rural area s an d not e th e relativ e inadequac y o f healt h car e resource s i n 
those areas . Wit h healt h car e resource s alread y straine d an d rura l area s 
underserved, healt h car e providers ar e anxious abou t taking on ne w chal -
lenges. Stigma b y association with HI V diseas e only adds another barrie r 
to an already overburdened an d uncertain future . 

One o f the most poten t an d revealing contributions t o the literature i s 
Vergheses5 (1994 ) My Own  Country.  Writte n b y a  physician practicin g i n 
East Tennessee , thi s memoi r vividl y convey s th e huma n sufferin g occa -
sioned b y th e shame , guilt , an d isolatio n produce d b y communit y reac -
tion to the disease. 

Articles tracin g th e epidemiolog y an d th e geograph y o f AID S hav e 
provided interestin g insights into the spread o f the disease . In an  Atlantic 
Monthly article , Gould and Kabel (1993) described computer-assisted mat h 
modeling tha t trace d th e diffusio n o f AIDS acros s Ohio . Thei r researc h 
documented tha t in terms of geography, AIDS spreads in exacdy the same 
manner a s other sexuall y transmitted diseases , from urba n area s outwar d 
and along the interstate highway system . 

Research i n th e demograph y an d th e epidemiolog y o f AIDS i n rura l 
areas ha s focuse d o n documentin g trend s i n th e progressio n o f th e epi -
demic and tracking the effects o f migration of individuals living with HI V 
disease fro m urba n t o rura l area s i n th e Southeaster n state s (Davi s & 
Stapelton, 1991 ; Rumley, Shappley , Waiver , &  Esinhart , 1991 ; Whyte & 
Wilber, 1992) . Researcher s hav e bee n particularl y concerne d abou t a n 
underestimate o f AIDS case s in rura l areas . This underestimat e occurre d 
because nationa l prevalenc e statistic s fo r AID S d o no t tak e int o accoun t 
the mobile nature of our society and the underreporting o f AIDS cases . 

Researchers ar e concerne d abou t whethe r th e limite d healt h car e re -
sources availabl e i n rura l area s wil l b e equa l t o th e tas k o f carin g fo r a n 
influx o f AIDS patients , firs t diagnose d i n urban areas , who retur n hom e 
to nonurban area s to b e cared for throug h th e fina l stage s of their illness . 
Since federa l fundin g fo r HIV/AID S car e ha s bee n tie d t o prevalenc e 
reports, urba n area s hav e receive d th e lion' s shar e o f funding , wit h me -
dium an d low impact states receiving little assistance. 

One stud y (Wasser , Gwinn , &  Fleming , 1993 ) focuse d o n urba n an d 
nonurban wome n o f childbearin g age . Rate s o f HI V infectio n fo r thes e 
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women range d fro m o  t o 12. 2 per 1,00 0 population . Rate s wer e highes t 
in Eas t Coas t urba n areas , bu t hig h rate s wer e als o foun d i n nonurba n 
areas, especiall y i n th e South . Incident s o f HI V infectio n wer e thre e t o 
thirty-five time s highe r fo r black  wome n tha n fo r whit e wome n i n nin e 
states, regardles s o f urbanicity . Researc h suc h a s thi s indicate s tha t th e 
complexion o f HIV/AID S i n nonurba n area s i s multifaceted , addin g t o 
the service delivery challenge posed there . 

Two polic y paper s hav e bee n generate d b y th e Healt h Resource s an d 
Services Administration (HRSA ) (Berry , McKinney, McClain , &  Valero-
Figueira, 1995 ; Health Resourc e an d Service s Administration, 1991) . The 
first report s o n fou r cas e studies , commissioned b y HRSA, o f rura l area s 
in th e Sout h Adanti c an d th e Mountai n censu s divisions . Th e stud y 
identifies issue s importan t t o th e developmen t o f HIV service s i n nonur -
ban areas . Thes e issue s ar e identifie d a s th e perceptio n amon g rura l 
residents tha t HIV i s an urban problem ; effort s a t professional educatio n 
that do no t reac h rura l health care providers; the fact tha t HIV diseas e in 
rural area s i s onl y on e componen t o f a  mor e comple x se t o f problem s 
related t o poverty , alcoho l an d dru g abuse , an d sexuall y transmitte d 
diseases; an d th e nee d fo r government-supporte d researc h an d develop -
ment concerning health services for persons with HIV/AIDS i n nonurba n 
areas. 

The secon d pape r focuse s o n a  serie s o f fiv e broa d recommendation s 
for publi c polic y initiative s i n th e are a o f HI V educatio n an d servic e 
delivery: informatio n needs ; planning, coordination , an d resourc e alloca -
tion; trainin g an d skil l development ; dissemination ; an d financing . Th e 
paper call s attention t o the diversit y of nonurban area s and to difference s 
among specia l populations withi n thos e areas . While attentio n i s paid t o 
differences betwee n urban an d rural populations, significantiy les s interest 
is shown in the diversity found i n nonurban areas . 

Service Provider Preparation 

Three studie s relevan t t o menta l healt h servic e provide r trainin g an d 
preparation ar e worth mention . Tw o studie s (D'Augelli , 1989 ; Pollard & 
D'Augelli, 1989 ) focused o n knowledge , attitude s towar d AIDS, and atti -
tudes toward gays and lesbians. The firs t o f these studied rura l nurses an d 
the second , rura l volunteer s i n a n AID S preventio n program . Result s 
indicated tha t nurse s ha d a  grea t dea l o f knowledg e abou t AID S bu t 
unrealistic fear s regardin g transmission . On e thir d o f th e nurse s hel d 



Rural Practice I  16 1 

strongly negative attitudes toward homosexuality . This attitude decrease d 
when the y reporte d knowin g a  gay man. Th e incidenc e o f AIDS phobi a 
and that o f homophobia were correlated . 

The volunteers in the second study (Pollard & D'Augelli, 1989) demon-
strated a  relativel y hig h leve l o f knowledg e abou t AIDS , bu t a  larg e 
majority rate d thei r knowledg e a s inadequate . Participant s wer e no t par -
ticularly worried abou t contractin g AIDS. Attitudes towar d homosexual s 
were eithe r mixe d o r negative . Onc e again , fea r o f AIDS wa s correlate d 
with homophobia . Th e author s conclude d tha t qualit y o f car e ma y b e 
compromised i f caregivers ' negative attitude s towar d ga y individual s ar e 
not remedied . Specifically , the y calle d fo r th e inclusio n o f informatio n 
regarding psychosocial and attitudes toward homosexuals a s part of HIV / 
AIDS training . 

Aruffo, Thompson , Gotdieb , an d Dobbin s (1995 ) reporte d o n th e 
effects o f trainin g o n a  group o f menta l healt h servic e provider s i n rura l 
Arkansas. Result s o f pre- an d posttest s showe d tha t trainin g effect s wer e 
positive, an d th e author s conclude d tha t trainin g i s importan t fo r devel -
oping a  knowledgeable an d accessibl e bas e o f menta l healt h servic e pro -
viders in rural areas. 

Rural Practice 

The rura l practic e literatur e relatin g t o HIV/AIDS , thoug h limited , i s 
dominated b y the work of Kathleen Rounds . Her articl e (Rounds , 1988a) 
reports a  qualitativ e stud y o f car e provider s workin g i n rura l area s an d 
contains an excellent overview of issues encountered b y health and huma n 
service provider s a s the y attemp t t o car e fo r thos e wit h HIV/AIDS . 
Findings o f th e stud y wer e categorize d unde r th e headings : structura l 
(including geographica l distance) , concern s fo r clien t confidentiality , fea r 
of AIDS contagion , an d homophobia . Sh e conclude s wit h a  number o f 
suggestions specifi c to the development o f HIV service s that should serv e 
to enhance service delivery . 

The guidance offered i n this study and in a companion articl e (Rounds , 
1988b) concernin g communit y developmen t wor k i n rura l area s i s espe -
cially wort h a  seriou s reading . Th e autho r notes , amon g othe r things , 
that communit y developmen t wor k i n nonurba n area s follow s informa l 
networks of personal and professional relationships . She advocates the use 
of these networks in building HIV/AIDS servic e delivery systems. 

Rounds, Galinsky , an d Steven s (1991 ) reporte d o n a  unique approac h 
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to HI V suppor t group s tailore d t o rura l areas . The y establishe d a  tele -
phone suppor t grou p for HIV-infecte d individuals . The article reports o n 
the protoco l fo r th e developmen t o f the grou p an d th e result s o f a  pilo t 
group. The group offere d a  unique an d interesting approac h t o outreac h 
to individual s wh o migh t neve r atten d a  conventiona l suppor t group , 
either because of distance or because of fears concerning confidentiality . 

Fuszard, Sowell , Hoff, an d Waters (1991 ) reported result s of a national 
study o f rura l America n hospital s an d thei r readines s t o car e fo r HIV / 
AIDS patients. While the vast majority o f hospitals had acute-care services 
in plac e an d ha d educate d employee s abou t universa l precautions , th e 
study foun d tha t othe r service s wer e lacking . Communit y service s wer e 
basically unavailabl e i n rura l areas , a s were man y othe r patien t car e ser -
vices. Unavailabl e service s specifi c t o HI V car e include d adequat e dis -
charge planning, chronic care, and patient an d family education services . 

Seeley, Wagner , Mulemwa , Kengeya-Kayondo , an d Mulde r (1991 ) re -
ported o n th e developmen t o f community-base d HIV/AID S counselin g 
services i n rura l Uganda . Whil e th e focu s o f th e presen t chapte r i s o n 
nonurban America, the Ugandan experience is instructive and noteworth y 
if fo r n o othe r reaso n tha n tha t i t i s on e o f th e fe w article s i n th e 
professional literatur e that deals primarily with mental health services an d 
HIV/AIDS i n rura l areas . The author s relat e thei r experienc e i n makin g 
entry int o tw o separat e rura l communities . Lesson s learne d regardin g 
community developmen t i n Ugand a onl y serv e t o reinforc e thos e re -
ported b y Round s (1988a , 1988b) . These author s als o look a t counselin g 
models develope d primaril y i n Europ e an d Americ a an d conclud e tha t 
these model s mus t b e adapte d t o Africa n cultur e b y placin g greate r em -
phasis on family support . 

Homophobia 

Various authors have researched and written about the interrelationshi p 
of AIDS phobi a an d homophobia . Other s hav e written abou t th e perva -
sive natur e o f homophobia , especiall y i n small-tow n an d rura l area s 
(D'Augelli, 1989; Pollard & D'Augelli, 1989) . It is beyond the scope of this 
chapter t o revie w tha t extensiv e literature . Suffic e i t t o say , however , 
that th e homophobi a associate d wit h HIV/AID S ha s a  powerfu l an d 
multifaceted impac t o n th e availabilit y o f healt h an d huma n service s i n 
nonurban areas , the quality of care given when these services are available, 
and the patterns o f help-seeking behavior in which those living with HI V 
disease engage. 
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My Clinical  Work 
I writ e afte r mor e tha n a  decad e o f labo r i n HI V servic e delivery , i n 
settings tha t varie d fro m larg e urba n center s t o medium-siz e cities  t o 
small-town an d rural areas. 

In 199 1 and 199 2 I receive d fundin g fo r tw o independen t bu t interre -
lated project s tha t serv e a s th e experientia l basi s fo r thi s chapter : th e 
Indiana Integration o f Care Project an d the Heartland Car e Center . Bot h 
projects hav e provide d a  wealt h o f experienc e i n menta l healt h servic e 
delivery across an essentially nonurban Midwester n state . 

The purpose o f the integration projec t was to demonstrate the integra -
tion o f community-base d menta l healt h service s int o th e primar y healt h 
care of the HIV-infected acros s the state of Indiana. The project consiste d 
of fou r components : referra l networ k building , integratio n int o existin g 
health an d human servic e systems, training and suppor t fo r menta l healt h 
service providers, and research and project evaluation . Although the proj -
ect wa s no t conceive d t o targe t rura l area s specifically , i n poin t o f fact , 
half the AIDS case s reported i n Indian a ar e i n nonurban areas . The pas t 
five years o f training, consultation , an d network buildin g acros s the stat e 
have provide d a  considerable fun d o f experienc e regardin g HI V menta l 
health service delivery and community development . 

Coincidental wit h th e developmen t o f th e integratio n project , th e 
Heartland Car e Cente r cam e int o being . I t i s on e o f twelv e state-sup -
ported HIV-dedicate d car e coordination center s in Indiana an d serve s an 
essentially rura l are a composed o f seven countie s i n west-central Indiana . 
It i s house d o n th e campu s o f Indian a Stat e Universit y an d offer s car e 
coordination, counselin g and testing , suppor t groups , and individua l an d 
couples counseling to the HIV-affected i n the Wabash Valley. 

Heartland Car e Cente r i s unique i n Indiana i n that i t is located o n th e 
campus o f a  state university an d graduat e student s i n th e Departmen t o f 
Counseling, workin g unde r facult y supervision , provid e service s t o cli -
ents. Thus it has a training function, fo r both students and faculty supervi -
sors, in addition to that o f service delivery. 

The observation s an d lesson s i n thi s chapte r hav e been th e outgrowt h 
of these two projects . 

Barriers to HIV/AIDS Service  Delivery in Rural Areas 
Two barrier s to care for HIV/AID S ar e the most salien t in nonurban an d 
rural areas: 
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i. Geography.  Thi s i s th e mos t obviou s barrier , bot h fo r thos e wit h 
HIV diseas e an d fo r thos e wh o attemp t t o respon d t o thei r need s 
in nonurba n areas . Th e essentia l proble m i s th e broa d sprea d o f 
HIV case s ove r a  large geographi c area . Th e relativel y thi n sprea d 
probably doe s no t justif y th e developmen t o f HIV-dedicate d ser -
vices within specifi c communities , s o the tas k become s on e o f inte -
grating HI V service s int o existin g community-base d healt h an d 
human service agencies. 

Existing agencie s ar e typicall y alread y stretche d beyon d thei r 
capacities. The additio n o f services targeting those livin g with HI V 
disease, along with th e attendan t stigma , i s not a  welcome develop -
ment to service providers. 

Nonurban geograph y insulate s servic e providers , wh o conse -
quently ten d t o vie w AID S a s no t somethin g tha t affect s thei r 
communities. Littl e importance i s attached t o developmen t o f HI V 
services. Give n th e bes t o f motives , nonurba n servic e provider s 
are no t likel y t o hav e encountere d man y HIV-affecte d individual s 
requesting care . Thus , considerin g othe r problem s tha t pres s fo r 
attention, the y ar e unlikely t o se e a s a  priority th e developmen t o f 
HIV service s o r trainin g tha t woul d increas e thei r competenc e i n 
this area . I n fact , the y ofte n se e plannin g an d trainin g effort s a s 
punishment becaus e they detract from mor e pressing issues. 

2. Homophobia.  From the beginning of the epidemic in America, AIDS 
has bee n labele d th e "ga y plague. " A ministe r wh o wa s on e o f th e 
first transfusion-relate d AID S case s an d wh o live d i n Indian a sai d 
toward th e en d o f hi s life , "Th e issu e i s homophobi a pur e an d 
simple." He continued , " I neve r had an y conception o f what i t was 
like before I  becam e infected . Onc e infected , I  wa s tarre d wit h th e 
same brus h o f homophobi a tha t tar s th e ga y ma n wh o i s HI V 
infected." 

Recommendations for Future  Practice 

While geograph y form s a  barrie r t o providin g car e t o thos e wit h HI V 
disease in nonurban areas , it can be overcome. 

Emphasis shoul d b e placed on regiona l center s for th e developmen t o f 
HIV services . Mos t small-tow n an d rura l area s hav e a  large r tow n o r 
small cit y a s thei r geographi c focu s fo r retai l trade , entertainment , an d 
medical care . Thes e regiona l center s ma y serv e a s foca l point s fo r th e 
development of HIV services that can serve larger geographic areas. (Not e 
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that these regional areas do not necessarily follow stat e boundaries.) Sinc e 
a proportionatel y large r numbe r o f HI V case s ca n b e expecte d i n thes e 
regional tradin g an d medica l centers , th e developmen t o f HI V service s 
there woul d mak e greate r economi c sense . Thes e regiona l center s fre -
quently als o have institution s o f higher educatio n an d medica l residenc y 
programs associate d wit h hospitals . Medica l educator s an d facult y i n 
regional college s an d universitie s ar e often mor e approachabl e regardin g 
development o f HI V service s i n thei r geographi c are a an d ma y eve n 
be counte d o n t o provid e leadershi p fo r servic e deliver y plannin g an d 
development. 

In mos t instances , leadership fo r HI V community-base d resourc e de -
velopment an d maintenanc e wil l hav e t o com e fro m outsid e th e specifi c 
small tow n o r rura l area . Th e regiona l center s ar e ideall y positione d t o 
bridge th e ga p betwee n federa l an d state-leve l resource s an d th e need s 
and realitie s o f th e loca l nonurba n area . A  foca l poin t fo r sustaine d 
leadership, suc h a s a  regional car e center , i s critica l t o th e establishmen t 
and integration o f HIV servic e delivery in nonurban settings . 

Development o f telephone an d computer-base d "war m lines " for cas e 
consultation ca n assis t mental healt h an d othe r healt h an d huma n servic e 
providers b y providing neede d information , guidance , an d support . Bu t 
such technology-assiste d resource s wil l b e use d onl y t o th e exten t tha t 
they emerg e ou t o f trustin g relationship s betwee n professionals . Thi s i s 
especially tru e i n th e are a o f menta l healt h care . Thos e staffin g "war m 
lines" must hav e a  great dea l o f credibilit y an d demonstrate d skil l i n th e 
area o f HI V servic e deliver y an d menta l health . The y mus t als o posses s 
excellent training , supervision , an d consultatio n skills . Periodic field visit s 
are necessar y t o reinforc e relationship s wit h menta l healt h professional s 
who utilize these support services . 

Tools for Clinical  Practice 

I hav e found thes e point s t o b e critica l i n developin g a  system fo r HIV / 
AIDS services delivery in nonurban areas : 

• The  importance  of the community-level sanctioning process cannot  be 
overstated in the development of HIV services  in small towns and rural 
areas. 

Rounds (1988a ) an d Seele y e t al . (1991 ) hav e pointe d ou t th e 
importance o f informa l socia l network s fo r providin g suppor t 
and car e i n nonurba n areas . Experience bear s thi s out . Peopl e i n 
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small town s an d i n rura l area s typicall y hav e differen t expecta -
tions regardin g caregiving , founde d i n a n ethi c o f self-relianc e 
and a  deep-seated distrus t o f government. Peopl e are expected t o 
take car e o f themselve s an d thei r own , an d relianc e o n outsid e 
organizations ca n b e construe d a s a  failur e o f self-reliance , th e 
family, an d community . 

Different approache s ar e required , therefore , i n making entr y 
into nonurban communitie s an d developing HIV-related service s 
(Rounds, 1988b) . Formal organizatio n an d publi c meetings wit h 
accompanying medi a coverag e shoul d b e eschewed i n the begin -
ning becaus e the y provid e opportunit y fo r th e ventin g o f reac -
tionary opposition. More efficient entranc e can be made by using 
naturally existin g informa l suppor t network s an d workin g 
through on e supportiv e individua l a t a  time . Thes e individual s 
who liv e within th e loca l communit y ca n the n provid e lead s t o 
others wh o migh t b e supportiv e o r hav e resources . Thi s "snow -
ball55 approach t o communit y resourc e developmen t i s slow bu t 
has the advantag e o f allowing fo r th e developmen t o f a  networ k 
of servic e provider s an d resource s i n a  nurture d an d relativel y 
safe environment. Once a sufficient numbe r of people has become 
involved to give a certain amount of community sanction to HI V 
service delivery, a more public approach can be taken. 

With servic e provider s afrai d fo r thei r reputation s an d thei r 
practices shoul d i t become known tha t the y ar e the "AID S Doc55 

or th e "AID S menta l healt h servic e provider, 55 i t i s essentia l tha t 
they kno w tha t ther e i s a  segmen t o f th e communit y wh o wil l 
support them . I t take s a n unusuall y stron g individua l t o buc k 
public sentiment in a rural area, where the economic and personal 
consequences for running counter to public opinion can be griev-
ous. Those individual s wh o d o ru n thi s ris k ar e often motivate d 
by deepl y hel d mora l an d religiou s beliefs . Religiou s sentiment , 
however, in a  local community i s more likely to be dominated b y 
fundamentalistic Protestantis m an d ma y b e stron g enoug h t o 
inhibit such individuals from actio n on the HIV front . 

• When  networks  of service providers are established in small towns and 
rural areas, they are likely to be thinly staffed and very fragile. 

A whole servic e deliver y networ k i n a  rural are a ma y depen d 
on one concerned professional o r lay person. If that person leaves 
or becomes ill , the network falls into crisis. Maintenance become s 
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a constan t issu e an d ca n b e difficult , give n th e far-flun g geo -
graphic spread of the service delivery system. 

Similarly, a  disruptiv e clien t ca n damag e a  fragil e deliver y 
system. To o often , onc e a  clien t ha s bee n diagnose d wit h HI V 
disease, everythin g els e abou t th e clien t recede s int o th e back -
ground; servic e provider s focu s o n th e HI V t o th e exclusio n o f 
everything tha t ha s gon e before . Bu t man y individual s wh o be -
come HIV-infected hav e had multiple problems before infection . 
The HI V diagnosi s i s simpl y anothe r overwhelmin g stress , an d 
they may not have particularly good copin g skills. 

Service providers 5 immediat e reactio n t o suc h disruptiv e cli -
ents i s ofte n a  decision , base d o n on e experience , tha t al l HI V 
clients are impossible to treat , an d they terminate thei r participa -
tion in the service delivery network . 

A grea t dea l o f effor t an d leadershi p i s require d t o suppor t 
the networ k an d t o ensur e it s viability . Th e mind-se t o f thos e 
developing HI V service s i n smal l towns an d rura l area s ca n onl y 
be one of long-term effor t workin g toward long-term goals . 

• Many  people  in rural  areas  have negative attitudes regarding mental 
health services. 

Mental illnes s stil l carrie s a  grea t stigm a o f it s own , an d thi s 
stigma i s readily apparen t i n many rura l areas . An attitud e exist s 
within muc h o f th e populatio n tha t lead s peopl e t o believ e tha t 
mental healt h car e is for "craz y people. 55 Similarly, a  person wit h 
HIV/AIDS ma y view his or he r situation a s strictly one of physi-
cal illnes s an d rejec t menta l healt h car e a s inappropriate . Physi -
cians frequently mak e mental healt h referral s onl y as "referrals o f 
last resort 55 an d ma y present suc h referral s t o difficul t patient s a s 
the alternative unless they become more compliant . 

• HIV/AIDS  mental  health  care and health  service delivery  in nonur-
ban areas is an exercise  in multiculturalism. 

While muc h o f multicultura l educatio n encountere d i n th e 
graduate trainin g o f menta l healt h car e provider s focuse s o n 
issues o f gende r an d race , experienc e i n small-tow n an d rura l 
areas leads us to believe that such a definition o f multiculturalis m 
in no t nearl y broa d enough . Certainl y multiculturalis m i n rura l 
America ca n b e illustrated by , fo r example , the presence o f larg e 
numbers o f racial-ethni c minoritie s suc h a s Africa n American s 
and Hispanics in given localities. But another example of cultura l 
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diversity i s th e presenc e o f migran t far m workers , whic h repre -
sents a  very mobil e population . Som e nonurba n area s ar e popu -
lated b y religiou s sect s suc h a s th e Amish . Th e menta l healt h 
provider need s t o tak e these cultura l an d communit y difference s 
into accoun t in planning and delivering services. 

• Confidentiality,  difficult to maintain in  small towns and rural  areas, 
creates paradoxes of service seeking. 

It i s practically impossible not t o know people through multi -
ple contact s an d i n multipl e roles . I t i s no t uncommo n fo r th e 
receptionist a t the doctor' s offic e t o b e someone with who m th e 
client wen t t o hig h school . New s travel s quickly , sinc e there ar e 
fewer people to engage in the process of dissemination . 

HIV client s have reason to be concerned about confidentiality . 
Jobs ar e stil l lost , familie s stil l disintegrate , home s ar e stil l give n 
up, insuranc e can stil l be lost because of breaches in confidential -
ity. Some of those living with HI V diseas e stil l have their home s 
burned whe n their HIV statu s is revealed. 

Conversely, fo r thos e livin g wit h HI V diseas e i n small-tow n 
and rura l areas , geographica l distanc e ma y spel l assuranc e o f 
confidentiality, an d herei n lie s a  paradox : Whil e th e clien t i s 
asymptomatic an d servic e deliver y need s ar e th e leas t complex , 
services ar e typicall y sough t a t a  distance . Whe n th e clien t be -
comes mor e symptomatic , get s to o sic k to travel , an d need s th e 
most experience d care , service s ar e sough t locally . Yet , service s 
available locall y ma y no t b e adequat e t o th e need . HI V servic e 
delivery plannin g fo r nonurba n area s need s t o tak e thi s patter n 
of service seeking into account . 

• The  development  of integrated health  service delivery  for those  living 
with HIV/AIDS  depends  on  the  cultivation  of  relationships not  only 
within individual  systems,  eg.,  mental  health  centers,  hospitals,  and 
HIV/AIDS dedicated  social service agencies, but  also between agencies, 
care providers, and informal  support networks. 

The provide r i n a  nonurban settin g canno t affor d t o si t com -
fortably i n a n office an d only provide services . That perso n mus t 
be a networker. That means the devotion o f constant attention t o 
the informa l networ k o f persona l relationship s i n term s o f cas e 
finding, servic e delivery, and referral resourc e development . 

• Distance  and lack  of transportation are barriers to accessing care. 
Although fairl y obvious , thi s i s ofte n los t o n discharg e plan -
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ners in large, urban, tertiary-care hospitals . Hospital staf f need t o 
work closel y with community-base d car e providers t o determin e 
if plan s fo r follow-u p car e ar e possible , muc h les s probable . 
The realitie s o f nonurban lif e an d th e distanc e betwee n availabl e 
sources of needed care may impose severe limits on such plans. 

• The  darker side to the often laudable and proud tradition  of  "taking 
care of our  own"  in  small  towns  and rural  areas  is  the  relatively 
narrow definition regarding who is deserving of care. 

By and large, gay men an d injection dru g users do no t fi t int o 
this category . Issues of social class and race may also bear on thi s 
question. Typically , smal l town s an d rura l area s expor t noncon -
ventional individual s t o urba n areas , and , o f course , man y ar e 
uncomfortable wit h th e conformity espouse d b y local communi -
ties. Give n this , small-tow n o r rura l communitie s ca n preten d 
that thes e kind s o f difference s d o no t exist . And , o f course , 
if ther e ar e n o ga y individuals , fo r example , livin g withi n th e 
community fo r th e loca l population t o know , ther e i s no reaso n 
for thei r stereotype s t o b e dispelled . Th e menta l healt h provide r 
can respon d b y advocatin g toleranc e i f no t acceptanc e o f thes e 
individuals. Menta l healt h servic e provider s alread y enjo y som e 
degree o f socia l sanctio n fo r advocatin g unpopula r causes . Thi s 
social sanctio n ca n b e capitalize d o n t o broade n th e boundarie s 
of community acceptance . 

• Infected  gay men  coming  home to die is a scene repeated  daily across 
the small towns and rural  communities of America. 

Such homecomings ar e fraught wit h difficulties . I n many cases 
the offspring's homosexualit y was never openly acknowledged i n 
the famil y o r community . Th e famil y mus t thu s cop e wit h th e 
conscious knowledg e tha t a  member i s gay and tha t h e i s dying . 
Often th e origina l leave-takin g wa s no t accomplishe d unde r th e 
best o f circumstances , an d muc h unfinishe d busines s ha s bee n 
left incomplete . Th e retur n hom e tend s t o reactivat e thes e ol d 
and perhap s festerin g issues . Fracture s ofte n appea r i n th e mar -
riage of the parents a s they attempt to cope with this situation . 

Such homecomings ma y have a  very high cos t attached. Expe -
rience indicate s tha t sometime s familie s agre e t o tak e thei r off -
spring bac k an d provid e car e throug h th e fina l illnes s onl y i f h e 
or she agrees not t o have contact with an y gay or lesbian friends . 
In mor e extrem e cases , th e HIV-infecte d perso n i s asked  t o 
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renounce hi s o r he r sexua l orientation . Religiou s rite s o f recon -
version may also be a part of the bargain . 

The menta l healt h provide r involve d i n thi s situatio n i s face d 
with amelioratin g th e crisi s tha t suc h a  homecomin g produces . 
At th e sam e time,  opportunit y ma y exis t within th e destabilize d 
family syste m t o mak e significan t impac t o n long-standin g an d 
maladaptive patterns of interrelating . 

• Homophobia  is more likely to be internalized within gay and  bisexual 
individuals who remain in  small towns. 

Certainly, th e manifestation s o f internalize d homophobi a ar e 
easier to spo t in the lives of gay and bisexua l men who ar e HIV -
infected an d wh o hav e live d mos t o f thei r live s i n rura l areas . 
Internalized homophobia ca n be found i n the number o f gay and 
bisexual me n i n heterosexua l marriages , th e understandin g o f 
their ow n sexua l orientatio n i n term s limite d t o sexua l activity , 
reluctance t o see k HI V testin g an d treatmen t eve n whe n the y 
know the y ar e infected , an d th e amoun t an d pervasivenes s o f 
religious guil t present , especiall y durin g th e fina l stage s o f th e 
disease. 

One outcom e o f thi s internalize d homophobi a i s the numbe r 
of multipl e infection s foun d i n singl e families . Wive s an d new -
born infants thu s end up paying the price for this endemic homo-
phobia. Internalize d homophobi a als o affect s me n o f colo r wh o 
have sex with othe r men . I t i s not uncommo n t o find  thes e me n 
claiming infectio n throug h injectio n dru g use , when i n fac t the y 
have never engage d i n needl e sharin g an d simpl y find  admittin g 
to injecting preferabl e t o homophobic stigmatization . 

Internalized homophobi a make s fo r difficult y i n accessin g 
those wh o ar e i n nee d o f services , slo w goin g i n counselin g 
and psychotherapy , an d complicate d ethica l problems . Closete d 
clients may not b e willing to com e for service s to a  service cente r 
that is identified wit h caring for the HIV-infected. I n some cases, 
it ma y b e necessar y t o mee t the m o n thei r ow n turf , a t leas t 
initially. Complicated ethical issues present themselves when indi-
viduals fai l t o war n partner s tha t the y ar e HIV-positive , poten -
tially putting them a t risk. 

• Institutional  manifestations  of homophobia in nonurban areas run the 
gamut from denial  of  hospital visiting privileges to lovers to  denial of 
access to services altogether. 



Rural Practice |  17 1 

A particularly interestin g twis t o n institutionalize d homopho -
bia i s th e referra l o f ga y an d lesbia n client s t o openl y ga y an d 
lesbian service providers in mental health centers. This phenome-
non als o exist s i n privat e practic e bu t i s no t a s prevalen t i n 
nonurban areas . 

On th e on e hand , thi s practic e ca n ensur e tha t ga y clients ar e 
matched with professionals wh o may have a vital interest in HI V 
service delivery . O n th e othe r hand , a s lon g a s HI V client s 
can b e referre d t o specifi c professional s o n th e basi s o f sexua l 
orientation, othe r professional s d o no t hav e t o becom e knowl -
edgeable o r explor e thei r ow n negativ e attitude s tha t ma y for m 
barriers to accessing care. 

• Bemuse  nonurban areas are generally underserved^ mental  health care 
providers working with HIV/AIDS clients  often have to play multiple 
roles and serve multiple functions for the  client. 

It ma y b e necessar y fo r th e menta l healt h servic e provider , 
lacking other resources , to ac t as informal monito r o f the qualit y 
of medica l car e tha t th e clien t receive s o r a s clien t advocat e 
for acces s t o housin g o r othe r socia l service s necessar y fo r th e 
maintenance of well-being. This role overlap can be confusing fo r 
the clien t as well as for th e mental health servic e provider. I t als o 
assumes that the service provider ha s a  knowledge bas e sufficien t 
to kno w whe n t o questio n th e qualit y o f car e a n HIV/AID S 
client may be receivin g from anothe r professional . Interpersona l 
tact is also necessary in large measures t o perform thi s role while 
still maintainin g relationship s wit h othe r professional s wh o ar e 
providing care to the client . 
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II Mental Health Issue s of HIV-
Negative Gay Men 

Ariel Shidlo 

I wish I just became HIV-positive and got it over with. 

These word s wer e spoke n i n a  therap y sessio n b y a  high -
functioning, intelligent , and successful ga y man. This patient was sufferin g 
from th e physica l pai n o f a  shingle s episod e an d h e wa s anxiou s abou t 
whether thi s mean t h e wa s HIV-positive . H e wa s obsessivel y reviewin g 
his sexua l pas t t o mak e sur e tha t h e ha d no t don e anythin g "risky, " 
questioning whethe r th e shingle s inflammatio n wa s a  sign fro m Go d t o 
stop havin g se x with othe r men , an d revisitin g internalize d homophobi a 
that associated bein g gay with disease and punishment . 

This HIV-negative gay man was angry. His recent experience of dating 
a man , fallin g i n lov e an d becomin g sexua l had bee n spoile d b y the fea r 
that h e ha d becom e infecte d wit h HI V an d tha t h e ha d don e somethin g 
wrong. H e complaine d o f feelin g tha t intimac y an d lov e wer e contami -
nated for him by the fear o f HIV an d the wait to become infected . 

This seronegativ e ga y patien t ha d neve r engage d i n unprotecte d sex . 
He fel t confident tha t he was not abou t to engage in risky sex. And yet he 
still ha d a  naggin g feelin g tha t i t wa s onl y a  matte r o f tim e befor e h e 
seroconverted. Bein g a  ga y ma n mean t fo r hi m tha t eventuall y h e to o 
would ge t AIDS, n o matte r ho w carefu l h e was (se e Frederic k &  Glass -
man, 1996). 

I mysel f am an HIV-negative ga y man who cam e out i n 1980 , just on e 
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year befor e AID S wa s identified . Whe n I  first  teste d fo r HI V antibodie s 
in 1987, 1 expected t o tes t seropositive . Eve n though I  ha d practice d safe r 
sex since the mid-1980s , I assume d tha t I  ha d becom e infected wit h HI V 
before that . Whe n I  go t m y seronegativ e results , instea d o f feelin g re -
lieved an d happy , I  foun d mysel f depresse d an d mournful . I t seeme d 
inconceivable to me that I  could be HIV-negative . 

I frequentl y asked  myself , "Wh y me? " How coul d i t b e tha t I  hadn' t 
been infected? I  would envision a  plane crash, the people next to me lying 
dead while I  walked awa y unhurt. I n ligh t o f the sufferin g o f my peers, I 
felt guilt y abou t bein g HIV-negative . I  wen t throug h year s o f disbelief , 
suspicious tha t on e da y m y rea l HI V result s — positive — would finally 
emerge. My feelings o f guilt and disbelief were compounded when, in the 
late 1980s , I  learne d tha t a  man who m I  ha d date d i n 198 0 had serocon -
verted and another man with whom I  had been involved had died . 

When they were published, I  read Johnston's (1995 ) and Odets' s (1995 ) 
writings o n HIV-negativ e ga y men . The y describe d feeling s tha t I  ha d 
not bee n able to articulat e previously — that HIV-negative gay men suffe r 
considerably from th e shadow o f HIV, tha t we should allo w ourselves t o 
contemplate a  persona l futur e withou t illness , tha t w e ca n surviv e thi s 
epidemic. 

It ha s taken me nine years since I first  tested seronegativ e to develo p a 
stable belief that I  am and will remain HIV-negative . 

HIV-Nejjative Men in  the Gay Community 
About the middle o f the 1990s , we witnessed a  new movement i n the gay 
community. W e starte d t o acknowledg e an d articulat e th e stresse s tha t 
many HIV-negative  ga y me n ar e experiencing . Communit y forum s i n 
major U.S . cities, support an d therapy groups, books , newspaper articles , 
videos, an d counselin g program s ar e addressin g th e concern s o f HIV -
negative gay men. 

This activit y ha s bee n spurre d i n par t b y ou r admittin g alou d ou r 
worry a t the resurgence of HIV seroconversio n rate s in gay men since the 
early 1990 s (Ga y Men' s Healt h Crisis , 1995a) . From on e thir d t o hal f o f 
gay men i n certai n majo r U.S . urban center s ar e estimated t o b e infecte d 
with HI V (Morri s &  Dean, 1994) . At the curren t rat e of seroconversion , 
a twenty-year-ol d ga y ma n ha s les s tha n a  5 0 percen t probabilit y o f 
remaining HIV-negative durin g his lifetime (Hoove r e t al. , 1991). 

Already man y ga y me n i n cities  suc h a s Lo s Angeles , Sa n Francisco , 
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and Ne w York , wher e th e ga y communit y i s dens e an d enmeshed , hav e 
experienced a  multitude o f deaths an d il l friends. A s many a s 274,192 gay 
and bisexua l me n hav e bee n diagnose d wit h AID S i n th e Unite d States ; 
tens of thousands have died (Center s for Disease Control an d Prevention , 
1996). 

Odets (1995 ) ha s describe d man y urba n ga y HIV-negativ e me n a s 
living in a world of shadows, survivors, and ghosts. As a result of so many 
losses, som e HIV-negativ e ga y me n ma y experienc e significant  survivo r 
guilt. This guilt may be especially powerful whe n a  partner or close friend s 
are HIV-positive . 

Many HIV-negativ e ga y me n fin d i t difficul t t o discus s thei r feeling s 
about ho w th e specte r o f AIDS ha s affected thei r relationships , love , sex, 
their identitie s an d thei r futures . Man y HIV-negative ga y men fee l secre -
tive an d shamefu l abou t thei r serostatuses . The y ar e afrai d t o tel l thei r 
HIV-positive friend s fo r fea r o f hurtin g them , makin g the m envious , o r 
burdening them with perceived trivialities . Some HIV-negative me n eve n 
lie to others , pretending to be HIV-positive. They do not talk about thei r 
serostatuses wit h HIV-negativ e friend s becaus e i t i s suppose d t o b e a 
nonissue, a  lab resul t tha t on e shoul d accep t quietl y an d gratefully . I n a 
climate wher e th e meaning s o f HI V serostatu s ar e no t openl y explore d 
and discussed , HIV-negative ga y men's identities can become fragmente d 
and confused (Ball , 1995). 

Many ga y me n fin d i t exceedingl y difficul t t o discus s thei r feeling s 
about protected an d unprotected ana l intercourse with prospective sexua l 
partners o r eve n with establishe d life-partners . Thi s lack of open commu -
nication abou t unprotected ana l intercourse occur s i n a  climate where 2 0 
to 4 3 percen t o f ga y me n age d 1 8 t o 2 5 i n larg e urba n center s repor t 
having engage d i n i t ove r th e previou s yea r o r tw o (se e Dean &  Meyer , 
1995; Hays, Kegeles, &  Coates , 1990) . Similarly , more tha n 5 0 percent o f 
a sample o f gay and bisexua l African America n me n i n the Sa n Francisc o 
Bay Area reported having unprotected ana l intercourse in the previous six 
months (Peterso n e t al. , 1992) , and 4 1 percent o f a  predominantly whit e 
Seattle community sample reported unprotected ana l intercourse over the 
previous year (GayMa p survey results, 1994). Recent figures  from Projec t 
ACHIEVE i n New Yor k City reveal that 3 1 percen t o f men unde r ag e 30 
and 25 percent o f men ag e 30 and abov e in a  cohort o f 600 HIV-negativ e 
gay me n reporte d insertiv e unprotecte d ana l intercours e i n th e previou s 
three month s wit h a n HIV-positiv e o r unknow n serostatu s partne r 
(Achievements, 1995). Figures for receptiv e unprotected ana l intercourse in 
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this sample were 25 percent for  me n under ag e 30 and 1 7 percent fo r me n 
age 30 and above . 

My clinica l practic e suggest s tha t man y HIV-negativ e ga y me n ar e 
mistrustful an d fearfu l o f bein g lie d t o abou t serostatu s b y thei r sexua l 
partners. Intimac y an d trus t hav e pai d a  hig h pric e i n thi s climat e o f 
suspicion an d fear (Odets , 1995; Rofes, 1996) . Prevention materia l exhor -
tations t o "us e a  condo m wit h ever y partner 55 hav e bee n interprete d b y 
many me n t o mea n "trus t n o one , no t eve n your lover 55 an d "ever y ma n 
for himself. 55 A  youn g ma n i n hi s twentie s wh o seroconverte d recend y 
told me that hi s boyfriend ha d know n fo r severa l years that h e was HIV -
positive and had withheld tha t information , ye t had had unprotected ana l 
intercourse with him. Only after my patient seroconverted and confronte d 
his boyfriend, th e only sexual partner with whom he ever had unprotecte d 
anal intercourse , di d th e boyfrien d admi t tha t h e ha d bee n to o afrai d t o 
tell him. 

The majorit y o f HIV-positiv e ga y me n ma y neve r hav e unprotecte d 
anal intercourse with a n HIV-negative partner . Still , it i s our responsibil -
ity t o disillusio n thos e HIV-negativ e me n wh o assume  that thei r sexua l 
partners5 or lovers 5 willingness t o engag e i n unprotecte d ana l intercours e 
signifies tha t their partners are seronegative (Gold , 1995) . We have to help 
our HIV-negative client s learn to ask partners about their serostatus before 
deciding t o engag e i n unprotecte d ana l intercourse . Couple s ma y vie w 
unprotected ana l intercours e a s a  sign o f commitmen t an d trus t i n eac h 
other (Schoofs , 1995) . They need to be supported in sharing the responsi -
bility o f stayin g uninfecte d throug h a n ope n dialogu e tha t value s main -
taining seronegativity a s an expression o f love and caring for eac h other . 

Gold (1995 ) ha s writte n tha t assertin g tha t th e ga y communit y i s a 
safer-sex cultur e ma y mak e i t ver y difficul t fo r ga y me n wh o practic e 
unprotected ana l intercours e t o discus s thei r behavio r wit h friends . Thi s 
conspiracy o f silence  ha s facilitate d developmen t o f sham e an d secre -
tiveness i n thos e strugglin g wit h th e riskines s o f thi s behavio r whe n 
partners ar e seropositiv e o r o f unknow n status . Those wh o practic e un -
protected ana l intercourse with a  monogamous seronegativ e partne r als o 
do not fee l readily able to talk about i t because i t is contrary to the "use a 
condom ever y tim e wit h ever y partner 55 exhortatio n o f preventio n cam -
paigns. This scarcit y of dialogue abou t risk y sex has deprived ga y men o f 
the chanc e t o provid e emotiona l suppor t an d guidanc e t o eac h othe r o n 
these issues. Grass-roots group s suc h as the New York-based Communit y 
AIDS Preventio n Activist s are creating new an d exciting forums fo r suc h 
dialogues. 
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Rofes (1996 ) ha s aske d whethe r a  ga y cultur e filled  wit h warning s 
about th e hazards o f anal sex has had th e paradoxica l effec t o f channelin g 
gay men's eroti c desire s mor e strongl y towar d ana l intercourse . As man y 
gay men hav e staked ou t a  terrain a s "sexual outlaws 55 who ar e viewed a s 
deviant or sinful b y homophobes, Rofes poses the challenging question o f 
whether unsaf e se x has becom e th e definin g ac t o f a  renegade status . I n 
my clinical work, on e patient reporte d finding  an d enjoying comradeshi p 
with his partners in unprotected ana l intercourse. He enjoye d th e thril l of 
discovering whether a  prospective sexua l partner would (silentiy ) consen t 
to or signal interest in having intercourse without a  condom. O n a  related 
note, Ostrow , DiFranceisco , &  Kalichma n (1996 ) investigate d whethe r 
some me n hav e a  "risk-taking55 personality trai t tha t lead s the m t o enjo y 
the danger s o f unprotecte d ana l intercours e wit h partner s o f unknow n 
HIV status . 

Odets's Conceptual  Groundwork 

Odets (1994,1995 ) ha s created a  conceptual groundwor k fo r understand -
ing the lives of HIV-negative gay men. 

First, h e write s tha t ther e ha s bee n a n obfuscatio n o f a n essentia l 
difference betwee n th e live s an d th e fate s o f HIV-negativ e an d HIV -
positive ga y men . I t i s painfu l t o acknowledg e a  qualitativ e differenc e 
between those who ar e uninfected an d can look forward t o longevity an d 
those who fac e a  chronic an d ofte n termina l illness . Uninfected ga y men , 
HIV-positive men , an d person s wit h AID S ar e not  on  a  continuum,  a s 
some prevention campaign s hav e claimed . Th e promotio n o f the contin -
uum idea , whil e havin g positiv e connotation s o f unit y betwee n HIV -
negative an d -positiv e ga y men , als o contain s th e damagin g implicatio n 
that a  progressio n alon g th e continuu m i s inevitable . (On e sloga n o f 
1980s ga y AID S activis m wa s "W e ar e al l peopl e wit h AIDS. 55) A s a 
community unde r sieg e fro m th e righ t win g an d fro m religiou s homo -
phobes, ga y me n hav e no t fel t th e luxur y o f articulatin g thi s potentiall y 
divisive fissure  i n th e ga y community . Instead , HIV-negativ e me n hav e 
felt protectiv e o f thei r HIV-positiv e friend s an d lover s an d fearfu l o f 
any publi c articulatio n o f th e painfu l differenc e betwee n negative s an d 
positives. 

Second, accordin g t o Odets , man y HI V primar y preventio n effort s 
have confuse d outcom e an d targe t groups . Statin g th e obvious , onl y 
HIV-negative me n ca n b e helpe d t o sta y uninfected : The y ar e therefor e 
the onl y outcom e grou p o f primar y prevention . HIV-negativ e an d 
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-positive me n shoul d b e viewe d a s distinc t targe t group s fo r preventio n 
activities, each with it s own concerns and motivations. Educationa l mate -
rial an d counselin g shoul d acknowledg e thes e realitie s rathe r tha n obfus -
cate them. 

Third, th e meanin g an d th e importanc e o f ana l intercours e an d th e 
exchange of semen (orall y or anally) for many gay men have been ignored . 
Anal intercourse has been trivialized as dispensable, and the desire for an d 
the practic e o f unprotecte d ana l intercours e hav e bee n pathologized . 
Odets attributes this trivialization and devaluing of the importance of anal 
intercourse between men to homophobia; i t is expressed in the prevention 
message tha t thi s i s a n expendabl e activit y tha t i s interchangeabl e wit h 
other sexua l behaviors. He ha s observed that , in contrast, married hetero -
sexual couples who tes t seronegative for HIV ar e generally not told to use 
a condo m ever y time  the y hav e vagina l intercours e o r asked  t o vie w 
intercourse a s a dispensable aspec t of their sexual lives. 

Another contributio n o f Odets's (1995 ) analysi s i s the recognitio n tha t 
HIV-related survivo r guil t ma y activat e earlie r developmenta l guilt . I n 
addition to whatever historica l guilt issues both gay and nongay individu -
als ma y dea l with , Odet s point s ou t tha t man y ga y me n hav e a  uniqu e 
developmental histor y o f guil t base d o n thei r experienc e o f takin g fro m 
their parent s th e "normal " heterosexua l so n tha t the y expected . Man y 
families experienc e thei r sons 5 homosexualit y a s a n abandonmen t an d 
their son s ma y thu s emotionall y equat e surviva l a s ga y me n wit h th e 
abandonment o f others. 

An importan t generalizatio n i n understanding th e interaction betwee n 
preexisting characterologica l an d developmenta l issue s an d bein g HIV -
negative i s that an y developmental conflic t ma y interact with th e psycho -
logical experience o f HIV-negative ga y men livin g in the AIDS epidemi c 
(Odets, 1995) - A history o f difficul t conflic t abou t homosexuality , seriou s 
depression, long-standin g persona l isolatio n an d simila r difficultie s ma y 
interact destructively with AIDS. 

HIV-Negative Identity 
The idea tha t bein g HIV-negative shoul d b e or eve n can be viewed a s an 
identity or as a component of identity is being debated in the gay commu-
nity (Johnston , 1995 ; Odets , 1995 ; Rofes , 1996) . Argument s agains t it s 
being viewe d a s a n identit y hav e include d fear s tha t i t woul d promot e 
what has been called "viral apartheid" and facilitate a  dangerous demarca -
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tion betwee n HIV-positiv e an d -negativ e ga y men . Other s believ e tha t 
promoting a n HIV-negative identit y i s an importan t mean s t o hel p kee p 
gay men from seroconvertin g (Dalit , 1996;  Odets, 1995). 

An HIV-negative identity has several important characteristics : 

• I t i s defined b y the absence of a viral infection rathe r than b y the 
presence of a defining feature . 

• I t i s associate d wit h a  precariou s sens e o f grac e fro m whic h 
one ca n fal l anytime . Seroconversio n frequentl y appear s a s a n 
omnipresent threat . 

• I t is a status that is seldom talked about with others . 
• I t i s frequentl y unintegrate d wit h othe r aspect s o f ga y men' s 

identity. 

