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| We have no greater responsibility than to respect
the trust our clients place in us. Part of this
responsibility is to safeguard confidentiality. All
references to clients in this book are well and
carefully disguised. Names, ages, and other iden-
tifying details have been changed. If the contents
of any clinical anecdote resemble the situation of
a real person, it is coincidence.
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| Foreword

G. Stephen Bowen

Since 1981, when the first clinical descriptions of cancers and
opportunistic infections associated with what is now known as the Ac-
quired Immune Deficiency Syndrome (AIDS) were reported, the epi-
demic of the causative agent, the Human Immunodeficiency Virus
(HIV), has spread substantially. With that epidemic, which has substan-
tially affected public health, have come many changes: The epidemic’s
epidemiology has changed, governmental responses have evolved, and
systems of health financing are being transformed.

These changes now challenge mental health providers and those in
training for HIV/AIDS care in the next century. Above all, providers
have learned that compassion is necessary but insufficient; mental health
providers must be multifaceted in their skills, creative in their program
development, politically aware, and involved in governmental policy-mak-
ing processes that determine, through such issues as financing, what care
clients receive.

The mental health lessons of the first fifteen years of the HIV/AIDS
epidemic are conveyed eloquently in this book, meant to inform the next
generation of providers. The authors of the chapters have practiced during
times of great uncertainty, great tragedy, and great change. They have
produced a body of knowledge — in clinical practice, development of new
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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 understand the context of the authors’ work, it will be useful to
know the epidemic’s history as well as to understand its trends. This
foreword notes some major issues that will confront HIV/AIDS mental
health care in the next decade and suggests some responses.

Why HIVIAIDS Programs?

I first want to respond to several often-asked questions: Why are there
special programs for people with HIV/AIDS? Are the programs justified?
Are there compelling public health reasons for them?

The answer, in each case, is an unequivocal YES! HIV infection is
lifelong. People at all stages can transmit the virus to sex partners or, in
the case of pregnant women, to their children. This is not true for
most forms of cancer, diabetes, Alzheimer’s disease, and other chronic
conditions (although some have a genetic component). People do not
look or act ill with HIV infection for most of the eight to fifteen years
they are infected. Those with the virus and their sex or needle-sharing
partners frequently don’t know about the infected person’s condition,
thus limiting opportunities for safer behavior.

Women with HIV who receive zidovudine (ZDV, also known as AZT
and Retrovir) during pregnancy and childbirth and who ensure that their
newborns receive it are less likely to transmit the virus to their children.
Because of reductions in levels of HIV in body fluids among those
receiving mono or combination antiretroviral therapy, recently made eas-
ily demonstrable by viral load testing, people receiving these therapies
may be less likely to transmit HIV to their sex partners as well. In
addition, other infectious conditions associated with HIV, most notably
tuberculosis and including multidrug resistant tuberculosis, present public
health problems. Controlling HIV can reduce these conditions substan-
tially.

Longevity and quality of life for those with HIV can be improved
with adequate therapy. In addition, the substantial differences in health
outcomes for people with HIV, depending on one’s gender or race/
ethnicity, as reported in the literature, can be eliminated with expert care
and good access to it.
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Changes in the Epidemic’s Epidemiology

In the early to mid-1980s the estimated number of HIV-infected people
increased sharply, but by the mid-1990s stabilized. Yet, the number of
people who are severely ill and in need of substantially increased care
continues to grow.

Cases of AIDS in the United States are now widely dispersed geo-
graphically after initially being concentrated primarily in large urban areas
in states on the East and West coasts. This dispersal increases the need for
expert HIV/AIDS care in the region between the coasts and in nonurban
areas, a point discussed eloquently in chapter 10.

Nationally, HIV/AIDS is now the leading cause of death for persons
aged 25—44 years. By June 1996, more than half a million (548,102) persons
had been diagnosed with AIDS, and 62.5 percent of those diagnosed
(343,000) had died. The federal Centers for Disease Control and Preven-
tion (CDC) estimates that 650,000 to 900,000 people in the United
States are currently infected with HIV. In the coming decade, hundreds
of thousands of infected Americans will become ill, and many will eventu-
ally die of HIV-related illnesses. The total number of people developing
late-stage HIV-related illnesses will be much larger for the next decade
than for the one past, when the magnitude of the epidemic was just
becoming defined. From July 1995 through June 1996, the most recent
year of AIDS case reporting, 72,416 new cases were reported. If we
assume that this will be the yearly average for the next decade, then it is
likely that so percent more people will get AIDS during the next ten years
than did so during the past ten.

Changes in Longevity Amonyg Persons with AIDS

Not only will the next decade see more individuals diagnosed with
AIDS, but persons with AIDS who have access to expert care will be
living longer, with significant periods of severe medical problems.

This change in clinical outlook has occurred due to development and
more aggressive use of improved but costly pharmacotherapeutic agents
for prophylaxis and treatment of opportunistic infections; suppression of
viral replication by combinations of antiviral drugs and the recently li-
censed protease inhibitors; and management of HIV- and treatment-
related anemia, leukocytopenia, and immune suppression. Treatments
now include those for opportunistic infections, antiretroviral agents, im-
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mune system enhancers, and blood cell stimulators. More clients will be
taking combinations of these drugs as more people at a late stage of illness
are seen more frequently by providers.

The Public Health Service now recommends prophylaxis as well as
secondary treatment for many opportunistic infections, antiretroviral
therapy appropriate for state of illness and previous antiretroviral experi-
ence, universal HIV counseling and testing for pregnant women, and
stage-appropriate counseling and access to the AIDS Clinical Trial Group
(ACTG) 076 treatment regimen to reduce the risk of perinatal HIV
transmission. Combination antiviral therapies including protease inhibi-
tors, when appropriate, appear to suppress HIV in body fluids even more
than antiretrovirals do as monotherapies. It is possible that the incidence
of HIV transmission to sex partners will be reduced as viral loads in
semen and other body fluids are diminished. As a result the dynamics of
local epidemics could be altered.