HIV-negative me n wh o hav e no t ha d th e opportunit y t o tal k openl y 
about their serostatuses frequently describ e their experience of being in an 
HIV-negative grou p a s a  "comin g out " proces s tha t i s reminiscen t o f 
having comin g ou t a s gay men. Odet s (1995 ) posit s tha t no t comin g ou t 
as HIV-negativ e compromise s ga y men' s commitmen t t o tha t identit y 
and t o thei r actua l physica l condition . HIV-negativ e ga y me n requir e 
social structures within the gay community that support thei r feelings an d 
their identitie s an d tha t ar e investe d i n maintainin g thei r seronegativ e 
statuses. The preservation o f an HIV-negative serostatu s ha s to continu e 
shifting fro m a  solely individua l responsibilit y t o a  communa l effort . I n 
this process , a n ope n dialogu e betwee n HIV-negativ e an d HIV-positiv e 
gay me n i s a n essentia l component . Group s suc h a s Communit y AID S 
Prevention Activists and Gay Men's Health Crisi s in New York have don e 
important wor k i n thi s directio n b y sponsorin g CrossTal k communit y 
forums tha t brin g togethe r seronegative , seropositive , an d unteste d me n 
for th e purpose of  talking  t o each other . 

My Clinical  Work 
The program I  direct , TalkSafe, i s a peer counseling program fo r ga y and 
bisexual me n wh o self-identif y a s HIV-negative . Th e progra m provide s 
time-limited individual , couple , an d grou p pee r counseling . TalkSaf e i s 
founded o n the following principles : 

• HIV-negativ e me n nee d a  saf e spac e t o tal k openl y abou t thei r 
feelings withou t fea r o f neglecting , offending , o r hurtin g HIV -



i8o I  Ariel Shidlo 

positive me n o r incurrin g thei r resentmen t o r ange r (Odets , 
1995). 

• Stayin g HIV-negative i s an ongoin g proces s tha t i s impacted b y 
psychological, interpersonal, an d community factors . 

• Ga y men need help in the process of staying HIV-negative . 
• Ga y men who view HIV-negative serostatu s solel y as a lab resul t 

need t o b e supporte d i n developing a n identity a s HIV-negativ e 
men and in integrating this identity into their multiple identities . 

• N o one factor explains why an individual would engage in unpro-
tected ana l intercourse , bu t a  unique constellatio n o f factor s af -
fects each individual . 

• Ga y men nee d hel p t o tal k abou t ho w the y determin e th e situa -
tional riskines s o f unprotecte d ana l intercours e (se e Low y & 
Ross, 1994) . 

• HIV-negativ e couple s nee d hel p t o examin e thei r decision-mak -
ing around unprotected ana l intercourse . 

• Couple s wit h mixe d HI V statuse s nee d hel p t o examin e eac h 
partner's feeling towar d the other's serostatus . 

• Client s wh o ar e candidate s fo r pee r counselin g nee d a  menta l 
health assessmen t b y a  professional provide r t o lin k those with a 
significant psychologica l o r substance abuse disorder with appro -
priate mental health services . 

• Counselin g fo r relativel y intac t client s ca n b e successfull y pro -
vided b y peers wh o ar e trained an d supervise d b y a  professiona l 
mental health provider . 

• Pee r counselor s ca n use disciplined self-disclosur e an d mode l fo r 
clients thei r ow n copin g wit h th e anxietie s o f a n HIV-negativ e 
status. 

• Ga y men sometimes need help in developing nonsexual intimacy ; 
they may need help to learn how to talk with each other . 

• Sinc e i t i s no t clea r wha t intervention s ar e usefu l i n helpin g 
HIV-negative ga y me n remai n seronegative , w e nee d ongoin g 
program evaluatio n t o determin e wha t work s (Cho i &  Coates , 
1994). 

Barriers to Services 

When I  was asked in 1995 to desig n a  peer counselin g program fo r HIV -
negative ga y me n a t St . Vincent' s Hospita l an d Medica l Cente r i n Ne w 
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York, I was initially fearful o f negative reactions from th e gay community . 
Would w e b e vilified fo r creatin g a  program tha t exclude d HIV-positiv e 
men o r accuse d o f divertin g limite d resource s fro m service s fo r HIV -
positive people ? Provider s considerin g HIV-negativ e service s ma y b e 
faced with hostilit y from withi n th e AIDS healt h care community (John -
ston, 1995 ; Odets , 1995 ; Rofes , 1996) . Withi n ou r AID S Cente r I  over -
heard a (joking) remar k about my project staff : "They'r e only the preven-
tion program people . They're not important. 55 

Both providers and clients may need consciousness raising to recogniz e 
that man y HIV-negativ e ga y me n experienc e significant  psychologica l 
distress associate d wit h thei r serostatuses . Client s an d provider s ma y 
collude i n avoidin g difficul t feeling s o r therapeuti c issue s b y focusin g 
instead o n AID S informatio n an d safer-se x guidelines . Man y HIV-nega -
tive ga y me n ar e habituate d t o focusin g o n worrie s abou t th e healt h 
concerns o f HIV-positive partner s an d friends . Dali t (1996 ) report s o n a 
member o f an HIV-negative ga y men's group wh o brough t t o a  meeting 
copies o f th e lates t researc h o n proteas e inhibitors . Th e member s wer e 
easily draw n int o a  discussio n o n thes e ne w anti-HI V medicines ; the y 
were startle d tha t th e grou p leade r interprete d thi s grou p behavio r a s 
symptomatic o f the difficulty man y HIV-negative ga y men hav e in focus -
ing on issue s related t o thei r ow n serostatuses . The tendenc y t o focus o n 
HIV healt h issue s should b e similarly attended t o when treatin g a  couple 
with a  mixed HIV serostatus . 

Tools for Clinical  Practice 

Clinicians working with HIV-negative men should consider these points: 

• Assess  your clients' attitudes regarding their HIV-negative serostatus. 
Gay me n wh o ar e HIV-negativ e ma y experienc e a  multitud e 

of conflictin g feeling s abou t thei r serostatus . Th e followin g di -
mensions bea r assessment : leve l o f guilt , shame , an d secrec y 
about bein g seronegative ; leve l o f precariousnes s abou t HIV -
negative serostatus ; an d leve l o f sens e o f legitimac y a t viewin g 
HIV-negativity a s a problem compared to the concerns of friend s 
and lovers who are HIV-positive. Client s who have not discusse d 
their HIV-negativ e statuse s wit h othe r HIV-negativ e ga y me n 
may benefit from viewin g a short video that presents the isolation 
that som e ga y me n fee l abou t thei r seronegativ e statuse s (Ga y 
Men's Health Crisis , 1995b). 
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• HIV-negative  gay men  need  to be helped to develop an  identity  that 
integrates being uninfected into other aspects of their lives. 

They nee d t o b e give n permissio n t o fee l tha t bein g HIV -
negative i s somethin g tha t the y ca n fee l goo d abou t an d tel l 
others about . Encourag e you r client s t o articulat e negativ e an d 
positive feeling s abou t bein g seronegativ e an d t o tolerat e th e 
confusion o f contradictory sentiments . Adaptive identity integra -
tion o f seronegative status can be accomplished only after explor -
ing negative feelings . 

Facilitate the process of grieving the intrusiveness an d contam -
ination o f AIDS o n love , dating, relationships , sex , and sens e o f 
self a s gay men . Hel p you r client s examin e t o wha t exten t the y 
have constructed thei r identitie s an d plan s fo r th e future aroun d 
AIDS (Dalit , 1996). Some HIV-negative gay men may experience 
a tremendous burde n a t finding ou t they are seronegative. Thes e 
are men wh o di d no t expec t t o gro w ol d an d therefor e avoide d 
dealing wit h issue s o f plannin g fo r a  future , professionall y an d 
financially. On e o f Dalit' s client s (Persona l Communication , 
March 1996 ) wh o ha d recentl y teste d negativ e reporte d neve r 
having paid taxes because he did not expec t to have a long life . 

• Educate  your clients regarding errors in assumptions. 
Many HIV-negativ e ga y me n interpre t th e willingnes s o f a 

sexual partner t o have unprotected ana l intercourse with them a s 
evidence tha t thei r partne r i s als o seronegativ e (Gold , 1995) . 
Some men may not readily believe that a  seropositive man woul d 
offer t o hav e ana l intercours e withou t a  condom . The y assum e 
that thei r sexual partners ar e the same as they are — seronegative. 
Your client s nee d t o b e educate d tha t thei r seropositiv e partner s 
may themselve s mak e a n assumptio n o f sameness  of serostatus, 
thinking, "You'r e willin g t o hav e unprotecte d ana l intercourse ? 
This must mean you are the same as me; we are both HIV-positiv e 
so it's okay to do i t without a  condom." Help your clients to fee l 
comfortable discussin g serostatu s issue s wit h me n the y ar e dat -
ing, their lovers or life-partners an d their sexual partners. 

• Help  your clients articulate the meanings of specific sexual behavior. 
Your clients may appear comfortable talking about sex but have 

difficulty explorin g th e meaning s tha t sexua l act s hold fo r them . 
Each ga y ma n ma y hav e a  uniqu e constellatio n o f meaning s 
attached to sex and AIDS. Help your clients articulate aloud what 
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anal intercours e wit h an d withou t a  condo m mean s t o them , 
what ora l se x with an d withou t a  condom mean s t o them , wha t 
having a man ejaculate inside them means to them, what ejaculat -
ing inside another man means to them, what kissing another ma n 
means t o them, an d what bein g sexuall y desired b y another ma n 
means t o them . Ask them wha t i t means t o the m t o hav e se x o r 
make love with a n HIV-negativ e partner , a n HIV-positiv e part -
ner, and a  partner o f unknown serostatu s (se e Elovich, 1995). 

• Examine  the  specific psychological impact that your clients experience as 
a result  of the ambiguity over  oral sex transmission data and  preven-
tion guidelines. 

Many ga y me n hav e considerabl e anxiet y abou t unprotecte d 
oral se x becaus e th e evidenc e abou t transmissio n i s ambiguous . 
The mos t recen t finding s sugges t tha t unprotecte d ora l se x i s 
classifiable a s safer sex or a s safe compared to safest (Nimmon s & 
Meyer, 1996) . The de facto standar d of safer sex among many gay 
men includes unprotected ora l sex. Examine whether anxiet y and 
anger abou t th e ambiguit y o f the riskines s o f ora l se x leads you r 
clients t o engag e i n unprotecte d ana l intercours e ("N o on e 
knows whafs reall y safe anyway ; I  migh t a s well have ana l inter -
course without a  condom. 5') 

I believ e tha t provider s shoul d conside r tha t ther e ma y b e a 
danger o f overfocusin g o r labelin g ora l se x a s "hig h risk. " Thi s 
may lea d client s t o vie w th e ris k o f unprotecte d ora l se x a s 
equivalent t o tha t pose d b y unprotecte d ana l intercourse . Re -
member: Onl y a handful o f transmissions due to oral sex between 
gay men hav e been documente d (Nimmon s &  Meyer, 1996) . All 
other sexua l transmissio n betwee n me n ha s occurre d throug h 
unprotected ana l intercourse . Recogniz e tha t a  majorit y o f ga y 
men wh o engag e i n ora l se x do s o withou t a  condom. Us e o f a 
condom i n ora l se x may no t b e a  realistic goa l fo r man y clients . 
Do no t collud e wit h you r client s i n havin g the m stat e tha t the y 
intend t o us e condom s wit h ora l se x unles s the y hav e a  stron g 
commitment t o doin g so . Instead , revie w th e way s o f reducin g 
the ris k o f unprotecte d ora l se x (Nimmon s &  Meyer , 1996) : 
Keep th e mouth , teeth , an d gum s healthy ; d o no t floss  befor e 
receptive ora l sex ; avoi d usin g stimulan t drug s tha t dul l sensa -
tion, whic h ma y b e associate d wit h permittin g traum a t o th e 
mouth an d throat , thereb y increasin g susceptibilit y t o infection ; 
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do no t hav e a  large numbers o f partners within a  short period o f 
time, sinc e doin g s o ca n als o caus e traum a t o protectiv e tissue ; 
avoid ejaculatio n i n th e mouth , whic h ca n lowe r th e ris k o f 
transmission o f HIV an d other STDs . 

• Help  your  clients  assess the  unique  factors that  might  lead  them  to 
engage in  unprotected  anal  intercourse  with partners  of  unknown 
status or with seropositive partners. 

Each individual differs i n the relative importance of the follow -
ing factor s tha t i n m y clinica l experienc e ma y b e associate d wit h 
unprotected ana l intercourse: 

— Internalized homonegativit y (Shidlo , 1994 ) — negative atti -
tudes towar d one' s homosexua l feelings , behavior , relation -
ships, and identity . 

— Shame about sex with othe r men . 
— Hopelessness an d indifference abou t th e future an d one' s per -

sonal well-being ; fatigu e o f livin g i n a n epidemi c withou t a n 
apparent end : "We'l l al l get i t soone r o r later ; i f s just a  ques-
tion o f time" ; an d "Al l m y friend s ar e sic k o r dead ; I  don' t 
have much t o look forward to. " 

— Identity issue s a s a  seronegativ e ga y man : shame , secrecy , 
guilt, isolation, alienation , lack of visible role models. 

— Difficulty sayin g no t o a n attractiv e o r sexuall y desirable part -
ner who request s unprotected ana l intercourse. 

— Experience o f rejection b y other gay men an d associated nega -
tive mood state s (Gold , 1995 ; Odets, 1995). 

— Impact o f bod y image ; poo r self-estee m aroun d bod y imag e 
may increas e vulnerabilit y t o risk y unprotecte d ana l inter -
course. 

— Risk-seeking trait ; pleasur e a t placing onesel f a t risk (Ostrow , 
DiFranceisco, &Kalichman , 1996) . 

— Poor communicatio n an d assertivenes s skills ; difficulty askin g 
partner's serostatus , telling partner one' s status , initiating con -
dom use , insisting on condom use . 

— Informational fallacies , erroneous beliefs that insertive partners 
("tops") can' t ge t infecte d i n unprotecte d ana l intercourse , 
unprotected ana l intercours e withou t ejaculatio n i s safe , un -
protected ana l intercours e limite d t o insertio n o f ti p o f peni s 
is okay. 
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— Distrust o f safer se x credo; the rol e o f the ambiguou s dat a o n 
oral sex as leading to unprotected ana l intercourse . 

— Sense of invulnerability; a  feeling o f personal immunity some -
times confirme d b y a  histor y o f repeate d HIV-negativ e tes t 
results in spite of history of risky unprotected ana l intercourse. 

— Untreated affectiv e disorder . 
— Untreated substanc e an d alcoho l abus e o r dependenc e (Os -

trow, DiFranceisco, & Kalichman, 1996 ; Ostrow e t al. , 1993). 
— Need fo r intimacy ; closenes s an d feelin g o f trus t provide d b y 

unprotected ana l intercours e ma y tak e o n paramoun t signifi -
cance over longevity an d health (Odets , 1995) . For som e men , 
exchange of semen may be deeply valued and meaningful . 

— Unacceptable negativ e meanings associate d wit h condo m use . 
Some me n ma y vie w condom s a s signifyin g "promiscuity, " 
lack o f trust , betrayal , an d evidenc e o f unacknowledged sero -
positivity in partner (se e Schoofs, 1995). 

— Condom-associated sexua l dysfunction ; erectil e difficultie s i n 
insertive partner . 

— Interethnic negativ e attitudes ; differentia l perceptio n o f sero -
prevalence i n particula r ethni c groups ; sadisti c o r masochisti c 
impulses toward partner o f different ethnicity . 

• Monogamous  couples  where  both  partners have  tested  HIV-negative 
sometimes opt  to have unprotected anal intercourse.  To  minimize the 
risks of this decision, they  need to be encouraged to think through  and 
talk openly about their choice. 

The Victoria n AID S Council/Ga y Men' s Healt h Centr e i n 
Australia (1994 ) ha s helpfu l educatio n fo r couple s considerin g 
unprotected ana l intercourse . I t recognize s tha t issue s o f trus t 
and communicatio n ar e crucia l i n th e decisions . I  hav e adapte d 
their guidelines a s follows: 

1. Th e coupl e discusse s th e importanc e an d meaning s o f unpro -
tected ana l intercourse for eac h partner . 

2. I f the y bot h strongl y wan t t o engag e i n unprotecte d ana l 
intercourse, bot h partner s hav e a n HI V tes t (preferabl y to -
gether) an d commi t t o b e completel y hones t wit h eac h othe r 
about the results . 

3. Th e coupl e continue s t o us e condom s ever y tim e the y hav e 
anal intercourse for si x months. 
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4. Th e couple then has another HIV tes t together . 
5. I f both test seronegative, the couple agrees that neither partne r 

will engag e i n unprotecte d ana l intercours e outsid e th e rela -
tionship. The eouple commits and promises to tell each other imme-
diately if this  agreement is  broken. I f th e agreemen t i s broken , 
they restar t condom s fo r ana l se x an d g o throug h al l th e 
preceding steps again . 

If bot h partner s tes t HIV-positive , the y shoul d conside r th e 
effects o f reinfection whe n deciding whether to have unprotecte d 
anal intercours e wit h eac h other . I f on e o f th e partner s i s HIV -
seropositive, the y shoul d continu e t o us e condom s ever y tim e 
they hav e ana l intercourse . Couple s o f mixe d HI V statu s nee d 
help i n talkin g t o eac h othe r abou t th e comple x feeling s eac h 
partner ma y have abou t th e meaning s o f th e differenc e betwee n 
them in serostatus . 

• Conceptualize  how characterological and developmental  issues may be 
exacerbated by AIDS-related issues. 

Help client s identif y whic h aspect s o f thei r psychologica l dis -
tress or maladaptive behavior are in direct response to the stresses 
of the AIDS epidemi c versus thos e aspect s tha t ar e reactivation s 
of earlie r wound s an d vulnerabilities . Asses s whethe r earlie r de -
velopmental issue s relate d t o internalize d homophobi a an d ga y 
identity formatio n nee d t o b e revisite d b y the clients . Fo r som e 
clients, AID S ma y serv e a s a  repositor y o f toxi c material . Bal l 
(1995) reports having seen clients whose previous therapists inter -
preted anxiety , panic , an d depressio n a s solel y characterologica l 
in origin, failing to contextualize them a s normal reactions to th e 
ongoing traumatization o f the AIDS epidemic . 

• Actively  support your clients  when they report dating, falling in  love, 
being in relationships, and having sex. 

Gay men nee d t o hea r tha t lovin g othe r me n i s a  good thin g 
and tha t se x wit h othe r me n i s a  health y an d desirabl e thing . 
In th e contex t o f th e "AIDSificatio n o f ga y identity 5' an d th e 
"homosexualization o f AIDS " (Odets , 1995) , i t i s a n essentia l 
function fo r th e provide r t o ac t a s a  counterforc e tha t help s 
clients celebrat e bein g gay . Challeng e th e tendenc y o f client s t o 
pathologize inappropriatel y thei r relationship s an d thei r sexua l 
behavior. Help them examine what they actually mean when the y 
report tha t they are "addicted55 to sex . Is this an accurate descrip-
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tion o f dyscontrol an d compulsion , o r i s it a n AIDS-phobic an d 
gay-phobic misinterpretation o f high levels of sexual desire? 

• Clients  may  have  different  needs  for individual,  couple,  and  group 
modalities. 

Clients who ar e early in the process o f examining issues abou t 
being seronegative may require individual intervention. I f appro-
priate, offe r coupl e counselin g fo r seronegativ e an d negative / 
positive couples . Th e obviou s bu t sometime s forgotte n clinica l 
wisdom i s that no t al l HIV-negative ga y men ar e appropriate fo r 
a group intervention . Screenin g for membershi p i n group shoul d 
be conducted accordin g to established principles (Yalom , 1995). 

• Primary  prevention programs and counseling  materials need to recog-
nize explicitly  HIV-negative gay men  and  HIV-positive  gay men  and 
target each population distinctly (Odets, 1995). 

When creating educational material , avoid obfuscating th e dif-
ferences betwee n th e concern s an d th e feeling s o f HIV-negativ e 
and HIV-positive gay men. HIV-negative men need to be helped 
to valu e self-preservatio n i n additio n t o supportin g thei r HIV -
positive peers . HIV-positiv e me n nee d t o b e helpe d t o valu e 
avoiding reinfectio n i n additio n t o maintainin g th e healt h o f 
their HIV-negativ e peers . Both group s nee d hel p i n valuin g th e 
continuity of the gay community an d in keeping the next genera -
tion of gay men aliv e and healthy . 
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12 Working with and for Childre n 

Dottie Ward-Wimmer 

We sat together on his hospital bed. Beautiful dar k eyes looked 
up a t me and then a t the picture he had just drawn. I t was a six-year-old's 
typical rendition of a house. I asked, "Are you in this picture?" He pointe d 
to the center of the paper and said quietly, "Sure I  a m . . . ,  but I'm s o far 
in no one can see me." 

Children with AIDS sometimes feel very alone. 
More tha n anythin g else , he wante d t o ru n an d play  with othe r kids . 

But h e had hypertoni c le g muscles . AIDS wasn' t hi s problem; no t bein g 
able t o wal k was . Bu t physica l therapy , a  walker , an d hi s indomitabl e 
spirit sustaine d him , an d h e won . H e wen t t o school , go t messy , an d 
made friends . 

Children with AIDS sometimes just feel like children . 
The petit e eighteen-year-ol d an d he r three-year-ol d son , bot h HIV -

positive, now live happily in their little apartment . At age sixteen she had 
decided tha t "when adult s in the house don' t trea t you right , you just go t 
to ge t out." So she packed up her infant son , went to a  shelter (whic h she 
hated), an d waite d fo r housin g t o becom e available . Sh e believe s tha t 
"there's n o on e I  ca n trus t t o rais e hi m right, " s o sh e can' t mak e a 
permanency plan to ensure the child's care after he r death . 

Children an d teen s wit h AID S nee d suppor t a s the y wal k int o th e 
future. 

190 
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"It's al l right t o fly now," they whispered. Hardl y mor e tha n childre n 
themselves, th e youn g parent s sa t nex t t o thei r littl e boy' s be d i n th e 
intensive care unit tryin g to fin d th e words t o help him die . "If you see a 
light, g o t o i t becaus e that' s th e saf e place where you'l l b e loved. " I t wa s 
almost more tha n the y could bea r an d they leaned bac k agains t the socia l 
worker an d the medical intern who stood quied y waiting. 

Children wit h AIDS , thei r families , an d thei r caregiver s deserv e com -
fort a s they embrace death . 

Working wit h childre n an d yout h a s they confron t HI V i s wonderfu l 
and exhausting , challengin g an d simple , unbelievabl y frustratin g an d to -
tally satisfying . 

First describe d i n childre n i n 1982 , pediatric AIDS continue s t o b e a n 
ever-increasing statistic in terms of both infected an d affected children . As 
early as 1988, HIV i n children was recognized a s a chronic illness (Power , 
DellOrto, &  Gibbons , 1988) . Yet, the majority o f professional energ y an d 
fiscal resources had t o b e invested i n it s biomedica l aspect s rather tha n i n 
its long term psychologica l impact . 

Background Reading 
Although wor k wit h HIV-infecte d youngster s wa s base d o n model s fo r 
working wit h childre n wit h cancer , HI V ha s brough t uniqu e issue s int o 
the healing arena (Hausher , 1989) . Unlike cancer in children , HIV come s 
with profoun d stigm a tha t drive s familie s int o dee p hole s o f secrecy . 
Mary Tasker' s book , How Can  I  Tell  You? (1992), illustrates th e dilemma s 
faced i n revealin g th e diagnosi s bot h withi n th e famil y an d t o thos e 
outside. On e dilemm a i s how an d when t o tell , a  process uniqu e t o eac h 
family's stor y and circumstance . While the question o f disclosure i s ofte n 
central in counseling children and families, there simply is no one absolut e 
answer. 

In Children,  Families,  and HIV/AIDS  (Boyd-Franklin , Steiner , &  Bo -
land, 1995 ) w e fin d a  comprehensiv e loo k a t th e psychosocia l issue s o f 
living with thi s virus. The model described i s a multisystem, multigenera -
tional mel d tha t call s fo r a  ful l rang e o f coordinate d services . Especiall y 
interesting, too , i s thei r presentatio n o f cultura l subtletie s tha t teac h u s 
that therapist s nee d t o b e mor e tha n simpl y acceptin g o f culture s othe r 
than thei r own . W e mus t b e knowledgeabl e abou t culturall y accepte d 
behaviors and , mos t important , abou t th e culturall y determine d role s o f 
children. 
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Forgotten Children of  the AIDS Epidemic  (Geballe , Gruendel , &  Andi -
man, 1995 ) focuse s squarel y o n th e pligh t o f affecte d children . I t i s esti -
mated tha t b y th e yea r 200 0 ther e wil l b e betwee n 82,00 0 an d 125,00 0 
children and adolescents left motherles s by AIDS in the United States and 
Puerto Ric o alon e (Michael s &  Levine , 1992) . Orphans  of  the HIV Epi-
demic (Levine &  Stein , 1994 ) outiine s th e issue s an d profile s wor k bein g 
done i n si x U.S . cities . I t i s clea r tha t th e children' s future s deman d 
that permanenc y plannin g an d advocac y for appropriat e placement s afte r 
parents' deaths be priority action items. 

And the n ther e i s writing fo r th e childre n themselves . Come  Sit by  Me 
(Merrifield, 1990 ) tells  th e stor y o f a  preschoo l chil d wh o learn s abou t 
HIV throug h he r relationship wit h a n HIV-positive classmate . The stor y 
describes the concerns o f the parents o f the other childre n an d thei r nee d 
for informatio n befor e the y can feel comfortabl e havin g a n infected chil d 
in th e classroom . Losing  Uncle  Tim (Jordan , 1989) , abou t a  youn g bo y 
who mus t com e t o term s wit h th e knowledg e tha t hi s favorit e uncl e i s 
dying fro m AIDS , i s o f specia l valu e becaus e i t deal s gendy , ye t clearly , 
with th e youngster' s initia l fea r an d hi s subsequen t ambivalenc e when h e 
learns hi s uncle' s diagnosis . I n Z's  Gift  (Starkman , 1988) , a  youngste r 
confronts hi s feeling s whe n a  favorite teache r tells  th e clas s tha t sh e ha s 
HIV. I t presents a  realistic alternative to turning one's back . 

For infected children , who often fee l profoundly isolate d and different , 
there i s Be a  Friend  (Wiener , Best , &  Pizzo , 1994 ) an d Teens  with AIDS 
Speak Out  (Kittredge , 1991) , a  compilatio n o f th e storie s o f infecte d 
children tha t ca n g o a  lon g wa y towar d helpin g youngster s trappe d i n 
their secre t to feel less alone. 

Children's book s ar e ofte n usefu l a s teaching tool s fo r families . Thei r 
reading leve l make s comple x materia l mor e comprehensible , an d havin g 
the parent or an older sibling read to a youngster provides an opportunit y 
for eac h to learn about the disease and about his or her own feelings . 

While i t i s essentia l t o sta y abreas t o f th e burgeonin g literature , i t i s 
also essential that we don' t ge t lost in theory. The ability to define clinica l 
classifications an d articulate theoretical frameworks mus t be balanced with 
deep respec t fo r an d awarenes s o f th e impac t o f HI V o n clients ' lives . 
Working with thes e youngsters an d thei r familie s call s us to dar e to b e in 
touch wit h thei r ver y spirits a s well a s with thei r clinica l issues . So , wha t 
should w e d o fo r th e childre n ? At th e ris k o f oversimplifying , th e bes t 
answer stil l is to walk with them . 
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My Clinical  Work 
At th e St . Franci s Center , i n Washington , D.C. , w e believ e ou r job i s t o 
provide comfort an d information an d gently to invite clients to experienc e 
and hono r thei r feelings . Ou r wor k include s individua l therapy , grou p 
counseling, support fo r the caregivers, and education . 

We offer a  group for teens who are affected b y HIV and a  play therapy/ 
support group , calle d th e Hu g Club , fo r younge r childre n wh o ar e af -
fected by the disease but may not know it. The club welcomes all children, 
whether o r no t the y know th e diagnosis . Although weV e bee n criticize d 
by thos e wh o sa y tha t keepin g th e secre t perpetuate s th e stigma , w e 
believe it is unethical to leave children unsupported whil e we argue abou t 
ethics. Thus, the Hug Clu b stands on ou r belief s tha t al l children deserv e 
emotional suppor t whe n confrontin g difficul t situation s an d tha t eac h 
family has the right to determin e it s own ways and schedule for resolvin g 
issues. 

It take s tim e fo r familie s t o confron t th e painfu l realitie s o f HI V 
infection. I n the meantime, we negotiate with parents . We let the parent s 
know that we never lie to a  child. If the child asks, "Do I  have AIDS?" we 
explore an d deflec t th e questio n an d le t th e paren t kno w th e chil d i s 
asking s o tha t plan s abou t tellin g ca n b e made . Experienc e ha s taugh t u s 
that children can talk about feelings, learn abou t coping skills, and receiv e 
comfort withou t immediatel y being directly told, "Yes , you have AIDS.53 

To do so we often combin e in our work psychodynamic developmenta l 
theories with Gestal t techniques (Axline , 1969; Oaklander, 1988 ; Polster & 
Polster, 1974). And we believe that ultimately, if we are patient, respectful , 
and creative , w e ca n negotiat e a  comfortabl e an d comfortin g pat h be -
tween th e child' s need s an d question s an d th e family' s decisio n o n ho w 
and when t o reply . Overall , the St . Franci s program i s built o n th e belie f 
that th e clien t trul y ha s hi s o r he r ow n answers . Ou r jo b i s to hel p eac h 
client discover that right path . 

Barriers 
These are some of the barriers we face : 

• The  complexities  of  issues.  HIV i s simpl y no t a  singula r event . 
Families rarel y hav e onl y on e HIV-positiv e member ; i n thes e 
families, dyin g an d grievin g ar e experience d simultaneously . 
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Many childre n i n ou r grie f group s ar e losing , o r hav e alread y 
lost, bot h a  paren t an d a  sibling . Moreover , HI V diseas e i n 
children i s ofte n foun d i n th e familia l presenc e o f dru g abus e 
which, i n itself , set s u p comple x an d unhealth y intrafamil y dy -
namics. Counselor s mus t hav e a t leas t a  basi c understandin g o f 
substance abuse and its impact within the family. I n addition , we 
cannot forge t t o ad d th e isolativ e socia l contex t withi n whic h 
families with HIV usually live. 

• Ethical/legal  dilemmas. It i s simply impossible to work with HIV -
infected childre n and teens without confrontin g myria d issues. 

Is i t ethica l t o collud e wit h th e famil y i n keepin g a n HI V 
diagnosis secret , o r i s this simpl y respecting the parents 5 right t o 
make decisions o n behal f o f thei r children ? I s i t ethica l t o giv e a 
child the "truth35 and the burden o f keeping that truth a  secret? I s 
disclosure alway s i n th e bes t interes t o f the child ? I f so , a t wha t 
age? I t i s essential t o conside r th e consequence s o f revealing th e 
diagnosis. Thin k o f th e chil d wh o ha d bee n tol d abou t he r 
younger sister' s diagnosis (althoug h the infected chil d herself was 
unaware). Think o f how eac h mus t hav e fel t when , i n the mids t 
of a n argument , sh e yelled , "You'r e no t s o special . Yo u only ge t 
away with stuff'cause yo u got AIDS!" 

Disclosure issues are only one item on the list of ethical dilem-
mas. As we conside r individuals 5 right t o die , what ar e the right s 
of children ? Ho w d o childre n gai n acces s to treatment ? Th e lis t 
seems endless . 

Tools for Clinical  Practice 

These guidelines ar e helpful i n working with childre n i n families affecte d 
by HIV/AIDS: 

• We  must always start by looking inward. 
Therapists mus t explor e thei r ow n persona l agendas , becaus e 

our need s ca n strongl y influenc e clinica l judgments an d expecta -
tions. 

Counselors mus t b e regularly challenged to look within them -
selves and ask "why?55 in reviewing therapeutic goal s and actions . 
Recendy, whil e workin g wit h a  group o f cas e managers aroun d 
the issu e o f disclosure , I  wa s reminde d o f how eas y i t i s to blu r 
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the edges . I n a  rol e pla y th e "counselor 55 repeatedl y aske d th e 
"mother,55 wh o wa s considerin g tellin g he r so n abou t hi s HI V 
infection, "Bu t ho w d o you  fee l abou t this? 55 The rol e play  wa s 
interrupted to explore the reason for the repeated question an d i t 
became clea r tha t i t wa s th e "counselor's 55 feeling s tha t reall y 
needed t o b e heard . The "mother 55 didn' t nee d t o tal k abou t he r 
feelings jus t then . Sh e neede d som e practica l guidanc e abou t 
talking t o he r child . Bu t th e counselor' s nee d wa s getting i n th e 
way. These kinds of situations happen daily in this work, an d it is 
a courageous therapis t wh o i s willing to se e his or he r ow n stuf f 
and work on it . 

• Be  sure  you know  who  the  client  is  — the parents, the  child,  or the 
family. 

More than once you will find yourself caught in this quandary , 
and don't be surprised i f the answer isn5t always the same. In fact , 
the goal is not to find a  consistent answer but, rather, to maintai n 
a constant awareness of the question. You'll need to consider who 
really own s th e problem . I s i t th e yout h i n fron t o f yo u o r th e 
parent wh o doesn 5t se e tha t th e youngste r i s simpl y actin g ou t 
the adult5s issue? 

Rarely are the lines crystal clear. More ofte n tha n not , familie s 
bring a  bag o f problems , whic h th e counselo r wil l help the m t o 
label a s "yours, 55 "mine, 55 an d "ours 55 befor e healin g wor k ca n 
begin. 

In practice , I  fin d i t ver y usefu l t o tal k wit h th e parent s an d 
the chil d together . I f th e topi c i s the child , the n h e o r sh e has a 
right to hear it. Sometimes that process in itself is all that is really 
needed, because it sets up a  forum fo r sharing what is happening. 
Each need s t o b e heard , bu t b y eac h other , no t jus t b y th e 
therapist. 

• It  is  imperative that counselors  be  cognizant of  the parenfs age  and 
not automatically elevate to adulthood a young teen  simply because she 
has given birth. 

This becomes especially important when working with teenage 
mothers wh o mus t mak e decision s fo r thei r children , an d i t ca n 
be eve n mor e confusin g whe n th e mothe r i s stil l a  chil d hersel f 
living i n he r ow n mother' s home . Tim e mus t b e spen t siftin g 
out rol e expectations . Althoug h th e younges t chil d ma y b e th e 
designated patient , the teen caugh t in the middle is often th e on e 
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who reall y need s you r attention . Sh e ma y als o nee d yo u a s a n 
advocate so that her needs and decisions, not her mother's wishe s 
or the therapist's expectations , are given primary attention . 

• A  very  large part of  the work with clients is basic education. 
All too often th e medical information i s daunting. It is impera-

tive tha t th e counselo r understan d th e basi c physiolog y o f th e 
disease s o tha t h e o r sh e ca n communicat e abou t i t i n simpl e 
terms, despit e the fac t tha t th e immune syste m i s most complex . 
A therapist must , fo r example , understand an d be able to explai n 
the fac t tha t a  newborn , thoug h testin g HIV-antibody-positive , 
is no t actuall y infected . Thoug h medica l personne l ma y provid e 
the information initially , i t usually takes many discussions befor e 
clients integrat e th e informatio n an d full y understan d it . Eve n 
the most knowledgeable perso n may experience diminished com -
prehension an d memor y durin g period s o f crisis . So b e sensitiv e 
to your clients ' cognitive capabilities . 

Your workin g relationshi p wit h you r client' s physicia n wil l 
prove very useful her e a s you bot h work t o kee p the patien t an d 
the othe r famil y member s i n touc h wit h thei r ow n realities , 
because tha t i s the contex t withi n whic h th e psychologica l wor k 
needs to be done. 

• In  children,  HIV disease  can  be manifested by developmental delays 
and regression. 

Therapists must be alert to changes in the child's performance , 
which ma y signa l a  developmenta l change . I n addition , i t i s 
important t o remembe r tha t AID S dementi a occur s i n childre n 
as wel l a s adults , s o affectiv e an d cognitiv e change s mus t b e 
monitored. Pa y attention t o developmenta l milestone s a s well a s 
to moo d swings . You may be the firs t perso n t o recogniz e subd e 
changes tha t signa l a  need fo r treatment , s o b e sure tha t writte n 
permission t o exchang e informatio n wit h th e child' s physicia n i s 
obtained earl y on and kept on file . 

• Children  need  more than comfort  as they cope with  life-threatening 
illness. 

Children hav e a  grea t dea l o f inne r wisdom , bu t w e mus t 
respect th e fac t tha t thei r interna l capabilitie s ar e limited du e t o 
immaturity an d lac k o f experience . W e begi n ou r therapeuti c 
interventions wit h som e emotiona l muscl e building . W e hav e 
found wor k i n fou r area s t o b e essentia l fo r childre n wh o mus t 
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face an d dea l wit h actua l o r anticipate d loss . Thes e buildin g 
blocks ar e easil y wove n int o th e therap y hou r a s game s an d 
attitudes rathe r than time-consuming techniques . 

1. Ego boundary work. Th e chil d must kno w where the edges are . 
Because siblin g and/o r parenta l deat h ofte n occur s befor e th e 
age a t whic h th e chil d woul d normall y individuate , thi s be -
comes a  ver y importan t par t o f th e survivor' s process . Chil -
dren ar e concret e thinkers . Usin g thei r sense s i n tasting , 
touching, smelling , seeing , an d hearin g game s an d respectin g 
their persona l choice s an d spac e hel p t o creat e a  concret e 
sense o f separat e self . Bod y oudin e drawing s an d list s o f 
"How F m lik e (nam e o f paren t o r sibling) 5' a s well a s "Ho w 
Fm jus t lik e me " allow s th e chil d t o experienc e hi s o r he r 
uniqueness. 

2. Mastery.  I t stand s to reaso n tha t a  child mus t believ e in his o r 
her ow n potentia l t o find  th e courag e t o mov e outward . Firs t 
the boundarie s ar e defined ; the n come s th e sens e o f wha t i s 
possible. Th e chil d agai n need s concret e experience , no t jus t 
magical omnipoten t thinking . Givin g the chil d lots o f choice s 
and affirmin g th e abilit y an d righ t t o choos e i s basi c t o this . 
Games i n whic h the y wi n ar e important . Kid s ofte n "cheat " 
because needing t o win i s important, s o let them. Whe n rule s 
are turned around b y the child, why not cal l it "creative"? Ou r 
work with these children is not abou t teaching social skills — it 
is about helpin g the m t o find  th e inne r strengt h t o cop e wit h 
some really lousy circumstances . 

Manipulatable toy s an d ar t material s suc h a s clay are usefu l 
in allowin g the chil d t o experienc e reshapin g th e world . "Do -
overs" are fine.  Children ca n learn tha t the y don' t hav e to lik e 
what's happenin g i n thei r live s an d tha t the y ca n choos e ho w 
they will respond to what they cannot change . 

3. Anger. No w tha t th e chil d see s wh o h e o r sh e i s an d feel s 
capable, th e youngste r need s t o harnes s th e energ y s o ofte n 
found a s a  core par t o f grief . I  us e th e concep t o f ange r her e 
in th e mos t positiv e context . Ange r get s suc h a  ba d ra p tha t 
children, an d man y therapists , ar e afrai d o f it . Adult s tel l 
themselves an d th e childre n tha t the y nee d t o find  way s t o 
"get ri d o P thei r anger . Nonsense ! W e thro w garbag e away . 
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We keep the good stuff , an d ange r is part o f the good stuff . I t 
is th e voic e o f th e Sel f w e wor k s o har d t o hel p th e chil d 
discover. W e need t o lear n t o "have " our anger , t o transfor m 
outrage into impetus . 

Clay i s grea t fo r hammering , throwing , o r smooshin g th e 
object o f our ange r — the tumor , HIV , o r dru g pusher . Hav e 
the child use his or her voice to say , "Fm mad becaus e . . ." o r 
CCI didn't like it when .  . ." each time he or she throws the clay. 
Singing, drawing , an d actin g ar e other way s to discove r wha t 
the ange r look s like . Once th e ange r ha s form, i t i s no longe r 
so scary. The child feels more in control o f what he or she can 
see and thus more in control of him- or herself . 

4. Self-nurturing.  Th e ability to feel competent in caring for one' s 
self i s importan t t o u s all . I t i s especiall y usefu l fo r childre n 
who may not have much emotional support because the family 
is immersed in its own pain or because, simply, no one is there 
for th e child. The ability to self-nurture i s built on an ego with 
potential and energy . 

Drawing an d imager y ar e ver y effectiv e i n learnin g thi s 
skill. For example , when a  child asks for a  hug, you may pause 
and invit e the chil d to clos e her eye s and picture a  person th e 
youngster woul d reall y lik e t o b e hugge d by . Le t th e chil d 
enjoy the picture and the feeling for a  moment, then note tha t 
he or sh e can get tha t hug an y time, just b y closing his or he r 
eyes. And don' t forget t o give the hug requested . 

• You  cannot  answer  a child's  questions honestly when the  parent has 
forbidden you to do so. 

You can't always give a  totally honest answer . But tha t doesn' t 
mean you can' t d o effectiv e work . Lyin g i s unacceptable becaus e 
it undermines th e very foundation essentia l to a  therapeutic rela -
tionship. S o negotiatin g wit h th e paren t aroun d disclosur e i s 
imperative. Negotiatin g doe s not mea n convincin g the parent t o 
do i t your way; i t means that each of you lets the other know th e 
boundaries. Yo u must le t th e paren t kno w exacd y ho w yo u wil l 
respond to difficul t question s i f they arise. 

Keep focused o n what the child is really asking, rather than o n 
what yo u thin k he o r sh e ought t o know. Question s abou t diag -
nosis ar e ofte n mor e abou t fea r tha n abou t clinica l facts . Whe n 
they firs t arise , i t i s usually more appropriat e t o reflec t o n the m 
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with th e youngster , explorin g th e reaso n fo r askin g a s wel l a s 
who els e has been asked . Then pla n with th e chil d how t o brin g 
up th e topi c wit h Mo m o r Dad . Remember , disclosur e i s a 
process, an d thi s give-and-tak e amon g th e child , parents , an d 
counselor is a part of that. On the rare occasion when a  youngster 
absolutely demands to know if he or she has HIV, I'v e answered , 
"What i f yo u do ? Wha t woul d i t mean? " W e the n g o quit e 
naturally to al l of the clinical and emotional questions needing t o 
be asked  withou t breakin g th e parents 5 directive . Kid s kno w 
instinctively what they are allowed to ask . These are rules they'v e 
lived wit h al l their lives . It' s oka y fo r kid s t o kno w tha t yo u ar e 
trying t o hel p the m withi n a  prescribe d se t o f rules . I n fact , i t 
usually work s t o you r advantag e becaus e you'r e trul y sharin g a 
frustration. 

Joey and his mom presente d just such a  dilemma. At age 8, he 
was i n th e fina l stage s o f AIDS . Hi s mothe r refuse d t o allo w 
anyone to tel l him hi s diagnosis , discuss the possibilit y o f death , 
or mention Go d in any way. It was excruciatingly difficult t o visi t 
him becaus e we al l felt lik e hypocrites. Yet , we couldn' t tur n ou r 
backs on this child we had known fo r years . 

One da y h e asked , "Wha t happen s whe n a  ki d get s tire d o f 
trying t o ge t better? " Th e answe r wa s simply , "The n h e stop s 
trying. I t i s okay to d o that. " We talked abou t how brav e he was 
and how we al l just do what we can do for a s long as we can an d 
when we can't, we can't. Some days later, the next question came: 
"What happens when you stop trying to ge t better?" The answe r 
was, "Hmm, I  wonder," an d for severa l days after tha t we woul d 
touch o n tha t question , wonderin g together . Finally , on e da y 
while drawing rainbows, a favorite activit y of his, he said, "Whe n 
you sto p tryin g t o ge t better , coul d yo u becom e purpl e i n th e 
rainbow?" I asked , "Would you lik e that?" He shoo k hi s head i n 
the affirmative, an d we both smiled . 

We had followed al l the rules and stil l found a  way to comfor t 
him an d le t hi m find  answer s fo r hi s questions . H e die d shortl y 
after tha t las t conversation. Hi s mo m wa s there, an d we held hi s 
hands while talking softly abou t rainbow s an d alway s remember -
ing Joey. 

• Everyone  working with  a  family needs  to be  aware of  the  need  for 
planning for the  child's future. 

Laws regardin g temporar y an d permanen t guardianshi p vary . 
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Counselors ough t no t t o attemp t t o b e lega l advisers , bu t the y 
absolutely must know how to direct the parent to the legal service 
that mos t understand s th e difficultie s tha t surroun d familie s af -
fected b y HIV/AIDS. 

Your rol e ma y includ e supportin g th e paren t throug h thi s 
process. Put yoursel f into the dilemma : Yo u want t o live , so you 
are focusing al l your positive thoughts into taking care of yourself 
and bein g healthy . Your spiritual teachings tel l you tha t Go d ca n 
make anything happen i f you really believe. How ca n you say you 
"really believe " tha t yo u wil l b e cure d i f yo u ar e plannin g fo r 
someone to care for your child after you die? 

Maybe th e languag e need s t o b e softened . Perhap s w e woul d 
be bette r of f talkin g abou t "lif e planning. " Th e Chil d Welfar e 
League o f America ha s published a n excellent  guide , Because You 
Love Them  (Merkel-Holguin , 1994) . I t i s base d direcd y o n th e 
lessons learne d b y listenin g t o group s o f HIV-infecte d parent s 
talk about what they need to approach thi s tender subject . 

• Guilt  and shame are issues that cannot  be avoided. 
Once, I went to pick up a  prescription fo r a  child. Neither th e 

mom no r I  was known a t the pharmacy, so it was assumed tha t I 
was the parent when I  presented the Medicaid car d asked  for th e 
medicine. The clerk had at first greeted me politely, but when she 
returned with the bag full o f Retrovir (zidovudine ) an d antibiot -
ics, her eyes were full o f disgust. I  wanted to scream, "Ifs no t m y 
baby, F m jus t pickin g thi s u p fo r a  friend!" Bu t instea d I  stoo d 
there an d go t a  taste o f what if s lik e for thes e mothers . Societ y 
overtly and covertl y holds a  mother responsibl e fo r th e illnes s o f 
her child , an d th e guil t experience d b y th e mothe r o f a n HIV -
infected chil d can be enormous. As therapists, we must be cogni-
zant o f th e fac t tha t man y HIV-infecte d wome n ar e wanting t o 
have health y babie s — they ar e no t intentionall y passin g HI V t o 
their children . 

Sooner o r late r th e health y chil d o r tee n i n a n AIDS-affecte d 
family know s guil t o r shame , too , becaus e o f th e diagnosi s o r 
because th e chil d can' t mak e th e sic k paren t o r siblin g well . H e 
or sh e ma y fee l outrag e an d betraye d b y a  paren t wh o didn' t 
"practice what sh e preached," jealousy because the siblin g is get-
ting al l th e attention , o r defea t whe n h e o r sh e wishe s th e sic k 
person woul d "jus t di e an d ge t i t ove r with " becaus e th e chil d 
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wants a  norma l lif e fo r himsel f o r herself . Fe w o f th e teen s i n 
our suppor t grou p hav e tol d schoo l friend s abou t thei r infecte d 
parents, an d the y fee l ver y guilt y when thei r peer s mak e "AID S 
jokes" an d the y don' t spea k ou t i n defens e o f th e perso n the y 
love. 

The counselo r can' t eras e th e guil t an d shame , bu t h e o r sh e 
can wor k t o clim b unde r th e feeling s an d t o hel p refram e an d 
normalize them . Addres s th e helplessnes s th e chil d feel s becaus e 
he o r sh e canno t mak e momm y better . Confron t an d allo w th e 
teen to experience outrage , and then mov e to help him o r her t o 
see th e "betraying " paren t a s simpl y a  perso n wh o mad e som e 
really ba d decisions . I  sometime s find  i t usefu l t o tel l childre n 
about how I, too, at one time wished my mom would die because 
it wa s s o har d t o watc h he r battlin g a n illness . I  tel l the m ho w 
awful I  fel t a s soo n a s I  though t it , bu t afte r a  while I  realize d 
that al l I wanted was for mo m no t t o be sick anymore. I  was just 
a ki d wh o wa s tire d o f havin g a  sic k mom . I n understandin g 
another's story , th e youngste r come s t o understand , accep t an d 
forgive hi s own feelings . 

• Grieving  is  healing. It is  multidimensional and  belongs  solely to  the 
person journeying through  it. 

Mourning progresse s throug h multipl e level s of shock, cogni -
tive awareness , emotiona l experienc e an d expression , an d ulti -
mately integration fo r al l ages. But the journey down tha t road i s 
different fo r children . I t ma y b e confusin g an d a t time s difficul t 
for children , becaus e the y ar e onl y beginnin g t o develo p th e 
coping skills needed to carry them through th e experience. Ofte n 
they fee l alon e a s they struggl e wit h thes e ne w feeling s becaus e 
the contex t withi n whic h childre n griev e i s generall y differen t 
from th e worl d i n whic h the y experienc e othe r painfu l events . 
When deat h walk s in , th e paren t i s usuall y jus t a s upse t a s th e 
child. The child' s suppor t syste m is , therefore, generall y unavail -
able. In addition , childhood grie f is unique because : 

— Developmental leve l an d cognitiv e capacit y influenc e th e 
child's perception o f the event . All children grieve , but youn g 
ones se e deat h a s life continuin g elsewhere . Fo r them , goin g 
to heaven may not be much different fro m goin g to Cleveland . 
If not told the truth, they wait for the deceased to return . 
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— Childhood bereavemen t ha s an intermittent rhythm . We've all 
seen childre n profoundl y sa d on e momen t an d engrosse d i n 
play the next. That is their natural rhythm. The capacity to stay 
present to emotional pain increases with maturity . 