Demographic Changes Among AIDS Patients

Demographic changes in the HIV/AIDS epidemic — increases in re-
ported cases among women, children, orphan children, teenagers, injec-
tion drug users, homeless people, the chronically mentally ill, and minor-
ity populations — require changes in planning, organization and delivery
of care for people and families with HIV.

Since early in the epidemic, national incidence rates of AIDS have been
higher among African American and Latino populations than among
whites, but the absolute numbers of those infected have always been
larger in the white population, reflecting the epidemic among white gay
men. In 1993 the absolute number of newly reported cases among minori-
ties exceeded the number of newly reported cases among whites for the
first time.

HIV and Medically Underserved Populations

Complicating the issue of demographic changes is the fact that a
significant number of persons in the newly emerging groups are medically
underserved, often because they lack health insurance, and many are
victims of social stigmatization.

Many people with HIV or AIDS (11 to 31 percent in one study de-
pending on stage) do not have health insurance. Others may not be
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comfortable with Western health care or don’t know how to access a
broad range of services. Some do not speak English, are mentally retarded
or have significant learning disabilities, or have numerous survival needs
that are major barriers to pursuing care.

In addition, many areas around the country have shortages of health
care providers and, especially, of providers expert in the care of people
with HIV/AIDS. Some providers may not wish to care for people with
or at high risk for HIV/AIDS, such as injection drug or crack cocaine
users, sex trade workers, homeless people, previously incarcerated people,
and men who have sex with men. Other providers feel they don’t have
the expertise to care for people with HIV. These factors have led to
shortages of medical professionals in some of the areas hardest hit by the
epidemic.

Chanyes in the Federal Response to HIV Care and Prevention

Initial direct federal investments in the care of people with HIV were
exceedingly modest as the precise federal role in the epidemic was debated
between the executive and legislative branches of government. Federal
funding for care programs began in 1986 with $15 million for service
demonstration grants to develop model systems of care for adults with
HIV. In 1987 $30 million for pharmaceuticals assistance, principally for
AZT, and $2 million for the first AIDS education training centers for
health professional training were appropriated. In 1988 the Pediatrics and
Family Demonstration Grants were begun. As late as 1989 only $60
million was appropriated for categorical HIV/AIDS care programs.
Federal contributions to epidemiology, surveillance, and laboratory
research in the early and mid 1980s, while substantial, were thought by
community advocates and many state and local government officials to be
insufficient to the size of the growing problem. Clinical trials of antiret-
rovirals and drugs to treat HIV-associated infections began in the mid-
1980s. Federal money was first made available for prevention programs in
1985 after HIV was established as the cause of AIDS. The money was to
establish “alternate test sites” where people who wished to learn whether
they had HIV could go for anonymous or confidential HIV testing and
counseling rather than go to blood banks to donate blood so that they
could learn their HIV infection status. During the next five years the
CDC budget for HIV surveillance, seroprevalence studies, case reporting,
counseling and testing, minority organization funding, school education
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programs, prevention programs targeted to people engaging in high risk
behavior, and funding of state and national public information campaigns
and hotlines expanded significantly.

Unfortunately, federal prevention funding has not increased since 1990
and has never reached the levels required to bring multilevel HIV preven-
tion programs to all communities in the United States. Prevention fund-
ing, including funds for adequate substance abuse treatment facilities and
treatment “slots” for substance abusers who are not currently in treat-
ment, continues to be small compared to the size of the problem. This
has resulted in far less than adequate changes in HIV risk behaviors in
critical segments of the population and slow or ineffective control of HIV
transmission in many communities.

We now do know how to target interventions to specific populations,
reducing the frequency of HIV-related risk behaviors and transmission.
Condom use has been repeatedly shown in short-term studies to reduce
or eliminate transmission. Many research-proven prevention interventions
that result in lowered levels of risk behaviors have been developed and
published, but none has been shown to eliminate risk behaviors for
everyone over a long period.

Different interventions are required for gay men, adolescents, sub-
stance abusers, sex trade workers, heterosexual men and women, incarcer-
ated people, serologically discordant couples, youth in school, hospital
workers, and homeless people. Most approaches are labor-intensive and
require at least several contacts between the prevention “intervenor/edu-
cator” and the individual or group participating in the intervention. Work-
ing proactively with and providing care for people who are already in-
fected is an essential part of the strategy, as noted in chapter 8.

Different combinations of interventions are needed in different com-
munities, targeted to locally important populations at high risk. These
interventions can be school and street based. They can involve changing
local laws to make syringes and other “works” legal to purchase and
possess, setting up local hotlines, and instituting media educational ef-
forts. The interventions must be carried out over a long period of time,
with tolerance for slow success.

Prevention interventions should be planned and coordinated with
CDC-funded planning bodies and Ryan White-funded community orga-
nizations. Providers of primary care in all settings, but especially in high-
HIV-seroprevalence communities, should strongly encourage all adults
and teens to know their HIV infection status for optimal medical manage-
ment and prevention service provision.
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Ryan White Comprehensive AIDS Resources Emergency (C.A.R.E) Act

A national response that provides substantial resources to community
organizations and other providers of outpatient health care and support
services for people with HIV/AIDS is the Ryan White Comprehensive
AIDS Resources Emergency (C.A.R.E.) Act. This first categorical HIV/
AIDS care program was created in 1990 by the U.S. Congress because so
many people with HIV, especially in urban areas, were unable to gain
access to care and were filling hospitals and emergency rooms. Such
people should have been treated elsewhere and should have been diag-
nosed and treated at early rather than late or terminal stages of illness.
The Health Resources and Services Administration of the U.S. Public
Health Service has administered the Ryan White C.A.R.E. Act.