— Children "regrieve " the event(s ) a s new copin g an d cognitiv e 
abilities emerge. Major lif e events such as birthdays and gradu-
ations often trigge r a  reworking of an early loss. This aspect o f 
childhood grie f is frequently overlooke d b y professionals wh o 
fail t o connec t a  los s even t occurrin g year s ag o wit h a  pres -
enting behavior . 

— Children usuall y lac k th e vocabular y an d th e socia l skill s 
needed to comprehend th e reality of death and fully to experi -
ence mourning . Deat h i s a  secre t s o bi g w e can' t eve n tal k 
about it , s o it' s frightening. Fo r example , children lear n abou t 
community helper s bu t neve r i s the funera l directo r include d 
on the list. How ol d were you when you understood what th e 
difference wa s between embalmin g and autopsy? Cremation i s 
the leas t expensiv e wa y o f handling a  dead bod y an d i s ofte n 
done when fund s ar e limited. Coul d you gently explain i t to a 
child? I f not , yo u nee d t o visi t a  funera l parlo r o r a  grie f 
counseling center and become well acquainted with the vocab-
ulary and the resources . 

• Children  have survivor guilt. 
"Why me?" is often turne d into "Why not me?" Children nee d 

to hear over and over that i t is not thei r fault . Therapists mus t b e 
willing t o ente r wit h the m int o th e "no t knowing " rathe r tha n 
offer platitudes . Th e survivor s nee d t o fin d thei r ow n answers . 
One teen brought tha t point home with profound an d crystallin e 
clarity when , afte r listenin g t o m y rationa l answe r t o hi s trul y 
unanswerable question , h e pu t hi s fac e righ t u p t o min e an d 
screamed, "Whe n ar e you peopl e goin g t o learn ? Yo u can' t sto p 
the suffering! " Stunned , I  swallowe d an d aske d him , "Wha t ca n 
we do? " He answere d simply , "Jus t sta y with u s th e wa y you'v e 
been doing. " 

When w e tur n ou r attentio n t o supportin g childre n i n grief , 
we mus t respec t th e child' s ow n grie f process , the socia l contex t 
within whic h th e chil d functions , an d th e inne r worl d fro m 
which th e chil d mus t dra w th e strengt h t o cop e an d heal . I n 
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short, th e therapist' s rol e i s t o offe r comfort , hel p fin d clea r 
answers (tha t ar e acceptabl e t o th e family ) fo r th e child' s aske d 
and unasked questions , invite and witness the experience an d th e 
expression o f feelings, an d nurture hope . 

• As  the  parent watches  the child's  illness progress,  he or  she  has  to 
wonder about his or her own disease. Ifs that  way for the  child too. 

"When will that happen to me?" each child asks. This become s 
especially poignan t an d complicatin g whe n decision s aroun d 
treatment nee d t o b e made . I t i s essentia l t o remembe r tha t 
treatment decisions , especiall y thos e tha t wil l probabl y en d i n 
death, ar e a  process . The y canno t b e mad e quickly , an d th e 
subject ough t no t b e saved unti l th e en d i s near. When th e draf t 
for Caring  at  Home  (Ward-Wimme r &  Riley , 1991) , a handboo k 
for parent s o f childre n wit h HIV , wa s sen t ou t fo r review , th e 
professional reviewer s were aghas t a t the chapte r entitle d "Diffi -
cult Decisions, " which introduce d th e subjec t o f stoppin g treat -
ment. Socia l workers acros s the countr y responded , "Thi s i s to o 
frightening t o be included in information fo r a  family just comin g 
to term s wit h th e diagnosis. " Parent s wh o reviewe d th e draft , 
however, ha d a n opposit e reaction . Th e comment s note d tha t 
while the y didn' t lik e t o thin k abou t it , th e though t tha t thei r 
child woul d di e ha d bee n thei r firs t reactio n whe n tol d th e tes t 
results. It was good fo r the m t o know tha t i f and when the y ha d 
to face those decisions, therapists were willing to listen. They said 
they felt included and respected. The chapter stayed in. 

• Parents  can  consider  ways  to  tell  a  comatose  child  that  his  or  her 
respirator is about to be turned off. 

It i s very appropriat e an d healin g fo r th e paren t an d sibling s 
to talk with a  child who i s comatose. We know that children , like 
adults, feel bette r when the y understand wha t i s happening (Ev -
ans, 1995) , yet thi s ultimat e momen t i n th e youngster' s lif e i s al l 
too often ignored . Working through thi s with family members i s 
very helpfu l i n allowin g the m t o fee l comfortabl e wit h th e deci -
sion. One does not sa y to an unconscious child , "You're going t o 
die now, " bu t on e ca n certainl y sa y softly , "W e kno w tha t th e 
tube i n you r throa t isn' t comfortable , s o we'r e goin g t o le t th e 
doctor tak e i t ou t an d the n we'l l b e abl e t o hol d you. " Then , 
while th e chil d i s in th e suppor t o f the parents ' arms , he o r sh e 
can be given permission t o d o whatever i s desired. Like the chil d 
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in the first vignette who heard his parents say , "Ifs al l right to fly 
now,'5 childre n ma y need t o hea r permission . An d wha t sweete r 
words tha n " I lov e you 55 coul d a  chil d hea r a s h e leave s thi s 
world? Althoug h difficul t t o spea k in th e moment , i n retrospec t 
words becom e primar y comforter s t o th e survivor s wh o ar e no t 
left burdene d b y "I wish I had said .  . ." 

When a  child is dying, clear and open lines of communicatio n 
between th e therapist s an d th e medica l tea m i s vital . Parent s 
should neve r b e allowe d t o mak e decision s alon e tha t directl y 
result i n thei r child' s death . Physician s nee d t o approac h parent s 
with a  willingness to bear the responsibility, to explain softly tha t 
the medicine and the machines aren' t working anymore . 

In truth , th e outcom e i s ou t o f morta l hands . Whe n eleven -
month-old Sea n wa s remove d fro m lif e support , h e jus t kep t 
breathing agains t al l th e odds . H e wa s suppose d t o di e tha t 
morning, bu t instea d h e lived to hi s fifth  birthday . H e taugh t u s 
that human destin y is not alway s controlled b y things we see and 
understand. Sea n jus t wante d t o liv e lif e an d b e a n occasio n o f 
love for those he met along the way. 

Conclusion 

The lesson s o f Sea n an d al l the childre n pav e th e roa d tha t wil l carr y u s 
into caring in the twenty-first century . These children have taught us tha t 
this wor k demand s th e courag e t o embrac e thei r anguis h an d offers , a s 
reward, sof t an d gentl e hear t smile s a s we shar e thei r joys . I f s not easy . 
Little arms around our necks also wrap around our hearts, and sometime s 
we cry . But thei r courag e an d their abilit y to live hopefully i s contagious . 
They are not onl y earth children bu t spiri t children a s well. So, if we find 
ourselves stumbling over some of the obstacles , it may serve us well to le t 
those angel s guid e u s a s w e tur n fea r int o a  reaso n fo r learnin g more , 
complexity o f issues int o a n invitation trul y to se e eac h clien t a s unique , 
and ethica l dilemma s int o a  pat h wid e enoug h fo r eac h o f u s — client, 
family, an d therapis t — to find  ou r ow n "righ t way " while eac h help s th e 
other along . 
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13 HIV Menta l Healt h Service s 
Integrated wit h Medica l Car e 

Barbara C. Kwasnik, Rosemary T. 
Moynihan, and Marjorie H. Royle 

HIV-affected client s i n th e inne r cit y presen t wit h a  Gordia n 
knot o f biopsychosocia l an d spiritua l problems . Fo r many , HI V i s jus t 
one more stran d i n the knot tha t alread y includes medica l problems suc h 
as diabetes, asthma, an d hypertension; emotiona l disturbances ; substanc e 
abuse an d dependence ; chaoti c an d violen t livin g situations ; an d lac k o f 
resources (Gelli n & Rodgers, 1992; Leukefeld, 1989 ; McKenzie, 1991). 

For thes e individuals , medica l need s mos t ofte n tak e priorit y ove r 
mental healt h issues . Eve n i f the y recogniz e th e nee d fo r menta l healt h 
assistance, to o man y o f the m lac k th e energ y t o negotiat e ye t anothe r 
treatment syste m an d fai l t o ge t th e hel p the y nee d (Furstenber g & 
Meltzer Olson , 1984)-

In this tangle, three issues stand out : 
1. Lik e other s strugglin g t o cop e wit h othe r catastrophi c illnesses , 

HIV-infected individual s receivin g medica l car e frequendy  d o no t vie w 
mental healt h service s a s a  wa y t o obtai n hel p t o cop e wit h wha t i s 
happening t o them. Generally , they see themselves a s being physically ill , 
not emotionally disturbed o r mentally ill. 

2. The y fea r bein g labeled "crazy, " being condemne d i f their lifestyle s 
are known, o r bein g isolated an d discriminate d agains t i f their diagnose s 
are disclosed . 
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3. Th e lac k o f stabl e housing , chil d care , transportation , an d financia l 
resources al l act as barriers to care . 

Women, who represen t an increasing percentage of HIV-infected indi -
viduals, particularly among the urban poor (Altman , 1994), face additiona l 
barriers to menta l health services . While they are more likely than me n t o 
use mental health service s in general , HIV-infected wome n ten d to avoi d 
even medical treatment unti l late in the disease process, and they often d o 
not acces s menta l healt h treatmen t a t al l (HD I Projects , 1995 , 60) . A s 
caretakers fo r thei r childre n an d thei r partners , often the y put themselve s 
last (Wofsy , 1987) . In ou r experience , othe r reason s fo r no t seekin g hel p 
are thei r feeling s o f sham e an d thei r lac k o f trus t i n th e healt h car e an d 
the socia l servic e systems—the y fea r tha t the y migh t b e judged o n thei r 
childbearing decision s o r los e custod y o f thei r childre n i f the y admi t 
that the y hav e problem s b y seekin g help . (Se e chapte r 1 6 for additiona l 
information o n care for women. ) 

People with substance abuse problems remain a  treatment conundrum . 
They ar e caugh t i n a  fragmente d syste m tha t support s thei r denia l tha t 
their substance abuse creates or contributes to problems (Hazelde n Foun -
dation, 1993 ; Johnson, 1980) . This denia l may prevent the m fro m seekin g 
either menta l health o r substanc e abus e treatment . Menta l healt h provid -
ers ar e hesitan t t o trea t substanc e abuser s becaus e the y fee l unqualifie d 
and because they doubt the efficacy o f mental health treatment undertake n 
before substanc e abus e problem s hav e bee n addressed . Substanc e abus e 
treatment professionals prioritiz e substance abuse detoxification an d reha-
bilitation a s th e basi s fo r an y othe r treatmen t (Evan s &  Sullivan , 1990) , 
and medical care providers ar e frustrated b y compliance issues. 

Background Reading 
Through ou r experience treating HIV-infected people , we have come to a 
growing awarenes s o f the interrelatedness o f clients ' problems an d o f th e 
way tha t existin g system s o f car e hav e faile d t o recogniz e thi s interrelat -
edness. Our clients have multiple medical appointments, multiple overlap-
ping stressors, and limited energy. The need to negotiate multiple systems 
while facin g th e threa t o f fata l illnes s ha s bee n overwhelmin g fo r them . 
Service delivery systems have had to change to meet patient needs . 

This chang e has alread y begun i n related fields.  In cance r treatment , a 
multimodal approach , includin g surgery , chemotherapy , radiation , nutri -
tion, and mental health care , has become the standard treatment (DeVita , 
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Hellman, &  Rosenberg , 1989) . The emergin g fiel d o f integrate d menta l 
illness and chemica l abus e (MICA ) treatmen t emphasize s th e importanc e 
of using different perspective s and skills simultaneously to treat substance-
abusing mentally il l individuals. The MICA approac h highlight s the nee d 
for commo n trainin g an d for appreciatio n o f others ' perspectives i n man -
aging overlappin g treatmen t problem s (Batki , Sorensen , Faltz , &  Ma -
dover, 1988 ; Dilley, Shelp , & Batki, 1986; Evans & Sullivan , 1990 ; Hazel-
den Foundation , 1993 ; Minkoff, 1991) . In th e are a o f HIV menta l healt h 
care, Winiarsk i (1993 ) describe d integrate d menta l healt h an d primar y 
care at community medica l clinics. 

In addition , nationa l healt h polic y document s suc h a s Healthy People 
2000 (U.S. Dept . o f Healt h an d Huma n Services , 1991 ) an d th e Latinas 
Partners for Health  Partnership  Plan (HD I Projects , 1995 , 59-60) provid e 
an agend a fo r change , recommendin g increase d integratio n o f primar y 
medical care and mental health services . 

Our Clinical Practice 
How hav e w e begu n t o unrave l ou r patients ' Gordia n knots ? A t St . 
Joseph's Hospita l an d Medica l Center , i n Paterson , Ne w Jersey , ou r too l 
is a  progra m tha t integrate s menta l healt h service s wit h HIV-relate d 
medical care, both in outpatient clinic s and on inpatien t units . 

The concep t o f a  multidisciplinary , integrate d approac h t o car e aros e 
from a  philosophy o f understandin g an d meetin g th e need s o f th e resi -
dents of our community . 

In Passai c County , HI V i s primaril y a  famil y disease , wit h th e mos t 
common transmission rout e being drug use or sexual contact with a  drug-
using partner . "Th e virus, " a s i t i s know n o n th e streets , ha s touche d 
families fro m al l ethni c an d cultura l group s represente d i n th e commu -
nity, ofte n wit h thre e generation s affected . Ou r client s rang e fro m new -
borns t o elderl y grandparent s wh o ar e no w full-tim e caretaker s o f or -
phaned children . The y includ e prostitutes , hard-cor e dru g users , an d 
prisoners, a s wel l a s workin g singl e parent s wit h infecte d partner s wh o 
are raisin g thei r childre n alone , ga y an d lesbia n individual s wh o ar e 
frequendy poo r an d substance-abusing , an d suburba n businessme n an d 
their partners . Th e majorit y o f the individual s o n th e clinic' s activ e case-
load ar e low-incom e Africa n American s o r Latino s wit h fe w resource s 
besides thei r familie s t o hel p the m t o cop e wit h thei r man y an d interre -
lated problems . 

Our projec t t o integrat e car e was funded i n 199 1 and agai n in 199 4 by 
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the Specia l Project s o f National Significanc e program , create d a s part o f 
Title I I o f th e Rya n Whit e C.A.R.E . Act . Th e project' s menta l healt h 
team comprise s a  coordinator , fou r socia l workers , a  psychiatrist , an d a 
psychologist, al l o f who m wor k alon g wit h th e doctors , nurses , cas e 
managers, an d othe r staf f o f St . Joseph's Comprehensiv e Car e Cente r fo r 
HIV. 

The cente r provide s primar y medica l car e an d othe r ancillar y service s 
to peopl e diagnose d wit h HI V an d thei r families . It s curren t caseloa d i s 
more than 1,00 0 client s from throughou t Passai c County, New Jersey . It s 
offices ar e in the heart of the community, a  block from Cit y Hall. Pediatric 
and inpatien t service s ar e provide d o n th e hospita l campu s nearby . Ou r 
project's menta l healt h staf f ofte n wor k wit h patient s i n hospita l rooms , 
medical clini c waiting rooms , th e pediatri c HI V clinic , the parol e office , 
and dru g treatmen t centers , a s wel l a s i n thei r ow n offices , whic h ar e 
adjacent t o the Comprehensive Car e Center . 

What i s a  multidisciplinary , integrate d approach ? Integrate d care , a s 
we define it , has the following fou r characteristics : 

i. Professional s fro m man y disciplines, including primary medical care, 
mental health , an d othe r disciplines , mus t b e locate d i n clos e proximity , 
preferably i n the same clinic. 

2. Thes e professional s mus t mov e beyon d referral s an d paralle l treat -
ment to sharing expertise and information abou t patients . 

3. Treatmen t planning and ongoing clinical decision making must con -
tinuously incorporat e understanding s o f a  person's situation , needs , an d 
experience tha t com e fro m th e insight s an d th e expertis e o f eac h disci -
pline. 

4. Treatmen t mus t b e responsiv e t o event s i n patients ' live s a s the y 
occur by being flexible in time, frequency, duration , modality , and place. 

Integration o f care , continuou s throughou t treatment , bridge s gap s 
between essentia l service s an d addresse s problem s a s peopl e experienc e 
them. The case of Sherry is an example of how integrated car e works. 

Sherry i s a  thirty-two-year-ol d mothe r o f fou r wit h a  seventeen-yea r 
history o f sever e sexua l abuse , heroi n an d cocain e use , an d prostitution . 
After completin g inpatien t dru g treatment , sh e wa s foun d t o b e HIV -
positive. Faced with the full intensit y of her problems without the help o f 
drugs, she needed to negotiate medical care, ongoing drug treatment, an d 
mental healt h services . Emotionall y overwhelme d an d unabl e t o engag e 
in eithe r paralle l o r seria l treatment b y different disciplines , she needed a 
different mode l of treatment . 



HIV Mental Health Service s Integrated |  21 3 

Integrated Engagement 

In a n integrate d program , inpatien t stays , medica l visits , substanc e 
abuse treatment , an d menta l health visits are al l used a s opportunities fo r 
outreach an d engagemen t fo r othe r neede d services . Menta l healt h staf f 
members mak e round s o n inpatien t unit s an d d o outreac h i n medica l 
clinic waitin g room s an d dru g treatmen t programs , gettin g t o kno w 
patients and staff and offering thei r services in an informal manner . Faile d 
intake appointment s ar e see n no t a s refusal s o f servic e bu t a s challenge s 
for mor e creativ e outreac h efforts . Engagemen t i s seen a s a  process tha t 
may take some time, as it did in Sherry's case. 

Upon discharge from rehabilitation , Sherry asked for help to cope with 
her HI V diagnosis , he r fear s o f death , an d he r dee p desir e t o reconnec t 
to her four daughter s in a meaningful wa y before her death. But when sh e 
went t o a  community menta l healt h progra m fo r recoverin g addicts , sh e 
was noncomplian t an d wa s discharge d fro m th e program . A t a  medica l 
visit a t St . Joseph's , Sherr y requeste d menta l healt h service s bu t faile d t o 
keep he r appointment . T o hel p he r overcom e he r barrier s t o acceptin g 
treatment, on e of the program's menta l health therapists me t Sherry with 
her primar y medica l car e provider , who m sh e trusted . Fo r severa l week s 
she wa s see n i n therap y i n a  medica l office , wher e sh e fel t saf e an d 
secure, while waiting fo r he r medica l appointment . Onl y afte r a  trustin g 
relationship was established was she seen in the therapist's office nearby . 

Other client s hav e somewha t differen t experience s i n accessin g care . 
Fred me t hi s therapis t i n th e infectiou s diseas e clini c waitin g room , an d 
Tiffany, a  youn g mother , bega n t o receiv e menta l healt h service s whe n 
she brough t he r child , Joshua , t o th e pediatri c outpatien t clini c for treat -
ment. Ana met her therapist in a methadone maintenance program, whil e 
Max wa s firs t see n throug h outreac h b y a  menta l healt h provide r i n th e 
parole office . Hi s engagemen t wit h menta l healt h service s reduce d hi s 
anxiety enough so that he was able to acces s medical care. 

Integrated Assessment and Treatment  Planning 

Although al l multidisciplinary treatment planning includes informatio n 
from bot h medica l an d menta l healt h perspectives , a n integrate d mode l 
uses mor e in-dept h an d varie d information . Menta l healt h staf f ar e abl e 
to pla n therapeuti c intervention s bette r whe n the y understan d th e emo -
tional impac t o f diseas e progressio n an d medication . Similarly , medica l 
staff benefi t fro m knowledg e o f th e patient' s strengths , abilitie s t o cope , 
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and emotiona l response s t o th e progressio n o f th e diseas e an d othe r 
concerns. 

A commitment t o work togethe r fro m al l care providers i s fundamen -
tal. In an integrated model, treatment planning is ongoing. This is particu-
larly important wit h a  disease suc h a s HIV/AIDS, which i s characterize d 
by rapid change s i n physica l an d psychologica l manifestations . Regularl y 
scheduled patient-car e plannin g round s o n bot h inpatien t an d outpatien t 
units, includin g menta l health , medical , nursin g an d socia l wor k cas e 
management staff , provide a  coordinating mechanism . 

In Sherry' s case , multidisciplinary round s helpe d medica l staf f t o un -
derstand he r repeate d psychiatri c admission s an d he r problem s keepin g 
medical clini c appointment s a s resultin g fro m fear , overwhelmin g prob -
lems, and limited coping abilities. Mental health staff began to understan d 
the realit y o f rapidl y decreasin g T-helpe r (CD4 ) count s an d laborator y 
results indicating seriou s underlying medica l problems . Thi s informatio n 
helped each discipline plan more appropriat e treatment . 

Integrated Treatment 

Individual, couple , family , an d grou p psychotherap y sessions  ar e th e 
building block s o f integrate d care , just a s they ar e o f traditiona l care . I n 
an integrate d model , however , the y ma y occu r i n a  medical clini c office , 
in a  hospita l room , o r o n th e telephon e whe n client s ar e no t stron g 
enough to come to the therapist. Sessions may last for only fifteen minute s 
or fo r tw o hours , accordin g t o th e client' s nee d an d tolerance . Rathe r 
than attendin g weekly , client s may come fo r therap y severa l times  i n on e 
week during periods of crisis and then "check in" only every few weeks a t 
other times.  Mor e tim e i s spent i n crisi s intervention an d psychiatri c case 
management activities , such a s accompanying a  client to cour t o r helpin g 
a demente d clien t b e admitte d t o th e hospital , tha n i s common i n tradi -
tional models . 

Because the psychiatris t i s in the sam e location a s the primar y medica l 
providers, they consult and share information quickl y and easily while the 
patient i s bein g seen . Also , we hav e foun d tha t a  psychiatric medicatio n 
record i n th e medica l chart , providin g a  quickl y accessibl e summar y o f 
dosage, frequency , an d numbe r prescribed , i s a  usefu l communicatio n 
tool, especially for substance-abusin g clients . 

Throughout treatment , significan t tim e i s spen t i n consultatio n be -
tween menta l healt h an d primar y medica l car e staf f o n th e patient' s 
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progress an d evolvin g need s an d o n assessmen t o f th e effectivenes s o f 
treatment. Multidisciplinar y round s provid e structure d opportunitie s fo r 
consultation, bu t consultation occur s between rounds a s well, particularly 
during medica l o r menta l healt h crises . Consisten t wit h th e integrate d 
care concept , continuit y o f care i s provided b y having the same therapis t 
and psychiatris t follo w client s throughout thei r cours e o f illness, on bot h 
an outpatient and an inpatient basis. Telephone contacts, letters, and home 
visits hel p maintai n th e projec t philosoph y an d kee p peopl e engage d i n 
treatment. 

Sherry's treatmen t include d individua l therap y eithe r a t th e menta l 
health clini c offices o r a t home b y telephone whe n sh e was unable t o ge t 
to th e clinic , as well as a few crisi s contacts. For a  time, she was a  regular 
attendee a t a  weekl y drop-i n therap y grou p fo r peopl e diagnose d wit h 
HIV. He r medication s were monitored b y the psychiatrist. He r therapis t 
worked closely with her primary care physician and nurse, including the m 
in discussion of her concerns about her illness, especially when her anxiet y 
was high or when she had ambiguous physica l symptoms . 

Integration of  Children and Adolescents 

In additio n t o traditiona l services,  mental healt h staf f provid e infecte d 
children and adolescents with more activ e interventions suc h as accompa-
nying them t o medical appointments , helping them to manage injections , 
or preparin g the m fo r hospita l admission s throug h orientatio n visits . 
Children ar e seen a t the pediatri c outpatien t clinic , on th e inpatien t unit , 
and i n th e menta l healt h office s throughou t th e cours e o f illness . A s i n 
traditional services, their parents are brought into mental health treatmen t 
whenever possible . I n integrate d care , specia l effort s ar e made t o engag e 
mothers an d fathers i n medical treatment a s well. 

Uninfected childre n an d adolescent s wit h infecte d parent s ar e seen fo r 
individual and group therapy as early as possible before the parent's death . 
Hospital visits to sick parents provide important opportunities to facilitat e 
parent-child communicatio n t o hel p childre n wor k throug h fear s an d 
conflicts relate d to their parents' illnesses. 

Corey, Sherry' s seven-year-ol d HIV-infecte d daughter , wa s remove d 
from th e hom e b y protective service s worker s du e t o Sherry' s substanc e 
abuse. The therapis t helpe d Core y to manage her fears abou t needle s an d 
medications whil e addressin g th e pai n o f separatio n fro m he r mother . 
From othe r families , Sach a and Dwight, bot h nine , worked through thei r 
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grief for thei r parents in a weekly therapeutic play group, and fifteen-year-
old Alysha visited her critically ill mother in the hospital with her therapis t 
to deal with her questions and fears . 

Integration with  Substance  Abuse Treatment 

As w e sa w th e effectivenes s o f th e integrate d mode l fo r peopl e wit h 
multiple diagnoses , th e concep t o f integrate d car e gre w t o includ e dru g 
treatment. A t first,  effort s wer e mad e t o communicat e wit h dru g treat -
ment professional s fro m othe r agencie s o n a  case-by-case basis . Sherry' s 
therapist, fo r example , reinforce d he r participatio n i n Narcotic s Anony -
mous, whic h ha d bee n par t o f he r discharg e plan , an d coordinate d he r 
care with her NA program sponsor . As the program evolved , more forma l 
referral an d cas e managemen t system s betwee n menta l healt h an d are a 
substance abus e treatmen t agencies  developed . Ultimately , th e succes s o f 
this effort le d to hospital-based mental health therapists providing services 
on-site at substance abuse treatment agencies . 

Barriers to Integrated Care 
Any ne w progra m introduce d int o a n existin g organizatio n i s likel y t o 
encounter barriers . Problem s ar e eve n mor e likel y wit h a  progra m tha t 
requires different discipline s and departments to work closely together fo r 
the first time. Potential barriers include the following : 

• Especiall y i n a n are a suc h a s HIV care , staf f ma y develop tighd y 
knit team s "i n th e trenches. " Staf f member s fro m th e ne w pro -
gram being integrated may need time to establish their credibilit y 
and their devotion to the client population. As in the beloved TV 
series M.A.S.H.,  ne w staf f ar e ofte n accepte d bes t whe n the y 
produce under fire. 

• Basi c philosophical differences amon g medical, mental health an d 
drug treatmen t professional s complicat e communication . Inte -
grated car e introduce s a  ne w wa y o f thinkin g abou t treatment , 
not jus t a n easie r way to mak e referral s o r a  different locatio n o f 
offices. Staf f nee d modeling , practice , an d tim e t o understan d 
that the new program entail s assessing , evaluating, planning, an d 
delivering treatment from varyin g perspectives. 

• Mor e interdisciplinary discussion means more rounds, staff meet -
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ings, an d tim e spen t explaining , negotiating , an d incorporatin g 
changes. Thi s nee d fo r extensiv e communication , a s wel l a s th e 
need fo r outreac h effort s t o engag e clients , result s i n a  highe r 
percentage o f unbillabl e tim e tha n i s typica l i n traditiona l pro -
grams. Ou r experienc e wit h th e progra m ha s shown , however , 
that the model may result i n cost savings . It ha s been effectiv e i n 
decreasing psychiatric emergenc y room visit s among heavy users 
of suc h service s an d i n engagin g hard-to-reac h clients , especiall y 
substance abusers , wh o ha d no t bee n engage d b y traditiona l 
programs. Give n th e growt h o f managed-car e approaches , cost / 
benefit analyse s o f th e advantage s o f nontraditiona l activitie s i n 
reaching vulnerable populations will be essential to justifying thi s 
approach. 

Recommendations for Future  Practice 

Providing menta l healt h service s integrate d wit h primar y medica l car e 
will be a n effective wa y of delivering menta l healt h service s in the future , 
not onl y fo r th e urba n poo r wit h HI V bu t als o a s a  mode l fo r healt h 
service deliver y i n general . Th e mode l ha s implication s fo r fou r othe r 
areas of practice: 

1. Other  illnesses  and  other  populations. Although integrate d car e im -
proves acces s fo r th e traditionall y marginalized , man y middle-clas s pa -
tients wit h disease s othe r tha n HI V als o defin e themselve s a s "sick , no t 
crazy55 an d ar e emotionall y distance d fro m accessin g th e menta l healt h 
services they may need. Any major illnes s can be emotionally overwhelm -
ing. Th e necessit y t o choos e amon g a n arra y o f comple x an d technica l 
treatment option s increase s th e stress . I f menta l healt h ca n b e define d a s 
one o f a  spectrum o f services available to an y patient, more o f the peopl e 
who need such services will receive them . 

2. freestanding  mental  health  services. Integratio n with primary medica l 
care ma y b e easie r fo r hospital-base d menta l healt h clinic s tha n fo r free -
standing facilities , bu t thi s model has implications fo r freestandin g clinic s 
as well. In a n era of managed care , even free-standing clinic s increasingl y 
will have affiliation s wit h medica l facilities . Thes e affiliation s ca n becom e 
opportunities t o integrat e service s an d no t jus t t o expan d referra l net -
works. Freestandin g facilitie s shoul d conside r providin g som e service s 
onsite a t affiliated agencie s an d allottin g som e staf f tim e to communicat e 
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with othe r healt h car e professionals , bot h throug h forma l consultation s 
and less formal interactions . 

3. Mental  health  and  substance  abuse. The nee d t o provid e medical , 
mental health , an d substanc e abus e service s t o peopl e wit h HI V ha s 
already broke n dow n man y o f th e traditiona l barrier s betwee n menta l 
health an d substanc e abus e treatment , an d thi s tren d ca n b e expecte d t o 
continue i n the future . Th e collaborations tha t have been established , th e 
networks formed , th e trus t develope d wil l no t disappea r onc e a  cure ha s 
been found fo r HIV. In many locations beyond Paterson, substance abuse 
and mental health treatment providers have learned that working togethe r 
in joint treatment works far bette r than working separately . 

4. Managed  care.  Finally, a s mor e live s ar e covere d b y manage d car e 
and a s primary-care physician s becom e treatmen t gatekeepers , th e inclu -
sion o f menta l healt h service s wil l b e particularl y importan t i n severa l 
ways. Menta l healt h service s ca n hel p peopl e cop e wit h catastrophi c an d 
chronic illnesse s an d ca n reduc e th e cos t o f medica l car e bot h b y identi -
fying thos e wh o us e medica l service s whe n wha t the y nee d ar e menta l 
health service s (Smith , Rost , &  Kashner , 1995 ) an d b y helpin g peopl e 
make necessary lifestyle change s i n diet , exercise , or risk y behaviors, suc h 
as smokin g an d unsaf e sex , i n orde r t o preven t illness . Mos t o f all, 
integration o f mental healt h service s with primar y medica l car e may help 
primary car e provider s develo p th e holisti c understandin g o f the patien t 
on which managed care is based. 

Tools for Clinical  Practice 

After year s of experience in promoting integrate d care , we have made th e 
following observations : 

• Educating  medical  staff about  mental  health  problems extends their 
ability to deal with difficult cases more effectively. 

Such educatio n frequend y require s considerabl e time , effor t 
and tact, and includes: 

— Case-by-case demonstration s o f effectiv e approache s t o dea l 
with difficul t o r confusing behavior . 

— Participation i n multidisciplinary rounds , sharin g informatio n 
and discussing cases . Stereotypes o f the "difficul t dru g addict 53 

or the "mental patient" are modified a s staff more comprehen -
sively understand patien t problems . I n addition , discussio n o f 
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the impac t an d th e implication s o f diseas e progressio n an d 
treatment help s al l staf f t o thin k abou t an d manag e patients , 
especially difficult patients , in a  less crisis-oriented, mor e con -
sistent manner . 

• Physical  proximity of  mental  health  and  health  care  staff decreases 
resistance to engaging in mental health care and makes referrals work. 

Primary medica l staf f ar e mor e likel y t o mak e appropriat e 
referrals whe n the y know the people to whom the y are referring . 
Clients ar e mor e likel y to follo w u p o n referral s whe n the y first 
meet the new people in a familiar setting . 

• In  an  integrated  program, both  mental  health  and  medical  visits 
provide important opportunities  for delivering  the other service. 

— Meeting patient s informall y whil e the y wai t fo r medica l o r 
mental healt h service s make s accessin g an y ne w servic e les s 
threatening. 

— Monitoring misse d appointment s i n bot h clinic s help s staf f 
from eithe r clini c to identify an d addres s problems i n compli -
ance. 

— Continuing integrate d car e whe n client s ar e hospitalize d fo r 
disease progressio n an d intensiv e medica l treatmen t o r fo r 
psychiatric stabilizatio n help s multidisciplinar y staf f collabo -
rate t o mitigat e th e patienf s stress , preven t regression , an d 
strengthen th e ability to cope . 

• Clinical  practice in an  integrated  model with HIV-infected individu-
als requires a flexible formula. 

Flexibility can be achieved by : 

— Supplementing individual , family , an d grou p treatmen t wit h 
outreach, brief psychotherapy, home visits, and telephone con -
tacts (Boyd-Frankli n &  Boland , 1995 ; Nagler , Adnopoz , & 
Forsyth, 1995; see also chapters 2  and 3). 

— Taking a n active , supportiv e rol e wit h a n emphasi s o n th e 
"here an d now " t o hel p peopl e accomplis h th e socia l an d 
psychological task s relate d t o thei r illnes s (Christ , 1991 ; 
Nagler, Adnopoz, &  Forsyth, 1995). 

— Expecting interruption s i n treatment . Dealin g wit h chronic , 
fatal illness and treatment frequentl y require s periods of "time 
out" o r rest . Substanc e abus e an d recover y remain s a n ongo -
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ing lif e struggle , ofte n wit h episodi c relapse s an d hiatuse s i n 
treatment. Thes e ar e deal t wit h b y keepin g th e case s open , 
maintaining connectio n wit h th e clients , an d acceptin g the m 
back into treatment , usin g the sam e therapist an d psychiatris t 
when the y return . Client s wh o ar e organicall y impaire d o r 
who hav e historie s o f multipl e trauma s find  relatin g t o th e 
same staff less confusing an d frustrating . 

• A  strong,  effective  support structure is  required for clinical  staff to  be 
flexible and available  to clients. 

Both th e progra m coordinato r an d th e secretary/receptionis t 
are crucia l i n makin g th e progra m work . Th e program' s secre -
tary/receptionist serve s as the communications hu b o f the group , 
keeping track of the whereabouts o f the clinical staff as they meet 
clients i n differen t locations . Pager s fo r al l clinica l staf f hel p th e 
secretary t o locat e the m whe n neede d b y patient s o r othe r staf f 
members. 

The progra m coordinato r mus t allocat e a  significant  portio n 
of tim e t o communicatin g wit h othe r discipline s a s well a s hel p 
all staf f understan d th e integrate d car e model . Sufficien t tim e 
should b e allocate d als o t o teachin g staf f member s abou t inte -
grated car e an d t o supportin g the m a s they dea l wit h th e enor -
mous losses associated with HIV . 

• Adjust  your expectations for clients'  abstinence from drugs,  while main-
taining abstinence  as a goal. 

The rigi d requiremen t o f abstinenc e fro m drug s fo r menta l 
health treatmen t i n effec t denie s acces s t o treatmen t fo r peopl e 
with limite d lif e expectancy . Curren t substanc e abus e treatmen t 
considers relaps e par t o f th e treatmen t process . HIV-infecte d 
person ma y b e eve n mor e pron e t o relaps e du e t o th e increase d 
social isolation an d the constan t stresse s o f this disease (Evan s & 
Sullivan, 1990; Najavits &  Weiss, 1994). Looking positively at the 
time of f drug s an d supportin g th e frequency o f "clean" episode s 
can suppor t a  person's strength s an d minimize feelings o f failur e 
(Orlin &  Davis , 1993) . This helps develop coping skills , support s 
limited eg o strengths , an d give s hop e i n th e fac e o f repeate d 
medical and emotional crises . 

• To  be multidisciplinary, you must  engage  in  simultaneous translation 
into several aforeign languages'' much of the time. 
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You mus t spen d th e tim e t o lear n abou t th e perspectives , 
knowledge bases , jargons , administrativ e structures , an d forma l 
and informa l powe r structure s i n eac h o f th e othe r discipline s 
with whic h yo u work . No t onl y mus t yo u b e abl e to communi -
cate in the other disciplines 5 languages and cultures; you must d o 
so a s a  matter o f habit . Negotiatin g no t on e bu t severa l forma l 
and informa l organizationa l structure s whe n change s need t o b e 
made or issues arise is time consuming bu t essential . 

• Commitment  from staff  of all disciplines to mutual availability  is  an 
essential component of this model. 

Without thi s commitment , movemen t fro m paralle l t o inte -
grated treatment probably will not occur. Making such a commit-
ment i s particularl y difficul t fo r professionals , however , becaus e 
it mean s givin g u p som e autonom y i n practice , whic h require s 
trust, education , an d a  willingnes s t o believ e tha t th e ne w ap -
proach ca n b e an improvement . Modelin g fro m leadershi p help s 
develop suc h a  commitment , validate s th e efficac y o f th e ne w 
approach, an d allow s professional s t o giv e u p thei r autonom y 
with les s anxiety . However , tim e an d patienc e wit h onesel f an d 
others are needed for commitmen t t o develop . 

Conclusion 

Sherry i s now dru g free  an d activ e i n Narcotic s Anonymous , wher e sh e 
speaks publicl y i n it s dru g an d HIV-preventio n programs . Sh e i s slowl y 
becoming more symptomati c bu t works closely with her health care team 
to maintain her health stability as long as possible. Since beginning menta l 
health treatment , Sherr y has moved fro m frequen t psychiatri c admission s 
to onl y one overnigh t psychiatri c admissio n durin g th e las t year. Sh e ha s 
reunited wit h he r childre n i n a  war m an d productiv e manner . Sh e ha s 
coped effectivel y wit h multipl e death s o f peer s fro m HI V an d dru g 
use. Whil e sh e continue s t o fea r sufferin g an d death , sh e use s weekl y 
psychotherapy t o wor k throug h he r concerns . Du e t o he r progres s i n 
reuniting with her family, her oldest daughter and her mother have helped 
her put asid e her fears of abandonment b y assuring her that they will care 
for her . 

In ou r integrate d program , healt h car e professional s wer e abl e t o 
understand the overwhelming complexity of Sherry's emotional life. Men-
tal health staf f were abl e to understan d th e physica l an d emotiona l stres s 
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related t o he r illnes s an d treatment . Togethe r the y provide d a  supportive , 
integrated structur e o f care . Sherr y wa s abl e t o focu s he r energ y an d 
strengths t o compl y wit h treatment , wor k throug h he r problems , an d fee l 
supported b y th e man y discipline s endeavorin g t o hel p her . 
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In th e mid-1980s , whe n person s wit h AID S firs t bega n t o 
survive bout s o f Pneumocystis cavinii  pneumonia wit h th e hel p o f intrave -
nous antibiotics , hom e infusio n tea m nurse s wit h th e Visitin g Nurs e 
Association o f Lo s Angele s (VNA-LA ) bega n observin g unusua l behav -
iors in patients . 

One field nurse remembers goin g into a  patient's home to find tha t h e 
had ripped open a  line of sutures and pulled out his porta-catheter, a  tube 
surgically inserte d int o a  central bloo d vesse l t o provid e medication . H e 
then presente d he r wit h a  basin ful l o f blood , saying , with n o emotiona l 
expression, "I want to die.53 

Another nurs e recall s visiting a  patient who wa s bedbound wit h wast -
ing syndrome : "Her e wa s thi s ma n wh o woul d neve r ge t ou t o f be d 
again, woul d probabl y di e withi n a  fe w weeks , o n SS I [Supplementa l 
Security Income] , and he just ordered a  brand new , custom-made luxur y 
car o n th e phone . H e charge d it ! Th e craz y thin g wa s th e dealershi p 
actually delivered i t to him!55 

At th e sam e time , fiel d staf f reporte d spendin g a n extraordinar y 
amount o f time during the visits providing supportive counseling to thei r 
patients an d t o caregiver s wh o presente d wit h symptom s o f depression , 
anxiety, o r othe r emotiona l reaction s t o thei r situations . Becaus e th e 
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majority o f th e patient s were , i n fact , homebound , the y wer e unabl e t o 
go to a  psychiatrist's o r psychotherapist's offic e o r clinic . 

It wasn' t unti l th e lat e 1980 s tha t literatur e bega n t o repor t th e inci -
dence an d prevalenc e o f psychiatri c disorder s i n thi s population . Firs t 
anecdotal, the n mor e empirica l literature bega n t o describ e th e sign s an d 
symptoms o f a n AIDS-relate d dementia , o r AID S Dementi a Comple x 
(ADC) (se e chapter 9  for additiona l information) . 

As more people with AIDS bega n to be treated a t home rathe r than i n 
acute-care hospitals , th e VNA-L A field  staf f continue d t o notic e an d 
report difficultie s i n working with patients with ADC or other psychiatri c 
symptoms. Man y patient s coul d no t b e responsibl e fo r thei r medicatio n 
regimens becaus e o f th e cognitiv e deficit s associate d wit h ADC . Other s 
displayed dramati c personalit y change s tha t frightene d thei r caregivers . 
Neuropathic pain , moto r difficulties , an d behavio r managemen t als o re -
quired more in-home support than the IV (intravenous ) field nurses could 
provide during their regular visits. In addition, because the disease process 
of HIV/AIDS i s unstable and unpredictable, patients exhibiting these and 
other psychiatri c problems pose d a  greater ris k of more frequen t hospita l 
admissions and emergency room visits and were generally greater utilizer s 
of health care resources (Hellinger , Fleishman , &  Hsia, 1994) . 

In the late 1980s, there were few known programs availabl e to provid e 
the neuropsychiatri c suppor t require d b y thes e patient s i n thei r homes . 
Furthermore, n o literatur e completel y describe d th e need s o r possibl e 
treatments fo r homeboun d person s with neuropsychiatri c difficulties . Fo r 
patients unabl e t o g o t o a  clinician' s offic e fo r psychotherapy , neuropsy -
chiatric care , an d psychotropi c medicatio n evaluation , treatmen t i n th e 
patient's home appeare d to be the most viable option for effectiv e care . 

Our Clinical  Work 
In 199 1 th e VNA-LA , i n partnershi p wit h th e Nationa l AID S Fund , 
received Rya n Whit e C.A.R.E . Ac t Tid e I I Specia l Project s o f Nationa l 
Significance fundin g fro m th e Health Resource s and Services Administra-
tion. Th e VNA-L A develope d an d implemente d a  three-yea r pilo t pro -
gram tha t woul d becom e a  model fo r integratin g in-hom e menta l healt h 
and psychiatri c car e wit h primar y medica l car e an d tha t woul d b e repli -
cated i n Detroit , Michigan , Cleveland , Ohio , an d Washington , D.C . Th e 
objectives o f our AIDS Psychiatri c Homecare Program were threefold : 
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i. T o maintain the patient a t home and to reduce the risk for acut e care 
or psychiatric hospitalizatio n 

2. T o ameliorate , control , an d manag e neurologica l an d psychiatri c 
symptoms 

3. T o optimize the patient's quality of life 

The firs t objectiv e differentiate s a n in-hom e menta l healt h car e mode l 
from mor e traditiona l model s o f care . Homecar e i s often mor e effectiv e 
in identifyin g an d intervenin g i n situation s tha t might , i f ignored , late r 
require costiier care. 

An interi m evaluatio n o f ou r effectivenes s indicate s tha t ou r projec t i s 
"quite successfu l i n easin g patients ' socia l an d cognitiv e problem s an d i n 
maintaining a  satisfactor y qualit y o f life , despit e deterioratin g physica l 
conditions" (Nationa l AIDS Fund, 1994,15) . 

Several aspects of our program ar e noteworthy . 

Interdisciplinary Model 

Most hom e healt h car e psychiatri c program s hav e bee n drive n b y 
Medicare o r Medicai d reimbursement , bu t state s hav e differe d o n whic h 
disciplines' service s woul d b e reimbursed . W e believ e tha t person s wit h 
AIDS, give n thei r comple x problems , require d a  multidisciplinary tea m 
with systematize d interventions . Ou r progra m tea m no w include s regis -
tered nurses and medical social workers with psychiatric training, a psychi-
atric social worker, a  consulting psychiatrist , an d a  clinical pharmacist . 

The team's registered nurses are responsible for education and manage-
ment of medication issues, including teaching both patients and caregivers 
about th e use , dosage , sid e effects , an d schedul e o f eac h medication . 
Because many patients with neuropsychiatri c problem s canno t remembe r 
to take their medications , the psychiatric nurses develop a  patient-friendl y 
regimen to ensure that patients administe r their medications properly an d 
regularly. 

The social worker offers psychotherap y an d assistance with communit y 
resources. Th e pharmacis t review s th e patient' s medication s fo r sid e ef -
fects, complications , an d interaction s an d make s th e appropriat e recom -
mendations t o th e primar y medica l doctor . Th e psychiatris t frequenti y 
makes home visits to evaluate for the use of psychotropic medications an d 
for differentia l diagnoses . Bot h th e pharmacis t an d th e psychiatris t offe r 
continuing educatio n t o th e fiel d staf f abou t th e ever-changin g aren a o f 
HIV. 



Delivering Mental Health Service s to the Home |  22 7 

Home-Based Services 

Because mos t o f ou r patient s hav e onl y limite d abilit y t o leav e thei r 
places o f residenc e fo r suc h activitie s a s medica l appointments , al l pro -
gram service s ar e performe d i n th e residence , whethe r i t b e a  home , 
shelter, hospice, or other facility . 

A ke y advantag e o f ou r mode l i s tha t th e fiel d clinicia n actuall y wit -
nesses the patient and his or her support systems functioning i n the home. 
Many problem s tha t impai r a  patient' s functionin g o r activitie s o f dail y 
living ar e no t immediatel y eviden t i n a  clini c o r physician' s office . I n 
addition, regula r supportiv e hom e visit s often revea l crise s such a s inade-
quate home safety , caregive r inadequacy , substance abuse , and suicidality , 
which migh t no t b e presente d t o th e patient' s primar y medica l car e 
provider o r to a  mental health provider i n another setting . 

Seeing Caregivers as Clients 

A fundamenta l elemen t o f ou r car e i s th e understandin g tha t th e 
"client" includes not only the patient but als o the significant other , family , 
friends, an d othe r forma l o r informa l caregivers , includin g pai d atten -
dants. Becaus e th e patient' s whol e environmen t affect s qualit y o f life , al l 
of it becomes an integral part of the treatment plan . 

Often th e tea m wil l wor k wit h th e patien t an d hi s o r he r suppor t 
system to define an d develop treatment goal s and a  plan that wil l work i n 
the patient's home. In one case, we worked with a  thirty-six-year-old black 
woman living in a  twelve-step residential facility for HIV-positive wome n 
and thei r children . Sh e ha d bee n diagnose d wit h depressio n wit h psy -
chotic features , an d sh e ha d a  histor y o f alcoho l an d abus e o f othe r 
substances. The facility's managemen t fel t tha t her HIV treatmen t shoul d 
preclude her taking mood-altering drugs . Although the consulting psychi-
atrist had prescribed an antidepressant an d an antipsychotic medication t o 
manage he r symptoms , th e progra m manager s require d educatio n t o 
assure them that the therapeutic use of these medications did not interfer e 
with th e client' s sobe r livin g goals . Th e psychiatri c nurs e an d th e socia l 
worker conferre d wit h th e facility' s managemen t an d wer e abl e t o wor k 
out a  plan i n which th e clien t would tak e he r medicine , which woul d b e 
administered b y th e hous e mother . Th e pla n wa s successful . Ou r clien t 
completed th e drug treatmen t program , he r depressio n resolved , an d th e 
psychotic features wer e eliminated . 
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Comprehensive Assessment 

The cornerston e o f effectiv e home-base d menta l healt h treatmen t i s a 
comprehensive assessment to guide the care plan. Our assessment includes 
psychiatric and medica l information ; a  description o f the suppor t system , 
including socia l servic e agencie s involve d i n care ; a n evaluatio n o f th e 
patient's abilit y t o perfor m activities  o f dail y living , calle d "ADLs" ; a n 
understanding o f al l medications an d th e patient' s abilit y t o manag e th e 
regimen; an d a description o f the home, with specia l attention to physica l 
safety issues. 

In addition , w e us e a  unifor m assessmen t too l designe d t o asses s 
specific area s o f neuropsychiatri c functionin g an d stage s o f ADC . Th e 
Neuropsychiatric AIDS Ratin g Scal e (NARS ) (Boccellar i &  Dilley, 1992) 
has subscales to rate cognitive, behavioral , and motor domain s relating t o 
the patient's orientation, memory , behavior , abilit y to problem-solve, an d 
perform ADLs . Th e clinicia n rate s th e patien t o n th e subscales , usin g 
information obtaine d durin g the home visit . 