By 1995, 15 percent of the cost of care for people at all stages of
HIV infection was covered by C.A.R.E. Act funds. This legislation now
provides more than $700 million to cities (Title I), states (Title II), and
directly to service providers (Title IIIb, IV, and Special Projects of Na-
tional Significance) for outpatient health care and support services. Spend-
ing priorities for these resources are determined by locally constituted
planning councils (Title I), consortia (Title II), or groups of providers
(Title IIIb, IV, and SPNS). The funds are more flexible than Medicaid
funds and cover people not eligible for Medicaid and Medicare. They can
be used for many HIV-related outpatient services that are not covered by
some other payer.

Of critical importance is the fact that the funds can be used for neces-
sary nonmedical services, to recruit and retain providers, and to deal with
problems of daily life such as transportation, day/child care, home care,
housing, and hospice care.

Equally important is the legislatively mandated process requiring local
assessment of gaps in care, prioritization of the uses of the funds, and
preparation of a plan for coordinated, comprehensive community services
for diverse populations of people with HIV/AIDS. During the first five
years of the Ryan White C.A.R.E. Act, an increasing number of planning
councils of major urban areas elected to use some of their federal funds
for mental health services, and the Special Projects of National Signifi-
cance (SPNS) program, initially funded under Title II, has supported
development of new models of mental health care, some of which are
described in this book. From 1994 to 1998, SPNS funds were combined
with funds from the federal Substance Abuse and Mental Health Services
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Administration’s Center for Mental Health Services and the National
Institute of Mental Health to expand mental health demonstration proj-
ects for persons with HIV/AIDS.

The coordinated outpatient programs funded by the Ryan White
C.AR.E. Act have been successful in improving access to primary care,
increasing availability of diverse types of services, substantially increasing
the numbers and the diversity of underserved people in outpatient pri-
mary care, and keeping people out of inappropriate care in emergency
rooms and acute care hospitals. Preliminary local evaluations indicate that
making outpatient services more available and funding support services
such as transportation, day care, home care, and hospice care have resulted
in decreased emergency room use and decreased the frequency and re-
duced the duration of inpatient hospitalization. The resultant cost savings
are available to support the costs of outpatient services that partially
substitute for inpatient care.

Since 1994 the Community Planning Initiative, a process in many ways
similar to the Ryan White planning council and consortia processes,
has been supported by the CDC. Local and state planning bodies plan
prevention programs and prioritize the use of CDC prevention funds. In
some cases the same people serve on both Ryan White consortia or
planning councils and the local or statewide prevention planning body; in
other cases, the planning is more formally coordinated. These linkages are
critical for implementation of federal initiatives such as the universal
approach to HIV testing for pregnant women recommended by the
Public Health Service and the linking of women with HIV to systems of
care that can offer perinatal zidovudine therapy and long-term follow-up

for the women and their children, regardless of the infection status of the
infant.

Political Advocacy

Both of the national programs to use federal funds to plan and carry
out locally responsive care and prevention programs came about because
of political advocacy and the use of political power by the gay, minority,
and other communities and a variety of local, regional, and national
organizations working in coordination with public health and govern-
ment advocates. The future of health programs targeted to specific medi-
cal conditions will depend on such organized advocacy and political
action. Other efforts in political advocacy that have been at least partially
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successful in obtaining federal support include end-stage renal disease,
hemophilia, sickle cell disease, Alzheimer’s disease, and breast cancer.

Growing Collabovation Between Government and Communities

During the early part of the HIV epidemic, local communities and
community organizations, often from the gay community, made the most
proactive and effective responses to the HIV epidemic. Prevention and
care initiatives were supported by volunteers and local fund-raising. Later,
local and state governments in some areas made major financial contribu-
tions to HIV prevention and care initiatives.

More communities will become involved with AIDS-related issues at
school, in hospitals, in long-term care facilities, on sports teams, and in
community service agencies. Mental health providers will need to play
leadership roles in communities to help develop solutions based on scien-
tific information, not on fear and myth.

Changes in HIV]AIDS Care Financing

Cost remains a significant barrier to care. The direct cost of health care
for people with HIV/AIDS, from the time of infection to death, has been
estimated to be approximately $119,000 per patient. This estimate was
made before viral load testing and combination antiviral therapy became
standards of care. The monthly costs of medical care for people with
AIDS who meet the pre-1993 CDC case definition (they have Kaposi’s
Sarcoma or some HIV-related opportunistic infection or malignancy and
are not diagnosed with AIDS only on the basis of lab findings of less than
200 T-helper cells, also called CD4 or CD4 + T lymphocytes), have been
estimated in 1993 — before viral load testing and combination therapies —
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 of life, as determined in
1994. At earlier stages the monthly costs of medical care were estimated
in 1993 to be $990 for people with variable severity of illness who have
fewer than 200 T-helper cells, $430 for people with 200 to 500 T-helper
cells, and $282 for asymptomatic people with more than soo T-helper
cells.

In the mid-1990s there is no comprehensive way to finance access to
comprehensive care for all people with HIV/AIDS who do not have
health insurance. Medicaid covers 40 percent of the costs of care and
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therapies for people with HIV; however, this program covers some, but
not all, people at late-stage illness. In addition, the financial eligibility
criteria vary from one state to another, and the services covered and the
levels of reimbursement to health care providers are diverse as well. To
receive Medicare, one has to have been receiving Social Security disability
benefits for twenty-four months, which, if one includes the five-month
initial wait for those benefits, means a delay of twenty-nine months after
a determination of an AIDS-related SSI disability has been made before
Medicare kicks in. In other words, to get Medicare, a person with AIDS
has to survive twenty-nine months after he or she is determined to be
disabled. Other patients’ care costs are covered by the departments of
Defense and Veteran’s Affairs.