The NARS's advantage s ar e its simplicity in staging the illness process, 
its usefulnes s i n anticipatin g th e nee d fo r ancillar y suppor t service s lik e 
attendant car e an d hospice , an d it s servic e a s a  "common language " too l 
for tea m member s t o describ e th e patient' s leve l o f functionin g an d 
impairment. 

While qualit y o f lif e is , perhaps , subjective , havin g th e patien t asses s 
quality o f lif e ca n ope n u p area s fo r th e therapeuti c process . I n ou r 
experience, som e o f th e factor s tha t contribut e t o decrease d qualit y o f 
life includ e poo r managemen t o f pai n an d symptom s suc h a s diarrhea , 
depression an d anxiety , an d concer n ove r finances . Onc e thes e issue s ar e 
identified, appropriat e intervention s ar e initiated, an d an improvement i n 
the patient's perception o f quality of life should result . 

The assessmen t lead s t o developmen t o f a  proble m lis t tha t target s 
specific needs . A regular revie w of the problem lis t is helpful i n monitor -
ing progres s towar d goal s an d i n maintainin g th e focu s o f the treatmen t 
plan. 

Reinforcement of  Existing Support  Systems 

Since most patients ca n be maintained a t home with adequat e suppor t 
(Hellinger, Fleishman , &  Hsia , 1994 ; Reitmeijer , Davidson , Foster , & 
Cohn, 1993) , all of the team' s intervention s ar e designed t o reinforc e th e 
patient's existing support systems . 
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We ma y introduc e th e patien t t o ancillar y communit y resource s a s a 
critical beginnin g bot h t o ensur e tha t basi c need s ar e me t fo r housing , 
food, an d finance s an d t o "jum p start " th e therapeuti c rappor t throug h 
immediate, active, anxiety-reducing interventions . 

Psychotherapy 

Psychotherapy an d counseling , bot h fo r th e patien t an d caregivers , 
typically focus o n adjustmen t t o th e illnes s proces s an d dealin g wit h th e 
multiplicity of losses: past, present, an d anticipated . 

Education 

Education regardin g th e illnes s process , especiall y whe n dealin g wit h 
ADC, help s patient s an d caregiver s understan d th e limitation s o f th e 
illness, retai n a  sens e o f control , reliev e rea l an d imagine d fears , an d 
anticipate their future needs . 

An illustrativ e case : Th e parent s o f a  thirty-year-ol d Latin o patien t 
were angr y an d frustrate d because , the y said , thei r daughte r wa s alway s 
lying and trying to manipulate them. "In the hospital, she kept saying that 
the nurses wouldn't feed her . I'd ge t mad and yell at the nurses. They told 
me tha t the y gave her dinner , bu t sh e wouldn't ea t it . I  don' t kno w wh y 
she's lyin g s o much . Sh e just want s t o star t trouble. " Ou r projec t socia l 
worker assesse d cognitive symptoms o f a  moderate stag e of ADC causin g 
severe impairmen t o f short-ter m memor y —an inabilit y t o stor e ne w 
information. Sh e educate d th e parent s abou t th e sign s an d symptom s o f 
ADC a s wel l a s counsele d the m t o assis t wit h thei r frustration . O n th e 
next hom e visit , th e patient' s mothe r tol d th e socia l worker : "No w i t 
makes sens e .  . . what sh e does . I f th e nurse s i n th e hospita l woul d hav e 
explained i t to me, I would have felt better. " 

Crisis Anticipation 

There i s n o plac e t o bette r identif y a  crisi s tha n i n th e patient' s resi -
dence. Earl y assessmen t an d interventio n ar e th e bes t tool s fo r avertin g 
crises, which ca n include anything tha t migh t jeopardize the objectives o f 
the program , suc h a s inabilit y t o maintai n th e patien t a t home , ris k o f 
hospitalization, and/o r th e exacerbatio n o f acut e psychiatri c symptoms . 
Changes i n th e caregiver' s abilit y t o continu e providin g care , patien t 
suicidality o r substanc e abuse , neglect , inadequat e car e provision , an d 
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safety risk s ar e jus t a  few o f th e potentia l crise s tha t ca n develo p i n th e 
home. Thes e issue s nee d t o b e assesse d durin g eac h hom e visi t an d th e 
appropriate intervention implemented . 

Moreover, workin g in the patient' s home permit s immediat e acces s t o 
crises that often canno t wait for th e next scheduled clinic appointment . 

A forty-three-year-ol d ma n wit h AID S wa s referre d b y hi s physicia n 
for evaluatio n an d treatmen t o f "paranoia. 55 Th e tea m assesse d moderat e 
AIDS Dementia Complex , bipolar disorder , an d severe schizoid personal -
ity disorder. Because of the patient's psychiatric condition, he could toler -
ate onl y th e team 5s psychiatri c nurs e an d socia l worker . N o hom e healt h 
nurse coul d visi t t o manag e hi s physica l needs . After som e week s passe d 
in whic h th e patien t eithe r di d no t retur n tea m phon e call s fo r visit s o r 
refused visits , th e psychiatri c nurs e "stoppe d by 55 unannounced, findin g 
the patient gasping for ai r and with extremely low blood pressure , able to 
say only , "Don' t sen d m e t o th e hospital. 55 Afte r consultin g wit h th e 
physician, sh e was abl e to secur e liquid oxyge n an d agreemen t fro m th e 
infusion tea m to administe r intravenous antibiotic s in the patient's home . 
Our tea m member s increase d visit s fo r a  whil e t o assis t th e patien t i n 
coping with anothe r home health worker in his home and to maintain hi s 
care at home. 

Barriers to In-Home Care 
Some of the barriers to in-home mental health care are: 

• Lac k o f knowledg e o f th e effectivenes s o f thi s typ e o f progra m 
and it s critica l rol e i n th e continuu m o f care . Ou r progra m 
has demonstrate d th e critica l rol e o f psychiatri c homecar e i n 
integrating comprehensiv e service s for peopl e with AIDS. Ther e 
continue t o b e fe w publishe d dat a t o documen t th e beneficia l 
effects o f thi s mode l o f care , bu t w e ar e i n th e proces s o f docu -
menting th e benefit s o f our program . Thi s underscores th e nee d 
for goo d evaluatio n an d publicatio n o f findings (se e chapter s 17 
and 18). 

• Limitation s o n financia l suppor t fo r in-hom e care . Th e curren t 
managed car e environmen t challenge s providers 5 continued abil -
ity t o respon d t o th e growin g nee d fo r psychiatri c homecar e 
services. Most Medicaid programs provide only very limited cov-
erage fo r in-hom e menta l healt h care . Privat e insuranc e carrier s 
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offer eve n fewer benefits . The challenge in the next decade will be 
to demonstrat e empiricall y th e cost-effectivenes s o f home-base d 
mental health care in preventing acute-care hospitalizations . 

• Th e traditio n o f office-base d psychiatr y an d psychotherapy . 
Home deliver y o f menta l healt h car e introduce s a  ne w concep t 
of practice. As a  new clinica l resource fo r HIV/AID S care , ther e 
does no t ye t exis t th e wealt h o f "how-to " information available , 
for example , on working within a  changing frame , fees , transfer -
ences, countertransferences, tha t i s available for othe r modalities . 

• Lac k of government support . Because traditional providers lobb y 
for governmental funds fo r their practices, governmental agencie s 
are less likely to fund nove l approaches to care provision . 

Tools for Clinical  Practice 

After fiv e years of providing menta l health services to persons with AID S 
(PWAs) i n thei r homes , weV e learne d a  fe w lessons . Wha t follow s ar e 
some of the more salient features o f the work that differentiate psychiatri c 
homecare fro m mor e traditiona l offic e o r clini c model s o f menta l healt h 
care. 

• Thepatienfs  home  is his or her castle. Its walls  protect secrets. 
A forty-five-year-ol d Latin o mal e with AID S wa s referre d fo r 

evaluation an d psychosocia l treatmen t o f ADC, depression , an d 
anxiety. He lived with his wife o f twenty-five year s and their fou r 
children: tw o sons , age s twenty-thre e an d twenty-one , an d tw o 
daughters, seventee n an d nine . Althoug h th e wif e wa s presen t 
during eac h o f th e interviews , sh e wa s mosti y silent . Th e olde r 
daughter assume d al l responsibilit y fo r managin g he r father' s 
needs, includin g changin g diaper s an d bathing . Durin g th e 
course o f treatment , th e patient' s wif e explosivel y admitte d tha t 
her husband had been sexually molesting the elder daughter sinc e 
she was ten . When th e loca l reporting agenc y was notified , bot h 
patient an d daughte r denie d th e allegations , an d th e worker s 
were unabl e t o intervene . Immediatel y afte r th e patien t died , 
the team' s socia l worke r neede d t o involuntaril y hospitaliz e th e 
daughter i n a  psychiatric facility fo r treatmen t o f acute psychoti c 
depression. 
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In anothe r case , a  twenty-nine-year-ol d singl e mal e wa s re -
ferred fo r evaluatio n o f earl y sign s an d symptom s o f ADC. H e 
was livin g wit h hi s parents . Fearfu l o f sharin g wit h the m hi s 
AIDS diagnosi s a s well a s his homosexuality, h e had sai d he ha d 
a brai n tumor . H e share d wit h u s hi s fears o f abandonmen t an d 
rejection shoul d h e divulg e hi s sexua l orientatio n an d diagnosis . 
His parent s accepte d hi s fals e diagnosi s an d provide d excellen t 
care for hi m a t home, assistin g with infusion s an d persona l care . 
Because i t wa s necessar y t o educat e th e parent s abou t universa l 
precautions, whic h require s barrier s whe n handlin g bloo d an d 
body fluids, the patient needed to addres s his fears o f anticipate d 
loss and rejection b y his parents in order fo r th e team to educat e 
them to safety issues. Through counseling , the team provided th e 
support necessar y fo r th e patien t t o shar e hi s diagnosi s an d life -
style wit h hi s parent s fo r th e firs t time . Th e tea m wa s the n 
available to provide the necessary support to the parents to assis t 
them in dealing with these issues. 

Secrets aboun d i n homes . I t i s importan t tha t th e clinicia n 
deeply respect the patient' s an d the caregiver' s needs for privacy . 
Only thos e secret s tha t clearl y pos e a  threa t t o th e treatment , 
the patien t and/o r other s nee d t o b e addresse d an d worke d 
through — delicately. 

• To  be . .. or  not to be? If suicide's  the question, whafs the  answer? 
John, a  single, fifty-eight-year-old wit h AIDS, was referred fo r 

community resource s t o assis t wit h homemaking , meals , an d 
other functions . H e presente d a s an upbeat , intelligent , positive -
thinking man . H e wa s pleasan t t o b e around , conversational , 
flattering, wit h a  hearty sense of humor. Becaus e o f the patient' s 
apparent positive oudook on life , a  complete mental status evalu -
ation was never done at intake. 

The visits were enjoyable , with the patient complimenting th e 
worker o n hi s excellent  skill s a t helpin g people , sharin g laughs , 
and makin g certai n th e patien t followe d throug h wit h th e refer -
rals. O n th e fift h visit , ou r projec t staf f membe r note d tha t th e 
patient had been quieter than on prior visits. After a  long silence, 
the patient quieri y asked: "Do you know the California polic y on 
assisted suicide? " He ha d bee n thinkin g abou t suicid e fo r mor e 
than a  year. He ha d a  stockpile of unused morphine an d sleepin g 
pills stored up "jus t in case." 



Delivering Mental Health Service s to the Home |  23 3 

Suicidal ideatio n i s n o alie n though t t o peopl e wit h AID S 
(Dilley, Ochitill, Perl, & Volberding, 1985; Dilley, Shelp, & Batki, 
1986; Marzuk , Tierney , &  Tardiff , 1988) . I t may , however , b e 
one o f the mos t easil y overlooked symptoms . Th e socia l worke r 
working with John had bee n "fooled, 55 alon g with hi s physicians , 
into believing that the patient was doing well. 

The therapeuti c rappor t betwee n patien t an d worke r i n th e 
home provides , perhaps, a  better opportunity t o asses s and inter -
vene wit h suicida l patient s tha n d o meeting s i n th e clinic . Thi s 
may b e du e t o th e transferenc e tha t th e patien t feel s towar d th e 
homecare worker. As noted earlier , the boundaries ge t blurred i n 
the home : Ther e ma y no t b e an y starche d whit e la b coats , an d 
the settin g i s ofte n fa r fro m sterile . I t is , again , th e patient' s 
home, offerin g hi m o r he r safet y an d comfort . Th e patien t ha s 
already allowe d th e worker i n the doo r an d ha s contro l ove r th e 
situation; th e rappor t seem s t o develo p rapidly , makin g i t easie r 
for th e patien t t o revea l hi s o r he r "secrets. 55 Uncovering conse -
quent suicida l plan s an d ofte n th e intende d mean s flows  easil y 
after assessmen t of suicidal ideation . 

• The  risk of suicide must be assessed during each  home visit. 
Because of the volatile nature of the disease itself, persons with 

AIDS ar e ofte n confronte d wit h unexpecte d an d unwelcom e 
news o f anothe r infectio n o r chang e i n prognosis , whic h chal -
lenges thei r abilit y t o cope . The clinician' s regula r visit s provid e 
the opportunit y t o asses s the natur e o f the ris k an d t o interven e 
appropriately an d i n a  timel y manne r t o reduc e th e ris k o f sui -
cide. 

There i s presend y muc h debat e o n th e issu e o f "rationa l sui -
cide55 — when th e patien t make s a  well-informed, consciou s deci -
sion t o en d hi s o r he r lif e (se e Kain , 1996;  Motto , 1994) - Thi s 
kind o f decisio n shoul d no t b e confuse d wit h th e patient' s wis h 
to limi t o r discontinu e aggressiv e therapie s i n favo r o f palliativ e 
care only. Our responsibility as clinicians with people considerin g 
suicide i s t o assis t the m i n clarifyin g thei r wishes , desires , an d 
needs. Fo r mos t o f ou r patient s considerin g thi s option , th e 
authors uncovered th e patients 5 need to regain som e control , th e 
wish not t o hav e pain an d discomfort , an d th e desir e to liv e an d 
die with dignity . 

• The  medical  model emphasizes cc medication compliance?  Our  profes-
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sional values make us  advocates for every  person's right to self-determi-
nation. 

One o f the more frequent comment s cite d by physicians refer -
ring someone to our project i s "The patient is not compliant with 
medications." This usuall y means that , fo r whateve r reasons , th e 
patient i s no t takin g hi s o r he r medication s a s ordere d an d a s 
scheduled, i f at all. The issue is a complex one . 

A thirty-three-year-ol d mal e accountant , livin g wit h hi s sig -
nificant othe r o f si x years, was referre d fo r evaluatio n an d treat -
ment o f depression . Durin g th e initia l assessment , th e nurs e 
logged ninetee n differen t medications . Whil e h e initiall y pre -
sented wit h blunte d affec t an d slighti y depresse d mood , hi s 
symptoms di d no t mee t th e criteria for a  depressive disorder . H e 
stated, " I tak e m y medicine , bu t it' s s o confusing. " O n furthe r 
evaluation, th e patien t wa s assesse d wit h early-stag e ADC . Th e 
nurse helpe d t o organiz e a  weekly medicatio n planne r an d edu -
cated th e patien t an d hi s caregive r abou t dosin g schedules . I n 
addition, the pharmacis t discovered tha t the interactions o f some 
of his medications coul d b e contributing t o hi s depressed mood . 
The patien t becam e "me d compliant, " an d hi s physician reevalu -
ated his regimen for sid e effects an d interactions . 

Often, th e patien t wil l mak e a  consciou s decisio n t o discon -
tinue some or all medications. Because such decisions have critical 
repercussions, i t i s th e clinician' s rol e t o provid e th e suppor t 
needed fo r th e patien t t o mak e a n educated , informe d choice . 
Our professiona l values  mak e u s advocate s fo r ever y person' s 
right t o self-determination . Decision s agains t furthe r medica l 
treatment shoul d thu s b e mad e wit h ful l knowledg e an d under -
standing of the ramifications o f this choice, including their impact 
on prognosi s an d qualit y o f life , an d no t a s a  resul t o f hope -
lessness stemmin g fro m depression , suicida l ideation , o r othe r 
psychiatric symptoms . 

A thirty-two-year-ol d singl e mal e wit h AID S wa s referre d b y 
his physicia n fo r treatmen t o f depressio n an d "noncomplianc e 
with medica l regimen. " Th e patien t wa s firs t diagnose d wit h 
AIDS fiv e year s ago . Las t year , h e buil t himsel f a  ne w home . 
After hi s lates t bou t wit h Pneumocystis  pneumonia , hi s mothe r 
came to stay with him from th e East Coast to assis t with his care. 
During he r stay , her so n becam e progressivel y weaker an d mor e 
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depressed. Th e associate d feeling s o f hopelessness , couple d wit h 
the weakness , impaire d th e patient' s desir e t o tak e hi s man y 
prophylactic medications . H e agree d t o antidepressan t therap y 
with adjunctive supportiv e psychotherapy with the goal of reliev-
ing his depression. After abou t a  month, the symptoms of depres-
sion ha d abated , bu t weakness , nausea , vomiting , an d diarrhe a 
persisted. H e ha d don e som e researc h int o th e medication s h e 
was taking an d realize d tha t som e o f them wer e contributin g t o 
these physica l symptoms . H e tol d th e socia l worker , " I don' t 
want to die , but I  don' t want to live this way either. I  feel like it's 
time to choose between al l of these meds and some quality in my 
life. I  don' t kno w what t o do . I  fee l like I'm takin g them fo r m y 
mom." W e explored option s wit h th e patient , hi s physician , an d 
his mother, includin g the immediate an d the long-term effect s o f 
discontinuing al l bu t pai n an d antinause a medications . Th e pa -
tient opte d fo r control . H e chos e t o tak e onl y "comfort " — or 
palliative — medications, hopin g tha t wit h th e week s o r month s 
he ha d left , h e coul d fee l wel l enoug h t o accomplis h wha t h e 
wanted to . The team helped the patient's mother understand an d 
support her son's difficul t decision . 

• Home  treatment  raises  new transference and countertransference issues 
regarding maintaining professional  boundaries. 

In a  clinician' s offic e setting , th e boundarie s betwee n clien t 
and therapis t ar e fairl y wel l define d b y the furniture , decor , an d 
seating and by the traditional medical model in which the patien t 
actually goe s t o th e healer' s office . I n hom e menta l healt h care , 
the clinicia n i s th e gues t o f th e patien t an d hi s o r he r caregive r 
and family. The home is the seat from whic h the patient control s 
his o r he r world . I t i s designe d fo r th e patient' s comfor t an d 
maintained i n accordanc e wit h th e person' s ow n individuality , 
tastes, an d chose n lifestyle . I t i s th e patient' s home , an d th e 
patient ultimately maintains contro l over its comings and goings . 

Because it is easy for professiona l boundarie s to ge t blurred i n 
the patient' s home , frequen t self - and supervisory reminder s tha t 
the visi t i s mor e tha n a  socia l cal l ar e require d t o maintai n 
therapeutic integrity , especiall y when workin g wit h patient s an d 
their familie s ove r a  lon g perio d o f time . Th e patien t ma y fee l 
that h e o r sh e wa s develope d a  goo d friend , sibling , o r paren t 
figure i n the clinician . The famil y o r caregive r ma y feel th e sam e 
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way or ma y develop a  more negativ e transference becaus e o f th e 
perceived intimac y betwee n th e patient an d the worker . Whil e i t 
is often unproductiv e t o engag e i n a n in-dept h analyti c explora -
tion of the patient's or caregiver's transference i n this setting, it is 
important t o recogniz e i t an d t o hel p the m t o interpre t th e 
underlying nee d behin d thei r feelings . Nurturance , safety , secu -
rity, a  decrease d sens e o f isolation , association , an d self-estee m 
and self-valu e ar e commo n need s associate d wit h positiv e trans -
ferences. Negativ e transference s nee d t o b e confronte d an d re -
solved quickl y in orde r t o protec t th e integrit y o f the treatment . 
Interpreting th e transferenc e the n become s a  clinical too l wher e 
appropriate intervention s ca n b e mad e o n th e basi s o f th e pa -
tient's need . 

The clinician' s countertransferenc e fall s int o tw o categories : 
those issues we bring with us that are based on our own persona l 
and professiona l lif e experiences , includin g ou r deepes t needs , 
biases, and prejudices , an d th e empath y we experienc e a s clinical 
containers fo r th e patient' s an d caregiver' s emotion s (Cohen , 
1952/1988; Ferencz i &  Rank , 1923/1988 ; Orr , 1954/1988 ; Racker , 
1957/1988; Reik, 1949/1988) . Both need to be carefully monitore d 
and checked by the individual with clinica l and team supervision . 

Working wit h person s wh o hav e life-threatenin g o r termina l 
illnesses, who ar e facing th e ultimat e loss , may kic k up man y o f 
our ow n feeling s abou t loss , life, an d death . Doin g clinica l wor k 
in a n office setting , i n som e ways , protects u s from th e intensit y 
of witnessing th e whol e lif e o f th e patient . I n homecare , every -
thing abou t th e patient' s life , lifestyle , an d illnes s process i s righ t 
there t o se e in abundan t detail , replet e with th e direc t effect s o f 
the illness on th e patient's dail y life. I t i s therefore eas y to be no t 
only overwhelme d bu t als o overextended . Settin g firm  profes -
sional limits on working hours , frequency, time,  an d duration o f 
visits, and times  availabl e for phone consultation an d recognizin g 
the boundarie s o f our ow n disciplin e ar e valuable tool s i n main -
taining a n effectiv e "therapeuti c closeness, " if not distance . Any-
time w e conside r workin g outsid e thes e establishe d limits , w e 
should examine the reasons and be aware of the risks to ourselve s 
and to the relationship . 

Paying close attention to our personal reactions to the patient' s 
body, surroundings , smells , an d needines s i s a  goo d plac e t o 
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begin. Eac h membe r o f th e tea m need s constantl y t o examin e 
areas o f intens e curiosit y t o determin e whethe r th e patient' s 
needs o r th e tea m member' s ar e bein g met . Th e ke y t o main -
taining healthy personal an d professional boundarie s i n psychiat -
ric homecar e i s t o manag e a  well-balance d lif e o f work , rest , 
and leisure , includin g th e generou s us e o f a  networ k fo r socia l 
support. 

• Clinical  work in the field can be isolating and overwhelming. 
Psychiatric homecar e require s th e fiel d clinicia n t o mak e sev -

eral home visit s each day. Usually, the socia l worker o r the nurs e 
travels alone , althoug h join t visit s ar e sometime s indicate d an d 
helpful t o coordinat e an d maintai n th e car e plan . Thi s aspec t o f 
the wor k ca n leav e th e clinicia n feelin g alon e an d isolate d fro m 
peers. Thes e feeling s ar e especiall y eviden t durin g th e initia l 
home visits , durin g whic h th e clinicia n ma y asses s a  seemingl y 
overwhelming mountain o f problems an d needs. A frequent sen -
timent mirroring these feelings is , "There ar e so many problems, 
I can' t seem to find a  place to start. " 

Because these feelings ar e so common, clinician s need t o hav e 
an availabl e connectio n t o peer s an d colleague s wh o understan d 
the work and can assist them with prioritizing the patient's need s 
and focusin g th e treatmen t goals . The interdisciplinar y tea m ap -
proach i s an invaluable resource to manag e the sens e of isolatio n 
as wel l a s t o maintai n qualit y care . Stayin g withi n th e clinica l 
realm o f ou r respectiv e discipline s an d referrin g t o othe r tea m 
members for more specialized evaluation and intervention is criti-
cal i n bot h managin g feeling s o f bein g overwhelme d an d max -
imizing good patien t care . Regularly scheduled tea m conference s 
and th e frequen t us e o f informa l consultation s provid e built -
in support . Anothe r importan t resourc e i s th e us e o f clinica l 
supervision an d pee r support , whethe r formall y schedule d o r 
obtained through informal , bu t regular contacts . 

• Homecare  mental health  providers face dogs,  gangs, unsafe  neighbor-
hoods, weapons,  darkness,  and other  threats. 

There are times when field clinician s may long to work a  fifty -
minute hou r sessio n i n a n offic e setting . I n th e microcos m o f a 
clinical office , safet y an d securit y ar e pretty muc h assure d b y th e 
layout of the space, accessible doors, comfort-controlled tempera -
tures, pleasan t lighting , possibl y pani c o r alar m buttons , an d 



238 I  Frey,  Oman, and  Wagner 

privacy. Workin g i n th e field,  uncertaint y abounds . W e neve r 
know what situations we're going to confront unti l we get to the 
patient's home . 

On a  recent visit, one social worker was bitten by the patient's 
seemingly docil e dog . The threats o f gang violenc e i n "unsafe " 
neighborhoods i s alway s a  concern . Peopl e hangin g ou t i n the 
streets ar e curiou s abou t th e increase d presenc e o f doctors , 
nurses, an d othe r clinicians . Man y o f ou r field  staf f hav e bee n 
approached by people hoping to score drugs or money. 

In unsaf e neighborhoods , i t i s not unusua l fo r patient s an d 
their caregiver s t o hav e gun s o r othe r weapon s use d fo r self -
protection. I t i s important t o assess  the presence o f any poten-
tially violen t weapon s an d thei r perceive d purpos e durin g th e 
initial evaluatio n visit . A n appropriat e tim e fo r thi s i s usuall y 
during th e assessmen t o f th e patient' s psychiatri c histor y an d 
suicidality. 

Staff safet y mus t b e a priority. N o clinicia n shoul d b e force d 
into a situation where he or she does not feel safe . In areas where 
safety is at risk, the policy about after-dar k visit s should be stated 
clearly wit h th e patien t durin g th e initia l assessmen t visit . Th e 
field staf f shoul d fee l comfortabl e i n askin g th e patient an d the 
caregiver t o accommodat e safet y concern s b y placin g pet s i n 
another room , puttin g awa y unconcealed weapons , or even hav -
ing someon e mee t worker s a t the cur b whe n the y arrive . Mos t 
patients wan t an d desperately nee d th e in-home service s and are 
usually more than willing to work with the homecare staff . 

Conclusion 

Fifteen year s afte r th e first case was reported, AID S has become a  fact of 
life tha t wil l continu e t o challeng e patients , caregivers , an d healt h car e 
professionals wel l beyon d th e yea r 2001 . As ou r understandin g o f the 
disease and its psychosocial effect s advances , we must develo p treatmen t 
options tha t ar e innovative, cost-effective , an d directiy responsiv e t o the 
needs of our patients. These options must include service provision in the 
patient's home . Car e tha t maximize s qualit y o f life ca n be accomplishe d 
by comprehensive, patient-centered services . And, sometimes, as Dorothy 
Gayle o f Kansa s said , "There' s n o plac e lik e home " t o provid e thes e 
services. 
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Case Management : 
Coordination o f Service 
Delivery for HIV-infecte d 
Individuals 

David D. Barney and Betty E. S.  Duran 

My nam e i s Bobby , an d I  wan t t o tel l yo u abou t th e Ahalay a 
Project i n Oklahom a City . I  wa s referre d t o Ahalay a afte r bein g 
diagnosed wit h HI V i n 1992 . The da y my result s cam e back , th e 
HIV counselo r wit h th e healt h maintenanc e clini c o f th e Okla -
homa City-County Health Department suggested I meet someon e 
from a n American India n organizatio n tha t provide d HIV/AID S 
case management. Tha t sam e evenin g I  wa s introduce d t o Glori a 
Bellymule, projec t manage r fo r Ahalaya , an d sh e invite d m e t o 
visit their offices . 

Gloria, my case manager, helped m e get services that I  neede d 
and ma y no t hav e receive d withou t he r help . Thes e include d 
referrals t o a  homeles s shelte r whe n I  lef t m y partner , a  foo d 
pantry fo r foo d whe n I  ra n ou t o f food stamps , an d t o Salvatio n 
Army for clothing . She also helped me apply for jobs and housing . 
I neede d hel p wit h makin g docto r appointment s an d gettin g m y 
medications. Staf f provide d counselin g an d helpe d wit h othe r 
personal stuff like taxes. 

When I  first  learne d I  wa s HIV-positive , I  fel t afraid , alone , 
and angry , bu t afte r attendin g clien t suppor t group , I  realize d I 
was not alone . I have been a  participant in recording a  prevention 
education vide o o n HIV/AID S an d hav e volunteere d a s a  PW A 
speaker at conferences an d workshops in Oklahoma, New Mexico, 
and California . I  hav e als o bee n temporaril y employe d b y th e 
project t o conduct surveys . 

I have participated i n sweat lodge and other Indian ceremonie s 
that hav e helpe d m e i n connectin g wit h m y America n India n 
heritage. I believe that al l the services and healing ceremonies have 
helped m e buil d self-estee m an d obtai n independence . Throug h 
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the encouragement and support of staff, I  have obtained employ-
ment as a teaching assistant at a local university. 

Above all , the staf f a t Ahalaya have been reall y wonderful t o 
me. They have also been inspirational. I remember a time about a 
year and a half ago when I was still with my partner and having a 
difficult tim e personally, psychologically, an d monetarily a s a re-
sult of this relationship. My caseworker counseled with me, sup-
ported me in my decisions, and a member of the staff reached into 
their own pocket and gave me some money to tide me over. I will 
never in my life forget th e staff for thei r gestures of caring, love, 
understanding, an d sharing . The Ahalaya Project ha s been like a 
second family to me because I know I can always count on them 
to come through when I need them. 

— An Ahalaya client 

Case managemen t i s a n essentia l componen t o f HI V car e 
because most individuals living with HIV/AIDS hav e complex needs tha t 
exceed thos e cause d b y medica l o r healt h conditions . Individual s wit h 
HIV infectio n ar e likely t o requir e additiona l assistanc e wit h emotional , 
financial, legal , an d socia l problem s throughou t differen t stage s o f thei r 
HIV-disease progression (Sonsel , 1989). 

Background Reading 
While there i s no on e standardize d definitio n o f case management, i t ca n 
usually be agreed that the primary function o f case management for HIV -
infected person s i s t o coordinat e car e (Sierr a Healt h Foundation , 1991) . 
Piette, Thompson, Fleishman , an d Mor (1993 ) have identified tw o domi -
nant goals for cas e management : 

• Cas e managemen t link s client s wit h appropriat e service s t o im -
prove the quality of the client's life . 

• Cas e managemen t shoul d reduc e th e us e o f expensiv e inpatien t 
care, thereb y ensurin g tha t mor e resource s ar e availabl e fo r a 
greater number o f needy individuals . 

The definitio n an d goals , however , shoul d no t b e take n a s litera l o r 
exclusive, sinc e a  ke y aspec t o f effectiv e cas e managemen t i s flexibility 
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and responsivenes s t o th e particula r need s o f th e client . Indeed , cas e 
management practic e does vary greatly dependin g o n th e type s o f client s 
served and the agency providing the case management services . 

Even thoug h cas e managemen t ca n var y gready , tw o dominan t type s 
of approache s hav e bee n identifie d i n th e literatur e (Piette , Thompson , 
Fleishman, &  Mor, 1993) , depending on th e organizational settin g wher e 
the cas e managemen t i s practiced . Th e firs t i s hospita l o r medical-base d 
case management, an d th e secon d i s case management offere d b y a  com-
munity-based agency. Each type of setting offers advantage s and disadvan-
tages fro m a  client' s perspective . Hospital-base d caseworker s ar e usuall y 
better abl e t o acquir e publi c entitlemen t benefits , wherea s community -
based caseworker s hav e increase d flexibilit y t o wor k direcd y wit h client s 
in field  setting s (Indyk , Belville , Lachapelle , Gordon , &  Dewart , 1993 ; 
Piette, Fleishman, Mor, &  Dill, 1990). 

The process of case management for HIV-infected individual s has been 
identified b y Piette , Fleishman , Mor , an d Thompso n (1992 ) fro m th e 
experience o f twent y HIV-car e cas e managemen t sites . Thes e five  step s 
include: 

1. Assessment. Durin g th e intak e process , client s shoul d receiv e a  com -
prehensive cas e assessmen t tha t identifie s thei r persona l lif e situation s 
from a  holisti c perspective , includin g strength s an d weaknesse s tha t th e 
clients can emphasize in their treatment o r care plans. 

2. Care  plan. A  written car e plan , with goal s an d objective s relate d t o 
each client' s status , needs t o b e develope d wit h th e client' s participation . 
The pla n shoul d identif y wh o wil l b e responsibl e fo r eac h activit y state d 
in the plan . 

3. Referral.  Referral of clients to social and medical services is a founda-
tion o f th e actua l implementatio n o f th e car e plan . Th e cor e o f cas e 
management activitie s usually includes, but is not limited to, coordinatio n 
of service delivery, counseling, and advocacy functions . 

4. Monitoring.  Monitorin g include s frequen t checkin g t o ensur e tha t 
services ar e actuall y bein g provide d t o th e clien t an d tha t th e cas e pla n 
is bein g followed . I t i s als o importan t t o conduc t regularl y schedule d 
reassessments of the plan . 

5. Advocacy. Throughou t cas e management services,  advocacy i s neces-
sary t o ensur e tha t entitlement s ar e receive d an d service s ar e delivered . 
The purpos e o f advocac y i s t o eliminat e barrier s tha t limi t acces s t o th e 
needed suppor t services . Caseworkers ca n be advocates a t the clien t level, 



244 |  Barney  and Duran 

by advocatin g fo r th e individua l need s o f a  particula r client , o r a t th e 
systems level , b y promotin g th e interest s o f a  grou p o f th e agency' s 
clients. 

Our Clinical Work 
The Ahalaya Projec t i n Oklahoma Cit y is a case management agenc y tha t 
serves America n India n client s throughou t th e stat e o f Oklahoma . Th e 
staff is , for the most part , American Indian . The director o f client services 
is from Pojoaqu e Pueblo where she has served as governor of her tribe and 
as a tribal council member. The project manage r and one case manager are 
Cheyenne, on e cas e manage r i s Cheyenne/Kiowa , on e cas e manage r i s 
Cherokee, an d th e administrativ e assistan t i s Pawnee . Staf f ar e profes -
sional socia l workers, registere d nurses , an d alcoho l an d substanc e abus e 
counselors. All are committed t o working with American Indians an d th e 
multiple socia l issue s the y ar e confronte d with , especiall y i n th e are a o f 
HIV preventio n an d direct care . 

When working with American Indians , a culturally unique population , 
it i s essentia l t o determin e th e cultura l barrier s tha t affec t client s whe n 
they ar e accessin g medica l an d socia l services . Communit y need s an d 
culturally sensitiv e approache s t o offerin g service s als o need t o b e deter -
mined. Thi s require s inpu t fro m client s an d communit y representative s 
in th e developmen t o f cas e managemen t service s an d i n th e selectio n o f 
staff t o b e employe d b y the agency . At ou r agency , th e goal , i n additio n 
to providin g th e bes t cas e managemen t service s possible , ha s bee n t o 
determine wha t constitute s effectiv e cas e managemen t fo r America n In -
dian clients . 

In the development o f culturally relevant service s for a  specific popula -
tion o f persons, i t i s important t o conduc t a  thorough revie w o f existin g 
professional literatur e tha t ma y assis t th e provide r i n identifyin g specifi c 
cultural differences , values , socia l an d psychologica l issues , an d pas t re -
sponse to Wester n therapies , medica l treatments , an d socia l services . The 
literature report s tha t du e to historica l oppression an d to thei r distrus t o f 
Western culture , American Indian s d o no t use Western medicine or men -
tal health service s an d see k assistanc e throug h socia l servic e program s a t 
lower rates than the general population . 

In addition , the literature on Indian spiritualit y and traditional healin g 
suggests that a  blending of Western medicine an d Indian traditiona l heal -
ing has increase d receptivit y t o treatmen t b y American Indian s receivin g 
psychological an d medica l care . Triba l ritua l an d ceremonia l practice s 
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provide a  code for ethica l behavior an d a  social organization tha t contrib -
ute t o a  meanin g o f life . I t als o provide s a  mean s fo r intervenin g i n 
individual an d socia l dysfunction . Informatio n fro m existin g literatur e 
and th e participatio n o f American India n representative s i n th e develop -
ment o f culturall y relevan t service s hav e aide d i n th e developmen t o f 
services that are responsive to American Indians living with HIV . 

At th e Ahalaya Project , w e hav e starte d wit h th e traditiona l mode l o f 
case management , a  model buil t o n th e belie f tha t clients ' needs ar e to o 
great t o b e me t b y an y on e agency . Accessing multipl e agencie s t o mee t 
client need s i s though t o f a s a  "horizontal 55 orientatio n t o cas e manage -
ment. W e hav e als o addresse d th e realit y tha t America n Indian s an d 
persons livin g wit h HI V ar e ofte n confronte d wit h multipl e problem s 
and persona l needs . Thes e client s ar e dealin g wit h socia l stigm a an d 
discrimination arisin g from on e o r mor e o f the following factors : homo -
sexuality, HI V infection , racia l an d ethni c heritage , poverty , illiteracy , 
homelessness, an d poo r menta l health . Man y o f ou r client s hav e experi -
enced workin g wit h socia l servic e system s tha t hav e comple x eligibilit y 
criteria, ar e perceived a s nonsupportive, an d trea t huma n being s a s num -
bers o r cases . I t ha s therefor e becom e importan t a t Ahalay a t o assig n a 
primary caseworke r wh o assume s al l responsibilit y fo r providin g an d 
coordinating service s fo r a n individua l client . Thi s enable s th e clien t t o 
develop a  close working relationshi p with th e caseworker , enhance s trus t 
and increase s clien t complianc e wit h th e mutuall y agreed-o n car e plan . 
The one-on-on e workin g relationshi p als o allow s th e caseworke r t o be -
come well informed abou t the client 5s life (problems , needs, and persona l 
goals), an d th e caseworke r become s recognize d a s th e perso n o n who m 
the clien t can rely on fo r service s and support . Ultimately , thi s traditiona l 
model o f cas e managemen t mean s tha t i f the client' s need s ar e no t ade -
quately addressed, then only the caseworker can be held accountable , an d 
blame cannot be placed on anothe r agenc y or person . 

At the Ahalaya Project, we created an office environmen t tha t strength -
ened cultura l identity , supporte d confidentiality , an d provide d client s 
with a  dayroom fo r persona l space and a  kitchen fo r thei r use. We've also 
made stron g effort s t o includ e client s i n communit y educatio n projects . 
This effor t empower s client s b y allowin g the m t o inves t i n th e Ahalay a 
Project's cas e managemen t services . Thi s sens e o f ownershi p increase s 
clients5 self-esteem i n a nonjudgmental, supportiv e environment an d leads 
to th e developmen t o f client suppor t group s an d to increase d interactio n 
with persons with similar problems an d backgrounds . 

An importan t elemen t i n creatin g thi s environmen t ha s been th e prac-
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rice o f employin g staf f wh o ar e culturall y sensitive , professional , an d 
committed t o workin g wit h ou r America n India n clients . Becaus e o f 
the saf e an d relaxe d environmen t created , a s wel l a s th e clos e workin g 
relationship betwee n client s an d staff , Ahalay a staf f member s ar e ofte n 
identified b y clients an d thei r familie s a s extended famil y members . Ethi -
cally, this type o f relationship i s discouraged i n professiona l settings , bu t 
when workin g wit h America n Indian s i t i s importan t t o recogniz e tha t 
interference fro m outsider s i s unacceptable. Establishin g a n identity wit h 
the clien t a s a  person fro m th e famil y o r communit y enhance s th e case -
worker's ability to recommend services and behavior changes with success. 

After startin g wit h th e traditiona l mode l a s ou r foundatio n fo r cas e 
management services,  we kne w tha t ou r client s woul d hav e uniqu e pro -
gramming need s becaus e o f thei r cultura l heritag e a s America n India n 
people. S o we adde d ne w concept s an d component s t o th e cas e manage-
ment program . Fro m a  desig n perspective , w e buil t i n th e opportunit y 
for ou r caseworker s t o d o muc h o f thei r wor k wit h client s i n th e field. 
This mean s tha t ou r caseworker s hav e th e abilit y t o wor k beyon d thei r 
office door s — to b e i n hospitals , medica l offices , publi c entidemen t pro -
grams, clients' homes, and places where the client is located and needs th e 
caseworker's support or guidance. This also allows caseworkers to provid e 
education on HIV transmission, disease progression, and care of an HIV -
infected perso n t o famil y an d communit y members ; wor k o n issue s o f 
family an d communit y reunificatio n (importan t fo r client s wh o hav e 
severed famil y tie s du e t o thei r sexua l orientatio n o r othe r persona l is -
sues), an d assis t th e clien t i n identifyin g resource s an d support s withi n 
the community . 

An important component o f the Ahalaya Project i s traditional spiritual -
ity an d healin g services . Although ou r client s com e fro m differen t triba l 
backgrounds and have varying degrees of American Indian identity, many 
of th e client s wis h t o participat e i n America n India n spiritualit y an d 
traditional healing . Thi s aspec t o f th e projec t allow s caseworker s t o ai d 
clients i n learnin g mor e abou t themselve s an d thei r triba l backgrounds , 
sharing their knowledge base with othe r clients , and actively participatin g 
in traditiona l ceremonies . W e hav e foun d tha t thi s practic e increase s 
clients' sense s o f persona l identity , enhance s self-esteem , an d increase s 
their desire to interact with other clients . It also provides opportunities t o 
teach client s stres s management , healt h car e practices , nutrition , an d us e 
of natural/herbal medicines . 

In American India n culture , there i s a belief that a  person i s subject t o 
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illness cause d b y natura l an d supernatura l causes . Throug h traditiona l 
spirituality, client s ar e abl e t o wor k ou t man y persona l issue s tha t the y 
believe ar e no t relate d t o thei r physica l health . (Unde r th e America n 
Indian belie f system , ther e ar e thre e cause s fo r illness , bot h menta l an d 
physical. These are natural illness , such a s broken bone s an d cuts ; diseas e 
caused by the supernatural , suc h as curses; and non-Indian diseas e associ-
ated wit h contac t wit h non-India n culture . Illnesse s als o fal l int o thre e 
categories: illnes s onl y traditiona l healer s ca n treat ; illnes s onl y Wester n 
medicine ca n treat , an d illnes s bot h method s ca n treat , comprisin g th e 
majority o f all illness [Baines , 1992].) Through ceremony , clients may seek 
the suppor t o f thei r ancestor s throug h healing , seekin g guidance , o r 
releasing a  recentl y departe d int o th e car e o f th e ancestor s an d thei r 
creator. 

Death an d dyin g ar e significant  issue s i n clients ' lives . Thes e topic s 
are discusse d i n therapeuti c intervention s an d i n clien t suppor t grou p 
discussions. Traditiona l India n elder s ar e ofte n invite d t o teac h o n th e 
topic o f death an d dyin g an d t o conduc t ceremonie s fo r client s an d staff . 
A common ceremon y is the spirit-releasing ceremony conducted afte r th e 
death o f a  client . Thi s ceremon y allow s client s an d staf f t o reac h closur e 
with the deceased while providing suppor t fo r eac h other . 

It is important to remember tha t these supports are important not onl y 
for client s bu t fo r staf f a s well. Caseworkers an d othe r staf f develo p clos e 
ties t o th e agency' s clients . W e experienc e frustratio n wit h th e lac k o f 
available services and the social stigma attache d to HIV, stres s from wor k 
demands, an d anxiet y fro m workin g wit h client s face d wit h incurabl e 
disease. We suffe r exhaustio n fro m lon g hour s worke d an d fee l persona l 
grief ove r th e dyin g proces s o f ou r clients . W e a t Ahalaya therefor e als o 
provide a therapeutic group for staff to address these issues and to encour -
age staf f t o participat e i n spiritua l an d healin g ceremonie s wit h o r i n 
behalf of clients. 

In additio n t o th e mor e obviou s medica l need s relate d t o HI V infec -
tion, client s also have substantial needs for mental health services . Among 
our case management client s a t the Ahalaya Project, 2 6 percent have bee n 
or ar e presently receiving mental health treatment . Eightee n percen t hav e 
a long-term histor y o f menta l illness ; 1 9 percent hav e a  history o f home -
lessness; 64 percent have a history of abuse of alcohol or other substance s 
or both . Despit e thes e substantia l socia l barrier s an d th e disadvantage d 
backgrounds o f most o f our clients , we have found tha t ou r agency' s case 
management service s actuall y improve d thei r qualit y o f life . B y usin g a 
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pre- an d posttes t instrument , w e foun d tha t th e improvemen t i n th e 
quality o f lif e t o b e statisticall y significan t (p  =  .01) . (Fo r mor e o n 
evaluation, see chapters 17 and 18.) 

Since th e developmen t o f th e traditiona l mode l o f cas e management , 
in whic h on e individua l i s assigne d complet e responsibilit y fo r a  case , a 
newer model has arisen. This alternative model provides case management 
services throug h a n HIV-car e team . HIV-car e team s ar e usuall y com -
posed o f a  combinatio n o f staf f fro m socia l service s an d medica l car e 
programs. A typical team i s likely to hav e a  case manager fro m th e socia l 
service department , a  menta l healt h specialist , a  nurse , a  physician , an d 
many others. Each team member i s responsible for ensuring that the client 
gets service s relate d t o th e are a o f tha t member' s specialty . HIV-car e 
teams represen t a  "vertical 5' approac h t o brokerin g services , with almos t 
all services being offered withi n one agency, rather than multiple agencies . 
Teams can, however, include staff from severa l agencies, depending on th e 
structure o f the loca l socia l an d medica l servic e deliver y system . I n larg e 
part, th e typ e o f agenc y tha t serve s th e clien t wil l determin e whethe r a 
team approac h o r a n individua l caseworke r i s mor e appropriate . Large r 
programs which have medical providers, such as medical clinics and hospi-
tals, can benefi t fro m th e team approach . Thi s approac h i s more difficul t 
to implement i n smaller agencies with limited staf f o r with programs tha t 
don't provide health or medical services. 

Barriers to Case Management 
Case managers may face the following barriers : 

• Large  caseloads.  Perhap s th e mos t commo n proble m associate d 
with providin g cas e managemen t service s i s tha t o f larg e case -
loads. Th e majorit y o f community-base d agencie s tha t provid e 
case management service s ar e funded unde r Tid e I  o r Tide I I o f 
the Rya n Whit e C.A.R.E . Act . These agencie s usuall y have case-
loads tha t rang e anywher e fro m a  low o f fift y t o fou r hundre d 
clients, an often-unmanageable size , given the high level of needi-
ness of HIV-infected individuals . 

One way to address the problem of high caseloads has been t o 
use cas e aides , persons wit h a  strong sens e o f persona l commit -
ment t o th e affecte d community , t o supplemen t caseworkers ' 
activities. While thi s i s clearly beneficia l t o th e caseworker , ther e 
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are quality-of-care issue s to consider; i f the coordination betwee n 
the caseworke r (wh o hold s primar y responsibilit y fo r th e client 5s 
case) an d th e cas e aides i s not adequate , the n th e qualit y o f car e 
provided b y case management service s wil l diminish . Additiona l 
concern an d plannin g ar e necessar y whe n usin g cas e aide s a s 
substitutes fo r caseworkers . In general , i f caseloads ar e too high , 
it is necessary to evaluat e i f enough cas e activity i s actually bein g 
provided to properly cal l it case management . 

• Inappropriate  case mix.  Anothe r barrie r t o providin g qualit y cas e 
management service s i s a n inappropriat e cas e mix . B y cas e mi x 
we refe r t o th e rang e o f differen t type s o f client s i n a  caseload . 
The concer n i n HI V cas e management i s that individual s i n th e 
symptomatic en d stage s o f HI V infectio n requir e substantiall y 
more caseworke r tim e tha n d o thos e wit h early , asymptomati c 
HIV infection . I f by chance a caseworker were to have a majorit y 
of client s i n th e final  stage s o f th e disease , the n tha t caseloa d 
would nee d t o b e reduced . O n th e othe r hand , i f a  caseworke r 
were to have predominately asymptomati c HIV cases , then he o r 
she coul d b e assigne d a  large r numbe r o f clients . Th e effec t o f 
having a  caseload made up predominatel y o f AIDS clients , or o f 
having a  high caseload , i s a caseworker whose activitie s shif t int o 
a "crisi s mode 35 i n whic h th e caseworke r spend s th e majorit y o f 
his o r he r tim e respondin g onl y t o th e mos t critica l situation s 
that th e mos t vociferou s client s ma y b e encountering . Thi s typ e 
of crisis-oriented cas e management i s usually inadequate t o qual -
ify conceptuall y a s actual case management, sinc e the caseworke r 
has little time to conduct prevention-oriented activitie s mosdy fo r 
HIV-asymptomatic clients . Prevention-oriented activities , such as 
good nutritio n o r earl y response t o a n infection , ar e essentia l t o 
prolonging clients ' life expectancies . 

• Inadequate  resources.  Socia l an d medica l service s ca n ofte n b e 
nearly impossibl e t o locat e an d access . HIV-infected individual s 
have substantia l need s fo r a  wid e variet y o f socia l an d medica l 
services, including, bu t not limited to , low-cost housing , medica l 
care, affordable prescriptions , and an income adequat e to pay fo r 
necessities such as utilities and food whe n the clients are disabled 
in th e advance d stage s o f AIDS . Unfortunately , man y o f th e 
social servic e an d medica l servic e deliver y system s ar e poorl y 
designed an d lac k adequat e resource s t o respon d t o al l o f th e 
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clients' needs. An experience d caseworke r wil l be abl e to acquir e 
more benefit s fo r clients ; however , i t i s likel y tha t man y clien t 
needs will be unfulfilled. Eve n though i t is in some circumstance s 
considered unprofessional , i t i s not unusua l fo r a  caseworker t o 
subsidize a  client's prescription purchases . Carin g fo r th e client' s 
well-being ha s becom e on e importan t expressio n o f wha t cas e 
management i s about . 