Medicaid Changes

Changes in Medicaid funding and administration, including the possi-
ble institution of block grants to the states, will undoubtedly significantly
change eligibility and services covered for eligible Medicaid recipients,
thereby increasing the pressure on the use of Ryan White funds. Some
states have already reduced Medicaid reimbursement rates for providers,
and many are mandating delivery through managed-care programs.

Managed Care

Another major potential barrier to effective HIV/AIDS care, which
includes mental health care, is the rapid movement of health care financ-
ing and service delivery systems into the diverse forms of managed care.
Congressional and state action to cut spending on Medicaid and Medicare
will move more clients with HIV into managed-care arrangements. Men-
tal health service providers themselves may be part of several health plans
or care networks; others may work at community organizations that bill
insurers for the services provided to their clients.

Advocacy organizations and people with HIV/AIDS have expressed
concern that traditional or evolving managed-care management practices
will result in poorer quality of care and health outcomes for people with
HIV/AIDS. These practices include allowing access only to “in-network™
providers (patients can use only providers on a list provided by insurers;
use of other providers results in reduced or no reimbursement of costs) or
to salaried employees and facilities of the health maintenance organization
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(HMO); preapproval requirements for access to specialists and specialized
therapies; preapproved but possibly limited pharmacy formularies; utiliza-
tion review; capitation; profit sharing for providers; limited mental health
and substance abuse treatment benefits; lack of social services; and limited
or no access to clinical trials.

Many managed care organizations do provide expert comprehensive
HIV care with or without the use of some or all of these management
techniques. The AIDS Health Care Foundation, a capitated HIV care
provider in Los Angeles, uses many of these techniques and still provides
excellent care.

Mental health service providers will need to be advocates for their
clients to help them obtain the services they need and to alter benefits
packages as needed in order to offer optimal cost-effective care to their
clients and their families.

Carve-outs

In some areas, HIV treatment and behavioral medicine (substance
abuse treatment and mental health services) carve-outs are being devel-
oped in which managed-care clients receive specified services from a group
of providers who specialize in those areas. Reimbursement may be fee for
service or partially or fully capitated, with varying copayments and limits
on visits or hospitalization for mental health and substance abuse treat-
ment. It is likely that services such as behavioral medicine and care for
special populations such as people with HIV, children with special health
care needs or disabilities, and clients in need of rehabilitation services,
will increasingly be carved out in high-population-density areas or in areas
where these conditions are especially prevalent and where groups of
capable and interested specialty providers are available. In rural and less
population-dense areas or where conditions such as HIV are rare or of
low prevalence, care will be provided by generalist physicians or regional
specialists and will not be carved out.

A challenge for the future is to link service networks for people with
HIV/AIDS in the private, increasingly managed sector with public-sector
providers and community organizations that provide a variety of outpa-
tient services and receive categorical federal or state subsidies or Medicaid
reimbursement for the services. More comprehensive and cost-effective
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 families
all over the United States will need HIV/AIDS-related mental health
services but will have to seek them in an increasingly complicated care
environment.

With HIV/AIDS may come a great deal of psychological suffering,
including feelings of great loss and existential terror and psychiatric condi-
tions such as depression and mania, and neurological problems, including
AIDS Dementia Complex. But the role of HIV/AIDS-related mental
health providers must extend way beyond coping with those issues. As
people live longer with major medical, social, and health systems manage-
ment problems, mental health practitioners will play an increasingly cen-
tral role in their care. They will have to become broad experts on HIV/
AIDS care and in advocacy.

* Clinicians will have to assist people who live in high-prevalence
areas and those engaging in high-risk behaviors to learn their
HIV status and must educate those infected regarding access to
expert primary and specialty care. To do so, mental health provid-
ers will need to know about the local availability of specific
services. They should know the local HIV-knowledgeable pri-
mary care physicians, the providers of social services, specialists
in treatment during pregnancy for women with HIV infection,
the hospitals prepared for providing zidovudine during delivery,
and what follow-up services are available for mothers and their
infected and uninfected babies. They will also need to know
something about the side effects of the increasing armamentar-
ium of HIV-related drugs both alone or in combination, since
some medications have psychiatric side effects.

* Clients’ depressions, anxieties, fears, and anger, their frustrations
with systems of care, and many other issues will challenge the
mental health provider. In many cases, family therapy, couples
counseling, and/or individual mental health therapy to patients
with HIV as well as to members of the nuclear and extended
families will be needed. As noted by Dottie Ward-Wimmer in
chapter 12 on work with children, many families include more
than one person infected with HIV.

¢ Comprehensive, organized systems composed of linked commu-
nity providers who regularly meet to solve referral and joint care
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problems will be needed to facilitate the substitution of outpa-
tient services for inpatient care. Because mental health providers,
including case managers, may best know the patient’s entire “sys-
tem” of care, they will have to be present at those joint meetings.
Much of the coordination of client services may become the
responsibility of mental health service providers.

Mental health providers who wish to work with underserved
groups will need special, culturally based training. Learning how
to talk with people using their own language, to build relation-
ships with them that are based on respect, and to provide assis-
tance in locations where they are comfortable coming for care is
part of the process. Mental health professionals likely will have to
spend more time with outreach workers who are members of the
subculture, learning the local places where underserved groups
spend time and serving them in those locations.