• Difficulty  in  making  referrals.  The cornerston e o f cas e manage -
ment activit y i s the abilit y to mak e referral s t o othe r agencie s t o 
satisfy clien t needs . Even though thi s sounds simple , in realit y i t 
can b e on e o f th e mor e difficul t an d time-consumin g activities 
for the caseworker. A successful referra l i s one in which contac t is 
made with the secondary agency, the agency agrees that the client 
meets it s criteri a fo r eligibilit y fo r services,  an d th e clien t i s 
actually abl e t o follo w throug h wit h th e intak e appointment . 
After thos e steps, it is essential that follow-up b e completed. Thi s 
entails contactin g eithe r th e referred-t o agenc y o r th e clien t t o 
ensure tha t th e referra l actuall y happene d an d tha t th e referra l 
will meet the client5s needs. In general, a successful referra l mean s 
crossing bureaucrati c line s an d negotiatin g a  jungl e o f compli -
cated eligibilit y rules . As th e caseworke r become s mor e familia r 
with th e socia l an d medica l service s community , referral s ma y 
become easie r bu t onl y afte r th e caseworke r ha s pu t i n a  lo t o f 
time in the field . 

• Transportation  difficulties. Convenient transportatio n i s essentia l 
and ofte n difficul t t o access . Fo r man y caseworkers , transporta -
tion issue s relate d t o gettin g client s t o appointment s ar e critical . 
Often caseworker s fin d themselve s conductin g clien t interview s 
while drivin g the client s to medica l o r counselin g appointments . 
The transportatio n issu e i s on e reaso n tha t cas e managemen t 
services ten d t o b e mor e effectiv e i n urba n areas , which usuall y 
have publi c transportatio n tha t ca n b e accesse d b y a  majority o f 
clients. When a n agenc y i s located i n a  rural area , however , an d 
many o f it s client s d o no t hav e acces s t o persona l o r publi c 
transportation, the n accessin g socia l an d medica l service s be -
comes nearl y impossible . Mos t agencie s locate d i n rura l area s 
struggle t o provid e cas e managemen t services . Thei r budget s 
and caseload s nee d t o b e modifie d t o represen t th e concern s o f 
increased cost s an d tim e require d fo r transportation . A t present , 
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there are few models of case management service s that effectivel y 
serve rural populations . 

Tools for Clinical  Practice 

Drawing on our project's experience , we have made these observations : 

• Case  management services  need to be targeted to a diverse client base. 
Even thoug h HIV-infecte d individual s shar e a  stron g bon d 

based on th e common experienc e o f their HI V status , casework -
ers must be aware that their caseloads will be very heterogeneous. 
About 5 0 t o 7 0 percen t o f ou r caseload s ar e ga y men , wit h th e 
remainder a  mi x o f intravenou s dru g users , thos e infecte d 
through heterosexual transmission, hemophiliacs , and infants an d 
children. Ove r time , i t i s also reasonable t o expec t tha t th e com -
position o f caseloads wil l change a s the HIV viru s target s differ -
ent groups . Caseworker s nee d t o b e flexible  in addressin g clien t 
needs in the contex t o f a particular group's values . Even within a 
group, suc h a s ga y men , ther e i s muc h diversity . Caseworker s 
therefore shoul d no t emphasiz e on e populatio n to o muc h i n 
their activitie s an d shoul d b e carefu l no t t o respon d t o grou p 
stereotypes. 

• Client  mental health and medical needs should be monitored regularly. 
Acquiring HI V diseas e is a  major lif e experienc e tha t require s 

attention t o al l th e detail s o f a  client' s life . Clearly , physical , 
emotional, an d spiritua l needs shoul d b e continuously reassesse d 
to ensure that none of the spheres of a client's life are overlooked . 
Practitioners must b e sure to consider their clients ' needs in ways 
that exceed the boundaries o f their disciplines . 

In particular , i t i s essentia l tha t th e menta l healt h need s o f 
clients no t b e overshadowe d b y medica l issues . Afte r th e firs t 
diagnosis o f HI V infection , som e client s becom e clinicall y de -
pressed. This is to be expected, given the associated consequence s 
of bein g infecte d wit h HIV . Medication s hav e bee n successfull y 
prescribed tha t hel p client s wit h th e initia l depression . Suicid e 
risk an d dangerousnes s t o other s nee d t o b e assesse d an d reas -
sessed. Clients ' menta l healt h change s continuousl y i n respons e 
to both life situations an d advancing stages of HIV progression . 

At th e Ahalay a Project , ou r evaluatio n effort s hav e indicate d 
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that th e mos t importan t menta l health-relate d goa l o f case man -
agement, from ou r clients ' perspective, is to reduce stress. Clients 
believe that good case management i s a service that reduces stres s 
in thei r lives . Carefu l attentio n shoul d therefor e b e place d o n 
stress reduction activities . 

One are a o f controvers y i n HI V cas e managemen t ha s bee n 
whether caseworker s shoul d b e responsibl e fo r monitorin g th e 
health statu s o f their clients . We recommend t o caseworker s tha t 
they accep t thi s responsibility , sinc e thi s i s a  critica l par t o f a 
client's lif e tha t canno t b e overlooked . (Se e chapte r i  fo r relate d 
information.) 

• Positive  self-esteem must  be  built into  the  eare plan for successful  case 
management outcomes. 

It i s importan t t o recogniz e tha t man y client s com e fro m 
backgrounds tha t hav e negativel y affecte d thei r self-esteem . I t 
therefore become s crucial for the agency environment, the agency 
staff, an d the primary caseworke r t o b e cognizant o f the need t o 
enhance their clients ' self-esteem. Th e care plan and service deliv-
ery should focus o n clients ' strengths. In therapy it may be neces-
sary to discus s clients ' deficiencies, bu t i t i s important t o us e th e 
deficiencies a s learning tools by discussing them as life experiences 
that wer e no t productiv e bu t tha t wer e ultimatel y beneficia l be -
cause they allowed the clients to learn from them . 

In developin g th e car e plan , th e caseworke r begin s b y as -
signing the clien t simpl e tasks , but ove r tim e the client' s respon -
sibilities increas e t o th e poin t wher e th e clien t i s achieving mos t 
of the result s independendy. Th e caseworker shoul d provide rec-
ognition throughou t t o the clien t for al l achievements, regardles s 
of thei r significance . I n addition , th e clien t shoul d fee l comfort -
able askin g th e caseworke r fo r assistanc e wit h issue s tha t ar e 
perceived a s difficul t o r intimidating . Th e importan t poin t i s 
that developmen t o f improve d self-estee m lead s t o positiv e lif e 
changes. Positive self-esteem i s necessary before we can effectivel y 
ask client s t o mak e radica l change s i n thei r healt h an d socia l 
behaviors. 

• Clinicians  must  be  sure that  their  case  management  programs  offer 
clients the opportunity  to interact  with  others  of  similar background 
who are also HIV-infected. 

Many client s ar e isolated du e t o thei r sexua l orientation, poo r 
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health, an d othe r socia l issues . Th e agenc y need s t o develo p 
support service s tha t allo w client s t o mee t othe r person s wit h 
similar need s an d problems . Clien t therapeuti c groups , talkin g 
circles, group discussions , socia l activities, and community meet -
ings nee d t o b e available . Ou r client s sa y tha t throug h thes e 
opportunities thei r stres s and anxiet y are reduced, the y are mad e 
to feel less alone, personal fears ar e reduced, they come to realiz e 
that others share their feelings an d concerns, and they learn abou t 
other communit y resource s — all whil e makin g ne w friends . 
Through th e sharin g o f persona l lif e experiences , som e client s 
may com e t o see k additiona l therap y t o resolv e pendin g lif e 
issues. Peer support often result s in positive life changes . 

• Permanency  planning on  behalf  of the clients  who are parents is  an 
essential activity of case management. 

Caseworkers i n future year s ar e likely to fin d increasin g num -
bers of dependent childre n in clients' families. This can be mostly 
attributed to escalating number o f HIV-infected wome n o n case-
loads. I t i s critical, however, tha t caseworker s b e aware tha t me n 
are increasingl y becomin g th e exclusiv e caretaker s fo r children . 
When an HIV-infected clien t has minor children for whom h e or 
she is the sole provider, th e caseworker wil l need to have perma -
nency planning a s an importan t componen t o f the cas e manage-
ment services . By permanency planning , w e ar e referrin g t o th e 
creation o f a  pla n whereb y th e childre n wil l hav e a  permanen t 
home availabl e t o the m afte r th e deat h o f the primar y caretaker . 
In case management program s i t is known tha t thi s is the servic e 
that caseworker s like least to provide, i f they did actuall y provide 
the service. It is difficult t o talk with a  mother o r father abou t th e 
care of children afte r th e parent' s death . There i s no eas y way t o 
do this , bu t i t i s imperative fo r th e welfare o f the children tha t a 
well-constructed pla n b e develope d a s soo n a s possible , ideall y 
during the early stages of asymptomatic HIV infection . Thi s wil l 
reduce or perhaps prevent custody disputes afte r th e death of the 
parent. Even if there are not competing divisions of the extende d 
family likel y to vi e for custody , permanenc y plannin g wil l desig -
nate an appropriate family for th e children . 

In additio n t o the difficult y o f discussing death with a  parent , 
permanency plannin g include s anothe r difficul t task . Th e case -
worker wil l probabl y nee d t o contac t individual s an d famil y 
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members and , i n th e proces s o f discussin g th e children' s needs , 
reveal th e client' s HI V status . Thi s come s afte r th e caseworke r 
skillfully negotiate s confidentialit y concerns , balancin g th e par -
ent's righ t t o confidentialit y agains t th e bes t interest s o f th e 
children. A s a  rule, client s approv e th e releas e o f HI V statu s t o 
friends an d family members on a  "need-to-know basis. " 

• Secondary  prevention education  is another essential part of  case man-
aging those  individuals who are HIV-infected. 

HIV preventio n i s a ongoing activity . I t wil l never be enoug h 
just t o educat e th e curren t youn g adul t an d adul t population s 
without considerin g tha t younge r person s ar e continuousl y ma -
turing an d enterin g higher-ris k ag e groups . HI V educatio n i s 
necessary fo r ou r client s a s well. I t i s insufficien t t o assum e tha t 
once a n individua l become s HIV-infected , h e o r sh e n o longe r 
needs t o b e educated abou t th e ris k o f spreading HIV . Onc e a n 
individual becomes HIV-infected , tha t person moves from bein g 
at risk to bein g a  potential ris k to others . Client s need educatio n 
to hel p the m preven t th e sprea d o f HI V t o others . On e o f a 
caseworker's professional role s is to be an agent of social control . 
Social institution s wil l hol d worker s responsible , i n som e part , 
for guaranteein g tha t thei r client s hav e th e requisit e knowledg e 
to ai d the m i n no t infectin g others . HIV-infecte d client s als o 
have the potential to reinfect othe r HIV-positive individuals with 
different strain s of the virus. (Fo r secondary prevention informa -
tion, see chapter 8) . 

• Death  and  dying and burnout  are all interrelated issues that must  be 
regularly addressed in the practice setting. 

When workin g wit h HIV-infecte d individuals , caseworker s 
must b e continuousl y awar e o f thei r clients ' concern wit h deat h 
and dying . Som e client s may feel comfortabl e abou t th e issu e o f 
death, a s thi s i s ofte n regarde d a s a  natura l process . On e even t 
that increase s a  client' s anxiet y abou t deat h i s th e deat h fro m 
AIDS o f anothe r client . Th e caseworke r an d th e agenc y nee d t o 
be prepare d t o brin g client s togethe r a t time s whe n anothe r 
client dies . Suppor t an d therap y shoul d b e provide d t o the m a s 
individuals o r as a group. 

The proces s o f dying cause s a  great dea l o f stres s an d anxiet y 
for al l clients. When diagnose d with a  terminal disease , the natu -
ral response is , "I will die before my time." Clients are faced wit h 
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thinking abou t how much time they have left, wha t they want t o 
achieve befor e the y die , and , mos t important , whethe r thei r dis -
ease proces s wil l involv e lon g period s o f illnes s an d hospitaliza -
tion. Issue s o f dependency , financial  obligations , family , an d 
other concern s continuousl y confron t clients . I t i s important fo r 
caseworkers t o ai d i n th e developmen t o f supportiv e forum s 
where individua l client s o r group s o f client s ca n addres s thes e 
concerns. I f cultura l o r spiritua l method s o f addressin g thes e 
issues ar e available , caseworker s ca n encourag e client s t o acces s 
these services as well. 

It i s importan t t o remembe r als o tha t staf f mus t dea l wit h 
death an d dyin g an d burnout . Staf f burnou t amon g caseworker s 
is ver y common . Th e agenc y mus t provid e suppor t t o staf f i n 
addressing the issues of client death and dying , as well as provid-
ing therap y fo r staf f members . Staf f shoul d develo p group s t o 
discuss work issues related t o stresse s an d problems encountere d 
in workin g wit h terminall y il l clients . Flex-tim e fo r caseworker s 
may also be approved b y the agency. Supervisors need to encour -
age staff to take leave on a  regular basis and continuing educatio n 
and trainin g o n HI V nee d t o b e mad e availabl e t o staf f an d 
clients. 
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Women with HI V 

Karen Meredith and Rebecca Bathon 

People who make me feel like a normal person, who are not afraid 
of me because I have HIV, who treat me with respect, who give 
me love, support, and friendship. 

— Common responses to a survey that asked fifty women, en-
rolled at the Helena Hatch Special Care Center, what 

they need from a  center for women who have HIV 

For HIV-infecte d women , HIV/AID S i s a t the nexus o f wh o 
they ar e i n societ y — daughter, mothe r an d mat e —how the y ar e posi -
tioned i n societ y — in terms o f power an d contro l ove r thei r ow n live s — 
and who they are within themselves . To care for the m canno t simpl y be a 
biomedical task . HIV/AID S caregiver s mus t car e fo r th e entiret y o f a 
woman's being . 

While program s o f the earl y epidemic focuse d primaril y o n whit e ga y 
males (Novello , 1993; Rosser, 1991) , the increasing impact of HIV diseas e 
on wome n ha s necessitate d a  rethinkin g o f ou r respons e t o th e diseas e 
(Health Resources and Services Administration, 1995) . 

Through Jun e 1996 , the Center s fo r Diseas e Contro l an d Preventio n 
reported 78,65 4 AIDS cases in adolescent an d adul t females i n the Unite d 
States. Thi s represent s 14. 5 percent o f thi s country' s cumulativ e tota l o f 
AIDS cases in these age groups (Center s for Diseas e Control an d Preven -
tion, 1996) . It i s among th e leadin g cause s o f morbidity an d mortalit y i n 
women, especiall y those of childbearing ag e (Center s for Diseas e Contro l 
and Prevention, 1995 ; Quinn, 1995). 

257 
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Background Reading 
HIV diseas e has disproportionately affecte d minorit y an d disenfranchise d 
women, man y o f who m ar e unmarrie d mother s an d poor , wit h lo w 
educational levels (Chatters , 1993; Quinn, 1993; Schneider & Stoller, 1995; 
Shayne &  Kaplan , 1991 ; Shelton e t al. , 1993 ; Ward, 1993 ; Ybarra, 1991) . 
Many engaged in high-risk behaviors such as injection dru g use or unpro -
tected sex with multiple partners. Others, however, were not awar e of the 
risk o f infection , havin g ha d se x only with a  partner o r spous e wh o ha d 
not disclosed , or denied, being HIV positiv e (Novello , 1993). 

Our experienc e corroborate s th e literature o n th e counselin g need s o f 
women i n general , a s well a s those tha t ar e specific t o women wit h HIV . 
Because of the demands of women's multiple roles, as daughters, mothers, 
and mates , wome n ofte n overloo k thei r ow n menta l an d physica l healt h 
requirements (Minkof f &  DeHovitz , 1991) . Numerou s author s hav e 
shown tha t women hav e a  need fo r connectio n an d intimac y with other s 
in orde r t o fee l thei r ow n sens e o f value (Gilligan , 1982 ; Jordan, Kaplan , 
Miller, Stiver , &  Surrey , 1991 ; Miller, 1986) . Preservin g a  relationship , 
even an abusive one, may be a primary concern, with consequent subjuga -
tion o f the woman's ow n sense of self and personal needs . 

The stigm a attache d t o havin g HI V ca n mak e disclosur e difficul t fo r 
women, particularl y becaus e the y fea r rejectio n b y peopl e wh o provid e 
important relationships . O n th e othe r hand , keepin g thei r serostatu s a 
secret can lead to a  torturous for m o f isolation (Mille r &  Goldman, 1993; 
Pizzi, 1992). A woman's self-imag e ca n be destroyed by the diagnosis; she 
may feel "sexually dirty and unloved" and, as a result, may withdraw fro m 
future relationship s (Ybarra , 1991). 

The issues surrounding reproductive decisions are significantly compli -
cated by HIV. Givin g birth to a  child can meet biological , social, and self-
esteem needs , foste r a  relationship , an d offe r a  sens e o f futur e t o th e 
mother (Lee , 1995). Despite this , there can be great psychological conflic t 
over th e chanc e o f transmittin g th e viru s t o he r chil d an d he r partner . 
Although recen t findings  o f the stud y known a s ACTG 07 6 (Center s fo r 
Disease Control an d Prevention, 1995 ) showed a  reduced risk of perinata l 
transmission when pregnant women an d their newborns too k zidovudin e 
(ZDV, als o calle d AZ T o r Retrovir) , wome n fac e th e soberin g fac t tha t 
their children stil l may be infected an d that the children may be motherless 
at a  young age . In addition , women mus t conside r ho w they will  be abl e 
to manag e th e dail y demand s o f motherhoo d a s the y becom e mor e il l 



A Comprehensive Cente r for Women with HIV |  25 9 

(Armistead &  Forehand, 1995 ; Arras, 1990; Bradley-Springer, 1994 ; Shel-
ton e t al. , 1993). 

In addition , wome n hav e t o fac e provider s wh o ma y b e confounde d 
and angry at an HIV-positive woman's decision to get pregnant, resultin g 
in unavailable or inadequate counseling and support (Ward , 1993). Finally, 
the woma n face s depersonalize d an d unwield y healt h car e an d socia l 
services systems, compounding he r lack of control over her care and fate . 

Several panels of experts have defined the need for providing accessible, 
coordinated, comprehensive , family-centered, an d culturally sensitive care 
for wome n infecte d wit h HI V (Healt h Resource s an d Service s Adminis -
tration, 1995; Shelton et al., 1993)- Several such projects have been created , 
including ours , an d a s o f thi s writin g th e HIV/AID S literatur e ha s jus t 
begun to repor t their practice (Harri s &  Williams, 1995). 

Our Clinical Practice 
The Helena Hatc h Specia l Care Cente r serve s HIV-infected wome n wh o 
reside i n metropolita n St . Louis , a  twelve-count y are a withi n easter n 
Missouri and southwestern Illinois . At least three quarters o f our enrolle d 
clients ar e Africa n America n an d unmarrie d an d liv e i n poor , urba n 
settings. The majorit y fal l i n th e twenty-one - t o thirty-year-ol d category , 
and 43 percent care for a t least one child . 

Our cente r offer s primar y an d specialt y medica l car e a s wel l a s psy -
chosocial suppor t an d cas e management i n a  one-stop-shopping environ -
ment, meaning al l services are available at one site . Less than nine month s 
after w e opened, our enrollment had increased from 4 3 to 106. 

Before th e individual attend s clini c for th e firs t time , our socia l worker 
meets wit h he r an d conduct s a  psychosocia l assessment . Usuall y thi s 
meeting take s place i n a  nonclinical settin g o f the client' s choosing , suc h 
as the home, a  restaurant, o r even a street corner . 

When the client arrives at the center , the social worker i s there to mee t 
with her , helpin g t o establis h a  sense o f trus t an d continuity . Th e socia l 
worker als o serves as a Ryan White service s coordinator , providin g acces s 
to community resources that might not b e available at the center. Wome n 
may presen t wit h symptom s o f depressio n suc h a s sleeplessness , lac k o f 
appetite, o r feeling s o f inadequacy . Th e clinica l socia l worke r addresse s 
mental healt h need s b y makin g a n assessment ; th e socia l worke r an d 
nurses the n provid e basi c ongoin g psychosocia l support . I f the woman' s 
psychiatric situatio n i s sufHciend y serious , referra l i s mad e t o variou s 
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community menta l healt h program s and , i f necessary, inpatien t psychiat -
ric services . Unfortunately , complianc e wit h referral s off-sit e i s low ; pa -
tients seem to prefer service s that are provided within the center, and tha t 
fact increases our staffs sens e of responsibility in caring for the woman in 
toto. 

The center' s nurse s provid e clinica l managemen t o f th e client , whic h 
includes providing education about the condition and its treatment, offer -
ing reminder s abou t upcomin g appointments , an d allayin g fear s a t th e 
various transitio n point s o f the illness . The entir e interdisciplinar y team , 
including physicians , socia l worker , nurses , dietitian , chaplain , an d OB / 
GYN nurse practitioner, meet s regularly to share information an d recom -
mendations abou t each client . 

In workin g wit h women , w e fin d i t importan t t o understan d who m 
they identify a s their families . Issue s regarding childre n an d rol e respon -
sibilities mus t b e addresse d befor e w e ca n tackl e area s regardin g HIV / 
AIDS. I n othe r words , i f a  clien t i s mos t concerne d abou t ho w t o ge t 
formula fo r he r infant , whil e th e clinicia n i s addressin g safe r se x issues , 
both partie s will end up frustrated . Wome n usuall y put thei r families firs t 
before the y attempt to meet an y other needs. Our providers strive to hear 
the woman's messages about what comes first in her life, thus meeting her 
"where she is," through family-centered , coordinate d care . 

We invite consumer suggestion s s o that we can tailor the program an d 
policy decisions to client needs. We have involved client s in focus groups , 
interviews, and surveys. Our cente r also has a community advisor y board , 
which meets quarterly to provide input into programmatic decisions . Ou r 
clients tel l u s w e mus t addres s th e issue s o f confidentiality , safety , chil d 
care, and transportation . 

Our menta l healt h service s ar e illustrate d b y ou r wor k wit h Mary , a 
young mother o f five boys. She has known o f her HIV infectio n fo r fou r 
years an d likel y wa s infecte d b y he r first  husband , wh o die d fou r year s 
ago. Non e o f he r childre n i s infected . Mar y i s undergoing divorc e pro -
ceedings wit h he r secon d husband , wh o i s no t th e fathe r o f an y o f th e 
children. H e i s seronegativ e an d ha s ha d difficult y acceptin g he r HI V 
diagnosis. H e als o i s feelin g overwhelme d b y th e though t o f takin g 
responsibility for he r children afte r sh e dies. 

The center' s socia l worke r ha s followe d thi s famil y sinc e th e birt h o f 
Mary's fifth  child . Sh e provide d emotiona l suppor t an d counselin g t o 
Mary durin g th e anxiou s month s o f waitin g t o lear n th e child' s HI V 
serostatus. During tha t six-month period , Mary deal t with he r feelings o f 
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guilt abou t possibly infecting he r child. She expressed constant fear abou t 
how she would b e able to care for hersel f as well as for a  sick child. 

Mary ha s had symptom s o f depression fo r th e pas t five years. Despit e 
numerous referral s fo r psychiatri c treatment , sh e ha s no t sough t outsid e 
services. Yet , sh e ha s attempte d suicid e twic e an d continue s t o struggl e 
with guil t about her infection an d "leaving her five boys." 

Our socia l worke r ha s provide d counselin g session s t o Mar y an d he r 
husband t o help them conside r the various issues surrounding thei r mari -
tal conflic t an d thei r parentin g roles . Sh e assiste d Mar y i n permanenc y 
planning for her five children, since they will be orphaned afte r he r death . 
She also served a s liaison with lega l aid services in the divorce actio n an d 
in arranging legal guardianship fo r th e children . 

Permanency planning is an issue addressed with al l women followed b y 
the center . Th e proces s ma y tak e year s fo r man y wome n an d day s fo r 
some. Regardles s o f symptoms , wome n ar e encourage d t o addres s thi s 
issue with their support systems and eventually to follow up with commu -
nity-based lega l services . Th e agencie s wil l assis t wit h an d file  th e lega l 
paperwork necessary for a  women t o complete this process. 

At ou r center , Mar y ha s complete d a n eight-wee k Step s t o Livin g 
educational suppor t grou p progra m wher e sh e develope d relationship s 
with othe r wome n i n simila r circumstances . W e worke d wit h th e loca l 
chapter o f th e American Re d Cros s t o brin g t o th e cente r thi s program , 
which provides the structured environmen t neede d for a  sense of security 
and purpos e an d th e camaraderi e s o neede d b y HIV-impacte d wome n 
and their families . 

The progra m offer s a  serie s o f speaker s wh o provid e informatio n 
about copin g wit h issue s relate d t o HIV , suc h a s contraception , HI V 
prevention, lega l services , an d spirituality . Mos t o f th e facilitator s an d 
speakers an d man y o f th e issue s addresse d ar e Afrocentric , sinc e th e 
majority o f participant s ar e Africa n American . Participant s includ e no t 
only the women bu t also their caregivers (e.g. , their mothers or partners) . 
Following eac h educationa l session , ther e i s a n hou r o f suppor t grou p 
interaction, on e fo r th e clients , anothe r fo r th e caregivers . Ou r cente r 
addressed barrier s to participation b y scheduling the program a t a  conve-
nient time , offerin g a  free dinne r t o attendees , arrangin g transportation , 
and providing on-site child care. 

Mary continues to see the other women by attending biweekly suppor t 
group sessions for program "graduates. " 
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Barriers to Dealing with HIV in  Women 
Barriers we have encountered include : 

• Denial  of  HIV infection  or avoidance of discussion related  to it. Thi s 
can occu r earl y in th e diseas e process when th e clien t has few o r 
no physica l symptoms . Th e concep t o f bein g infecte d i s to o 
terrible an d intangibl e t o accept . T o man y women , bein g diag -
nosed wit h HIV , regardles s o f symptoms , mean s tha t the y ar e 
going to die . 

Some feel the infection doesn' t exist if they don't acknowledg e 
it an d therefor e ar e noncomplian t wit h medica l car e o r d o no t 
make long-ter m plans . A  fe w wome n hav e reporte d tha t seein g 
the members of the center i s a constant reminde r o f having HIV . 
Long-term plannin g i s ver y difficul t whe n th e clien t i s i n thi s 
stage. Whe n timely , suc h plannin g ma y includ e suc h topic s a s 
permanency plannin g fo r children , settin g up a  will, establishin g 
a durable power of attorney, and securing basic adequate housin g 
and entidements . 

• Fear  of disclosure. Mos t women sho w care and deliberation befor e 
revealing thei r HI V status . Becaus e o f this , the y ma y avoi d at -
tending clinic or suppor t group s tha t ar e openly for persons wit h 
HIV o r where staf f are members o f their own community . 

• Poverty  and chaotic  lifestyles. Man y wome n w e serv e ar e poor , 
homeless, an d engage d i n substanc e abus e and/o r prostitution . 
Meeting basi c physica l concern s take s precedenc e ove r enterin g 
into therapeutic relationships an d focusing constructivel y on psy-
chosocial needs. 

• Conflicting  interpersonal demands. Women, regardless of their HI V 
statuses, ofte n hav e difficult y sortin g ou t thei r ow n need s fro m 
those o f others , suc h a s thei r children , parents , partner , an d 
peers. This ca n creat e problems whe n the y nee d t o allocat e tim e 
and resources . I t ca n als o interfer e wit h makin g difficul t deci -
sions, suc h a s planning fo r th e future , decidin g t o practic e safe r 
sex (Rosser, 1991) , or choosing whether to get pregnant . 

• Low  self-esteem. Ofte n wome n wh o engag e i n risk y behavior s d o 
so becaus e o f lo w self-esteem . Learnin g tha t the y hav e HI V 
infection reinforce s thei r sense of worthlessness an d adds to thei r 
feelings o f isolatio n an d rejection . A  histor y o f abus e ca n b e a 
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cofactor i n this situation. In a  recent survey of sixty-nine women , 
predominantly Africa n America n an d white , a t ou r center , 5 3 
percent reported some form o f sexual or physical abuse . 

• Entering  into  care late in the disease process. A client may not realiz e 
that sh e is positive unti l sh e experiences th e symptom s o f AIDS, 
or sh e may have bee n teste d earlie r bu t chos e t o den y the infec -
tion becaus e sh e wa s feelin g healthy . Regardles s o f th e reason , 
seeing a  new clien t lat e i n th e diseas e ca n b e challengin g t o th e 
counselor i f th e physica l demand s overshado w th e emotiona l 
needs. In addition , the client may be experiencing AIDS Demen -
tia Complex , makin g i t difficul t fo r th e counselo r t o understan d 
her baseline personality . 

• External  locus  of control (deCharms, 1980; Deci, 1980). If the clien t 
is impoverishe d an d ha s live d withi n th e real m o f th e welfar e 
system, sh e ma y hav e littl e sens e o f interna l powe r an d control . 
She may not b e accustomed t o making her ow n decision s an d t o 
thinking fa r int o th e future . Rather , sh e ma y merel y follo w th e 
directions give n t o he r b y those wh o mak e "th e rules. 55 She als o 
may b e unabl e t o negotiat e safe r se x with a  demandin g partne r 
or t o wor k throug h th e difficul t decision s o f makin g termina l 
care plans. 

Tools for Clinical  Practice 

We follow these principles in our work with HIV-infected women : 
• Self  empowerment must be  a theme when counseling the HIV-infected 

woman. 
HIV infectio n ca n forc e th e individua l t o prioritiz e he r per -

sonal goals. Ironically, this may provide her with a major impetu s 
to take some control over her life. With the proper assistance , she 
may learn t o make decisions tha t ar e bes t for herself , take charg e 
of wha t wil l happe n t o he r children , an d lear n skill s tha t other -
wise might no t have been gained . Many client s are able to find a 
new inne r strengt h an d a n appreciatio n fo r th e essentia l beaut y 
of life . Th e provide r ca n facilitat e thi s proces s throug h carefu l 
assessment, guidance , an d concret e opportunitie s fo r th e client' s 
growth. 

We have found thre e component s t o b e helpful i n promotin g 
our clients ' sense of self-efficacy : 
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i. Education.  The client must have adequate information i n orde r 
to b e abl e fee l i n contro l o f he r ow n decisions . T o optimiz e 
the experience, the provider shoul d regularly assess the client' s 
stage of acceptance and personal informational needs . This can 
occur usin g a  formalize d assessmen t instrument , a s w e ar e 
using, or informally , b y asking the client , "What question s d o 
you hav e a t thi s time? 5' or "Ar e there specifi c skill s that migh t 
help yo u wor k throug h thi s situation? " I t i s critica l tha t th e 
counselor tak e int o consideratio n th e literacy , educationa l 
level, an d learning-styl e preference s o f th e clien t t o properl y 
tailor th e interventions . Fo r on e individual , videotape s alon g 
with one-on-on e counselin g ma y be the bes t course o f action . 
For another , i t migh t b e grou p skill-buildin g session s wit h 
take-home writte n materials . W e hav e foun d AIDS:  A  Self-
Care Manual (AID S Projec t Lo s Angeles, 1989) a useful refer -
ence for ou r clients . Family members an d caretakers should b e 
included i n th e educationa l proces s fo r reinforcemen t an d t o 
ensure continuit y i f th e clien t become s to o il l t o car e fo r 
herself. 

In som e case s th e educatio n migh t tak e place i n th e hom e 
setting, whic h ca n enhanc e th e leve l o f comfort . Mos t im -
portant, th e bes t educatio n occur s whe n th e message s ar e 
repeated an d provided in a  multidimensional fashion . 

2. Networking.  N o matte r how skille d the professionals involved , 
the affecte d woma n seem s to gai n the mos t understandin g b y 
interacting with someone else experiencing the same situation . 
Many women with HIV/AIDS find it beneficial to meet other s 
who hav e th e sam e condition . Thi s ca n occu r throug h th e 
development o f a  "budd y system " whereb y tw o wome n ge t 
together i n person o r b y telephone o r mor e openl y in a  social 
or suppor t group . The latter works bes t i f there i s at least on e 
trained professional o r peer facilitator who can watch for sign s 
of sever e discomfor t o r uncontrolle d negativit y i n th e grou p 
process. Wome n wit h simila r problem s ca n wor k togethe r 
towards a  positive synergy, thereby fostering a  sense of power 
in resolving their own personal issues. 

3. Consumer  advocacy  and  self-efficacy.  A  rea l sens e o f empow -
erment ca n b e fostered b y involving the clien t i n al l phases o f 
a program' s implementation . A t th e mos t basi c level , thi s 
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means includin g th e clien t when he r clinica l an d psychosocia l 
care plan s ar e bein g developed . Thi s ca n occu r b y having th e 
client (an d i f she wishes, family members ) si t around th e tabl e 
with members of the care team to discuss her health status and 
treatment options . Regardles s o f th e venue , i t i s importan t 
that th e clien t hav e a n opportunit y t o as k question s an d re -
ceive honest answer s abou t he r condition . Whe n decision s ar e 
to b e made , th e clien t shoul d hav e enoug h informatio n an d 
support t o mak e them fo r herself , knowing tha t th e team wil l 
endorse her wishes. 

• Treat  the woman within the  context of her family unit. 
Rarely doe s a  client presen t hersel f a s a  separate entity . Mos t 

are involve d i n a  persona l relationship , som e mor e permanen t 
than others . Ofte n whe n i t comes to copin g with a  life-threaten -
ing illness , th e affecte d perso n return s home , wher e ther e i s a 
greater sense of acceptance and security. In many of our women' s 
cases, this often mean s taking up residence with her mother, wh o 
may end u p carin g for he r grandchildre n whe n th e mothe r i s n o 
longer abl e t o d o so . Sometimes , i f the individua l i s married o r 
in a  long-ter m relationship , sh e an d he r partne r ma y hol d th e 
information abou t HIV t o themselves , fearing tha t they might i n 
some way burden thei r family members with the news. 

It i s important fo r th e counselo r t o understan d th e composi -
tion o f the famil y an d th e dynamic s o f th e relationships . Some -
times i t i s helpful t o us e a  genogram i n orde r t o wor k wit h th e 
client i n identifyin g wh o know s abou t th e diagnosi s an d ho w 
prepared eac h i s t o assis t wit h he r o r he r children' s care . Thi s 
analysis i s never stati c and mus t b e reconsidere d frequentiy . I t i s 
important t o realiz e tha t famil y membe r role s ma y b e nontradi -
tional. For example, a lesbian lover may care for her sick partner's 
children, or a distant aunt may provide home care (such as giving 
injections o r changing dressings ) fo r th e woman who i s ill, while 
the mother may want to prepare the meals. 

In some situations, the male partner or husband may decide t o 
take ful l responsibilit y fo r carin g fo r bot h th e infecte d mothe r 
and an y children . I n suc h a  scenario , thi s migh t mea n takin g a 
leave of absence from hi s work, which might requir e enrolling in 
Medicaid. 
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• Because  women often place their care needs last, encourage a client  to 
"listen to her body and her psyche? 

One clien t explaine d tha t sh e had t o b e the stron g on e i n th e 
family a s he r husban d wa s havin g difficult y copin g wit h AIDS -
related symptoms . Sh e ha d grow n u p wit h a  physica l disabilit y 
and sai d sh e was accustome d t o dealin g with thi s typ e o f adver -
sity. A t th e sam e time , sh e expresse d a  certai n wearines s a t no t 
being abl e t o car e fo r hersel f full y i n thi s relationship . I t i s 
important fo r th e counselo r t o offe r th e woman encouragemen t 
to listen to her bod y an d her psyche and to hel p her sor t ou t he r 
needs from thos e of others. Concrete suggestions migh t b e help-
ful, suc h a s providing th e clien t with a n attractiv e blan k boo k i n 
which sh e can keep a  journal. The  Woman's  Comfort Book: A Self-
Nurturing Guide  for Restoring Balance in Tour Life (Louden , 1992) 
provides a  variety o f innovative , individualize d way s fo r wome n 
to car e fo r themselves . W e hav e severa l copie s o n ou r referenc e 
shelf fo r loa n an d hav e use d it s idea s whe n workin g wit h ou r 
women. 

• Understand  the clienfs culture. 
Regardless o f th e ethnic , socioeconomic , o r othe r grou p t o 

which a  clien t belongs , sh e exist s withi n a  particula r cultur e 
that ha s it s ow n contex t fo r understandin g HIV/AID S (Bevier , 
Chiasson, Hefferman , &  Castro , 1995 ; Flaskerud &  Rush , 1989 ; 
Randall-David, 1995 , 1989 ; Wofsy , 1995) . The counselo r shoul d 
understand th e natur e o f tha t environmen t fro m th e standpoin t 
of how th e clien t receive s information , wha t ha s value, and ho w 
certain actions by herself and by her care providers ar e perceived. 
This requires patience, sensitivity, and observation on the part o f 
the counselor (se e chapter 6) . 

Culture i s identified no t onl y b y rac e o r religio n bu t b y ho w 
the family unit uses that information withi n its context. An exam-
ple i s th e topi c o f spirituality . Mos t o f ou r wome n believ e i n a 
higher power . Delivering services effectively mean s that the clini-
cian need s t o identif y th e woman' s spiritua l belie f eve n i f tha t 
clinician does not personall y share that sam e religion o r philoso -
phy (se e chapte r 4) . Praye r afte r suppor t group s an d disclosur e 
at church are issues for many HIV/AIDS-affected women . 

• Use  the astages of behavior change" model to understand and intervene 
with clients who continue risky behaviors. 
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It ca n b e frustratin g fo r th e counselo r t o wor k wit h client s 
who continue behaviors that put themselves and others a t risk fo r 
infection. Thinkin g abou t the clien t in terms o f "stages o f behav-
ior change " ca n b e helpfu l t o practitioner s (se e Prochaska , 
DiClemente, &  Norcross , 1992 ; McConnaughy , DiClemente , 
Prochaska, &  Velicer , 1989) . The author s categoriz e client s int o 
one o f several stages: precontemplative, contemplative , read y fo r 
action, action , an d maintenance . Eac h stag e describe s ho w th e 
client view s a  "problem " an d require s a  differen t respons e an d 
intervention. A client in the precontemplative stage , for example , 
believes sh e ha s n o problem , althoug h th e clinicia n ma y thin k 
otherwise. A clinician's response to a  precontemplative clien t may 
be simple assuranc e tha t sh e may return fo r counselin g anytime . 
A provider who fail s t o perceive that a  client i s precontemplativ e 
and continue s t o pressur e he r fo r a  change onl y end s u p feelin g 
impotent an d frustrated . 

When th e clien t shows readiness , the counselo r ca n then pro -
vide intervention s tha t ar e consisten t wit h th e clienf s stag e o f 
behavior change . Someon e i n th e contemplativ e stag e may nee d 
further nudgin g regardin g th e problem ; a  clien t i n th e actio n 
stage requires concrete helping steps to resolve the situation . 

• Reproductive  issues tire a major issue when working with women. 
Many wome n discove r thei r HI V statu s durin g pregnancy . 

HIV-positive serostatus usually comes as an enormous shock an d 
brings subsequent feelings o f guilt and fear that the unborn chil d 
may become HIV-positive. Other women, not yet pregnant, ma y 
desire to bea r a  child even if they already have an infected child . 

Despite ne w scientifi c informatio n regardin g th e us e o f zido -
vudine, reproductiv e issue s ar e alway s complex . Withou t specia l 
antiretroviral intervention , th e rate of vertical transmission, fro m 
mother t o fetus , i s between 1 3 percent an d 3 0 percent . I n AID S 
Clinical Trials Group (ACTG ) 076 , zidovudine therapy was given 
to wome n wit h T-helpe r cel l count s greate r tha n 20 0 afte r th e 
fourteenth wee k o f pregnancy, durin g labor an d delivery , an d t o 
infants afte r delivery . I n th e grou p tha t receive d th e therapy , 
vertical transmissio n wa s 8  percent compare d t o 2 5 percent i n a 
placebo grou p (Center s fo r Diseas e Contro l an d Prevention , 
1995; Kurth , 1995) . Ho w effectiv e th e therap y wil l b e i n th e 
general HIV-infected population , i n women wit h differen t level s 
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of adherence , an d especiall y i n wome n wit h advance d disease , 
remains to be learned. 

We see a  couple in which th e wife i s infected bu t th e husban d 
is not . The y hav e a  child wh o i s terminally il l with HIV/AIDS . 
After carefu l consideration , the y decide d t o conceiv e anothe r 
child because the husband would like to have a healthy child afte r 
his wif e an d hi s firs t chil d ar e gone . The y ar e usin g artificia l 
insemination t o protect him from infection . Thi s and other com -
plicated situation s regardin g childbearin g ar e quit e commo n 
among women with HIV . 

The counselo r ca n play a  pivotal rol e i n assistin g the clien t i n 
making an active and informed decisio n about whether sh e wants 
to hav e a  child (Hutchiso n &  Shannon , 1993) . The provide r ca n 
discuss th e advantage s an d disadvantages , th e risk s an d benefits . 
Issues to discuss are : 

1. Reason s fo r havin g th e child . Sometime s th e clien t hersel f i s 
unable to clarif y this . 

2. Plan s for car e of the child when th e mother i s too il l and afte r 
her death . 

3. Persona l behavior s tha t ca n decreas e ris k o f transmissio n an d 
contribute to having a healthy baby . 

These discussions must be done in a nonjudgmental, nondirec -
tive manner , wit h respec t an d assuranc e o f continuatio n o f car e 
regardless o f the decision . Thi s i s easily said bu t ma y b e difficul t 
in tha t th e provide r may  have a  certain opinio n o n th e subjec t a t 
hand. Ou r judgments ar e best kept to ourselves , lest we recapitu -
late a  situatio n tha t wome n hav e face d al l thei r lives : someon e 
else attempting t o b e i n contro l an d t o forc e decision s o n them . 
Our tas k i s t o car e fo r wome n an d thei r families , no t t o direc t 
their lives. 

Conclusion 

At the Helena Hatc h Specia l Care Cente r we feel we succeed i n buildin g 
relationships whe n th e wome n retur n fo r care . And fo r us , car e extend s 
beyond th e biomedical . Wome n ma y see k ou r assistanc e i n resolvin g 
housing issue s o r obtainin g food . W e hav e create d a  nonjudgmental , 
accepting atmospher e i n whic h th e wome n fee l welcome , wher e issue s 
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can b e discusse d b y th e wome n withou t thei r feelin g ridicule d o r embar -
rassed b y thei r lac k o f knowledge . Wome n com e t o th e cente r fo r clinica l 
care an d tak e muc h mor e tha n tha t hom e wit h them . 
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YJ I  How D o We Know I t Works? 
Quantitative Evaluatio n 

Michael Mulvihill 

In thes e times  o f shrinkin g resource s an d cos t containment , 
flinders an d provider s o f HIV-relate d service s wan t mor e tha n eve r t o 
know tha t the y ge t result s fo r dollar s spent . I n fact , th e pressure s t o 
demonstrate whether health service programs have a measurable effect ar e 
probably greate r tha n a t an y othe r time  i n recen t memory . Unti l th e 
political pendulu m swing s bac k t o th e day s o f "Th e Grea t Society, 53 

budget cut s wil l most likel y affec t thos e servic e area s tha t fai l t o demon -
strate that they make a difference . 

Government fundin g agencie s an d foundation s no w requir e tha t so -
phisticated evaluation s b e conducted t o determin e whether menta l healt h 
and othe r progra m dollar s ar e wel l spen t an d whethe r ne w model s o f 
care bein g teste d o r "piloted " throug h grant s shoul d receiv e additiona l 
attention. 

Ethical provider s o f HIV-relate d service s as k simila r questions : " I 
know tha t peopl e like our menta l healt h clinic . But doe s ou r psychother -
apy, o r ou r psychiatri c service , reall y improv e people' s lives? " an d "Ar e 
there ways of finding ou t how we can improve our services?" 

Program administrator s wh o see k qualit y an d patien t satisfactio n rel y 
more an d more on evaluations . For them, evaluations feed bac k informa -
tion t o service providers so that they can improve their programs. Evalua -
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tions als o help define whic h service s work bette r tha n other s and provide 
guidelines on how to make service packages most effective . Fo r programs, 
a good evaluatio n create s a n information loop , informin g administrator s 
and clinicians , wh o the n modif y th e servic e package , whic h i s agai n 
evaluated. 

Not to o long ago , many evaluation s wer e base d simpl y on survey s of 
either a  program's provider s o r its clients at one or several points in time, 
asking the m question s abou t th e program's effects . Thi s strateg y i s weak 
for man y reasons . I t i s based o n subjective notion s abou t wha t work s o r 
doesn't work, and it fails to provide concrete evidence for its conclusions. 
It doe s not consider how things were befor e th e new program began , or 
even a t differen t stage s o f th e program , an d i t doe s no t conside r tha t 
respondents ma y have man y reason s t o prais e a  program, onl y som e o f 
which ma y have t o d o wit h rea l effects . Employee s ma y say wonderfu l 
things abou t a  program, fo r example , so that the y can keep thei r jobs, or 
clients may praise a  program s o that they don' t ris k angering thei r servic e 
providers. 

These types of evaluations are no longer considered sufficient . Th e field 
has becom e muc h mor e sophisticated : A  professio n o f evaluatio n no w 
exists, and professional societie s hav e sprun g up . Many consultin g firms 
offer evaluatio n services,  and some academic departments hav e evaluatio n 
experts on staff . 

This chapter, and the next, provide basic information abou t evaluation , 
with a n emphasi s o n HIV-relate d issues , s o tha t reader s ca n ente r th e 
mental healt h field  knowing the questions i t is asking itsel f and how it is 
attempting t o find  th e answers . I f an y reader eve r become s involve d i n 
requesting mone y fro m government s o r foundations , thi s informatio n 
will b e a  star t towar d understandin g wha t mus t b e included i n a  viable 
application for grant funds . 

This chapte r focuse s o n quantitativ e evaluations , tha t is , those don e 
with numbers an d statistics; I illustrate my points with an actual federall y 
funded HI V mental healt h project . Th e next chapter discusse s qualitativ e 
evaluations. 

What Is Evaluation? 
In brief , a n evaluatio n seek s t o answe r question s abou t a  program' s 
processes an d outcomes . Typica l proces s questions , broadl y stated , are : 
Are w e reachin g th e servic e population(s ) w e hope t o serve ? I s the ful l 
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array o f psychosocia l problem s bein g addressed ? Qualitativ e evaluation s 
are mor e likel y t o dea l wit h process , wherea s quantitativ e evaluation s 
typically dea l wit h outcom e questions , includin g thes e concerns : "Doe s 
the program mak e a difference?" an d "Is the program cost-effective? " 

Many evaluations ar e concerned with outcome s tha t can affec t loca l o r 
national healt h car e policies , sinc e man y governmenta l an d foundatio n 
grantors want applicants 5 projects t o b e generalizable an d replicable . Gen-
emlizability mean s tha t findings  determine d a t on e agenc y can b e applie d 
at —are generalizabl e t o —others. Federa l agencie s ofte n fun d test s o f 
new programs not becaus e they want to assis t one agency but because th e 
findings ar e potentially useful t o hundreds o f agencies. Replicability means 
that th e structur e o f th e progra m bein g studied , i f successful , ca n b e 
adopted a t other institutions an d wil l provide the same results . Program s 
that ar e ver y idiosyncratic , an d henc e no t replicabl e elsewhere , ar e no t 
likely to receive funding . 

Going from thes e broadly stated questions and concepts to meaningfu l 
specific question s an d answer s i s a  ver y rigorou s proces s tha t require s 
evaluation expertis e and involves labor, time, and a  willingness to tolerat e 
the possibilitie s o f nonflatterin g results . I f yo u lear n nothin g else , lear n 
that yo u nee d t o see k th e assistanc e o f expert s befor e yo u pla n th e 
program. The program an d evaluation shoul d be built together . 

CASE EXAMPLE : Congress , i n passin g th e Rya n Whit e Comprehensiv e 
AIDS Resources Emergency (C.A.R.E.) Act, created the Special Projects of 
National Significanc e (SPNS , pronounce d "spins" ) progra m t o suppor t 
development an d evaluatio n o f cutting-edg e program s i n HI V services . 
SPNS programs were created at Montefiore Medica l Center in the Bronx, 
New York, an d a t St . Joseph' s Hospita l an d Medica l Center , i n Paterson , 
New Jersey, to integrate HIV-relate d menta l health service s with primar y 
medical care. My task, and that of my colleagues in the research division of 
the Department o f Family Medicine, Albert Einstein College of Medicine, 
was to evaluate those HIV-related mental health programs. 

How to Think about Quantitative Evaluation 
A quantitative evaluatio n ca n bes t b e described a s a comparison or , mor e 
accurately, as a whole host of comparisons. 

The most common comparison s to consider for a  new program are : 

• Th e old way of doing things versus the new program . 
• Th e ne w progra m versu s a  "control " program . A  contro l pro -
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gram i s one tha t appear s very much lik e the new progra m bu t i s 
absent the "activ e ingredients55 — those tha t ar e believed to mak e 
the difference — contained i n the new program . 

For a  quantitative evaluatio n o f a  mental healt h program , patient s ar e 
generally assessed in some way both befor e an d afte r bein g exposed to th e 
program. Thi s compariso n i s called pretes t versu s posttest . Th e progra m 
manager's hop e is , o f course , tha t th e program s wil l b e foun d t o hav e 
made a difference i n the client's life . 

Another compariso n tha t ca n b e mad e i s on e mad e acros s time . Th e 
scores o f test s take n i n January , April , July , an d October , fo r example , 
may b e compare d t o se e i f there i s a  pattern o f change . Thi s i s calle d a 
time serie s an d i s really just a n extensio n o f the pretest-posttes t ide a bu t 
with multiple measurement points . 

Those Confounding  "Confounds" 

If these comparison s wer e a  simple matter , expert s (an d thi s chapter ) 
would b e unnecessary. Unfortunately , makin g comparisons tha t stand u p 
to scrutiny can be devilishly tricky. 

Confounds (som e peopl e cal l the m confounders ) ar e factor s tha t un -
dermine th e comparisons mad e i n th e evaluation process . Here ar e som e 
confounds (ther e are many others) : 

• Regressio n t o th e mean . Thi s concep t refer s t o th e fac t tha t 
individuals usuall y ente r treatmen t a t persona l lo w point s (e.g. , 
when severely depressed or anxious) . Since these emotional state s 
are variable within individuals , a  reassessment late r will , on aver -
age, simpl y measur e a  natura l reboundin g o f th e menta l state . 
This reboun d woul d b e expecte d t o occu r naturall y whethe r o r 
not th e person receive d treatment . Thi s i s referred t o a s "regres-
sion to the mean" because it is a measure of a return to an average 
(mean) menta l state . 

• Othe r change s tha t occu r durin g th e cours e o f the program tha t 
have an effect, independen t o f the treatment itself , on the desire d 
outcomes. The person bein g treated fo r depression , fo r example , 
may lose a  partner o r b e evicte d fro m a n apartment . Hi s o r he r 
depression score s ma y the n worsen , despit e th e clinician' s bes t 
treatment efforts . 

• Participatio n i n multipl e programs . A  clien t may  atten d severa l 
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different treatmen t programs i n the community s o that i t canno t 
be ascertaine d tha t on e progra m alon e wa s responsibl e fo r im -
provements. 

• Change s i n treatmen t agent . A  patient' s therapis t ma y leav e th e 
program, fo r example , negatively affecting th e client . 

In evaluation , these are referred t o a s "historic" or "contextual 53 biases. 
Campbell an d Stanley (1963 ) list many other confounds , whic h they ter m 
threats to a  research design's internal or external validity . 

A successfu l evaluatio n require s tha t a s man y o f th e confound s a s 
possible b e eliminate d throug h th e stud y desig n o r controlle d fo r i n 
the analyse s b y a n examininatio n o f thei r independen t effects . I f seriou s 
confounds canno t b e eliminated, i t may not b e possible to lear n whethe r 
a program make s a  difference, an d hinder s ma y respond negativel y t o a n 
application for funds . 

What Do I Evaluate? 
One o f th e mos t challengin g aspect s o f creatin g a n evaluatio n pla n i s 
deciding what aspect s o f a  program shoul d b e assessed . The bes t way fo r 
you a s the researche r t o thin k abou t thi s i s to reflec t o n thes e considera -
tions: 

• Wha t group s d o yo u wan t t o affect ? "Clients " ma y b e you r 
immediate answer . Bu t d o yo u wan t th e program als o to chang e 
the practic e o f clinicians ? D o yo u wan t th e progra m t o chang e 
the institutio n o r agenc y i n som e way ? I f so , the n yo u nee d t o 
evaluate whether these changes occurred . 

• Fo r each group, what chang e do you want to occu r a s a result o f 
and onl y a s a result o f your program ? Fo r clients , you ma y wan t 
to determin e whether your service s affected thei r depression. Fo r 
a clinic , you ma y want t o increas e physicians ' referral s t o menta l 
health specialists . 

CASE EXAMPLE: I n the Montefiore and the St. Joseph's programs, provid-
ers fel t tha t patient s receivin g mental healt h service s would generall y fee l 
better, that they would have better coping skills, that they might not show 
up in the emergency room as often, an d that their feelings o f stress would 
be reduced . I t wa s als o fel t tha t i n thos e clinic s wit h integrate d menta l 
health care, a greater number of patients with HIV would avail themselves 



28o I  Michael Mulvihill 

of those service s since they would b e availabl e on site . This arrangemen t 
would surmoun t th e barrie r o f traditiona l relianc e o n referra l t o anothe r 
agency or provide r a t anothe r location . The program developer s als o be-
lieved tha t medica l provider s migh t fee l bette r abou t thei r wor k i f the y 
could make quick mental health referrals and receive quick consultations. 

How Do I Measure These Things? 
Once you decide what aspect s you want t o measur e a s part o f the evalua -
tion, yo u wil l wan t t o conside r ho w t o measur e th e attributes . Som e 
would sa y yo u hav e t o "operationalize " thos e aspect s —to giv e the m 
concrete, measurable meaning. That concreteness generally is stated in the 
phrase "as measured b y [nam e of instrument]." Instruments us e number s 
to expres s th e concep t bein g measured . Thes e number s ar e likel y t o 
include ra w score s (th e client' s scor e withou t an y statistica l massage) ; 
corrected scores , which ar e raw score s massaged , fo r example , to correc t 
for respons e omissions ; an d scale scores, which ar e a  measure o f how th e 
patient performe d relativ e t o a  group . W e cal l wha t w e d o quantitativ e 
evaluation simpl y because we use numbers — scores — as the bases for ou r 
comparisons. 

The first  tas k i s t o conduc t a  literatur e searc h o f ho w other s hav e 
measured th e phenomen a yo u wan t t o measure . Man y publishe d scale s 
exist that may suit your purposes, bu t the literature may indicate a  prefer -
ence fo r th e us e o f on e particula r instrument . Yo u ma y als o wan t t o 
consult th e lates t editio n o f wha t i s familiarly calle d Buros'  Mental Mea-
surements Yearbook bu t i s officially The  nth Mental  Measurements  Yearbook 
(Kramer &  Conoley , 1992) , which reprint s review s o f psychologica l in -
struments. 

You wil l wan t t o find  a n instrumen t tha t ha s prove n validity  an d 
reliability. Thes e words have special meaning to evaluators : 

• A  scale is valid when i t has been proven to measure what it claims 
to measure . 

• Th e scal e i s reliable  when i t ha s bee n show n t o produc e result s 
that ar e the same when confronte d wit h th e same amount o f th e 
phenomenon. A n instrumen t scal e i s reliabl e whe n th e sam e 
results ar e obtaine d fro m th e sam e individuals , provide d the y 
have no t changed , i n repea t administratio n o f th e instrument . 
Your bathroo m scal e i s reliabl e i f i t i s alway s te n pound s off , 
because the amount o f error i s always the same. 
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To ensur e reliability , ofte n thos e wh o administe r th e assess -
ment instrument s hav e t o b e speciall y traine d t o a  certai n stan -
dard, whic h i s statisticall y checked , an d the y ar e rechecke d ove r 
the cours e o f th e project . I f yo u decid e t o us e instrument s tha t 
are administere d b y someon e o r severa l someones , suc h a s psy -
chologists, yo u wil l hav e t o spen d th e tim e an d mone y t o trai n 
these individual s t o a  certai n standar d an d t o chec k the m occa -
sionally to ensure that the reliability is maintained . 

Another importan t ter m i s construct validity, which refers t o the degre e 
to whic h questio n item s tha t measur e differen t aspect s o f a  construc t 
"hang together 55 i n a  meaningful way . If , fo r example , you wis h t o mea -
sure a  particular attitude , i t i s ofte n importan t t o hav e severa l question -
naire item s tha t ar e intende d t o measur e differen t aspect s o f th e sam e 
attitude. Th e degre e t o whic h individua l response s t o th e varie d item s 
follow the same response pattern i s a reflection o f the validity of the scale. 

It i s beyond th e scop e of this chapte r t o undertake a  thorough discus -
sion o f th e way s tha t th e validit y o f a n instrumen t i s assessed , bu t a 
psychometrician shoul d b e consulte d whe n plannin g a n evaluatio n tha t 
uses assessmen t instruments . Se e als o Campbel l an d Stanle y (1963 ) fo r a 
discussion of different concept s of validity. 

A majo r concer n o f thos e wh o wor k i n th e inne r cit y i s whethe r 
instruments ar e availabl e tha t hav e bee n validate d wit h minorit y cultur e 
groups, includin g group s tha t canno t rea d English . Unfortunately , eve n 
major publisher s o f assessment instrument s hav e merely translated instru -
ments into , fo r example , Spanish , withou t conductin g ne w validatio n 
studies t o determin e whethe r th e instrumen t reall y measure s th e desire d 
phenomenon i n th e respondin g group . Issue s o f validit y fo r personalit y 
assessment an d psychopatholog y ar e wel l reviewe d b y Rogler , Malgady , 
and Rodrigue z (1989 ) an d b y Mari n an d VanOs s Mari n (1991) . Rogler , 
Malgady, an d Rodriguez (1989 ) sugges t tha t we should assum e that ther e 
is cultura l bia s i n instruments , unles s prove n otherwise . Certainly , a n 
evaluator shoul d b e abl e t o defen d hi s o r he r choic e o f instrument s a s 
consistent wit h th e America n Psychologica l Association' s Standards  for 
Educational and  Psychological  Tests  (1985) , which offer s man y warning s t o 
consider in work with cultura l minorities . 

In th e even t tha t th e literatur e searc h doe s not produc e a n instrumen t 
with adequat e reliabilit y o r validity , yo u migh t wis h t o produc e a  scal e 
tailored to the particular issues of your evaluation. This can be a laborious 
process, but i t can be quite enlightening a s well. 
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One approach might be to conduct a  focus group , in which a  group o f 
professionals gather s t o discus s th e meanin g o f a  concep t an d t o sug -
gest the component s o f how i t shoul d b e evaluated. Th e members o f th e 
group migh t sugges t item s t o b e use d i n instrumen t development . Th e 
rationale for having several participants is to make sure that many perspec-
tives are included an d tha t a  sharper definitio n o f the concep t wil l result . 
It ma y eve n b e worthwhile t o hav e a  focus grou p wit h th e recipient s o f 
care t o discus s ho w an d i n wha t way s the y valu e th e services . Thi s ma y 
identify issue s tha t weren' t though t abou t b y th e providers . A  mor e 
complete discussio n o f thi s proces s o f evaluatio n ca n b e foun d i n Chap -
ter 18. 

CASE EXAMPLE: In the evaluation of the integrated mental health services 
at Montefiore and at St. Joseph's, several informal focus group sessions took 
place to discuss the qualities that should be included in the evaluation plan. 
We decide d tha t patients ' sens e o f well-being , level s o f depressio n an d 
anxiety, dependence on emergency room visits as a result of crises in their 
lives, and levels of physical and social functioning migh t all be affected i n a 
positive sens e i f the y receive d menta l healt h counselin g i n a  timely an d 
appropriate manner . A  literature revie w was conducted t o ascertai n wha t 
instruments were already available to assess these issues. We uncovered two 
instruments that dealt with many of the psychosocial and physical function-
ing dimensions. These were the Medical Outcomes Surve y (MOS ) short -
form questionnair e (SF-36 ) (McHorney , Ware , Lu, &  Sherbourne, 1994; 
Ware & Sherbourne, 1992) and the Brief Symptom Inventory (BSI) (Dero-
gatis, 1992 ; Derogatis &  Melisaratos , 1983) . Both scale s hav e bee n use d 
extensively and have been extensivel y assesse d for thei r reliabilit y an d va-
lidity. 

Another area we felt was important to include was the degree to which 
barriers to obtaining care would be altered. For this we found an instrument 
tided "Primar y Car e Physician s an d AID S Scale " (Gerbert , Maguire , 
Bleecker, Coates , &  McPhee, 1991) , which addresse s thi s issue . Last , we 
thought tha t i f mental health service s were readily available to th e health 
team, the program staff itself would feel a reduction in job stress. For this 
we located the Work Environment Scal e (Abraham & Foley, 1984), which 
includes items that address how people feel about their jobs and the level of 
stress the y perceive . Al l o f thes e scale s wer e availabl e an d findin g the m 
obviated the need to reinvent them. Figures for the other issues we felt to 
be important — severity of illness, use of the emergency room, the number 
of medical and mental health visits , etc. — were al l obtained b y reviewing 
patients' medical records. 



How D o We Know I t Works? |  28 3 

How Do I Structure  the Evaluation? 
One o f the mos t vexin g issue s i n doin g a  credible evaluatio n i s decidin g 
how t o structur e th e evaluatio n o r ho w t o pic k th e mos t appropriat e 
design fo r a n accurat e comparison . Th e bes t structur e i s on e tha t elimi -
nates al l confound s an d allow s fo r a n unambiguou s respons e t o th e 
question "Di d ou r program , an d ou r progra m alone , mak e th e differ -
ence?" 

Scientific researc h method s hav e informed quantitativ e evaluation s o n 
ways t o eliminate , a s muc h a s possible , confounds . Th e mai n strategie s 
are these: 

• When  making  comparisons,  compare  your  program  with  a  control 
program, that  is,  a concurrently studied control group. 

It ma y see m unethica l t o hav e a  contro l grou p o f severel y 
depressed o r anxious clients from who m you withhold treatmen t 
in order to obtain a  "cleaner55 measure of the effects o f treatment . 
If so, then yo u ar e thinking good ethics . Whenever we dea l with 
a clinical condition for which there is a known treatment tha t has 
evidence o f a  therapeuti c benefit , i t i s unethica l t o hav e a n un -
treated contro l group . W e hav e t o creat e a  compariso n o f on e 
treatment approac h (th e accepte d standard ) t o another , th e ex -
perimental approach . I n thi s way , th e regression-to-the-mea n 
problem i s handle d becaus e i t presumabl y operate s i n bot h 
groups to the same degree. 

• When  possible,  randomly  assign  patients to  your program and  to  a 
control program. 

A desig n base d o n a  rando m assignmen t t o tw o o r mor e 
groups i s the ideal . This is the classic randomized clinica l trial. I n 
this design , patient s i n nee d o f menta l healt h service s ar e ran -
domly assigned to an experimental approac h to treatment o r to a 
traditional approach . Althoug h thi s represent s th e standar d on e 
should alway s striv e t o approach , i t i s rarel y don e becaus e o f 
logistical issues. This approach has the best chance of overcoming 
all the problem s o r confound s inheren t i n othe r approache s be -
cause it assumes that confounding aspect s are equally spread ove r 
each group . Th e natur e an d th e severit y o f th e healt h problem s 
are similar in the two treatment groups, the historical factors tha t 
might hav e a n impac t o n th e outcome s ar e similar , an d th e 
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regression-to-the-mean issue s ar e theoreticall y equal . I n othe r 
words, b y th e randomizatio n process , on e ha s th e greates t likeli -
hood o f creatin g tw o comparabl e group s i n orde r t o isolat e th e 
impact o f on e treatmen t approac h relativ e t o another . 

CASE E X A M P L E : I n th e Montefior e evaluation , th e goa l wa s t o asses s 
the relativ e effect s o f a  new deliver y syste m o f mental healt h service s t o 
HIV-infected individual s i n th e contex t o f primar y medica l care . Thi s 
new approac h i s calle d "integrate d deliver y o f menta l healt h services " 
because the mental health worker became a regular member of the health 
care team an d participate d o n a n equal footing wit h th e othe r member s 
of the team . Th e nee d fo r a  mental healt h referra l t o anothe r agenc y a t 
another time  wa s therefore eliminated . This modality of delivery of care 
was t o b e evaluate d relativ e t o th e traditiona l model , whic h wa s base d 
on referral s t o othe r agencie s or departments , al l of which were a t othe r 
locations. Ther e wer e sufficien t fund s t o develo p a n integrate d servic e 
model i n fou r o f th e eigh t Montefior e Ambulator y Car e Networ k 
(MACN) sites . The remaining four , whic h would no t b e exposed t o th e 
integrated model , woul d b e availabl e t o serv e a s contro l sites . I n thi s 
manner, a  "natural " experimen t wa s possibl e i n whic h a n innovativ e 
approach to delivery of mental health services could be measured agains t 
a traditiona l mode l o f care . Thi s wa s no t a  randomize d clinica l tria l 
because patients were no t randoml y assigne d t o on e syste m o r another , 
nor was the selection of sites for the integrated model made on a  random 
basis. Th e bes t nam e fo r thi s desig n i s probabl y a  "cohort " model , 
because two cohort s wer e t o b e followed: th e patient s serve d b y one o f 
the tw o systems , th e integrate d menta l healt h servic e mode l o r th e 
traditional delivery system. 

We became awar e o f a  potentia l proble m relatin g t o th e regression -
to-the-mean phenomenon . I n the integrated model , patients would pre -
sumably mor e easil y gai n acces s t o menta l healt h service s o n averag e 
than the y woul d i n th e traditiona l mode l base d o n physicia n referral . 
This migh t mea n tha t a t th e outse t o f receivin g services , thos e i n th e 
traditional mode l migh t b e i n worse state s tha n thos e i n th e integrate d 
model. In th e reassessment o f these patients a t some later date , it woul d 
therefore appea r that the patients in the traditional model had improve d 
more, i f only becaus e the y starte d a t a  different , lowe r point . T o over -
come thi s potential problem, we adopte d a n approach calle d an "intent -
to-treat" mode l i n which we evaluate d menta l an d socia l functioning o f 
HIV patient s who entere d bot h system s o f care irrespective o f whethe r 
they received mental health services . In this way we were able to addres s 
the issue s o f whethe r patient s enterin g on e syste m o f car e fare d bette r 
relative t o patient s enterin g anothe r syste m o f care . Furthermore , w e 
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were abl e t o asses s th e degre e t o whic h menta l healt h service s wer e 
delivered to more patients and whether the severity of patients5 mental 
health problems was different a t the point the patients received services. 
The effects o f care were assessed by comparing, i n the broades t sense, 
whether patient s who entered on e system of care fared bette r a t some 
later point than did patients entering another system of care. 

Compiling the Numbers 
You realize now tha t you wil l be doing a  lot o f measuring an d tha t man y 
numbers wil l result . I n addition , yo u wil l compil e a  host o f informatio n 
on th e client s themselves , includin g age , race , ethni c identification , sex , 
sexual preference, rout e o f infection, an d othe r demographi c informatio n 
you dee m important . Thi s descriptiv e informatio n i s importan t becaus e 
the reade r o f you r evaluatio n repor t wil l wan t t o kno w i f your finding s 
will be applicable to his or her service population . 

All thes e number s hav e t o b e store d somewhere . Thi s require s tw o 
components: a  databas e softwar e packag e an d a  compute r wit h enoug h 
capacity t o ru n th e program . I t i s importan t als o tha t yo u realiz e tha t 
compiling and maintaining a  database are very labor-intensive and requir e 
a perso n willin g t o giv e a  lo t o f attentio n t o detail . Throughou t th e 
project, th e database manage r ha s to ensur e tha t th e information entere d 
into th e databas e i s accurat e an d complete . Failur e t o atten d t o thi s 
jeopardizes the entire evaluation . 

How Do I Analyze My Findings? 
This i s not a  chapter o n statistics , which ar e uniquely comple x i n an d o f 
themselves. To satisfy statistica l requirements, for example , you must have 
a sufficien t numbe r o f client s i n a  quantitative analysi s t o b e abl e to fin d 
meaningful differences , i f they exist . Yo u mus t als o determin e wha t yo u 
mean, statistically, by "difference.55 And you must determine what parame-
ters o f erro r shoul d b e buil t int o statistica l equations . Thes e an d othe r 
issues require the assistance of someone knowledgeable i n statistics . 

For purpose s o f introducin g yo u t o quantitativ e analyses , w e intro -
duced th e concept s o f comparison an d measurement . I t i s in the analyse s 
that thes e concept s interac t an d produc e results . Whil e statistic s ca n d o 
many tasks , including makin g predictions , w e wil l discus s onl y compari -
sons. 
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Comparing Group  Means 

We discusse d evaluativ e comparisons , broadl y speaking , an d the n th e 
narrowing o f thes e issue s int o operationalized , measure d concepts . W e 
now hav e a  compute r dis k ful l o f numbers , arrange d correctl y i n desig -
nated rows and columns. We turn thi s disk over to a  statistician who use s 
software, suc h a s Statistica l Packag e fo r th e Socia l Science s (SPSS ) an d 
Statistical Analysi s Syste m (SAS) , whic h wil l compil e th e number s int o 
meaningful chunks . Th e statisticia n wil l hav e decided , o n th e basi s o f 
your initia l proposal , wha t famil y o f statistica l test s h e o r sh e wil l use . 
Nonparametric statistic s ar e use d whe n certai n kind s o f dat a ar e use d 
(e.g., frequencies), fo r example , and parametric tests are used when othe r 
types of data are examined (e.g. , group means) . 

For evaluatio n purposes , perhap s th e mos t typica l compariso n i s tha t 
of grou p average s o r means . Th e statistica l progra m wil l comput e th e 
mean depressio n scor e o f th e grou p o f patient s enrolle d i n you r ne w 
program an d th e grou p mea n o f al l patient s i n th e traditiona l program . 
The statistica l software wil l also compute a  measure o f "score spread" fo r 
each o f the groups . Then , th e compute r wil l tak e othe r order s — such a s 
what you determined was a statistically significant differenc e an d the erro r 
tolerance you will accept . Using thes e factors an d th e measuremen t data , 
the softwar e wil l tel l yo u i f there i s a  significan t differenc e betwee n th e 
group mea n o f you r treatmen t patient s an d th e grou p mea n o f you r 
controls. This is the simplest comparison . 

More comple x comparison s ar e possible . Grou p mean s fo r man y 
groups, o r fo r multipl e measurement s o f individual s i n eac h group , ca n 
be compare d usin g statistica l processe s suc h a s analysis o f variance (AN -
OVA). If you wanted t o take many different score s — depression, anxiety , 
and sens e o f well-being , fo r exampl e — and mak e multipl e comparisons , 
the statisticia n migh t decid e to us e multivariate (multipl e variable) statis -
tics. A  printou t o f a  multivariate analysi s migh t indicat e tha t ther e wer e 
differences betwee n the group means on some variables and not on other s 
or on al l variables or that no differences wer e evident, which would mea n 
that you r progra m functione d jus t lik e th e progra m yo u compare d i t 
with. 

Multivariate analyses are the minimum statistica l analyses done in eval-
uation, becaus e studie s hav e t o concer n themselve s wit h man y variable s 
that aren' t eve n th e targe t o f ou r programs . Thes e variable s includ e 
gender, age , race , ethni c identification , an d marita l status , amon g man y 
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others. I f yo u wan t t o lear n i f individual s i n a  certai n ag e grou p o r se x 
responded bette r to your program tha n did comparable individual s in th e 
control program, then multivariate statistic s are what you will use. 

CASE EXAMPLE: The Montefiore and the St. Joseph's data, as compiled by 
the database software, are placed on a disk. Then statistical experts program 
SAS to respon d with differen t analyses . One simple group compariso n i s 
whether patient s a t St . Joseph' s Hospita l us e the emergenc y roo m fewe r 
times than subjects in the control program, at another Paterson institution. 
A more complex analysis would be to compare use of the emergency room 
by Latinos or blacks in both study groups. 

HIV-Specific Issues in Evaluation 

When plannin g a n evaluatio n o f a n HIV-relate d program , yo u nee d t o 
take into account the following specia l concerns: 

• Man y inner-cit y client s ar e overwhelme d wit h myria d psychoso -
cial an d medica l issues , an d the y ten d no t t o pu t a n agency' s 
evaluation projec t o n th e to p o f thei r priorit y lists . Because the y 
are unlikel y t o remai n i n a  stud y tha t extend s ove r severa l 
months, ensuring their continue d involvemen t tend s to b e labor-
intensive an d expensive . Fowle r e t al.  (1992) , reportin g o n a 
longitudinal surve y of persons with AIDS, noted tha t every face t 
of their work posed challenges; they suggested solutions to prob-
lems i n identificatio n an d recruitmen t o f subjects , consent , an d 
data collection . 

More an d more, evaluators an d researcher s ar e offering finan -
cial incentives to person s to induce the m t o complet e assessmen t 
forms. 

CASE EXAMPLE: The Montefiore projec t research assistants spend sig-
nificant time attempting to track clients so that they can complete addi-
tional assessment forms. Despit e our efforts , ther e is a significant attri -
tion betwee n th e firs t assessmen t an d subsequen t assessments . Thi s 
requires tha t w e enrol l man y extr a patients , t o compensat e fo r th e 
dropout factor . Also , we provided patients $10 apiece for eac h of three 
assessment sessions . They indicated tha t the money was a major facto r 
in their participation. 

• I n evaluatin g services , you wil l likely need t o includ e i n your lis t 
of independen t variable s eac h patient' s stag e o f illness . Whe n 
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considering issue s of depression an d anxiety , for example , i t ma y 
be tha t person s wit h mor e symptom s o r i n late r stage s o f th e 
illness hav e differen t level s o f anxiet y (perhap s more , perhap s 
less) than persons who ar e asymptomatic . 

CASE EXAMPLE : W e use d th e Center s fo r Diseas e Contro l (1987 ) 
staging syste m fo r HIV , whic h ha s four stages , with five substages in 
Stage IV. 

Common Barriers to Evaluation 
Before a n evaluation can be considered, i t has to be valued by administra -
tion an d th e servic e providers . I f i t i s seen a s a n "extra " — something o f 
limited importanc e — then th e likelihoo d o f it s bein g treate d a s a  serious 
activity o r havin g a  real impact o n th e progra m i s doubtful . Th e mecha -
nisms of how the results of the evaluation are to be used should be spelled 
out early in the planning process . 

The valu e o f earl y plannin g canno t b e underestimated . Ver y ofte n a n 
evaluation i s called fo r wel l afte r th e progra m ha s starte d an d whe n i t i s 
too lat e t o measur e thing s tha t wer e goin g o n a t baseline . This tend s t o 
render good evaluation designs less feasible . 

I have found tha t behavioral scientists (e.g. , psychologists, social work-
ers) ten d t o resis t usin g standardize d instrument s because , the y feel , 
they limi t thei r autonom y an d expressivenes s i n conductin g thei r clinica l 
assessments. The y als o resen t th e "overl y structured " feelin g the y ge t 
when they are asked to fil l out standardized assessments . The problem th e 
researcher faces i s that differen t clinician s emphasize different aspect s of a 
case, thus makin g i t difficul t t o us e narrative note s a s a means to develo p 
uniform measure s o f how patient s ar e doing an d wha t degre e o f chang e 
has take n place . On e wa y to handl e thi s commo n situatio n i s to attemp t 
to reac h a  compromise , ofte n b y conductin g a  focus grou p sessio n wit h 
the clinica l staf f t o identif y th e critica l area s tha t al l servic e provider s 
should b e addressing , an d the n adoptin g instrument s fo r thos e area s 
and relyin g o n narrativ e comment s fo r th e remainde r o f th e clinica l 
assessment. 

If you don' t hav e the expertis e t o conduc t a  carefully designe d evalua -
tion, i t ma y b e wort h contactin g a  loca l universit y o r medica l cente r t o 
obtain help . Fo r relativel y affordabl e consultatio n fees , yo u ma y ge t th e 
guidance you require, if not the assistance you need to develop a  grant t o 
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support a  majo r evaluatio n effort . Th e academi c communit y ofte n wel -
comes th e developmen t o f partnership s wit h servic e program s becaus e 
such partnership s brin g the m int o th e "rea l world 53 t o se e whethe r thei r 
theories hold up . 

Last, the evaluation process usually requires extra funding. Service s are 
often covere d b y third-part y payers , an d th e cost s o f th e evaluatio n ar e 
not usually part of that package. Grant support , increasingly more difficul t 
to obtain , i s usually required . Man y federa l o r stat e program s tha t fun d 
clinical services , however , increasingl y requir e evaluatio n activitie s t o 
demonstrate th e valu e o f th e services . I n thi s case , i t i s appropriat e t o 
include the cost s o f evaluation i n the program gran t application . Eve n i n 
cases in which th e program announcemen t doesn' t specificall y cal l for a n 
evaluation, i t i s worth buildin g i n a n evaluatio n component . I t serve s t o 
remind the agency that you value evaluation an d that competing renewal s 
are mor e easil y defende d whe n ther e i s good evaluatio n evidenc e o f th e 
program's impact . 
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18 I  Qualitative Approaches t o 
Evaluation 

Martha Ann Carey 

Qualitative evaluation i s a much underused an d underappreci -
ated too l tha t ca n hel p menta l healt h professional s answe r question s 
that quantitativ e technique s canno t address . Question s tha t qualitativ e 
techniques ca n answe r includ e these : Wh y d o adolescent s engag e i n be -
haviors that put them at risk for HIV infection? Wha t are the psychosocial 
concerns of women who live with injection dru g users? 

With th e answer s t o thes e questions , on e ca n creat e relevan t an d 
specific interventio n programs . Then , whe n th e program s ar e operating , 
qualitative techniques can help determine i f they are meeting their goals . 

Government agencie s an d foundation s appreciat e need s assessment s 
as base s fo r progra m development . An d thes e fundin g source s requir e 
evaluations fo r mos t programs . Qualitativ e method s ar e especiall y usefu l 
for explorin g ne w topics , replicatin g wor k wit h ne w populations , an d 
developing hypotheses. Moreover, evaluatio n studie s can examine: 

• Wh y an d ho w program s work . Thi s informatio n i s importan t 
to agencie s tha t fun d programs , t o progra m planners , an d t o 
administrators, wh o ma y wan t t o improv e a n existin g progra m 
or recreate an existing program i n another setting . 

• Clien t issue s and themes , especially in populations tha t ar e unfa -
miliar to providers or scarcely researched . 

291 
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• Ho w t o mak e survey s relevan t an d i n th e natura l vocabular y o f 
respondents. 

• Ric h an d dee p detail s abou t causa l relationships , beyon d th e 
statistical information provide d b y quantitative work . 

Quantitative approaches , which use numeric assessments such as scores 
from assessmen t instrument s an d whic h ar e describe d i n th e previou s 
chapter, ar e inadequate to explore these and similar questions . 

Qualitative studie s ca n hel p researcher s explor e th e essenc e o f experi -
ence i n it s natura l setting . Becaus e a n experimenta l contex t i s no t im -
posed, qualitative work preserves the real world setting . And the resultin g 
well-told story, with rich, well-grounded details , can have a greater impact 
than pages of statistical results . 

Some peopl e mistakenl y believ e tha t qualitativ e stud y i s restricte d t o 
descriptive wor k o r t o th e preliminar y phas e i n researc h o r evaluation . 
In fact , sophisticate d qualitativ e wor k goe s beyon d descriptio n an d ca n 
effectively b e used alon e o r i n combinatio n wit h quantitativ e method s t o 
assist researchers with many crucial questions . 

Although ther e wer e shar p disagreement s i n th e past , toda y mos t 
evaluators and researchers acknowledge the value of qualitative evaluatio n 
when use d appropriately . Lik e quantitative evaluation , qualitativ e evalua -
tion require s expertise , th e us e o f known an d accepte d theor y an d prac -
tice, an d th e abilit y t o mak e th e result s meaningfu l t o a  larger audience , 
such as public policymakers . 

Qualitative research i s based on a  very different paradig m fro m tha t o f 
quantitative work. It s essence is a belief that there is not one single reality. 
Rather, th e qualitatively based evaluato r accept s that differen t individual s 
and differen t group s hav e differen t realities , base d o n thei r personal , 
idiosyncratic interpretations . Thos e interpretation s ar e what i s describe d 
as meaning, according to qualitative evaluators . 

Qualitative evaluator s tr y t o understan d th e meanin g o f each person' s 
experience, which may be unique with respect to time, place, and personal 
history. B y tim e w e mea n no t necessaril y th e hou r o r da y bu t rathe r a 
socially defined period , suc h a s an era or epoc h or , perhaps , an epidemic . 
A perso n wh o ha s se x i n th e ag e o f HIV/AIDS , fo r example , live s i n a 
different tim e than one who was sexually active in the 1950s . By place, we 
mean no t a  geographic locatio n bu t a  psychologica l spac e — "where th e 
person i s a t psychologically. " Thi s psychologica l plac e can , o f course , b e 
affected b y physical surroundings an d geography. The person in the inne r 
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city i s affecte d differentl y b y hi s o r he r geograph y tha n i s a  person i n a 
wealthy suburb . Finally , the concep t o f personal histor y i s something w e 
all know intuitively . I f someon e ha s a  history o f havin g parent s di e i n a 
hospital, the n tha t perso n i s likel y t o hav e specifi c feeling s abou t bein g 
hospitalized. 

The tas k o f th e qualitativ e evaluato r i s t o captur e th e meaning  o f a 
situation o r condition t o a  person o r a  specific group o f persons. Qualita -
tive methods o f data collectio n an d analysis , which hav e a s their goa l th e 
exploration o f a n issu e o r experienc e i n a  natura l settin g a s contraste d 
with a n experimental condition , follow from thes e understandings . 

There i s no singl e agreed-upon wa y to d o qualitativ e work, no r eve n a 
standard within each of the qualitative fields. Miles and Huberman (1994 ) 
provide a  comprehensive approac h tha t i s easily readable, particularly fo r 
researchers trained in quantitative methods . 

Major Theoretical  Frameworks 

Paradigms — understandings o f how w e d o scienc e — differ i n qualitativ e 
and quantitativ e approaches , an d withi n th e qualitativ e approach . Ou r 
paradigms guid e ho w w e thin k abou t dat a an d ho w w e develo p usefu l 
information fro m th e data . Th e majo r framework s tha t underli e mos t 
qualitative technique s ar e grounded theor y (Glase r &  Strauss , 1967 ) an d 
phenomenology (Cohe n &  Ornery, 1994) . 

Grounded Theory 

Grounded theor y develope d fro m th e symboli c interactio n schoo l 
(Blumer, 1969 ; Mead , 1934/1964) , whic h understand s everyda y lif e a s 
based o n share d meanings . Throug h interaction s wit h others , meaning s 
are continuously modified, an d behaviors derive meaning and can becom e 
appropriate i n the person's socia l group. An example of a shared meanin g 
in th e are a o f menta l healt h i s th e experienc e o f th e stigm a attache d t o 
severe mental illness and its consequences fo r th e patient an d family . 

Looking fo r understandin g o f basi c processe s o r meaning s an d ho w 
they relate to eac h other , th e evaluator wh o uses grounded theor y begin s 
with fe w o r n o hypotheses . Then , b y gatherin g informatio n i n severa l 
possible ways , th e evaluato r develop s an d test s hypothese s an d refine s 
"theory35 in an ongoing process . 

In thi s context , theory  means a n understandin g o f experience s o f th e 
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participants fro m thei r perspective . Dat a collectio n an d analyse s occu r 
jointly i n a  "constant comparative " process , a s analysi s o f the initia l dat a 
collection provide s som e understanding , o r preliminar y hypothesis , tha t 
is t o b e teste d i n th e nex t dat a collectio n an d analysi s step . Usin g thi s 
ongoing process, the evaluator continues to develop and refine the theory . 

An applicatio n o f grounde d theor y i s Swanson' s (1993 ) stud y o f he r 
clients wit h herpes  simplex.  She bega n b y readin g th e availabl e literatur e 
and used her clinical experience as a public health nurse to plan her study . 
Then, usin g interviews , Swanso n explore d th e meanin g o f thi s chroni c 
infection i n th e live s o f middle-clas s youn g people . Whil e sh e ha d som e 
knowledge o f thi s diseas e an d som e professiona l experienc e wit h it , sh e 
developed her "theory," or her understanding from th e perspective of the 
patient, from th e data collected and analyzed in her study. She found tha t 
the psychologica l consequence s o f herpe s ar e enormou s an d ha d critica l 
impact o n patients ' adherenc e t o treatment . Thes e result s serve d a s th e 
basis fo r a  psychologica l interventio n wit h herpe s patient s t o hel p the m 
regain their self-worth an d to manage their disease. 

Phenomenology 

Work guide d b y th e secon d majo r framework , phenomenology , als o 
begins wit h n o forma l hypotheses . Phenomenologist s generall y believ e 
that there is no one reality to discover, in contrast to quantitative research -
ers. Th e phenomenologis t seek s t o understan d th e deepe r meaning s i n 
the clients 3 statement s an d action s b y reflectin g o n th e dat a t o infe r 
meaning. What doe s i t mean fo r a  mother t o have an HIV-infected chil d 
with uncontrollable diarrhe a admitted to the pediatric ward, for example ? 
What experience does this mother have with hospitals? Do al l people who 
come to the hospita l die ? Did a  neighborhood chil d recently die? Is she a 
bad mother if she cannot prevent her child from bein g sick? This approac h 
of logica l insigh t an d heightene d awarenes s (o f the researcher ) base d o n 
careful consideratio n o f al l information ca n brin g t o ligh t th e essenc e o f 
the experience . 

Because this approac h use s a  high leve l of inference, evaluation s base d 
on phenomenolog y hav e bee n criticize d a s mor e subjectiv e tha n thos e 
based on grounded theory . Som e say phenomenology i s more an art tha n 
a science . Thi s perceptio n ha s limite d fundin g b y governmen t agencie s 
and privat e foundations , an d henc e thi s approac h i s use d relativel y les s 
often. 
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Evaluation usin g thi s approac h generall y focuse s o n need s assessmen t 
or o n th e descriptio n o f implementatio n o f a  servic e program , a s con -
trasted with studies to demonstrate the effectiveness o f a service program. 
See van Manen (1990 ) and Patton (1990 ) for further descriptions . 

One researche r whos e wor k i n thi s are a i s especially compellin g i s Jan 
Morse, who , i n th e traditio n o f nursing , ha s studie d th e phenomen a o f 
enduring an d sufferin g a s well a s comfor t (Morse , Bottorff , &  Hutchin -
son, 1995) . As part o f a larger program o f study, Morse used informatio n 
from interview s t o identif y stage s i n th e proces s o f copin g wit h majo r 
personal loss . She an d he r colleague s foun d tha t initiall y th e perso n ma y 
be just barely hanging o n to reality , using al l available mental energy just 
to "endure. 55 Later the person may be able to process the tragic event an d 
work throug h th e proces s o f "suffering. 55 Understandin g wher e a  perso n 
is in coping is crucial to the nursing process . 

By no w i t shoul d b e eviden t tha t qualitativ e evaluatio n ca n assis t 
mental healt h provider s i n two areas . The firs t respond s t o th e question , 
"What i s the meanin g o f a  specific experienc e t o clients? 55 which lead s t o 
program development . The second area grows out of the question, "Ho w 
does th e progra m work? 55 Th e technique s describe d ca n b e applie d t o 
various questions , includin g progra m evaluation . Th e chapte r conclude s 
with a  discussio n o f concern s specifi c t o progra m evaluatio n an d som e 
thoughts on combining qualitative and quantitative techniques . 

Qualitative Evaluation for Program Development 
Too often , whe n progra m administrator s lear n tha t fundin g i s availabl e 
for menta l healt h service s fo r HIV-infecte d persons , provider s creat e 
service programs without much consultation with the community regard -
ing what i s actually needed. A better, an d stronger , approac h i n competi -
tive fundin g i s t o hav e a  qualitativ e evaluato r actuall y as k thos e wit h a 
stake i n th e situatio n (stakeholders ) question s tha t ca n lea d t o develop -
ment o f a  responsiv e program . Stakeholder s typicall y includ e clients , 
program staff , local program administrators , and policy decision makers . 

The evaluator , then , doe s a  literature searc h to determin e wha t other s 
have reporte d abou t simila r issues . Using thi s information , th e evaluato r 
plans to explore these issues with the community through the use of focus 
groups and interviews . 
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Focus Groups 

Use o f focu s group s i s a  recentl y popula r approac h tha t provide s 
insight int o comple x behavior s an d tha t i s useful i n learnin g why peopl e 
think or fee l the way they do. Although ther e i s not a  single definition o f 
focus groups , there i s a  general consensu s tha t the y use a  semistructure d 
format, ar e moderate d b y on e o r tw o leaders , ar e hel d i n a n informa l 
session, an d hav e th e purpos e o f collectin g informatio n o n a  designate d 
topic. Although grou p session s ma y provide grou p member s wit h usefu l 
information an d som e mora l support , th e inten t o f thi s dat a collectio n 
technique i s informatio n gathering . Thi s sectio n briefl y describe s th e 
basics o f th e focu s grou p technique . Fo r additiona l informatio n se e 
Krueger (1994 ) an d Care y (1994) ; for som e advance d topic s se e Morga n 
(i993). 

To prepar e t o ru n a  focu s group , researcher s explor e wha t i s know n 
about th e designate d topi c an d the n formulat e thre e o r fou r genera l 
questions tha t provid e th e structur e fo r th e session . Grou p siz e varie s 
with th e experienc e o f th e grou p member s an d th e natur e o f th e topic . 
For peopl e wh o ar e no t use d t o bein g i n groups , when th e topi c i s very 
sensitive, when the group interaction is expected to require extra attentio n 
from th e leaders, or when the leaders are inexperienced, four t o six people 
are suggeste d —a smalle r grou p tha n th e usuall y recommende d five  t o 
twelve. 

The group leader guides the discussion and probes for depth and rang e 
of specifi c persona l experience s an d fo r inconsistencie s i n description . 
After a  group membe r describe s hi s o r he r experienc e i n respons e t o th e 
leader's general question, anothe r person wil l respond, providing a  more-
detailed story . Thi s grou p interactio n i s wha t bring s ou t th e dept h an d 
richness o f data . Fo r topic s tha t ma y elici t emotionall y lade n responses , 
the leader must constantiy monitor th e group for the level of comfort an d 
intercede to prevent injury. Fo r this type of session, it is important fo r th e 
leader to have clinical expertise. 

The researc h purpos e o f a  focu s grou p ca n rang e fro m a n in-dept h 
exploration of the experience of foster parent s caring for a  child with HI V 
to the identification o f issues and natura l vocabulary fo r th e developmen t 
of an instrument . Th e chemistr y o f the group wil l affec t wha t people say , 
and th e evaluato r wil l nee d t o conside r thi s facto r whe n analyzin g th e 
data. The group interactio n bot h enhance s the collection o f rich data an d 
may inhibit som e participants5 description (i.e. , as they seek to fit  in wit h 
the group) (Carey , 1994). 
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After focu s group s ar e conducted , th e evaluato r ma y use th e informa -
tion gathere d t o furthe r refin e th e question s asked  an d the n revisi t th e 
groups to seek further dept h an d detail . 

Interviews 

There ar e many possible ways of structuring interviews . The evaluato r 
may have well-defined questions , use a highly structured format fo r askin g 
questions, an d hav e specifi c instruction s fo r askin g follow-u p questions . 
This approac h permit s th e collectio n o f quantitativ e data , simila r t o a n 
oral version of a questionnaire. 

In contrast , a n open-ende d approac h ma y b e appropriat e fo r som e 
purposes, suc h a s whe n clients 5 concern s ar e no t known . Broa d topic s 
with general instructions fo r follow-u p question s permi t a  wider rang e o f 
possible response s bu t ar e more time-consumin g t o analyze . An exampl e 
of a  broa d topi c is : Wha t service s ar e mos t usefu l i n helpin g yo u cop e 
with a  positive HIV-test result ? 

The advantage s an d disadvantage s o f eac h approac h t o interviewin g 
have bee n wel l discusse d i n th e literature . Th e classi c reference o n inter -
viewing i s Kah n an d Cannel l (1957) , an d a n informativ e discussio n i s 
provided i n Pedhazur an d Schmelkin (1991) . 

Data Saturation 

Generally speaking , th e proces s o f conductin g focu s group s o r inter -
views ends when "dat a saturation " occurs , that is , when additiona l inter -
views or focus grou p session s yield no new information. Saturatio n refer s 
to th e richness an d detail , not t o the amoun t o f data (Morse , 1995) - Data 
saturation i s actually more a  conceptual goal than a n actual occurrence . 

Often th e resource s limi t the amoun t o f data collection . Th e evaluato r 
should, however , fee l comfortabl e wit h the data collected for th e purpos e 
of th e study . I t ma y b e necessar y t o narro w th e goal s o f th e study , t o 
focus o n a  narrower population , o r on only one aspect of the experience . 

Data Analysis 
Qualitative approache s ca n b e intuitivel y appealin g and , deceptively , ca n 
appear easy . A  clea r an d well-articulate d pla n o f analysi s i s crucia l t o 
credibility an d therefor e t o th e usefulnes s o f th e results . Plannin g fo r 
analysis should b e done befor e dat a are collected . 



298 |  Martha  Ann  Carey 

Qualitative dat a analysi s i s quit e differen t fro m quantitativ e analysis , 
which analyzes the numbers obtained from differen t instrument s an d uses 
statistical method s t o determin e whethe r statisticall y significan t differ -
ences have been found betwee n groups . Qualitative analysi s may use on e 
of severa l differen t approache s t o discove r commonalitie s an d variation s 
in the data and try to understand th e meanings . 

One usefu l approac h i n analysi s i s the proces s o f condensing , cluster -
ing, sorting , an d linkin g dat a a s describe d b y Mile s an d Huberma n 
(1994). Basically , th e first  ste p i s developing categorie s i n th e dat a (con -
densing). The researche r the n trie s t o discer n on e o r mor e theme s (clus -
tering). The proces s o f sorting help s th e researcher s determin e wh o sai d 
what; fo r example , Africa n American s acros s focu s group s ma y hav e 
responded on e wa y to a  question an d Asians , anothe r way . Linkin g dat a 
is th e proces s o f connectin g theme s t o th e response s acros s site s o r 
groups. 

The purpos e o f the first  ste p i n th e analysi s o f dat a — called first-level 
coding — is t o develo p genera l categories . Fo r example , readin g throug h 
the transcript s o f focus group s sessions , I  woul d not e concern s tha t ma y 
be similar to th e planned question s tha t were asked  in the session ; often , 
however, othe r issues arise . For many evaluators , the initia l categories ar e 
fairly concrete and factual. Next, in second-level coding, as I looked across 
these initia l codes, I would look for broade r theme s such as distrust/trus t 
of the medica l system . I  would the n explor e similaritie s an d variations i n 
relation t o subgroup s i n th e sample . D o client s follo w medica l advic e 
better whe n the y ca n b e see n b y medica l personne l o f th e sam e ethni c 
group? Result s woul d the n b e "recontextualized, " whic h mean s tha t I 
would g o bac k t o th e dat a t o verif y tha t th e theme s note d an d thei r 
relation t o appropriat e subgroup s were accurate . Identifying example s o f 
themes and relationships may lead to further analysis . 

Appropriate documentin g o f each step of the analysi s process i s neces-
sary if the results are to have credibility. A reasonable person should reach 
the sam e conclusion a s the evaluator . I n a  study o f health car e personne l 
who provid e car e i n setting s wit h a  high ris k for HI V transmission , fo r 
example, Duffy (1994 ) reviewe d he r analysi s of interviews with a  team o f 
both qualitativel y an d quantitativel y trained researchers . Each ste p i n th e 
analysis was examined for logica l consistence and appropriateness . 
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Evaluation of Existing Programs 

EvaluMlity 

Not ever y program can , o r should , b e evaluated. Progra m developers , 
and thos e writin g gran t applications , ca n creat e significantl y stronge r — 
and more fundable — programs b y designing programs tha t combin e ser -
vices wit h th e requirement s o f evaluation . Befor e evaluatio n ca n occur , 
one mus t hav e a  clear understanding o f the program' s targe t populatio n 
and it s purpose . Onl y the n ca n evaluatio n determin e i f th e program' s 
goals are being met for th e specific population . 

Evaluation take s staf f time  an d cost s money . I f a n evaluatio n i s con -
ducted, th e practica l limit s o n th e usefulnes s o f th e evaluatio n result s 
should b e known . I f th e goa l o f th e progra m i s a  particula r long-ter m 
effect o f service , fo r example , othe r factor s ma y als o affec t client s an d 
therefore restric t th e cause-and-effec t statement s possibl e regardin g th e 
program impact . Also , on e shoul d kno w i f the progra m wil l actuall y b e 
modified base d on the evaluation results . 

To be "evaluable," a program mus t have common goal s and a  common 
description. Thi s i s important i n designin g a  new program , an d particu -
larly important fo r evaluatin g a n existin g program . Becaus e clients , staff , 
managers, policymakers , an d evaluator s probabl y hav e differen t perspec -
tives an d values , developin g a  common definitio n o f th e progra m i s th e 
first step . Thi s ca n b e don e throug h focu s group s an d interviews . I f 
program planner s an d staf f hav e difficult y i n identifyin g goal s an d pro -
gram effect s (summativ e evaluation ) o r th e importan t processe s i n deliv -
ering the program (formativ e evaluation) , the evaluator may ask how the y 
would kno w i f their program worke d wel l or hav e them describ e how a n 
ideal program would work (O'Sulliva n &  O'Sullivan, 1994) . 

Wholey (1994 ) describes criteria to consider in determining whether t o 
evaluate a program. The y are the existence of well-defined progra m goal s 
and informatio n needs , plausibl e progra m goals , availabilit y o f progra m 
information, an d agreemen t o n th e use s o f evaluatio n results . Program s 
that canno t mee t thes e criteri a o r tha t canno t b e modifie d t o d o s o 
probably should not use limited resources to evaluate . 