To reach and keep people in HIV/AIDS care, organizations will
have to provide comprehensive social services, including housing
assistance, substance abuse treatment, child care and adult day
care, mental health services, transportation, and emergency fi-
nancial support. Services for women, children, and adult male
family members may most effectively be located in the same
facility so that different family members can make appointments
to receive services at the same time and place. Services may have
to be located in nontraditional places such as congregate living
facilities, substance abuse treatment centers, homeless shelters,
“storefront” operations, and mobile vans.

New uses of technology may partially substitute for costly or
logistically difficult office, hospital, or laboratory visits. Home
computers, video communication, and twenty-four-hour hotlines
may reassure clients and families and improve care. Mental health
providers should be significantly involved in this response.
Mental health service providers may need to be advocates for
their clients to help them obtain the services they need and to
alter benefits packages as needed so that their clients and their
families receive optimal cost-effective care.

As HIV/AIDS becomes more visible in communities that have
not yet been significantly affected, such as suburbia, mental
health practitioners must assist all to find realistic and compas-
sionate approaches to thesr epidemic.
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Conclusion

The HIV epidemic and the resulting large numbers of people with AIDS
are having a substantial impact on the public health of the United States,
on the practice of medicine, and on mental health services. Within the
epidemic, major changes are taking place in the types of clients and
families with HIV/AIDS to be served, the diversity and the growing
effectiveness of medical therapies, clients’ longevity at later stages of infec-
tion, the types of services provided, settings for care, the organization of
care systems, and the financing of care.

These changes will dramatically impact mental health providers in the
upcoming decades. This book, which is about successful mental health
service delivery to those affected by HIV/AIDS, presents creative and
proven ideas and systems of care that can be adapted to individual and
local circumstances.

The models of care described in this book emphasize at their common
core a systems approach to HIV care. Comprehensive care that is planned
and implemented by a partnership of all communities affected — clients,
their families, providers, institutions and agencies, and others in the
community — has been shown to be effective.

The contributors to this volume believe that care and prevention pro-
grams that use community resources for the betterment of all can make a
transforming difference in the lives of clients and families, for the provid-
ers and for communities. Clients can be more satisfied with their care, can
live and be more productive longer, and can avoid much costly emergency
room and acute hospital care. Communities can more compassionately
and cost-effectively live with the local reality of HIV. The authors hope
that this book will contribute to improving the lives of people with
HIV everywhere as much as working with people with HIV/AIDS has
transformed our own.



| Introduction

Mark G. Winiarski

As we approach the 21st century and the third decade of the
AIDS epidemic, mental health care providers must face a crucial fact:
The human immunodeficiency virus (HIV) and the condition it causes,
Acquired Immune Deficiency Syndrome (AIDS), threatens everyone’s
communities and everyone’s clients. All mental health providers must be
HIV/AIDS-knowledgeable. And the many clinicians who feel a special
calling to work with HIV/AIDS-affected individuals must prepare them-
selves to go beyond basic training into specialized clinical work.

This book has two goals. The first is to introduce students and profes-
sional practitioners in the fields of psychology, behavioral medicine, nurs-
ing, social work, psychiatry, and counseling to the specialty of HIV/
AIDS-related care. The second goal is to provide clinicians, administra-
tors, and planners with a reference book that will not only continue to
inform practice but enable them to compete more ably for governmental
and foundation grants.

The area of HIV/AIDS mental health care is broad and is limited only
by our creativity, perseverance, and ability to attract funding. This field
extends far beyond psychotherapy and counseling and already includes
mental health services delivered to the home, specialized case manage-
ment, psychoeducational group work with clients with dementia, special-
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ized care for children, and development and evaluation of new models of
care, among the many aspects described in these pages.

It is the editor’s hope that the chapters of this book will not only
educate you but inspire you to join the growing ranks of individuals who
work with HIV/AIDS-affected persons, blending the wisdom of our fields
with flexibility and creativity.

Your contribution will come at a crucial time. While reports of AIDS
cases have slowed in recent years, with the rate approaching a plateau,
statistical calculations indicate that many individuals in their late teens
through their late twenties are infected (Rosenberg, 1995). “Between the
start of the epidemic and 1 January 1993, an estimated 857,000 to I.I
million Americans had become infected with HIV but 227000 had died
of AIDS. The resulting plausible range for persons living with HIV
infection as of 1 January 1993 was 630,000 to 897000” (Rosenberg, 1995,
1374). The U.S. Public Health Service’s estimate of infected persons has
been slightly higher —between 800,000 and 1.2 million (Centers for
Disease Control, 1990) — but is now between 650,000 and 900,000 per-
sons (Karon et al., 1996).

The gross number of individuals affected is tragic enough. But some
communities are being devastated. Rosenberg (1995) suggests that one
out of every fifty black men in the United States between the ages of
eighteen and fifty-nine may be infected and that slightly fewer than one of
every hundred black women in that age range may be infected. Slightly
more than one out of every hundred Latino men and just one in three
hundred Latinas, in that age range may be infected.

Among whites ages eighteen to fifty-nine, one in two hundred men
and one in two thousand women may be affected, according to Rosen-
berg’s (1995) calculations.

The infection rates are important as we prepare to care for persons
with HIV. Scientists believe that between s percent and slightly less than
10 percent of the population of infected persons progresses to an AIDS
diagnosis each year. And we cannot leave out of this picture the many
partners, family members, friends, and neighbors of HIV-infected indi-
viduals who are greatly affected by their loved ones’ conditions. Clearly
the challenges to care for the mental health needs of HIV/AIDS-affected
and infected persons will be daunting as we enter the 21st century.

This book will introduce you to the clinical practices and the programs
that not only currently assist HIV/AIDS-affected persons but that will be
the foundations for the work of the next ten years. It is hoped that you
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will continue to turn to this volume for emotional and professional
sustenance as you continue this work.