After performin g a n evaluability assessment , the researche r ca n make a 
decision o n th e relativ e importanc e o f evaluatio n fo r th e progra m i n 
question. Wit h adequat e resources , the needed expertis e can b e obtaine d 
or personne l trained . Evaluatio n technique s ar e usuall y th e enlightene d 
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application o f goo d researc h methods . Compute r softwar e i s now avail -
able t o mak e codin g an d analysi s muc h easier , permittin g a  mor e thor -
ough examination . Se e Weitzma n an d Mile s (1995 ) fo r a  review o f soft -
ware. 

When a  ne w progra m i s designe d t o b e evaluable , o r a n ongoin g 
program i s found throug h a n assessmen t t o b e evaluable , administrator s 
need to consider resources , sampling, and design issues. 

Resources 

Adequate resource s — people, expertise , money , equipment , dat a sys -
tems—must b e availabl e an d th e tim e fram e fo r th e evaluatio n mus t 
be realistic . Withou t a  requiremen t fo r evaluatio n o r recognitio n o f it s 
importance, the usually scarce resources wil l be spent o n service s and no t 
on evaluation . 

Sampling 

An importan t lif e experienc e i s ofte n perceive d differentl y b y variou s 
groups. An evaluato r will , therefore , hav e t o conside r importan t charac -
teristics whe n creatin g th e sampl e group . Segmentin g th e targe t popula -
tion i n meaningfu l way s an d purposel y samplin g within relevan t catego -
ries will enhance the likelihood o f collecting an appropriate rang e of data . 
If th e effect s o f th e progra m ar e expecte d t o var y fo r me n an d wome n 
and fo r ethni c minorities , fo r example , i t wil l b e usefu l t o pla n t o hav e 
adequate number s o f researc h participant s representin g eac h o f thes e 
groups. 

In th e fina l report , th e evaluato r wil l likel y mentio n ho w th e sampl e 
was recruited . Thi s wil l assis t reader s i n understandin g ho w th e peopl e 
actually recruited represen t th e population tha t i s the targe t o f the study . 
This informatio n i s necessar y i n interpretin g ho w wel l th e stud y result s 
can appl y t o peopl e beyon d th e sampl e (externa l validity) . Mile s an d 
Huberman (1994 ) provid e a n excellen t discussio n o f samplin g an d offe r 
sound advic e for the novice evaluator . 

Design 

Statements o f program effect s ar e limited b y the desig n o f the evalua -
tion. T o sa y confidend y tha t a  servic e progra m lead s t o clien t improve -
ments an d tha t result s ar e no t influence d b y nonprogrammati c factor s 
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such a s employment o r pee r supports , th e desig n o f the evaluatio n mus t 
be rigorous. 

This is the same concern tha t surfaced wit h regard to confounds i n th e 
previous chapter . On e mus t b e abl e to determin e tha t th e program mad e 
the differenc e o r t o wha t exten t i t contribute d t o th e outcome . A s a 
result, qualitative evaluators seek to understand the program i n its natural 
context — what i s actually happening i n th e worl d o f the clien t an d wha t 
other event s an d treatment s migh t hav e ha d a n effec t o n th e progra m 
outcomes. Fo r al l type s o f studies , th e focu s i s o n rulin g ou t othe r 
potentially relevan t causes — "rival hypotheses" — not ruling ou t all possi-
ble causes. 

Due t o ethica l consideration s an d practica l logistics , mos t servic e pro -
grams ar e not abl e to us e rigorous experimenta l condition s wit h rando m 
assignment o f subjects. Evaluation therefor e require s tha t the experimen -
tal desig n b e modified . Mos t qualitativ e evaluation s ar e no t tru e experi -
ments with control groups; consequendy, cause-and-effec t statement s wil l 
be arrived at by comparing program result s with those from a  comparable 
group. 

Descriptions ca n provide usefu l informatio n abou t servic e effects . I n a 
new progra m tha t provide s menta l healt h service s t o person s wit h HIV / 
AIDS, fo r example , qualit y o f lif e an d leve l o f stres s ma y b e assesse d a t 
entry t o servic e an d si x month s afte r service s hav e bee n provided . B y 
describing th e program , th e clients , the barrier s t o care , an d th e cost s o f 
care, suc h a  program evaluatio n ca n provid e usefu l informatio n fo r pro -
gram planner s i n term s o f feasibility an d acceptabilit y o f the ne w servic e 
delivery model . This type o f evaluation i s not intende d t o provid e cause -
and-effect statements ; i t i s preliminary t o furthe r evaluatio n o f effective -
ness. 

Combining Qualitative and Quantitative Approaches 
Many studie s us e a  combinatio n o f qualitativ e an d quantitativ e ap -
proaches. Th e no t uncommo n practic e o f addin g a  fe w quote s t o th e 
statistical results does not really take advantage of the potential o f qualita-
tive data. Plannin g fo r th e bes t use o f each approac h shoul d conside r th e 
purposes an d strength s o f each, an d an y combination shoul d tak e advan -
tage o f thei r complementar y strengths . Th e purpose s o f combinatio n 
include: 

1. Expansion:  Going beyond the limitations of each method. A n example o f 
expansion i s O'Brien's (1993 ) use o f qualitative techniqu e i n th e develop -
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ment of a questionnaire in HIV/AIDS research . She used focus group s t o 
explore issue s an d problem s i n th e lives o f adul t males . By so doing , sh e 
identified majo r area s tha t the n becam e th e basi s o f th e questionnair e 
items. Natural vocabulary for questionnair e phrasing was also obtained . 

2. Explanation:  Understanding  data  and  results.  A commo n approac h 
uses quantitativ e dat a t o infor m th e developmen t o f a  qualitative study . 
Epidemiological dat a regarding substance abuse, for example , can be used 
to targe t population s fo r a  qualitativ e stud y o f copin g wit h stresse s o f 
living with HIV infection . O n th e other hand, focus groups o r interview s 
may hel p i n understandin g quantitativ e result s tha t ar e unexpecte d an d 
not readil y interpretable . Thi s approac h ca n provid e th e evaluato r wit h 
new insights and avenues to explore . 

3. Reinforcement:  Enhancing  credibility.  The proces s o f reinforcemen t 
increases believability when dat a from tw o sources , using different collec -
tion methods , produce the same results. When questionnair e dat a may be 
regarded a s underreportin g th e occurrenc e o f a  phenomenon , suc h a s 
substance abuse , o r whe n th e generalizabilit y o f focu s grou p dat a i s 
limited b y logistic issues , the concurrenc e o f data allow s the evaluato r t o 
weigh the results more effectively . 

In wor k wit h HI V patient s i n th e military , Care y an d Smit h (1992 ) 
used qualitativ e dat a t o improv e th e overal l progra m o f research . Inpu t 
from a  protocol advise r who i s a former militar y person an d who is HIV-
positive, a  patient advisor y panel , an d focus group s was used t o improv e 
the researc h program . Th e researcher s bega n b y focusing o n th e validit y 
of the psychosocial instruments, which had not previously been used with 
a militar y population . I t wa s quickl y apparen t tha t th e validit y o f th e 
research proces s wa s i n question . Th e logistic s o f schedulin g appoint -
ments fo r medica l an d researc h purpose s an d th e burde n o f th e length y 
questionnaires le d th e researcher s t o reconside r th e researc h experienc e 
for th e participants an d to revis e the protocol . They reduced th e numbe r 
of questionnaire s an d coordinate d th e schedulin g fo r th e convenienc e o f 
the participants . 

Case Study and  Ethnography 

Two approaches that combine qualitative and quantitative methods ar e 
case study and ethnography . Bot h approache s ca n b e helpful an d may , i n 
selected cases, be useful i n outcomes evaluation . 

Although often though t of as solely a qualitative methodology, the case 
study approach actually uses all relevant information. Withou t using many 
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cases (an d i n contras t t o a  typica l quantitativ e approach , whic h ha s 
enough subjects to permit the appropriate statistica l analysis), a case study 
examines on e unit , suc h a s one community . Her e "cas e study " doe s no t 
mean th e discussio n o f a  singl e clien t o r patient , th e ter m case  refer s t o 
that uni t o f th e study' s focus , whic h i s generall y a t a n aggregat e level . 
Using multipl e case s ca n increas e confidenc e i n th e results , an d thi s 
technique can be used to explor e a  topic more broadl y (e.g. , examining a 
program's effect s o n different ethni c populations) . 

The secon d approac h tha t combine s qualitativ e an d quantitativ e ap -
proaches i s ethnography . Focusin g o n structure , ritual , o r symbols , th e 
researcher uses all relevant data to study a population from th e perspective 
of it s culture . The dru g cultur e o f a n inne r city , fo r example , might bes t 
be studied with an ethnographic approach . 

Conclusion 

With th e increasin g emphasi s o n progra m developmen t an d evaluation , 
qualitative method s wil l hav e a  significan t rol e i n assessin g HI V menta l 
health programs . Personne l who ar e comfortabl e wit h qualitativ e evalua -
tion an d understand it s potential usefulness wil l more likely receive fund -
ing, creat e an d administe r qualit y programs , an d tak e a  leadership posi -
tion i n the next century . 
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19 |  HIV/AID S Menta l Healt h 
Care: Politics , Public Policy, and 
Funding Decision s 

Douglas A. Wirth 

Most HIV/AID S menta l healt h provider s — and certainl y al -
most al l who wor k i n institution s suc h a s hospitals o r communit y healt h 
and menta l healt h center s — provide service s tha t ar e pai d fo r b y federa l 
programs. Tw o federa l program s i n particula r hav e significantl y shape d 
that car e — the Rya n Whit e Comprehensiv e AID S Resource s Emergenc y 
(C.A.R.E.) Ac t o f 1990 , reauthorize d wit h modification s i n 1996 , an d 
Medicaid. 

The Rya n Whit e C.A.R.E . Ac t was passed i n 199 0 to provid e fundin g 
for HIV-relate d primar y healt h car e an d suppor t services . Wit h othe r 
funding stream s suc h a s Medicaid supportin g a  variety o f AIDS services, 
this legislation was designed to fill gaps and provide emergency assistance , 
to facilitat e an d engag e new client s int o care , and t o foste r "th e develop -
ment, organization , coordinatio n an d operatio n o f mor e effectiv e an d 
cost efficien t system s fo r th e deliver y o f essentia l service s t o individual s 
and families with HIV disease, " in the words o f the 1990 legislation . 

The C.A.R.E . Ac t has enabled th e creation o f thousands o f programs , 
including man y HI V menta l healt h programs , throughou t th e Unite d 
States. Many o f the programs describe d i n thi s boo k cam e into existenc e 
because of these Ryan White funds, an d the book's foreword wa s written 
by th e ma n wh o administere d thes e fund s unti l hi s retiremen t fro m 
government servic e in 1996. 

307 
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The othe r majo r federa l fundin g strea m fo r HIV-infecte d person s i s 
Medicaid (Tid e XI X o f th e Socia l Securit y Ac t Amendment s o f 1965) . 
Medicaid annuall y pay s fo r si x time s th e amoun t o f service s funde d b y 
Ryan White . 

While man y working an d middle-clas s person s wit h HI V diseas e ma y 
begin paying their menta l health an d medical bill s with privat e insurance , 
toward th e late r stage s o f the illnes s they ma y choose o r nee d t o tur n t o 
Medicaid fo r assistance . Many persons with HIV/AIDS neve r had privat e 
insurance an d hav e bee n entirel y dependen t o n Medicai d t o pa y thei r 
medical and mental health costs . Medicaid cover s 40 percen t of all people 
with HIV , a s man y a s 6 0 percen t o f adult s livin g wit h AIDS , an d 9 0 
percent o f al l childre n wit h AIDS . I n fisca l yea r 1994 , Medicai d serve d 
approximately 56,000 persons with full-blown AIDS . 

Why a  Chapter  on These Issues? 

HIV/AIDS menta l healt h car e in the twenty-firs t centur y may  be funde d 
wholly differend y tha n i t ha s bee n i n th e earl y 1990s . Fundin g ma y b e 
extremely limited , fundin g policie s ma y b e ver y constrictive , an d polic y 
debate ma y pi t th e need s o f person s wit h AID S agains t person s wit h 
other diseases . I n contras t t o th e earl y 1990s , ver y lea n time s ma y b e 
ahead. 

As th e epidemi c shift s fro m on e affectin g primaril y ga y me n t o on e 
striking substanc e abuser s and , mor e generally , poo r peopl e i n urba n 
centers, these funding issue s will be compounded b y the pervasive medi a 
disinterest i n AID S an d b y th e politica l contemp t fo r poo r peopl e an d 
urban centers . 

This chapte r i s importan t becaus e man y reader s o f thi s boo k wil l b e 
hoping t o practic e HIV/AIDS-relate d car e a s we approac h an d ente r th e 
twenty-first century . A s yo u wil l discover , n o practitione r ca n affor d t o 
ignore federa l an d stat e policy-making ; th e cost s t o you r client s bu t als o 
to you as a provider ar e too great ! 

This chapte r examine s th e tw o majo r fundin g streams : Rya n Whit e 
and Medicaid. In the section on Medicaid, the government program likely 
to b e most transforme d i n the next decade, I extensivel y describe possibl e 
changes, includin g manage d car e an d bloc k grants , an d thei r ramifica -
tions. In the last section, I sugges t survival strategies on your part . 

I writ e a s a professional socia l worker, a  gay man activ e in HIV/AID S 
issues, a  former directo r o f five homeless shelters , a  senio r publi c polic y 
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analyst, an d someon e wh o ha s bee n activ e i n federa l an d stat e policy -
making a s the directo r o f governmen t relation s fo r a n organizatio n tha t 
represents mor e tha n 10 0 community menta l healt h agencies . I  urg e yo u 
to kno w wha t ma y b e ahead , an d t o ac t o n it . Denia l and/o r avoidanc e 
are not adaptiv e coping mechanisms for today' s — and tomorrow's — chal-
lenges. 

The Ryan White  C.A.R.E. Act 

Understanding Ryan White 

In 199 0 Congres s passe d landmar k AIDS/HI V legislation , th e Rya n 
White Comprehensiv e AID S Resource s Emergenc y Act , which create d a 
five-year federa l progra m tha t eventuall y spen t mor e tha n $ 2 billion fo r 
HIV-related services . 

The result s o f th e Rya n Whit e strea m wer e invaluable . Wit h Rya n 
White support , state s an d localitie s hav e develope d medical , menta l 
health, an d suppor t service s tha t promot e earl y treatment an d cost-effec -
tive car e t o individual s an d familie s wit h HIV/AIDS . A  recen t stud y 
found tha t man y Rya n White-funde d program s i n Ne w Yor k Cit y wer e 
successful i n engaging clients who would otherwise not have received care 
(Warren, Fullwood, Lee , & Salitan, 1995). 

The initia l authorizatio n o f th e Rya n Whit e legislatio n expire d i n 
September 1995 , with fundin g endin g earl y i n Apri l 1996 . Because reau -
thorization wa s critica l t o th e continue d provisio n o f vita l HIV-relate d 
medical, menta l health , an d socia l services , advocate s fo r HI V service s 
were activated . 

In congressiona l debate , legislators acknowledged the different face s o f 
AIDS an d emphasize d tha t AID S i s th e leadin g caus e o f deat h amon g 
men an d wome n age s twenty-fiv e t o forty-fou r (Dunlap , 1995 ; Seelye , 
1995). "No t everybod y wh o ha s AIDS get s i t fro m se x o r dru g needles . 
But .  . . more t o th e point , ga y people who hav e AIDS ar e stil l our sons , 
our brothers , ou r cousins , ou r citizens . They'r e Americans , too . They'r e 
obeying th e la w an d workin g hard . The y ar e entitle d t o b e treate d lik e 
everybody else,55 asserted President Bil l Clinton while speaking at George-
town University (Seelye , 1995). 

But oppositio n emerged . Durin g th e legislativ e process , severa l issue s 
came to the fore : 
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• AIDS-related  allocations  versus those for other illnesses. "At the federa l 
level, unti l recentl y th e overla p betwee n group s advocatin g fo r 
health care services for people with HIV/AIDS an d groups advo -
cating o n genera l healt h car e financ e an d insuranc e issue s ha s 
been a  nul l set 55 (Westmoreland , 1995 , 273). Some leaders , how -
ever, have sought to capitalize on competition fo r limited dollars . 
Sen. Jesse Helms (R-NC ) place d a  "hold55 on th e reauthorizatio n 
bill, sayin g tha t AID S receive s to o muc h mone y i n compariso n 
to cance r an d hear t diseas e an d maintainin g tha t "we'v e go t t o 
have som e commo n sens e abou t a  disease transmitte d b y peopl e 
deliberately engagin g i n unnatura l acts " (Seelye , 1995) . I n re -
sponse, reauthorization supporter s wer e quic k t o not e tha t U.S . 
Public Healt h Servic e figure s documente d tota l annua l federa l 
funding fo r AID S a t $ 6 billion , fa r les s tha n th e $36. 3 billion i n 
outlays for hear t diseas e and the $16. 9 billion for cancer . Helms' s 
opposition wa s viewe d a s a  continuatio n o f hi s homophobi c 
opposition t o HI V fundin g an d hi s veste d interest s i n hear t 
disease. 

• Mandatory  testing  of newborns. I n th e Hous e o f Representatives , 
reauthorization was stalled by a move to require mandatory HI V 
testing o f newborn s fo r state s desirin g C.A.R.E . Ac t funds . A 
positive test on the newborn woul d alway s reveal the HIV statu s 
of the mother . Thi s was oppose d b y many publi c health official s 
and women' s an d feminis t organizations , a s wel l a s b y man y 
people living with HIV an d by AIDS advocates . 

Politics in the  AIDS Community:  Alive  and  Well 

Many observer s woul d assum e tha t AID S advocate s an d healt h an d 
human servic e professionals woul d unit e a s a  powerful, politica l voice t o 
facilitate reauthorization , bu t thi s has not bee n entirel y true . The politic s 
of limite d resources , divers e needs , an d coalitio n work , couple d wit h 
power imbalances , ha s serve d a t times t o splinte r advocac y aroun d Rya n 
White. 

The CAEAR (Citie s Advocating Emergency AIDS Relief) Coalition , a 
national allianc e comprising localitie s an d state s tha t receiv e Ryan Whit e 
monies, prove d t o b e th e groun d wher e significan t disagreemen t ove r 
AIDS polic y an d reauthorizatio n strateg y emerged . Th e group' s origina l 
goals focuse d o n increasin g annua l C.A.R.E . Ac t allocation s i n th e firs t 
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five year s o f th e legislation . Durin g thi s perio d ne w citie s qualifie d fo r 
more o r additiona l funds , furthe r complicatin g th e group' s consensu s 
decision-making process . 

Individual localities , fo r example , disagree d abou t whethe r t o pursu e 
joint allocation s fo r cities  an d state s o r t o retai n th e 199 0 legislation' s 
practice o f providing individua l stream s t o qualifie d localitie s an d states . 
Single appropriation , som e argued , woul d merg e th e resource s o f citie s 
and states, yielding a robust, unified voic e for future congressiona l appro -
priations debates . Funde d states , som e o f which lacke d funded localities , 
feared profoun d neglect . Anothe r disput e emerge d aroun d usin g some -
thing calle d th e Medicar e Wag e Inde x withi n th e fundin g formul a a s a 
means fo r adjustin g allocation s o n th e basi s o f regiona l servic e costs , 
which some states felt favored area s with higher costs . 

As usual , difficul t time s serv e a s opportunitie s t o quer y th e goals , 
methods, an d membershi p o f advocac y organizations , a s inconvenient a s 
it usually seems. The members of the CAEAR Coalition found themselve s 
struggling wit h severa l additiona l issues , suc h a s retentio n o f it s single -
focus missio n statemen t a s wel l a s method s t o resolv e disagreement s 
about operatin g principles , whic h favore d consensu s an d restricte d indi -
vidual members ' autonomy . Cal l i t a n inabilit y t o addres s thes e difficul t 
issues, o r a n appropriat e focu s o n reauthorization ; eithe r way , th e coali -
tion postpone d addressin g thes e issue s unti l afte r reauthorization . Th e 
most obviou s fallou t o f thi s dissensio n wa s tha t multipl e point s o f vie w 
were expresse d b y AIDS advocate s o n Capito l Hil l durin g th e congres -
sional debates. A divided constituency is more easily thwarted. 

The CAEAR Coalition was not the only national voice driving reautho-
rization. Th e Huma n Right s Campaig n Fun d (HRCF ) commissione d a 
public opinion poll to study voter attitudes toward AIDS funding. HRC F 
hired th e Terrance Group , a  respected Republica n pollin g firm, an d Lak e 
Research, a  well-know n Democrati c pollster , t o stud y Americans ' atti -
tudes regardin g governmen t suppor t o f HIV/AID S care , research , an d 
prevention. I n sprin g 1995 , HRCF reporte d tha t broa d nationwid e sup -
port fo r AID S fundin g exist s amon g Democratic , Republican , an d inde -
pendent voter s — 77 percent wanted t o maintain o r increas e federal fund -
ing, wit h dee p suppor t i n ever y regio n o f th e countr y an d amon g al l 
religious subgroups . Seventy-eigh t percen t o f thos e polle d sai d tha t thi s 
is no tim e t o retrea t o n th e AIDS crisis , 56 percent sai d tha t the y woul d 
be les s incline d t o vot e fo r a  membe r o f Congres s wh o vote d agains t 
continued federa l fundin g fo r AID S care , an d 4 5 percen t sai d the y be -

|
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lieve the governmen t i s doing to o littl e to respon d t o AIDS, includin g a 
plurality o f the peopl e who vote d fo r Ros s Pero t i n th e 199 2 presidentia l 
election (Huma n Right s Campaig n Fund , Lak e Research , &  Terranc e 
Group, 1995). 

C.A.R.E. Act  Reauthorization 

Despite th e fractionate d AID S advocacy , i n 199 6 th e U.S . Congres s 
passed th e reauthorizatio n o f th e Rya n Whit e legislatio n tha t expire d 
in Septembe r 1995 . Give n tha t Rya n Whit e i s discretionar y spendin g 
(categorical gran t fundin g fo r nonentitiemen t programs ) an d tha t discre -
tionary spendin g ha s bee n unde r a n overal l ca p sinc e th e Budge t Ac t o f 
1990 (an y new money mus t com e from cut s to othe r existin g programs) , 
it is a small miracle that Congress and the President were able to agree o n 
the expenditure s tha t provid e additiona l fundin g fo r Rya n White' s dru g 
assistance program, ADAP. 

Medicaid 
The Socia l Securit y Ac t Amendment s o f 196 5 establishe d th e Medicai d 
program t o provid e healt h car e t o publi c assistanc e recipient s an d othe r 
qualified individuals . A s a n entitlemen t program , Medicai d benefit s ar e 
available to any person who meets statutory eligibility criteria. The entitle-
ment mechanis m was originally created t o reduce the disparitie s in medi -
cal care provided t o th e poo r tha t existe d amon g state s an d t o distribut e 
fairly the financial burde n o f such medical care. 

The federa l governmen t ha s establishe d mandator y service s tha t mus t 
be covere d b y Medicai d an d optiona l service s tha t ma y b e covere d b y 
Medicaid. Som e states , suc h a s Ne w York , provid e a  comprehensiv e 
Medicaid program tha t includes medical services that extend wel l beyon d 
the minimum mandator y level . 

Cost Shifting and  Cost  Containment 

The 1980 s produce d significant  federa l cutback s fo r mos t publi c welfar e 
services at the same time that need escalated and the number of individua l 
billionaires increase d conspicuousl y (Fabrican t &  Burghardt , 1992) . As a 
result, state s wer e force d t o reduc e services,  restric t eligibility , fin d way s 
of shifting expense s t o othe r entities , o r undertak e som e combinatio n o f 
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these. Man y state s succeede d i n decreasin g thei r financial  responsibilit y 
by shiftin g menta l healt h expenditure s t o th e federa l governmen t an d 
to localitie s b y convertin g service s t o Medicai d reimbursement . Thes e 
arrangements parceled the largest financial responsibility for mental health 
services to the federal government (50-8 0 percent) , then to the states (25-
10 percent) and , last, to local communities (25- 0 percent) . 

Despite th e Medicaidizatio n o f menta l healt h services,  man y states 5 

fiscal responsibilities continue d t o gro w a s tota l expenditure s grew . I n 
New York , fo r example , tota l menta l healt h expenditure s increase d fro m 
$2.7 billion i n 198 6 ($ 1 billion Medicaid) t o roughl y $ 4 billion ($ 2 billion 
Medicaid) b y the en d o f 199 3 (New Yor k Stat e Offic e o f Mental Health , 
1993). Consequenriy , man y state s engage d i n a  se t o f cost-containmen t 
practices, including : 

• Utilization  reviews:  State s se t regulator y standard s fo r recor d 
keeping an d services . Paymen t i s withhel d i f a n agenc y fail s t o 
meet standards . 

• Medicaid  utilization  threshold  systems: States impos e a n annua l 
limit o n outpatien t menta l healt h services . In 199 3 New Yor k se t 
a limit of forty visit s and sought to reduce the threshold to thirt y 
visits a  yea r later . Agencie s mus t submi t paperwor k t o secur e 
authorization fo r additiona l reimbursable visits. 

• Diagnostic  related  groups (DRGs):  Usin g grouping s o f specifi c 
"health" conditions , a  standar d maximu m numbe r o f visits/ser -
vices o r maximu m paymen t i s predetermined. Providers , namel y 
hospitals, ca n mak e mone y i f they decreas e th e numbe r o f visit s 
or the length of stay while collecting the standard payment. Whil e 
psychiatry i s excluded, thi s cos t containmen t measur e ca n creat e 
significant psychosocia l issue s relate d t o prematur e o r poo r dis -
charge planning . 

• Uniform  case  records:  States creat e recordkeepin g requirements , 
including progres s an d contac t notes , which ca n b e reviewe d t o 
determine inappropriate o r overextended services . 

• Certificates  of need:  To operat e ne w (an d sometime s expanded ) 
programming, state s requir e agencie s t o file  length y proposal s 
and secur e certificate s o f need . Th e stat e limit s fundin g fo r ne w 
certificates, thereby limiting development o f new programs . 
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The future of  Cost Containment: Medicaid Managed Care 
Now int o th e secon d decad e o f th e AID S pandemic , man y state s hav e 
filed federa l Medicai d waiver s t o conver t traditiona l Medicai d fee-for -
service system s int o state-ru n managed-car e programs . Th e individua l 
state programs hav e the potentia l t o alte r dramaticall y the healt h an d th e 
mental health care systems for persons living with HIV an d AIDS. 

The term managed care  refers t o a  variety of arrangements betwee n th e 
state an d privat e corporation s tha t manag e a n arra y o f services . Mos t 
state plan s recogniz e som e combinatio n o f th e followin g categorie s o f 
managed-care models : 

• Full-risk  capitation: Organizations receiv e a  per-patient (pe r cap -
ita, o r capitation ) paymen t t o provid e a  comprehensiv e se t o f 
benefits t o enrollee s an d assum e ful l financia l risk . Enrollee s 
select on e o f th e organization' s affiliate d physician s a s thei r pri -
mary car e doctor , an d al l specialis t service s (menta l health , sub -
stance abuse) , hospita l admissions , an d othe r service s mus t b e 
approved b y thi s provider/gatekeeper . Sinc e th e primar y car e 
provider's grou p pays , ou t o f it s capitatio n income , fo r mos t 
specialty services , provider s o r organizatio n "gatekeepers " ma y 
be reluctant to make or approve the referral . 

• Partial-risk  capitation: A grou p o f physicians agree s t o provid e a 
limited se t o f primary-car e service s t o th e enrollee s i n exchang e 
for a  monthl y capitatio n payment . A s wit h full-ris k capitation , 
the patien t select s a  docto r t o serv e a s a  primary car e provider , 
and tha t physician mus t approv e al l referral service s and hospita l 
admissions. Unlik e th e situatio n wit h full-ris k capitation , how -
ever, the group o f primary-care physician s bear s no financia l ris k 
for th e cos t o f service s i t doe s no t provid e direcdy . Thi s mode l 
usually ask s primary-car e physician s t o manag e specia l car e ser -
vices but doe s not pu t the m a t financial ris k for th e cos t of thes e 
services. 

• Enhanced  fee-for-serviccs: An individual physician agrees to serve as 
primary-care provide r an d a s cas e manage r fo r referra l service s 
but assumes no financia l risk . Instead, the physician is paid unde r 
a fee-for-service schedul e that includes additional payment for th e 
responsibility for managing specia l care services. 

It shoul d b e emphasize d tha t th e documente d cost-saving s benefit s o f 
managed car e a s describe d i n th e literatur e ar e base d almos t exclusivel y 
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on experienc e wit h full-ris k capitatio n plan s (Freun d e t al. , 1989 ; Lang -
well, 1990; Luft, 1978,1981) . 

Potential Benefits of Full-Risk Capitation  Plans 

From a  clien t perspective , manage d car e promise s greate r acces s t o 
health car e and greate r continuit y o f care, because a  single physician o r a 
small grou p i s available t o provid e primar y car e an d t o coordinat e othe r 
services. Theoretically , th e patien t ha s a  clearl y identifie d an d readil y 
available sourc e o f care when a  problem arises . He o r sh e i s not oblige d 
to see k ou t a n appropriat e specialis t o r clini c (an d pa y out-of-pocket ) o r 
forced t o utilize emergency rooms becaus e of a lack of relationship with a 
regular provider. In addition , there is evidence that members of capitation 
plans are more likely to receive preventive services such as immunizations, 
checkups, an d periodi c screenin g tha n ar e patients i n fee-for-service rela -
tionships. Thi s i s relate d t o th e financia l incentive s buil t int o capitate d 
systems, which focu s o n preventin g disease , thereby avoidin g cosd y hos -
pitalizations. 

The principal drawback , fro m a  client's perspective, is the requiremen t 
that initial contacts be restricted to a primary-care physician selected fro m 
the plan's "preferre d physicians 55 network. Thi s restriction o n freedo m o f 
choice i s typicall y redresse d i n tw o ways . First , patient s ar e give n a 
choice o f plans an d o f physicians withi n plans . Second , patient s wh o ar e 
dissatisfied wit h thei r chose n physician s ma y b e reassigne d t o anothe r 
physician withi n th e pla n o r ma y disenrol l fro m tha t pla n an d op t fo r 
another. 

Equally important ar e the benefit s tha t managed car e promises taxpay -
ers — those who pay for medica l and mental health care covered b y Medi-
caid. Numerou s studie s hav e demonstrate d tha t full-ris k capitatio n plan s 
provide healt h car e o f competitiv e qualit y an d a t a  significantl y lowe r 
cost. Th e cos t saving s estimate s ar e generall y i n th e rang e o f 2 0 t o 4 0 
percent. Th e saving s ar e achieve d i n tw o basi c ways . First , an d mos t 
significant, i s a  muc h lowe r rat e o f acut e hospitalizatio n an d shortene d 
average lengths of stay. Second, these plans conserve resources by limiting 
use o f referra l specialist s an d emergenc y rooms . Hospita l inpatien t an d 
emergency roo m us e (mos t cosd y services ) b y th e Medicai d population , 
for example , is higher in New York City than the national average . To the 
extent manage d car e shift s healt h car e awa y fro m inpatien t unit s an d 
emergency rooms, i t may be possible to save money. 
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A Critical  Analysis 
State managed-care plan s represen t blueprint s fo r a  monumental restruc -
turing o f th e menta l healt h an d AID S primary-car e systems , wit h th e 
most relevant application to the health maintenance organization (HMO ) 
industry (full-ris k capitation ) a s differentiate d fro m othe r managed-car e 
models. 

Some state plans exclude certain populations, such as the psychiatrically 
disabled (person s wit h majo r menta l illnes s wh o receiv e SS I disabilit y 
benefits) fro m managed-car e plans . Persons diagnosed with majo r menta l 
illness ofte n represen t th e vas t majorit y o f recipient s o f menta l healt h 
services an d creat e the vas t majority o f mental health expenditures . Mos t 
state plans, however, bestow blank-check authority on the HMO industr y 
to treat the health and the mental health needs of people living with HIV / 
AIDS, receivin g Ai d t o Familie s wit h Dependen t Childre n (AFDC ) o r 
Home Relie f (local aid to mosdy single poor adults , which some localities 
require t o b e repaid) . Ofte n state s mandat e tha t al l incidental behaviora l 
managed-care service s (menta l healt h an d substanc e abuse ) b e include d 
within th e HM O capitate d rate . Interestingl y enough , som e state s hav e 
suggested tha t "incidenta l use " b e define d a s les s tha n thirt y out-patien t 
visits and sixt y inpatient day s within a  one-year period . Thi s position ha s 
no clinica l foundation . Mos t states , unde r pressur e fro m th e nonprofi t 
provider group s an d AID S advocates , hav e mor e appropriatel y define d 
"incidental use." 

Nationally, th e majorit y o f person s livin g wit h HIV/AIDS , familie s 
receiving AFDC , an d adult s receivin g Hom e Relie f grant s wh o als o 
receive menta l healt h service s ar e serve d b y voluntar y nonprofi t menta l 
health clinic s i n thei r ow n communities . Thes e clinic s woul d b e mos t 
severely affected b y a state's managed-care plans. While collaboration wit h 
the HM O industr y t o develo p managed-car e an d special-car e (menta l 
health, substanc e use , menta l retardation , AIDS/HIV ) servic e deliver y 
models i s appropriate , ofte n th e term s lai d ou t i n stat e plan s appea r t o 
provide th e HM O industr y cart e blanche , without significan t stat e over -
sight. Further analysis yields what I consider to be significantly inadequat e 
public polic y wit h rea l potentia l t o overwhel m people' s lives , foste r sig -
nificant underutilization , an d increase long-term overal l costs. 

Often stat e plan s fal l significand y shor t o f satisfyin g thei r managed -
care policy objectives. When governors an d legislatures se t out to develo p 
and implemen t statewid e Medicai d managed-car e programs , the y ofte n 
base their agenda on five specific goals: 
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— Goal  1: To ensure that managed-cave  programs offer Medicaid recipi-
ents as wide a choice of primary care  and other medical service providers 
as possible. 
For Medicai d recipients , th e choic e o f a  managed car e provide r 
will be based largely on a n individual's primary needs a t the tim e 
of enrollment — medical needs, most likely. Mental health needs , 
however, ma y develo p o r becom e apparen t afte r th e individua l 
has enrolled i n a  plan, long afte r th e opportunity t o asses s his o r 
her unique needs in making a  provider choice . For mental healt h 
services, thi s situatio n wil l resul t i n litd e o r n o choic e a t al l — a 
result of serious consequence. For Medicaid recipient s with men -
tal health need s (especiall y HIV-related) , ther e ar e many uniqu e 
aspects o f treatmen t affectin g choic e o f provider , includin g cul -
tural competenc e an d th e availabilit y o f service in a n individual' s 
own community . Man y plan s ar e silen t o n o r hav e completel y 
ignored these issues. 

— Goal  2: To  promote more  rational  patterns  of  medical  and  health 
service utilization by  Medicaid recipients. 
Rational pattern s fo r menta l healt h servic e utilizatio n ar e ver y 
different fro m wha t would b e considered rationa l utilization pat -
terns fo r medica l an d healt h services . Unlik e othe r healt h care , 
psychiatric diagnosi s i s no t a  reliabl e predicto r fo r length , fre -
quency an d intensit y o f treatment . Assessmen t an d treatmen t o f 
mental healt h disorder s i s not linear ; man y factor s (a s expresse d 
by an integrated biopsychosocial/spiritua l mode l for treatmen t o f 
mental healt h disorders ) affec t th e scope , length, frequency , an d 
success o f treatment , ofte n leadin g t o unpredictabl e an d uneve n 
patterns o f usage . Whil e man y psychiatri c disorder s hav e a  bio -
chemical basis , thei r onset , course , an d prognosi s ar e uniquel y 
affected b y social, economic, and individual psychological factors . 
Also, t o nonmenta l healt h car e professionals , psychosocial , psy -
chological, psychiatric , an d medica l condition s ar e ofte n con -
fused, eve n unrecognized . I t i s precisel y fo r thi s reaso n that , 
when Medicar e an d Medicai d establishe d diagnosti c relate d 
groups t o implemen t prospectiv e paymen t system s fo r inpatien t 
care, psychiatric conditions were exempted . 

In addition , unlik e th e traditiona l medica l mode l wher e con -
sumers ar e ofte n passiv e recipient s o f service , effectiv e menta l 
health treatment require s the consumer to take an interactive an d 
dynamic role . T o addres s uniqu e issue s an d specia l needs , th e 
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community-based menta l healt h syste m ha s devote d itsel f fo r 
many year s t o developin g a  specialize d servic e deliver y syste m 
that include s the many element s tha t see k to ensur e qualit y care . 
Those element s includ e stat e licensin g o f providers , regulator y 
requirements fo r menta l healt h service , qualit y assurance , treat -
ment documentatio n an d utilization review , procedural an d sub-
stantive standard s fo r menta l healt h treatmen t plannin g an d on -
going treatmen t pla n updating , network s t o enhanc e continuit y 
of care , an d innovativ e progra m models . Stat e Medicai d man -
aged-care plan s propos e deliver y system s fo r menta l healt h ser -
vices tha t ar e largely un - o r underregulate d o r tha t simpl y omi t 
many of these critical elements. 

— Goal 3: To ensure quality of eare within managed-ear  e programs. 
First, the managed-care industry's knowledge base and experience 
is grounde d i n th e deliver y o f genera l medica l services,  no t i n 
comprehensive HIV/AIDS o r mental health services. Second, th e 
population i t has historically served is the white middle class, not 
the Medicaid population . The menta l health needs o f individual s 
who have relatively stable employment , wor k environment s wit h 
often generou s benefits , an d socia l support s ar e vasd y differen t 
from thos e of the Medicaid population . Third , the managed-car e 
treatment mode l i s base d o n th e deliver y o f servic e throug h 
narrowly define d channels , i s ofte n o f a  short-ter m nature , an d 
does no t integrat e multipl e systems . The menta l healt h need s o f 
the Medicaid population, especially those living with HIV/AIDS , 
dictate integratio n an d coordinatio n amon g a  whol e arra y o f 
service delivery system s t o addres s need s suc h a s assistance wit h 
housing, entitiements , famil y interventions , crime/victimization , 
and protectiv e o r permanenc y plannin g services . Ove r man y 
years, th e community-base d menta l healt h syste m ha s bee n 
uniquely designed to addres s these needs. Why do state s and th e 
federal governmen t assum e tha t th e managed-car e industr y 
would suppl y th e sam e qualit y servic e a s th e community-base d 
mental healt h system ? Certainly , experienc e ha s no t le d t o thi s 
assumption. Healt h car e refor m initiative s implemente d b y 1993 
show tha t n o stat e ha s a  demonstrate d mode l fo r successfull y 
incorporating AIDS health and mental health issues into its man-
aged-care program . 

— Goal 4: To  enhance access to  and availability  of mainstream medical 
care and services by Medicaid recipients. 
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Issues regardin g ho w t o provid e enhance d acces s fo r primar y 
health car e ar e ver y differen t fro m th e issue s tha t mus t b e ad -
dressed i n orde r t o enhanc e acces s t o menta l healt h care . Mos t 
state plans d o i n fac t attemp t t o addres s acces s to healt h car e fo r 
the Medicai d population , althoug h mos t ignor e issue s o f acces s 
to menta l healt h car e an d substanc e abus e treatmen t an d th e 
added stressor s associate d wit h HIV/AIDS . Person s seekin g 
mental healt h treatmen t i n th e genera l healt h car e syste m ofte n 
face stigm a an d discrimination , lac k o f coordinatio n wit h othe r 
systems, an d geographic , racial , an d cultura l isolation . Non-full -
capitation models would offer equa l access to health care withou t 
gerrymandering th e entir e menta l healt h syste m an d potentiall y 
jeopardizing acces s t o menta l healt h care . A  health-care-onl y 
managed-care model would also achieve this goal. Yet many states 
refuse t o explore models other than ful l capitation . 

— Goals: To  establish cost-effective  managed care programs. 
Some state plans have facilitated cost-effectiv e managed-car e pro -
grams b y integrating medica l an d menta l healt h car e within on e 
program. Othe r programs 5 cos t saving s ma y b e attribute d t o 
limited menta l healt h servic e deliver y motivate d b y the financia l 
incentive t o underserv e and/o r failur e t o provid e menta l healt h 
services due to unrecognized need . Furthermore , many plans fai l 
to addres s factor s tha t ma y neutraliz e anticipate d cos t savings . 
Do stat e plans , for example , tak e int o accoun t th e natur e o f th e 
Medicaid population' s utilizatio n patterns , th e fluidit y o f acut e 
episodes of crisis, the likelihood that this population wil l move in 
and ou t o f enrollment , an d th e probabilit y tha t th e Medicai d 
population ma y no t chang e th e wa y i t ha s traditionall y accesse d 
mental health services ? Whatever th e reasons for anticipate d cos t 
savings, thi s myster y remains : Wh y d o state s overwhelmingl y 
select ful l capitatio n t o addres s th e goa l o f cos t savings ? Wh y 
aren't ne w an d innovativ e services,  spli t capitation , globa l bud -
geting, o r othe r cost-controllin g mechanism s discusse d wit h th e 
existing nonprofi t menta l healt h secto r befor e undertakin g mas -
sive restructuring tha t benefit s profit-makin g enterprises ? 

In sum , thi s analysi s suggest s tha t man y managed car e plans fal l shor t 
of meeting the goals I  have enumerated. I n fact , th e issue of competitio n 
among HMO s ma y further imped e attainmen t o f these goal s by creatin g 
an environment where health rates are quoted s o low in order to secure a 
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contract tha t ultimately payments fo r specia l care , such a s psychiatric an d 
psychological services , will be used to offse t healt h cost overruns . 

Are we sure of the efficacy an d validity of the HMO model , o r ar e we 
experimenting wit h th e menta l healt h need s o f peopl e wit h HIV , poo r 
people, an d person s o f color ? Thi s experimentatio n risk s th e potentia l 
collapse of the existing nonprofit community-base d menta l health system . 
This analysi s suggest s tha t managed-car e plannin g ofte n ha s very little t o 
do with providin g th e special-car e service s tha t ar e needed fo r th e Medi -
caid populatio n an d everythin g t o d o wit h accommodatin g reimburse -
ment systems , creating profi t incentive s to underserve , an d political expe-
diency. 

Federal Block Grants: A New  Fiscal  Reality 

Finally, i t seem s probabl e tha t federa l bloc k grant s wil l b e debate d fo r 
some time , threatening a  shift o f federal healt h dollar s t o state s t o spen d 
as they see fit in terms of who will receive what services . 

Traditionally defined , bloc k grant s merg e multipl e federa l fundin g 
streams (encompassin g a  wide arra y of services) int o on e fundin g strea m 
that i s les s tha n th e fisca l su m o f it s individua l parts . The y ar e adminis -
tered by states, rather than by federal agencies , permitting great discretio n 
and flexibility with minimal oversight . 

Block grant s diffe r fro m entitiemen t an d categorica l program s i n sev -
eral ways. Unlike entitiemen t programs , block grant s ar e capped fundin g 
streams (tha t is , a  maximum amoun t o f mone y i s dictated ) tha t d o no t 
reflect change s i n populatio n need . Moreover , federa l program s funde d 
through bloc k grant s hav e broade r programmati c objective s wit h fewe r 
specifics tha n entitlemen t an d categorica l programs , an d the y eliminat e 
federal minimum eligibility , service, and provider choice requirements . 

The genera l rational e behin d bloc k grant s i s a  desir e t o decreas e th e 
number o f unfunde d mandate s o n state s an d localitie s an d t o increas e 
local programmati c flexibility.  Despit e thi s underlyin g polic y rationale , 
block grant s ofte n requir e localitie s t o mee t comple x programmati c re -
quirements an d t o financ e program s withou t increase d federa l assistance . 
While bloc k grant s hav e bee n a n integra l par t o f federa l ai d fo r th e las t 
twenty years , th e curren t scop e o f bloc k gran t discussion s represent s a 
fundamental shif t i n th e fisca l relationshi p amon g th e federal , state , an d 
local governments . 

The effec t o f bloc k grant s o n HIV/AID S menta l healt h fundin g ma y 
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look somethin g lik e this : An agenc y sensitiv e t o communit y needs , suc h 
as the nee d fo r additiona l HIV/AID S menta l healt h care , ma y currentl y 
seek mone y fro m severa l federa l fundin g streams , thereb y piecin g to -
gether a  package of care that responds t o the specia l needs o f its patients . 
If a Medicaid bloc k grant system is enacted, those various federal fundin g 
streams wil l not b e availabl e to tap . In fact , stat e legislators an d adminis -
trators ma y dictat e usag e o f th e poole d money , likel y no t respondin g t o 
the needs of special Medicaid populations . 

Tools for Advocacy 

By now th e carefu l reade r ha s realized tha t policy-making i n Washingto n 
and i n stat e capital s significantl y affect s menta l healt h practic e an d clien t 
care. The following suggest s several responses: 

• It  is  not  sufficient  just to  practice.  At minimum,  you  must  keep 
informed about HIV and  about  mental health policy issues. 

You should als o b e involved i n policy-making . Otherwis e yo u 
run the risk of having the service delivery system, which include s 
your practice , reshaped o r redirecte d withou t you r participation . 
Public policy affects you r practice and your client' s care. 

— Push you r professiona l organization s t o represen t you r need s 
in Washington an d a t state capitals . 

— Engage ( I didn't say lead) i n grass-roots community organiza -
tion and advocacy . 

• Don't  negate  the involvement of your clients  in  advocacy  because  you 
fear an  inappropriate  use of your professional  power or  interference 
with the therapeutic relationship. 

Staff an d supervisor s mus t resolv e thi s dilemma . Whe n i n 
doubt, why not ask your clients? I t is fundamental tha t al l helping 
relationships foste r clien t empowerment . Thi s require s knowl -
edge an d informatio n sharin g (form s o f power ) t o promot e th e 
client's self-voice . 

• Do  not wait for requests  for funding proposals  (RFPs) to land on  your 
desk. 

You should b e involve d i n th e proces s s o tha t yo u ca n shap e 
the RFPs . Th e optima l metho d i s b y havin g a  continuing goo d 
relationship wit h agencie s that affec t you r work. I n thi s relation -
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ship, projec t officer s an d other s wil l tel l yo u wha t i s occurrin g 
within th e agenc y an d wil l hel p yo u lobb y fo r fundin g fo r you r 
projects. I f you do not have that relationship yet , then learn ho w 
agencies tha t affec t yo u develo p fundin g priorities . Then , whe n 
the priority-creatio n proces s i s abou t t o start , visi t th e decisio n 
makers and tell them what your clients need . 

• In  the  realm of  practitioner accommodations, clinicians  must become 
proficient with a  world  of short-term, cognitive-behavioral,  and  out-
come-based modalities. 

This doe s no t mea n yo u mus t forg o long-ter m therapies . 
However, yo u nee d t o becom e knowledgeabl e an d skillfu l i n 
using short-term intervention s t o mee t specifie d goals . You must 
also lear n t o liv e with HMOs ' cas e managers , wh o ar e likel y t o 
try to get the most bang for very little buck . 

Clinicians mus t als o prepar e fo r "cas e management 5' tha t fo -
cuses on movin g th e clien t t o les s intensive service s an d demon -
strating outcomes , rathe r tha n cas e management tha t focuse s o n 
getting customized services for clients . 

• Agencies  need to assess their  ability  to  compete in  the  managed-care 
environment. 

Materials ar e readil y availabl e fo r suc h assessments . Consult , 
for example , the Cente r fo r Substanc e Abuse Treatment's (1994 ) 
Managed Healthcare  Organizational Readiness Guide and Checklist. 

Agencies that offer onl y one service or a  lot of that one service 
(horizontal integration ) ar e not attractiv e t o managed-car e com -
panies unles s the y represen t a  nich e o r serv e a  cultural/ethnic / 
linguistic or other identified specia l population. HMOs ar e inter -
ested in multilayer services that are in place and intensive enoug h 
to prevent hospitalization (one-sto p shopping) . 

— Agencies shoul d reac h ou t t o HMO s o r othe r network s seek -
ing contracts. 

— Agencies mus t stud y thei r managemen t informatio n system s 
to determin e thei r abilit y t o gathe r an d repor t dat a concur -
rently (rea l time, this week/month), no t retrospectively . Con -
sequendy, infrastructur e i s critical , an d agencie s wil l nee d t o 
build, buy, or lease it . 
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Conclusion 

People livin g wit h HIV/AID S alread y fac e incredibl e obstacle s i n ac -
cessing medical care , maintaining qualit y o f life, an d often simpl y surviv -
ing. While many politicians on the left an d the right agree on the need t o 
enact positive reforms, proposals to dismantle the Medicaid system are of 
grave concer n t o peopl e livin g wit h AIDS , thei r car e partners , friend s 
and families , healt h an d menta l healt h providers , and , ultimately , loca l 
communities an d state governments . 
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Afterword: Ne w Treatments , 
New Hopes , and New 
Uncertainties 

Mark G.  Winiarski 

In 199 6 somethin g extraordinar y occurre d i n th e clinica l car e 
of person s wit h HIV/AIDS , whic h ha d stagnate d afte r year s o f onl y 
moderate biomedica l gain s throug h th e us e o f zidovudin e (ZDV , AZT , 
Retrovir) an d many disappointing clinica l trials: The testing and licensin g 
of new kinds o f antiretrovira l drugs , an d the use of new combinations o f 
drugs, began to suggest that improved and longer lives were possible, and 
there wer e hint s tha t sometim e i n th e nea r futur e th e viru s coul d b e 
eradicated. 

It seeme d tha t everyon e kne w someon e whos e lif e ha d bee n renewe d 
by use o f a  newly licensed dru g o r a  combination o f drugs tha t include d 
newly license d antiretrovirals . Newspaper s wer e reportin g miraculou s 
recoveries fro m debilitatio n cause d b y HIV/AIDS . Som e person s wit h 
AIDS, usin g ne w combinatio n therapies , gaine d weight , foun d ne w en -
ergy an d improve d health , an d decide d t o g o bac k to wor k afte r month s 
or years of disability. Viatical services , which paid AIDS patient s fo r thei r 
life insuranc e policie s o n th e be t tha t the y would di e relatively soon , ha d 
to rethink their positions . 

A ne w moo d wa s everywhere . A  Bron x physician , wh o work s wit h 
HIV-positive patient s in a methadone program, reported tha t people who 
had shunne d zidovudin e wer e intrigue d b y th e combinatio n therapies , 
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and tha t medica l provider s wer e enthusiasti c abou t th e ne w drug s afte r 
years of prescribing zidovudine . 

Yet virtuall y al l knowledgeabl e person s modulate d thei r hope s an d 
expressed skepticis m o r plai n reluctanc e t o becom e disappointe d again . 
Very clos e t o th e surfac e o f th e optimisti c report s i s a  very complicate d 
reality, freighte d wit h remarkabl e psychosocia l an d spiritua l considera -
tions tha t wil l compris e a  larg e componen t o f menta l healt h car e fo r 
persons affected b y HIV/AIDS i n the next decade. 

"I'm ver y skeptica l abou t th e ne w clas s o f drugs . Perhap s thi s i s a 
defense mechanis m s o I  don' t ge t disappointed, " sai d on e HIV-positiv e 
man, a n advocat e fo r improve d HIV/AID S care . Whe n interviewed , h e 
was takin g a  proteas e inhibito r an d reporte d moderat e sid e effects . H e 
told me, "Even if I get better in the next three years, the protease inhibito r 
is not a  cure. I'm no t thinking about my retirement plans or the house I'l l 
be buying when I' m sixty . For m e the psychologica l aspec t o f al l this i s a 
balance betwee n m y knowledge , fears , an d hopes . Other s les s knowledg -
able tha n m e ma y grab ont o th e headlines . Thei r sens e o f hop e i s base d 
on a  lot of advertising." 

This ma n expresse d th e disconcertin g uncertaint y tha t mos t fel t i n 
reaction t o th e ne w drugs . Fro m th e beginnin g o f th e HIV/AID S epi -
demic, man y woul d see k t o mov e fro m uncertaint y t o a  psychologica l 
state o f knowing , typicall y sayin g somethin g lik e this : " I a m gla d no w 
that I  hav e been diagnose d wit h AIDS; the othe r sho e has fallen. No w I 
know wha t t o expect. " Late r i n th e epidemic , "knowing " wa s to o ofte n 
expressed b y wa y o f quotin g grou p statistics : x  percentag e numbe r o f 
infected peopl e wil l have symptom s b y year a;  y percentag e wil l b e dea d 
by yea r b.  Thos e group-base d numbers , whic h di d no t pertai n t o an y 
specific individual , seemed to offe r certainty . 

Psychologically, th e ne w therapie s retur n person s affecte d b y HIV / 
AIDS t o uncertai n times . Th e ne w therapies , rushe d t o marke t afte r 
limited testing , offe r grea t uncertaintie s i n exchang e fo r th e hope : I t i s 
unclear whethe r sid e effect s wil l forc e discontinuation . I t i s unknow n 
how lon g positiv e effect s wil l last ; prospect s o f continue d improvemen t 
can b e shattere d overnigh t wit h sid e effects , dropoff s i n efficacy , an d 
unforeseen consequences . Client s ma y embrac e th e ne w therapies , bu t 
always echoing in the psyche is the question, "Who knows?" 

Other psychosocia l repercussions of the new therapies are noteworthy : 

• Wil l everyone have access to these therapies, or wil l some peopl e 
be excluded ? Th e cos t o f a  year's therap y i n mid-199 6 wa s esti -
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mated t o rang e fro m $15,00 0 t o $20,000 . Wil l pharmaceutica l 
companies reduc e prices ? Wil l insuranc e companie s an d othe r 
payors, such a s Medicaid, decid e no t t o pay , leaving thes e drug s 
only to the wealthy and those in clinical trials? 

• Th e new regimens have rules tha t ar e difficult t o follow. Combi -
nation therapie s requir e man y pill s t o b e take n o n a  very stric t 
schedule, an d som e with meal s an d som e betwee n meals . Scien -
tists are concerned tha t poor adherenc e to regimens may increase 
the possibilitie s o f vira l mutations , leadin g t o drug-resistan t 
strains of HIV, a s occurred with tuberculosis . 

• Wil l som e classe s o f individual s b e automaticall y exclude d be -
cause o f problem s followin g dru g protocols ? Th e autho r o f a n 
op-ed piec e i n th e New  Tork  Times  ha s suggeste d tha t th e ris k 
of creatin g drug-resistan t mutate d strain s o f HI V ma y justif y 
withholding thes e drugs from "thos e who hav e demonstrated a n 
inability t o tak e medication s consistendy 55 (G . Rotello , Th e ris k 
in a  "cure " fo r AIDS , Jul y 14 , 1996 , sec . 4 , 17) . I f person s ar e 
excluded from availabl e therapies, they are likely to be the power -
less an d thos e alread y oppresse d an d deprive d o f to o man y re -
sources. As one physician said , c Tf that happens , they have ever y 
right to be pissed." 

• Thes e drug s hav e sid e effects . Wha t wil l b e th e psychologica l 
response o f someone who ha s to sto p these medication s becaus e 
of side effects ? 

• Th e long-term effect s o f these treatments ar e still unknown . 

Some point ou t socia l repercussions: Tha t th e new combinatio n treat -
ments may lull society into thinking tha t HIV/AIDS ha s been adequatel y 
addressed, thu s eliminatin g fundin g fo r alternativ e strategies . As danger -
ous may be the belief by some HIV-positive persons treated with the new 
therapies tha t thei r HI V ha s disappeare d an d the y ca n retur n t o unsaf e 
sexual practices. 

Professional Practice in  the  Next Decade 

Each o f thes e issues , an d man y more , wil l b e i n th e heart s an d o n th e 
minds o f HIV-affecte d client s wh o see k menta l healt h care , includin g 
psychotherapy, i n the year s ahead . Th e adven t o f these therapies an d th e 
psychosocial an d spiritua l implication s underlin e th e need t o b e not onl y 
compassionate but competent, utilizing the techniques and adapting mod-
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els o f car e describe d i n thi s book : Conceptualizin g HIV/AID S usin g a 
biopsychosocial model ; becomin g knowledgeabl e abou t th e medica l as -
pects of care; employing a "bending the frame" style of care that combine s 
psychotherapy wit h othe r aspect s o f neede d care , includin g suppor t o f 
adherence t o th e ne w therapies ; attentio n t o clients ' spiritua l aspects ; 
applying ne w model s o f car e tha t respon d t o clients 5 needs, an d compe -
tendy evaluatin g thos e model s an d clinica l practice s t o determin e wha t 
works and why. 

Practitioners wil l need t o kee p curren t wit h th e pac e o f new scientifi c 
developments. On e practica l too l fo r maintainin g knowledg e i s th e we b 
site of the National AIDS Clearinghouse . With a  computer, modem , an d 
web access , i t ca n b e reache d b y typin g http://www.cdcnac.org . Thi s 
bulletin boar d ha s link s t o man y source s o f information , an d on e ca n 
search several databases using its gopher. (Se e also Appendix B. ) 

Tools for Clinical  Practice 

Skillful provider s wil l respon d t o th e ne w therapie s b y considerin g th e 
following: 

• As  with  all  aspects of HIV/AIDS care,  the skillful practitioner should 
know his or her opinions and feelings related to the psychosocial aspects 
of the  new  therapies  —feelings regarding quality  versus  quantity of 
life, hope  versus skepticism, among other  aspects  —but will  refrain 
from influencing  the client. 

One exampl e ma y indicat e ho w a  clien t ma y b e injure d b y a 
therapist's attitudes . Let' s sa y that th e therapis t i s a  believer tha t 
life shoul d hav e qualit y rathe r tha n quantity , an d tha t th e thera -
pist i s fairl y clea r wha t qualit y entails . Th e clien t facin g thi s 
therapist i s unfamiliar wit h quality of life a s the therapist concep -
tualizes it. The client may want to live long simply because that is 
a tenet o f his o r he r religion . The clien t may want t o live , in th e 
hope of a cure, despite being a  chronic drug user. The client may 
want t o liv e t o se e childre n gro w older , eve n i f his o r he r exis -
tence seems marginal. I f the therapis t were to engage in a  debate 
over the client3s quality of life, or suggest in some subde way that 
the client' s lif e i s subpar , i t coul d b e experience d — accurately — 
as a n attack . Th e revers e ma y als o b e true : A  client' s lif e ma y 
appear to the therapist to have quality, but may seem poor to th e 
client. 
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The skillfu l therapis t know s tha t attitude s an d opinion s abou t 
issues suc h a s qualit y o f lif e ar e personall y an d idiosyncraticall y 
derived, an d tha t therap y i s no t abou t foistin g one' s opinion s 
onto clients . 

• The  client  may  need  help  with his  or  her  cost-benefit  analysis.  The 
therapist should ensure  that  psychosocial/spiritual  variables  are in-
cluded. 

Everyone make s a  cost/benefi t analysis , o r trie s t o sideste p 
one. The therapist's delicate task is to assis t the client in weighing 
all of his or her unique variables, and not to tilt the scales unfairly . 

In respons e t o headline s an d marketing , client s ma y wan t t o 
rush, unthinking , int o us e o f ne w therapies . Or , alternatively , 
some ma y say they can' t make a  decision, which i s a  decision, o f 
sorts, i n itself . I f th e ne w therapie s ar e availabl e t o a  particula r 
client, th e therapis t shoul d rais e th e issu e i f i t doesn' t surface . 
Then, therapeutic tasks may include: 

— Exploration o f takin g a  ne w therap y i n th e contex t o f th e 
larger questio n o f the client' s philosoph y regardin g qualit y o f 
life versus quantity of life. This can lead to very rich discussion. 
It surel y i s appropriat e fo r th e therapis t t o as k such thought -
provoking question s as , "Wha t d o yo u value , abov e al l 
things?" or "Wit h your partne r dead , you seeme d no t t o hav e 
much motivatio n t o continu e living . Does tha t influenc e you r 
decision to bypass the new therapy?" 

— Discussion regardin g th e client' s attitude s specifi c t o th e ne w 
therapies. I s th e clien t suspicious , a s man y wer e regardin g 
AZT? Wha t ar e th e client' s motivation s regardin g participa -
tion o r nonparticipation ? Doe s th e clien t reall y wan t t o tak e 
these medications o r i s he o r sh e responding t o externa l pres-
sures? What ar e those pressures ? 

— Does the clien t have accurate information upo n whic h t o bas e 
a decision? 

— Is th e decisio n affecte d o r delaye d b y a  moo d disorde r o r 
continuing substance abuse that requires attention ? 

— Is the client sufficiendy motivate d for a  difficult protocol ? Ca n 
the clien t enlis t suppor t fro m family , friends , an d other s i n 
maintaining motivation ? 

— Can th e therapist , o r th e agency , creat e suppor t group s o r 
other activitie s to assis t clients with difficul t dru g regimens ? 
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— What i s th e client' s spiritua l interpretatio n o f th e availabilit y 
of th e ne w treatments ? I s th e availabilit y o f th e ne w therap y 
seen as a new opportunity fo r spiritua l work? 

• The  therapist must help  the  client balance hope and new  uncertainties 
created by the new therapies. 

The ne w therapie s offe r hope , whic h ma y b e perceive d b y 
some a s a  da y a t a  tim e an d b y other s a s tw o o r thre e year s o f 
renewed life . Bu t man y client s mi x skepticis m wit h thei r hopes . 
This balancin g ac t i s stressful . On e admit s tha t contro l i s relin -
quished to factors unknown . On e takes a leap into the unknown . 
Psychotherapy ca n provid e grea t assistanc e i n thi s process , pro -
viding a  mediu m fo r discussin g an d creatin g th e balance , an d 
supporting the client when the emotional balanc e is upset. 

This assistanc e wit h balanc e shoul d als o exten d t o a  client' s 
family an d friends . The y too ar e balancing , an d thei r feelings ar e 
shifting. A  therapis t tell s th e stor y o f a  mother wh o readie d he r 
children for he r death , bu t then bega n a  new drug an d improve d 
markedly. 

• Mental  health  practitioners should assist clients who choose these thera-
pies to adhere to their complicated drug treatment  protocols. 

Patients fin d i t difficul t t o retai n complicate d information . 
Many clients will need assistance to understand their complicate d 
therapies an d t o adher e t o th e protocols . Medica l practitioner s 
are finding  tha t i t is insufficient t o explain the regimens just once. 
The clien t ofte n ha s t o hea r abou t th e differen t aspect s man y 
times. Psychosocial practitioners ca n assis t with this . 

Therapists should become active helpers of their clients ' adher-
ence to new therapies . Those who work in medical settings , such 
as tha t describe d i n chapte r 13 , may want t o wor k wit h primar y 
care provider s t o creat e system s tha t suppor t adherence . Fo r 
example, at Montefiore Medica l Center , the medical director o f a 
primary car e progra m i n th e Substanc e Abus e Treatmen t Pro -
gram an d a  psychologist ar e making plans t o suppor t patient s i n 
taking protease inhibitors , an d th e patients ar e responsive. Men -
tal health practitioner s shoul d conside r th e followin g supportiv e 
strategies: 

— Creation o f therapy adherence suppor t groups . 
— Creation o f buddy systems , in which tw o o r more peopl e ca n 

telephone eac h other continuall y to remind eac h other t o tak e 
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medication an d t o provid e suppor t t o on e anothe r whe n en -
ergy flags. 

— Creation o f family-oriente d support , i n whic h partners , 
spouses, siblings, and others ar e enlisted to assis t adherence . 

— Assistance with creatio n o f reminder systems , such as refriger -
ator an d medicin e cabine t chart s an d us e o f items suc h a s pil l 
boxes with alarms . 

— Brainstorming an d focus grou p session s with client s may pro-
vide useful suggestion s regardin g support . On e colleague sug -
gested enlistin g th e assistanc e o f bodega  shopkeepers i n th e 
Bronx, who woul d b e urged t o as k their customers , "Did yo u 
take your medication? " 

• If  clients  are excluded  from therapies,  they will  be  enraged.  The 
therapist will be a lighting rod  for that  rage. 

The client s likely to b e excluded from ne w therapies ar e likely 
to b e thos e exclude d fro m man y resource s an d opportunities . 
These ar e the poor , thos e o f minorit y race s an d cultures , peopl e 
who have come to this country without adequate documentation , 
and persons who hav e addictions . The rag e of the disadvantage d 
is all around us , and majority-culture individual s woul d notic e i f 
we were to drop our defenses . 

The HIV/AID S clien t exclude d fro m ne w therapie s wil l b e 
rageful, havin g experience d ye t anothe r assault . Th e therapis t 
must absor b th e client' s rag e an d neve r negat e it . Th e therapis t 
cannot excus e or defen d th e realities of our societ y and definitel y 
should no t dismis s th e clien t wit h a  statemen t suc h as , "Mayb e 
next time.53 

• Clients  who  improve with the  combination  therapies  will  face issues 
long put off. 

Many HIV-infecte d individuals , facin g wha t t o the m wa s a 
certain death, opted out of many routine and troublesome aspect s 
of life . Som e exceede d thei r credi t car d limit s an d faile d t o pa y 
bills. Others di d no t pa y income taxes . Many isolated themselve s 
from famil y members , acquaintances , an d friends . An d som e 
detached themselve s fro m thei r spiritua l leanings . Then , the y 
found tha t th e ne w therapie s renewe d thei r bodies , an d the y ar e 
now concerne d abou t renewin g thei r psychological , social , an d 
spiritual lives as well. 

Psychotherapy issues may include: 
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— Financial matter s suc h a s debts , includin g lac k o f paymen t t o 
medical providers , an d taxes . Many area s have credi t counsel -
ing service s which mediat e betwee n client s an d creditors , an d 
a referra l ma y b e appropriate . Regardin g taxes , a  clien t ma y 
want t o consul t a  ta x attorney . Thos e unabl e t o pa y fo r a 
consultation ma y see k tax advic e through legal-aid-typ e orga -
nizations. 

— Psychological issue s suc h a s continuin g substanc e abuse , un -
treated or otherwise ignored disorders such as depression, self-
neglect in nutrition, an d home environment . 

— Social issue s suc h a s famil y members 5 feeling s regardin g th e 
new healt h status . I f famil y an d friend s wer e relatin g t o th e 
client as if he or she were imminently departing, with a  variety 
of possibly mixed feelings , th e socia l circle will have to adjus t 
to a  relatively healthier family member or friend. Th e healthie r 
person may demand more power in the family system, thereb y 
destabilizing it . Ol d roles , abdicate d du e t o poo r health , ma y 
have t o b e fough t for . And , o f course , i f the ne w treatment s 
fail, famil y an d socia l system s wil l b e destabilize d onc e more , 
with the client possibly blamed for th e continuing upset . 

— Spiritual issue s suc h a s neglec t o f one' s sens e o f immanence , 
feelings o f despai r a s someon e overlooke d b y th e creator , 
rage an d dismissa l o f God , an d self-hat e base d o n religiou s 
teachings. A s noted i n chapte r 4 , intractabl e spirituall y base d 
problems may require a  referral t o an empathic clergy person. 

• Those  who have a renewed life may want to  plan again. 
Perhaps many of us would welcome an opportunity t o reente r 

life, taking the opportunit y t o d o i t in new ways — with less fear , 
with mor e lov e for sel f and mor e regar d fo r others . While mos t 
of us , includin g som e clients , woul d lik e t o believ e tha t th e 
extended life offer s a  chance for a  psychological "makeover, " i t is 
more likely that individuals will return to old patterns. Neverthe-
less, opportunitie s fo r adjustmen t ar e available , an d th e renewa l 
should includ e th e possibilities . The therapis t ma y explor e thes e 
areas, being certain that the client is not perceiving a demand: 

— Ask the client what his or her ideal self is and who, or how, h e 
or sh e would rathe r be , even ove r a  short time . Explore barri -
ers t o desire d improvement . Hel p th e clien t identif y jus t on e 
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small are a o f improvemen t tha t h e o r sh e wishe s t o tackle . 
Make this small improvement a n early therapeutic goal . 

— If th e clien t believe s relationship s nee d attention , th e clien t 
will need t o evaluat e hi s o r he r availabl e emotiona l resource s 
that ca n be allocated to repair , a s well as barriers to hoped-fo r 
changes. On e possibl e barrie r ma y be tha t th e othe r perso n i s 
not capable of a relationship. 

Moreover, th e therapis t shoul d b e aware o f his or he r ow n 
fantasies regardin g reunions an d not make them the client's . 

— Allow th e clien t t o d o som e concret e plannin g tha t ma y in -
volve financia l matters , schedulin g o f importan t events , re -
maining o r moving , workin g o r not . I n al l cases , exploratio n 
of the feelings an d motivations ar e key. 

• The  belief of some who have found renewed  lives is that they  have been 
"saved" by  God.  This  opens  a  door  for exploration  of their  spiritual 
lives. 

As Siste r Pasca l Confort i note s i n he r essa y o n spiritualit y 
(chapter 4) , th e therapist' s tas k i s not t o mak e judgments abou t 
the client's expressions of spirituality but to appreciate the client' s 
revelation o f somethin g deepl y personal . Th e therapis t shoul d 
listen and be open to the expressions. With the door o f conversa-
tion abou t spiritualit y open , muc h ca n b e discussed , includin g 
the client' s spiritua l histor y an d ho w h e o r sh e want s t o liv e 
spiritually in the extended life . 

The therapis t shoul d anticipat e a  crucia l issu e i f th e clien t 
interprets positiv e medica l result s a s divin e intervention : Wil l 
negative medical effects als o be interpreted as divine intervention? 
And wha t wil l that mea n t o th e client ? Wil l i t mea n tha t Go d i s 
displeased and punishing him or her? 

• Until  more  is  known,  clients  should be  counseled  to use  safer  sex 
techniques regardless of their viral load measurements. 

"My vira l loa d tes t indicate d n o measurabl e HIV . S o wh y 
should I  us e a  condom? " Tha t i s a  questio n likel y t o b e raise d 
coundess times . 

There ar e two approaches , which ultimatel y converge , t o thi s 
question. Th e firs t i s a n exploratio n o f al l th e issue s th e clien t 
experiences aroun d safe r se x practices. As indicated i n chapter s 8 
and 11 , these issue s ar e complicate d an d important . Th e clien t 
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should understand why he or she wants to dispense with safer sex 
practices. Th e secon d approac h involve s a  concret e response : 
Until th e time when scientist s ar e certain tha t HI V ca n be eradi -
cated from th e body , infected person s mus t continu e to use safe r 
sex techiques . Whil e measurabl e HI V ma y no t b e foun d i n th e 
blood, scientists believe it nevertheless is still present in the body . 
I ten d t o thin k tha t client s know th e concret e response , bu t tha t 
psychodynamic issues propel them into unsafe areas . 

These are just a  few of the issues that ar e already being discussed as we 
enter th e epidemic' s ne w er a o f hop e couple d wit h uncertainty . I f thes e 
issues and others discussed in this book have intrigued you or moved you, 
if you r hear t ha s foun d it s plac e i n HIV/AIDS-relate d menta l healt h 
practice, the n I  invit e yo u t o joi n th e man y compassionat e an d skillfu l 
practitioners in this field. 



Appendix A: Medical Prime r 

What Is a Virus? 
A viru s i s a  "nuclei c aci d molecul e tha t ca n invad e cell s an d replicat e 
within them 55 (Joklik , 1988 , 1). Joklik5s tex t note s tha t viruse s ar e consid -
ered to have some attribute s o f life, bu t term s suc h as organism and living 
are inapplicable . "Isolate d viru s particle s ar e arrangement s o f nucleic an d 
protein molecule s wit h n o metabolis m o f thei r own ; the y ar e n o mor e 
alive tha n isolate d chromosomes . Withi n cells , however , viru s particle s 
are capabl e o f reproducing thei r ow n kin d abundandy 55 (Joklik , 1988 , 1). 
For a  popular discussio n o f viruses , se e Radetsky' s The  Invisible Invaders 
(1991). 

What Is the Human Immunodeficiency  Virus  (HIV)? 
The viru s w e cal l HIV , HIV- i bein g th e mos t common , belong s t o a 
group o f viruse s calle d retroviruses . Retroviruse s ar e compose d o f tw o 
strands o f single-strande d ribonuclei c aci d (RNA ) surrounde d b y a  fatt y 
envelope. HIVs envelop e and its surface protein s help i t enter other cells . 
Although HI V i s believed to attac k many kinds o f cells by attaching itsel f 
at receptors , o r "docks, 55 it s infectio n o f T-helpe r cell s ha s receive d th e 
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most attention . T-helpe r cell s ar e als o calle d CD 4 o r CD 4 + T-lympho -
cytes, so named fo r th e specifi c surfac e molecul e (Cluste r Designatio n 4 ) 
that serve s a s th e "dock " fo r HIV . Afte r docking , HI V fuse s wit h a 
protein o n th e T-helpe r cell . Onc e fused , th e content s o f th e viru s ente r 
the T-helpe r cell . On e o f thes e contents , a  vira l enzym e calle d revers e 
transcriptase, produce s fro m th e vira l RNA firs t a  single stran d an d the n 
a doubl e stran d o f deoxyribonuclei c aci d (DNA) . Thi s DN A i s calle d 
provirus an d i s integrate d i n th e hos t cell' s geneti c code . Fro m thi s 
incorporated provirus , ne w vira l RN A i s transcribed . Vira l protein s fol -
low, and new complete virus particles begin to bud of f from th e host cell . 
Ultimately, the T cel l playing host to such viral replications is destroyed . 

How Does Someone Get HIV? 
HIV exist s in bodily fluids.  Infectio n ca n occur when th e bodily fluids  o f 
an HIV-infecte d perso n ar e pu t i n another' s body . Thi s happen s i n th e 
following ways: 

• During  sex.  Also, ther e hav e bee n reporte d case s o f HI V trans -
mitted by artificial inseminatio n with infected semen . 

• Through  injection  drug use.  Risk occur s whe n a n HIV-infecte d 
person uses a syringe to shoot up and leaves some infected bloo d 
in it , an d anothe r perso n the n use s th e sam e syringe , thereb y 
injecting infecte d bloo d along with the drugs . 

• From  the infected mother to the fetus. Becaus e of the presence of the 
mother's anti-HI V antibodies , al l babie s bor n o f HIV-infecte d 
mothers tes t HIV-positive immediatel y afte r birth . The mother' s 
antibodies graduall y disappea r an d fro m 1 3 to 3 0 percent o f th e 
babies subsequentl y develo p thei r ow n antibodie s an d ar e foun d 
to b e truly HIV-infected . A  major stud y has shown tha t i f preg-
nant wome n tak e zidovudin e durin g th e pregnanc y an d child -
birth, and if the baby takes it during its first weeks of life, the risk 
of th e baby' s becomin g HIV-positiv e itsel f i s substantiall y re -
duced (Center s for Disease Control, 1995). 

• Through  breast-feeding from the infected mother to the baby. 
• By  way  of  receipt  of blood  and blood  products that  have  not  been 

screened for the  presence of HIV  Routin e testin g i n th e Unite d 
States has decreased this risk to negligible size. To avoid even that 
risk, surgeon s wh o pla n procedure s sugges t tha t patient s stoc k 
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their ow n bloo d fo r transfusion , a  procedure know n a s autolo -
gous transfusions . Ther e have been report s fro m othe r countrie s 
that companies have failed t o test blood products , thus endanger -
ing recipients . 

What Is the HIV Test? 
Commonly use d HI V test s screen no t fo r th e viru s bu t fo r th e antibod y 
to th e virus . Thus , thos e wh o tes t positiv e ar e sometime s referre d t o a s 
HIV antibody-positive . 

When routine testing is done, blood is taken from th e individual. Then 
an enzym e immunoassa y (EIA ) o r enzyme-linke d immunosorben t assa y 
(ELISA) i s conducted . Whe n antibodie s t o HI V ar e detected , anothe r 
test i s used to confir m th e result . The secon d tes t i s either a  Western blo t 
(WB) o r immunofluorescenc e assa y (IFA) . Whe n thi s secon d tes t con -
firms a  positive result, the individual is told that he or she is HIV-positive. 

When don e competently , thes e test s ar e ver y accurate . I n a  stud y o f 
EIA an d W B testin g o f 630,19 0 unit s o f blood fro m 290,11 0 donors , th e 
rate of obtaining a  result that falsely indicated someone was HIV-positiv e 
was 0.0006 (MacDonal d e t al.  1989). 

Individuals ca n purchas e a  tes t ki t an d the n sen d a  specime n t o a 
laboratory wit h a  code , subsequentl y learnin g thei r result s b y phone . 
Proponents o f home testing argue that thi s test will allow more individu -
als t o kno w thei r HI V status . Critic s sa y tha t emotiona l suppor t i n th e 
event of a positive result, as well as prevention counseling, will be unavail-
able or less effective . 

All test s fo r antibodie s ar e limite d b y th e necessit y fo r th e antibodie s 
to b e present. A person infecte d wit h HI V ma y take up t o si x months t o 
produce antibodies . A n antibod y tes t durin g thi s perio d ma y indicate , 
falsely, tha t the person i s HIV-negative. 

Is There Any Direct  Measure of HIV in  a Person's Blood? 
Scientists hav e bee n askin g why a  person wit h a  low T-helpe r cel l coun t 
may d o bette r physicall y tha n someon e wit h mor e T-helpe r cells . I t ha s 
been suggested tha t the amount o f HIV i n a person's body — called ccviral 
load35 — may hav e mor e t o d o wit h health , a t leas t fo r som e individuals . 
While their role in clinical practice is not yet established, tests of viral load 
are likely to play an increasingly important rol e in the next few years. 
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What Is Acquired Immune Deficiency Syndrome (AIDS)? 
AIDS is "the most severe manifestation o f infection" with HIV, accordin g 
to the federal AIDS Treatment Informatio n Servic e (1995 , i). 

The Center s fo r Diseas e Contro l an d Preventio n i n 199 3 revise d th e 
diagnostic criteri a fo r AID S i n adult s an d adolescents . Person s who hav e 
HIV, n o symptom s bu t a  T-helpe r cel l coun t belo w 20 0 hav e AID S 
(Centers for Diseas e Control , 1992) . In addition , a n HIV-infected perso n 
with on e o f twenty-si x AIDS-definin g illnesse s als o would b e diagnose d 
with AIDS. These twenty-six condition s includ e pulmonary tuberculosis , 
recurrent pneumoni a an d invasiv e cervica l cancer , HI V wastin g syn -
drome, Kaposi' s sarcoma , Pneumocystis ccwinii  pneumonia, an d toxoplas -
mosis of the brain . 

What Are T  Cells,  and  What Is Their Importance in 
HIV/AIDS? 
T cell s are white blood cell s that ar e involved in immune reactions . There 
are three categories of these cells: helper, killer , and suppressor . 

Those concerne d wit h HIV/AID S hav e paid mos t attentio n t o th e T -
helper cell . This cel l helps orchestrate th e immune respons e an d serve s as 
a biomedica l marke r o f immun e functioning . Th e HI V dock s o n th e T -
helper cells , takes them over , and subsequendy kill s them. With the deat h 
of these cells comes a  decrease in immune functioning . 

How Do Medical Staff Monitor Immune Functioning? 
The T-helper, o r CD4, count , is a widely accepted — although not idea l — 
marker o f immun e function , an d th e diminishmen t o f T-helpe r cell s i s 
viewed a s a n importan t sig n o f diseas e progression . Normall y a  perso n 
has i n exces s o f 80 0 T-helpe r cell s per cubi c millimete r o f blood . (Whe n 
someone says , CT have 20 0 T-helpe r cells, " he o r sh e means 20 0 cell s pe r 
cubic millimete r o f blood. ) Ove r th e cours e o f infection , th e numbe r o f 
T-helper cell s decrease s a s the cell s ar e killed . Whe n th e coun t drop s t o 
fewer tha n 20 0 cells/cubi c millimeter , a n infecte d perso n i s classifie d a s 
having AIDS. 

In additio n t o th e absolut e numbe r o f T-helpe r cells , which ca n var y 
from tes t to tes t for man y reasons, including presence of other infections , 
medical staff also monitor the percentage of T-helper to total T cells . Total 
T cel l levels remain relatively stable, although T-helper cell s may die. 



Medical Primer |  33 9 

What Are Opportunistic  Infections? 
Opportunistic infection s ar e infections "tha t caus e disease with increase d 
frequency and/o r o f increased severit y among HIV-infected persons , pre-
sumably becaus e o f immunosuppression " (Kaplan , Masur , Holmes , 
McNeil e t al. , 1995 , p . Si) . Th e author s lis t mor e tha n 10 0 organism s 
that cause opportunistic infections , includin g viruses, bacteria , fungi , an d 
protozoa. 

Common opportunisti c infection s i n persons with AIDS includ e Pneu-
mocystis carinii  pneumonia , cause d b y a n organis m tha t i s geneticall y a 
fungus bu t i s regarded a s a parasite; retinitis , caused by cytomegalovirus ; 
candidiasis, caused b y fungus; an d toxoplasmosis , caused b y a  protozoa n 
parasite. Th e caus e o f Kaposi' s sarcoma , anothe r OI , i s hotl y debated ; 
although i t is a cancer, there seems to be a viral contribution t o its causes. 
Persons with AIDS als o get malignancies a t a  rate that fa r exceed s that i n 
the norma l population . Invasiv e cervica l cance r an d lymphom a ar e tw o 
malignancies seen in persons with AIDS. 

What Are the  Treatments for Opportunistic  Infections? 
Most OI s hav e a  specifi c treatment . An d wit h improvement s an d ne w 
discoveries, thes e chang e often . Dependin g o n medica l circumstances , 
there ar e an y numbe r o f protocol s fo r treatmen t of  Pneumocystis  carinii 
pneumonia alone . Thi s are a i s very comple x an d eve r changing , an d i t i s 
suggested tha t menta l healt h provider s discus s thei r question s regardin g 
medical treatment with trusted medica l providers . 

WhatlsAZT? 
AZT was the first major dru g discovered to have an effect agains t HIV. I t 
is als o no w commonl y calle d zidovudin e (ZDV ) o r Retrovir . I t i s i n a 
class o f drug s calle d revers e transcriptas e inhibitors , whic h als o no w 
includes ddl an d ddC. Originally used alone , it is credited with extendin g 
the longevit y o f man y person s wit h AIDS . I t i s no w studie d an d mor e 
widely use d i n combinatio n wit h othe r drugs . Som e individual s d o no t 
tolerate zidovudine , complainin g o f nausea , fatigue , malais e an d insom -
nia. Mos t i f no t al l patient s treate d wit h zidovudin e fo r a  lon g tim e 
develop som e resistanc e t o it , althoug h th e clinica l significanc e o f thi s i s 
not alway s clear . Zidovudin e ha s sid e effects , includin g a  reductio n i n 
white and/o r red blood cel l counts. 
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What Are Protease Inhibitors? 
Protease inhibitor s ar e a  newe r clas s o f drug s tha t attac k HI V a t a 
different poin t i n th e reproductio n proces s tha n doe s zidovudine . Typi -
cally, a protease inhibito r i s prescribed alon g with othe r drug s t o creat e a 
many-pronged attac k on the virus. This results in drug regimens requirin g 
fifteen o r more pills daily. At least initially, protease inhibitors were priced 
at thousands of dollars for a  year's supply . 

What Is the Typieal Medical Treatment for an HIV-infected 
Person Who  Has No Symptoms? 
The typica l treatment strateg y has two components . The firs t i s an attac k 
on the virus's replication process; the second is prevention o f opportunis-
tic infections . 

The attac k o n vira l replication i s typically accomplishe d throug h com -
bination therapie s — simultaneous us e o f differen t type s o f drug s t o dis -
rupt replicatio n a t various stages of the process. 

The U.S . Public Health Servic e and th e Infectiou s Disease s Societ y o f 
America hav e issued extensiv e guideline s fo r preventio n o f opportunisti c 
infections. Thes e guideline s appeare d i n Clinical  Infectious  Diseases, and 
reprints ar e availabl e fro m th e Nationa l AID S Clearinghous e (Kaplan , 
Masur, Holmes , McNei l e t al. , 1995 ; Kaplan, Masur , Holmes , Wilfer t e t 
al., 1995; USPHS/IDSA Preventio n o f Opportunistic Infection s Workin g 
Group, 1995) . Standard-of-care recommendation s includ e medication s t o 
prevent the opportunistic infections Pneumocystis carinii, toxoplasma gondii, 
and tuberculosis, and often mycobacterium  avium comple x as well (Kaplan , 
Masur, Holmes , Wilfert, e t al. , 1995). 

How Long Does It Take  for a Person to Get AIDS after 
HIV Infection? 
The time from infectio n wit h HIV unti l the emergence o f AIDS i s called 
the incubatio n period . Ou r understanding s o f incubation period s a s well 
as of survival times afte r th e firs t opportunisti c infectio n occur s ar e base d 
on statistica l analyse s o f group s o f infecte d individuals . Fo r an y specifi c 
person the time course of the disease is unknowable. 

Osmond (1994a ) notes that "rates of progression to AIDS are very low 
in th e firs t tw o year s afte r infectio n an d increas e thereafter 55 (p . 1.7 -
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4). Bacchett i an d Mos s (1989) , usin g Sa n Francisc o data , indicat e tha t 
progression rate s increase for seve n years, when the estimated probabilit y 
of developing AIDS is 8.2 percent, afte r whic h they drop slightly . 

Many factor s ma y affec t a n individual' s incubatio n period . Som e o f 
these factor s (calle d cofactors ) propose d b y scientist s includ e othe r vi -
ruses, such as cytomegalovirus and Epstein-Barr virus, bacterial infections , 
and sever e malnutrition . Other s hav e suggeste d tha t emotiona l welfar e 
and hope can play a part. Osmond (1994a ) note s that "some persons hav e 
not manifested AID S or progressive immunosuppression afte r mor e tha n 
a decade of infection, an d their eventual fate is unknown" (p . 1.7-1). 

How Long Will a Person Live after His or Her First 
Opportunistic Infection? 
Again, statistical analyses of group information d o not describe or predic t 
any singl e individual' s experience . AID S ofte n le d t o deat h i n les s tha n 
one year early in the epidemic. Now, due to the availability of zidovudine, 
combination therapies , an d Pneumocysti s prophylaxis , longevit y ha s in -
creased dramatically. Osmon d (1994b) , writing before proteas e inhibitor s 
were licensed , note d tha t afte r th e firs t opportunisti c infectio n an d wit h 
toleration o f zidovudine therapy , the median (hal f of the studied group i s 
below the median, and half above) surviva l time is from fiftee n month s t o 
two years. 
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Appendix B: Resources — 
Obtaining HIV/AID S 
Information Fas t 

HIV/AIDS informatio n i s so easily and inexpensively obtaine d 
that ther e i s n o excus e fo r havin g insufficien t information . Th e bes t 
resource i s a  helpful librarian , wh o ca n sho w yo u wha t on-lin e an d off -
line data bases are available to you, as well as direct you to books , reports, 
and journals . I f yo u d o no t hav e eas y entr y t o a  medica l library , you r 
librarian ca n likel y arrang e fo r gues t privileges . Also , d o no t forge t th e 
availability o f interlibrar y loa n arrangements . Th e followin g ar e source s 
of information, wit h specia l emphasis on fas t retrieva l through computer s 
or fax services. 

CDC National  AIDS  Clearinghouse 
The clearinghouse i s the foremost repositor y o f HIV/AIDS-related infor -
mation. Fo r starters , request th e Catalog  of HIV and  AIDS Education  and 
Prevention Materials an d th e Guide  to  Selected HIV/AIDS-Related Internet 
Resources. Informatio n ca n be obtained in several ways: 

Phone order for mai l delivery of documents an d for informatio n abou t 
HIV/AIDS-related issues , such a s service agencie s an d organization s an d 
funding: (800 ) 458-5231. You can then talk to a  representative. 

Phone orde r fo r fa x delivery : Cal l (800 ) 458-523 1 and g o throug h th e 
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telephone tre e unti l yo u ge t t o th e fa x service . You'l l the n hav e tw o 
options. Th e firs t i s to reques t a  fax o f availabl e documents . Th e secon d 
allows you to reques t document s b y code number. I n eac h case, you have 
to punch in your fax number. The response can be almost immediate . 

E-mail order for mai l delivery: aidsinfo@cdcnac.aspensys.com . 
Information vi a a  website : Th e CD C Nationa l AID S Clearinghous e 

Internet Website is an impressive doorway to HIV/AIDS information an d 
can be accessed by keying http://www.cdcnac.org. It s file transfer protoco l 
site provide s acces s t o surveillanc e reports , clinica l car e guidelines , re -
source guides , an d othe r information . It s gophe r give s acces s t o th e 
AIDS Daily Summary, AIDS-related article s in government publications , 
statistics, funding, an d other information . 

The website will link you to man y other web an d gophe r sites , includ-
ing thos e o f th e CD C Divisio n o f HIV/AID S Prevention , Center s fo r 
Disease Contro l an d Prevention , Computerize d AID S Ministries , Foo d 
and Dru g Administration , HIV/AID S Ministrie s Network , th e Nationa l 
Foundation fo r Infectiou s Diseases , th e Nationa l Librar y o f Medicine , 
and th e Yahoo Pag e o f AIDS Informatio n Sites , where eve n mor e infor -
mation ca n b e found . Th e CD C NA C websit e i s wher e F d star t an y 
information search . 

CDC Nationa l AID S Clearinghous e Online , a  computerized informa -
tion networ k tha t allow s you t o obtai n computerize d acces s to th e clear -
inghouse an d bulleti n boar d services : Se t computer softwar e t o dat a bits , 
8; parity , none ; sto p bits , i , hardwar e flo w control , On ; Softwar e flow 
control, Off ; Termina l emulation , VTio o an d dia l (800 ) 851-7245 . First -
time user s wil l ge t a  series o f prompts . Yo u can als o receiv e th e service' s 
quick reference guid e through th e Fax service (cod e 1006). 

Other Websites 

The Journal of  the American Medical  Association has created an Internet sit e 
devoted to AIDS/HIV news, including clinical updates and journal articl e 
information. It s address: http://www.ama-assn.org/special/hiv/ . 

The Center for AIDS Prevention Studie s at the University of Californi a 
at San Francisco has an Internet home page with prevention information : 
http://www.caps.ucsf.edu/capsweb/ 
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HIV/AIDS Treatment  Information Service 
This free telephon e servic e for provider s an d others provides informatio n 
about th e lates t federall y approve d treatmen t option s an d researc h find-
ings. Call (8oo)-HIV-0440 . TTY is (800) 243-7012 . Or you can send an e-
mail information reques t to atis@cdcnac.aspensys.com . 

Information regardin g clinical trials of drugs can be obtained by calling 
(8oo)-TRIALS A. 

Various HIV/AIDS-Related Electronic Bulletin Boards 
Using you r compute r an d modem , yo u ca n als o receiv e a  wealt h o f 
information fro m electroni c bulleti n boar d service s (know n a s BBSs) . 
Note tha t some , like HandsNet , charg e a  subscription fee . Others , whil e 
free t o subscribers , ma y entai l long-distanc e phon e charges . A  lis t o f 
bulletin boar d service s ca n b e obtained b y fax from th e NAC Fa x service 
by requesting publication 2000 . 

HandsNet i s subscribed t o b y the edito r o f this book . I t i s a gathering 
of severa l healt h an d welfar e bulleti n boards , o n topic s includin g AIDS / 
HIV, substanc e abuse , lega l services , rura l issues , health issues , housing / 
community development , an d children , youth , an d families . Wit h a  sub-
scription, yo u ca n mode m i n an d selec t informatio n fro m an y o f th e 
boards. Th e softwar e i s very friendl y an d allow s fo r key-wor d searches . 
The AIDS/HI V bulleti n boar d i s wea k i n reportin g breakin g new s —I 
find I  lear n more , faste r fro m th e New Tork  Times. Bu t th e healt h issue s 
board an d other s giv e me acces s t o muc h usefu l an d timel y information . 
Because a  subscription i s costiy , you shoul d urg e your graduat e progra m 
or librar y t o subscribe . Contact : HandsNet , 2019 5 Steven s Cree k Blvd. , 
Suite 120, Cupertino, CA 95014. Phone (408 ) 257-4500 . 

Computerized AID S Ministrie s Resourc e Networ k i s sponsore d b y 
the Healt h an d Welfar e Ministrie s Program , Genera l Boar d o f Globa l 
Ministries, Unite d Methodis t Church . Conten t i s primaril y religious . 
Data line is (212) 222-2135. 

HNS HIV-Ne t i s sponsored by Home Nutrition Service s and provides 
information fo r healt h car e professionals . T o register , mode m t o (800 ) 
788-4118. 

In addition , there are several regional bulletin boards and a  network o f 
BBSs called the AIDS Educatio n an d Globa l Informatio n Service , which 
has man y affiliat e BBS s in th e Unite d State s an d Canada . Fo r additiona l 
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information, orde r the Guide  to Selected HIV/AIDS-Related Electronic  Bul-
letin Boards from th e CDC National AIDS Clearinghouse . 

Online Databases 

The Nationa l Librar y o f Medicine ha s HIV/AID S database s tha t ca n b e 
accessed b y computer , o r a  calle r ca n spea k t o a  representative . Th e 
computer cost s are approximately $1 8 per hour o f use. Purchase of Grate-
ful Me d softwar e i s recommended . Fo r mor e informatio n o n ho w t o 
access these and other NLM databases , call (800) 638-8480 : 

• AIDSLINE , wit h mor e tha n 100,00 0 reference s t o books , jour -
nals, newsletters, audiovisuals, and abstracts of papers from scien -
tific meetings . 

• AIDSTRIAL S an d AIDSDRUGS, tw o database s wit h informa -
tion o n clinica l trial s o f drug s an d vaccines . Informatio n fro m 
these database s ca n b e obtaine d fro m a  perso n b y callin g (800 ) 
TRIALS-A. 

• HSTA T (Healt h Service s an d Technolog y Assesmen t Text ) con -
tains text s o f officia l governmen t clinica l practic e guideline s an d 
other document s usefu l i n healt h car e decisio n making . Thi s 
information ca n b e obtaine d withou t compute r b y callin g th e 
HIV/AIDS Treatmen t Informatio n Service , (800) HIV-0440 . 

• DIRLIN E i s an annotated director y listing 17,000 organizations , 
including 2,30 0 tha t provid e nonclinica l HIV/AIDS-relate d ser -
vices. 

Offline Databases 

Your academic library may have some o f the following database s o n CD -
ROM: 

AIDS Compact  Library, b y MacMillan Ne w Media , whic h ha s full-tex t 
HIV/AIDS article s from a  variety of journals, citations and abstracts fro m 
several databases , an d tw o usefu l newsletters , AIDS  Clinical  Care  an d 
AIDS Newsletter. 

Compact Library: AIDS,  b y th e Medica l Publishin g Group , contain s 
the text of AIDS Knowledge  Base, a very helpful sourc e of medical informa -
tion; 4,00 0 full-tex t articles ; and the AIDS subse t o f Medline, a  National 
Library of Medicine database . 
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Index |  35 7 

Stigma, 4, 56; regarding mental health care , 
167; and oppression, 71 ; for providers i n 
rural areas, 165-66; in rural areas, 159; and 
social isolation, 72-73 

Substance use/abuse: and abstinence as 
goal, 220; assessment, 15 ; countertransfer-
ence regarding, 32 , 46; cultural aspects , 
83-84; differential diagnoses , 98,151-52; 
treatment in integrated model , 220; treat-
ment issues , 210 

Suicide, 102, 232-33 
Supervision: i n cross-cultural work, 91 ; ne-

cessity, 28, 48; peer groups, 47-4 8 
Support groups: in case management, 252-

53; rural telephone groups, 161-62; for 
women, 26 4 

Survivor guilt : in children, 202-3; in HIV -
negative gay men, 173-74,17 8 

T-cells, description an d function, 33 8 
Technology: applications , xxiii, rural tele-

phone support groups, 161-62; sources o f 
HIV/AIDS information , 343-46 ; warm 
lines, 165 

Telephone sessions, 214 
Therapeutic relationship : assessment , 15-16; 

countertransference, 39-51 ; psychotherapy 
and counseling, 23-38 

Training, provider, 160-61 ; specific needs , 
xxiii 

Transmission o f HIV: fea r of , 128-29 ; and 
heterosexual sex , 116-17; myths, 126; and 
oral sex, 183-84; routes, 4, 336-3 7 

Transtheoretical model of behavior change , 
122, 266-67 

Underserved populations , provider trainin g 
needed, xxiii . See also Models of service 
delivery, case management 

Unprotected sex : blood donors , 119; gay 
men, 173-89 ; among hemophiliac men , 
118 

Validity, in evaluation, 280-8 1 
Viral load testing, xii, 337 
Virus, definition, 335 . See also Human Im -

munodeficiency Viru s 

Websites, Internet, 34 4 
Women: an d barrier s to mental health care , 

210, 258; care in context of family unit , 
265; center for, 257-71 ; readings, 258-
59 

Zidovudine, description, 339 






	Cover
	Title Page
	Copyright Page
	Contents
	Foreword
	Introduction
	I Basic Concepts in HIV/AIDS Mental Health
	1 Understanding HIV/AIDS Using the Biopsychosocial/Spiritual Model
	2 Psychotherapy and Counseling: Bending the Frame
	3 Countertransference Issues in HIV-Related Psychotherapy
	4 Spirituality
	5 Grief and Loss in HIV/AIDS Work
	6 Cross-Cultural Mental Health Care
	7 The Role of Psychiatry in HIV Care
	8 Secondary Prevention: Working with People with HIV to Prevent Transmission to Others

	II Specialized Aspects of HIV/AIDS Clinical Care
	9 Psychoeducational Group Work for Persons with AIDS Dementia Complex
	10 Rural Practice
	11 Mental Health Issues of HIV-Negative Gay Men
	12 Working with and for Children

	III Models of Clinical Care
	13 HIV Mental Health Services Integrated with Medical Care
	14 Delivering Mental Health Services to the Home
	15 Case Management: Coordination of Service Delivery for HIV-infected Individuals
	16 A Comprehensive Center for Women with HIV

	IV How Do We Know It Works?
	17 How Do We Know It Works? Quantitative Evaluation
	18 Qualitative Approaches to Evaluation

	V HIV Mental Health Policy and Programs
	19 HIV/AIDS Mental Health Care: Politics, Public Policy, and Funding Decisions

	Afterword: New Treatments, New Hopes, and New Uncertainties
	Appendix A: Medical Primer
	Appendix B: Resources — Obtaining HIV/AIDS Information Fast
	Contributors
	Index