This book’s design — the choosing of topics and authors — was based
on the belief that although we have different personalities and participate
in different communities, much more unites us than divides us. I believe
this is true in the world at large; it is true as we struggle with HIV/AIDS.
Too many people and communities, such as middle-class suburbs, defend
psychologically against the threat of HIV/AIDS by saying, in some way,
“That happens to them. They are not us.” Labeling and compartmentaliz-
ing persons affected by HIV/AIDS, and then assigning chapters to de-
scribe the contents of each compartment, now mainly stereotypes people
and serves the causes of racism, sexism, and classism. I have attempted a
more inclusive approach that will confirm that the experience of HIV/
AIDS is universal. Chapters describe concerns, issues, and approaches
that pertain, for the most part, to all affected persons. Most of us consider
our spiritual natures; we all face loss and we mourn.

At the same time, the acknowledgement of special concerns and needs
is inescapable. It was important to describe therapeutic approaches to the
special issues, to name a few examples, of persons who live in rural areas,
HIV-negative gay men, women, and children.

I hope that readers will find this universalist stance compelling and will
include themselves in the world of persons affected by HIV/AIDS. I hope
too that readers will discern in this volume one therapeutic stance: caring
and respect for our clients, and for ourselves.

In designing this volume, I sought authors from many areas of the
United States to show readers the geographic diversity of HIV/AIDS
care. I hope this will help refute the stereotypical view that HIV/AIDS
affects only large urban areas on the East and West coasts. Chapters in
this book originate in Pasadena, California; Oklahoma City, Oklahoma;
Terre Haute, Indiana; St. Louis, Missouri; and Richmond, Virginia,
among other places.

I also sought writers from a variety of disciplines, to acknowledge
the gifts of all practitioners. Authors contributing to this book include
psychologists, nurses, a psychiatrist, social workers, counselors, a hospital
chaplain, an epidemiologist, several persons with master’s degrees in
public health, and a woman with a doctorate in pharmacy who has been
a home care program administrator. They work in many venues: hospi-
tals, a home nursing service, a special center that serves people facing
chronic illness, a national professional organization, universities, an advo-
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cacy organization, a special center for American Indians, among others.

As I edited their chapters, my wish was that their many clinical stories
and the information imparted, expressed in nonacademic style, communi-
cate the aliveness and humanity of the HIV/AIDS-related mental health
field. I asked the authors to reveal a little bit of themselves so that you can
experience these clinicians as the vibrant, courageous, and consummate
practitioners that I know them to be. If anything, they were too modest.
But I hope that you nevertheless will gain some insight into why they do
the work and the tremendous tasks they undertake.

I asked the writers to follow, at least loosely, a format that includes
introductory remarks, a look at background readings, a description of
their clinical work, and a list of lessons for clinical practice. In most
chapters you will find these elements, although they were impractical for
chapters that were not specifically clinical.

I hope you will be inspired by their work. I pray that the leaders in
HIV/AIDS mental health in the 21st century are among you.

Organization of the Book

The book has five parts that progress from basic concepts of care, to
specialized aspects, clinical models, evaluation of care, and policy.

Part T includes eight chapters that describe basic concepts in HIV/
AIDS mental health practice. Introducing this part is a description of the
biopsychosocial/spiritual model, which can help you organize the many
difficult and complicated pieces of knowledge about HIV/AIDS. The
chapter’s author writes that the process of understanding HIV/AIDS is
like assembling a jigsaw puzzle: “Most of us look at the puzzle’s boxtop,
which depicts the finished product, before we tackle the assembly of
individual pieces. This chapter is the boxtop for the HIV/AIDS puzzle. It
provides a conceptual framework that will help the reader piece together
the many complicated aspects of HIV. Using this template, the prac-
titioner can skillfully integrate the many facts that he or she will gather
from reading this book and from other sources.” Chapter 1 is a keystone
for understanding the book’s contents.

Also in this part are two chapters on psychotherapy. Because the
authors discussed their writings with each other, these chapters emerged
as companion pieces that should be read together. In chapter 2 Thomas
Eversole describes what so many HIV/AIDS-related practitioners have
found — the need to “bend the frame” in order to meet the client’s needs.
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Chapter 3 is about countertransference — the feelings of the provider —
and describes the author’s careful introspection before going beyond
traditional psychotherapeutic activities. I know the author, Robert Barret,
Ph.D., to be a most thoughtful and kind man. The information in both
these chapters is crucial to all who work with HIV-affected persons. If the
reader has doubts about the theoretical “correctness” of what these two
gentle men espouse, I suggest reading Mitchell (1993), who, discussing
psychoanalysis, wrote, “In my view, what is most important is not what
the analyst does, as long as he struggles to do what seems, at the moment,
to be the right thing; what is most important is the way in which analyst
and analysand come to understand what has happened. What is most
crucial is that, whatever the analyst does, whether acting flexibly or stand-
ing firm, he does it with considerable self-reflection, an openness to
question and reconsider, and, most important, with the patient’s best
interests at heart” (195). That should be the view of us all.

Much of the literature on HIV/AIDS mental health has focused on
psychotherapy and counseling. For additional specific information on
HIV/AIDS-related counseling and psychotherapy, I suggest you consult
Kain (1989, 1996); Dilley, Pies and Helquist (1993); Boyd-Franklin,
Steiner, and Boland (1995), and Winiarski (1991).

Chapter 4 is about spirituality, an issue in the minds and hearts of most
persons with AIDS. Many providers, after working with HIV, also find
new leanings toward spirituality. Pascal Conforti, O.S.U., a hospital chap-
lain and a Catholic sister, takes a stance that encompasses excellent psycho-
logical principles.

Chapter s describes itself in its first paragraph: “Loss and grieving echo
throughout the course of HIV/AIDS. For persons infected and for those
who care for them, including the mental health provider, one of the
greatest challenges is the relationship we are invited to make with loss.”
The author, Noel Elia, M.S.W., suggests ways to meet those challenges,
based in part on four years of providing therapy at a methadone clinic in
the Bronx.

Chapter 6 discusses the cross-cultural issues involved in working with
HIV/AIDS clients. Chapter 7 talks about the role of psychiatry, which is
vital and is viewed somewhat stereotypically and, perhaps, with hostility
by many other mental health providers. If all of us could work with the
chapter’s author, Karina Uldall, M.D., we would all have much more
comfort with this medical specialty.

This part’s final chapter is on secondary prevention: working with
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people with HIV to prevent transmission to others. It astonishes me that
so little secondary prevention work is being done. Kathy Parish, Ph.D.,
who has worked with persons with hemophilia and their partners at
Huntington Memorial Hospital, Pasadena, California, has written what
may be the best article thus far on the topic.

Part II, “Specialized Aspects of HIV Clinical Care,” describes work
that is important but that may not be in everyone’s realm of expertise or
geographic practice. The specialized work described will, however, help
the reader understand the scope of HIV/AIDS mental health practice.

In chapter 9 Michele Killough Nelson, Ph.D., describes her program
of working in group with persons with AIDS Dementia Complex.

Chapter 10 describes rural HIV-related practice issues and is written by
I. Michael Shuff, Ph.D., who has traveled widely in Indiana to teach HIV
counseling. He is the director of the Heartland Care Center, Indiana State
University, Terre Haute, Indiana.

In chapter 11, Ariel Shidlo, Ph.D., a psychologist who works with
HIV-negative gay and bisexual men, writes, “HIV-negative gay men
suffer considerably from the shadow of HIV.” His chapter describes the
clinical aspects of care for men in the shadow.

The final chapter in this part, chapter 12, is about working with affected
children. The author is Dottie Ward-Wimmer, R.N., a pediatric nurse and
the director of the children’s program at St. Francis Center in Washing-
ton, D.C. She has tremendous passion for the care of children; I hope
that some of this passion has escaped the editor’s cursor and that you are
touched by it. Her chapter made me cry.

Part III describes various models of clinical care — cutting-edge pro-
grams that will be the foundations for care in the 21st century. In chapter
13, a group of practitioners from St. Joseph’s Hospital and Medical Center
in Paterson, N.J., describes a mental health service that is integrated with
medical care in an inner-city hospital.

Chapter 14 describes a model for delivering mental health services to
the home that was tested by the Visiting Nurse Association of Los
Angeles. The authors of chapter 15 tell about an organization that provides
case management to Native Americans and, in doing so, provide lessons
generalizable to many groups. The authors, David Barney and Betty
Duran, do not say much about themselves in the chapter, but I know
them to be healers who are filled with the Spirit. Chapter 16 describes a
comprehensive center for women with HIV in St. Louis, Missouri, and is
cowritten by a nurse and a social worker.
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I included a fourth part, “How Do We Know It Works?,” to communi-
cate to clinicians and potential program developers that although we may
believe that certain interventions or programs are effective, we need to
evaluate our work if we want funding. Basic quantitative and qualitative
evaluation issues are discussed in the chapters. Chapter 17 is written by
Michael Mulvihill, Dr.P.H., a colleague who is often too generous with
his assistance. Martha Ann Carey, Ph.D., R.N., wrote chapter 18.

Part V contains a single chapter, chapter 19, that provides an excellent
description of the future of federal funding for mental health services. The
reader of both this chapter and the Foreword will have a good grasp of
public policy issues around HIV care. Doug Wirth, M.S.W., the author,
patiently tracked the reauthorization of the Ryan White Comprehensive
AIDS Resources Emergency (C.A.R.E.) Act for too many months.

As this book was being completed, something extraordinary occurred
in the clinical care of persons with HIV/AIDS: New therapies began to
suggest that improved and longer lives were possible. The Afterword,
written by the editor, discusses responses to the psychosocial and spiritual
implications of the new therapies.

The book concludes with two appendices: appendix A is a medical
primer that provides basic HIV/AIDS-related biomedical information,
and appendix B lists sources of information, with an emphasis on use of
the computer and quick retrieval.

Many readers overlook the Foreword. This book’s Foreword is by G.
Stephen Bowen, M.D., M.P.H. As associate administrator for AIDS of
the Health Resources and Services Administration, Dr. Bowen adminis-
tered the Ryan White C.A.R.E. Act until his retirement in 1996. He
provides an excellent review of basic psychosocial and funding 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 will
be the foundations for the future. It takes no great insight, however, to
realize that the future of mental health care for HIV-affected persons is
dire. Federal funding is being transformed, as described in the Foreword
and in chapter 19. Block grants and Medicaid managed care will certainly
erode the quantity and quality of services, each in its own way and for
different reasons. It is likely, for example, that block grants will signifi-
cantly reduce opportunities to develop innovative HIV/AIDS-related
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mental health programs. And it is unlikely that health maintenance orga-
nizations will reduce their profits so that HIV-affected persons can receive
appropriate mental health care. I doubt that medical facilities and medical
practice groups, caring for HIV/AIDS patients in the context of capitation
plans, will reduce their profits so that more mental health providers can
be hired. It will therefore be incumbent on us to seek out whatever special
funding is available and to evaluate expertly our services. More mental
health services will be offered if we have evaluation data that can convince
policymakers and health care administrators that mental health care is
worth the investment.

If some of the changes described in chapter 19 and the Foreword come
to be, then the specialty of HIV/AIDS care will certainly be threatened.
If that occurs, our task will be to ensure that HIV/AIDS concerns do not
become lost in the great melange of public health issues that include
nutrition, smoking, heart disease, and cancer. Each of these issues is
important. But so is HIV/AIDS.
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* A woman, divorced after seven years of marriage and now in her
thirties, says she refuses to date because she is afraid of AIDS.

* A fourteen-year-old high school student drinks a “40” (beer in a
forty-ounce bottle) and then fails to use barriers during sexual
intercourse.

* A Long Island executive, with a wife, a lively four-year-old son
and a $300,000 house, dies of HIV-related illness, and the widow
keeps the cause of death a secret.

* A man, proud to have stopped his habit of intravenous drug
twelve years ago and having worked continuously since, is hospi-
talized for prenmocystis carinii pneumonia.

Our everyday lives are complicated enough and, too often, painful and
hard to understand. Imagine, then, being faced with a condition that in
the early 1980s manifested itself through a quick and unexplained illness
and death. Then, within a decade and with medical progress, the condi-
tion became a long-term chronic condition, rather than a death sentence
rendered quickly. Now we know this condition as Acquired Immune
Deficiency Syndrome (AIDS), which is also called human immunodeficie-
ncy virus-related disease, named for the virus (HIV) that causes the
disorder.
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Imagine, also, as HIV/AIDS comes to public consciousness, mental
health providers having to learn to respond with skill and compassion to
a life-threatening situation that involves a complex constellation of per-
sonal and community considerations. As with heart disease, cancer, or a
disabling injury, great emotional trauma is involved. But with HIV/
AIDS, the emotional trauma is compounded by a societal reaction that
judges the HIV-infected person very harshly, unlike current public reac-
tions to those with heart disease or cancer. Often that severe reaction is
internalized, creating a loathing of self.

If someone were asked to create a condition that would test our society
where it was most vulnerable — on issues such as mortality and morality,
compassion and judgmentalism — it is unlikely one could create anything
more challenging than HIV/AIDS. Consider these issues:

* Because the human immunodeficiency virus is spread through
exchange of bodily fluids — during sex, in artificial insemination,
when sharing contaminated syringes during injection drug use,
in transfusions and infusions of blood and blood products, and
from mother to baby i utero and during breastfeeding — HIV
and AIDS is a taboo topic for many.

¢ Because HIV is most often spread during sex and drug use, large
portions of American society judgmentally regard persons with
HIV/AIDS as moral degenerates who are to blame for their
illness. The judgment is evident in the allowance made for in-
fected children and for persons who were infected by contami-
nated blood products, who are viewed as “innocent” victims.

¢ Irrational fears of contamination have deprived many of adequate
medical and other care, and even from basic human contact. As
late as 1995, White House guards donned rubber gloves during a
visit by a gay contingent.

Many people still believe that their communities, their family members,
and they themselves are immune to HIV. The strength of this belief
indicates the effects of the virus on our society. Too many claim immunity
because they cannot acknowledge their fears or confront the implicit
judgment, which is, “I am immune because I am not like those others.”

But now, and especially for the next century, no individual and no
community can afford to dismiss HIV as a condition that happens to
others. HIV threatens all our communities and all our clients, in ways
overt and in ways subtle, hidden, and complex.

Mental health practitioners, especially, cannot be so dismissive or un-
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aware. Each of the clinical anecdotes that began this chapter is HIV-
related, and each person described is a mental health practitioner’s client.
The woman who refuses to date because she fears AIDS may not be HIV-
positive, but she is HIV-fear-positive, and that phobia can significantly
affect her life. Or, perhaps, she may be using HIV fear as a plausible
excuse that covers fears of intimacy. The secrecy that surrounded the
death of the Long Island executive is fairly typical in suburban areas and
is one reason that people in these communities are not aware of their
incidence of HIV infection.

If a mental health practitioner believes HIV infection doesn’t occur in
his or her community and therefore fails to learn how to address it
appropriately with clients, he or she does clients a grave disservice. In fact,
many would argue that discussion of HIV issues should be a part of
every mental health practice. The practitioner must be able to respond
empathically and skillfully:

e Whether a client is infected with HIV or is a family member or
neighbor of someone with HIV/AIDS

» When a client says a fear of HIV is preventing a desired relation-
ship

* When a client is sexually active and doesn’t fear HIV sufficiently
to have safer sexual attitudes

These clients include us all.

The HIV-related tasks for mental health practitioners, then, are many
and complicated. They involve constant self-scrutiny of our feelings and
reactions (see chapter 3). They also involve constant learning.

Too often, however, practitioners confuse the collecting of facts with
development of understanding. Certainly, the realm of HIV/AIDS knowl-
edge is broad and can be confusing. But understanding HIV entails much
more than assembling a headful of facts, be they medical or psychological,
to be pronounced to oneself or to a client. Skillful practice requires,
foremost, a conceptualization of HIV in which many interlocking and
complicated pieces of knowledge may come together and be unified.

Think of this process as similar to assembling a jigsaw puzzle. Most of
us look at the puzzle’s boxtop, which depicts the finished product, before
we tackle the assembly of individual pieces. This chapter is the boxtop for
the HIV/AIDS puzzle. It provides a conceptual framework that will help
the reader piece together the many complicated aspects of HIV. Using
this template, the practitioner can skillfully integrate the many facts that
he or she will gather from reading this book and from other sources.
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This conceptualization enables the practitioner to make a comprehensive
assessment of the HIV-affected client. The assessment findings and the
model then guide the practitioner in planning care that is far-reaching.
Finally, the model informs interdisciplinary practice, which will be a
hallmark of the next decade of care.

The Biopsychosocial/Spivitual Model

Fortunately, this author does not have to create this comprehensive view.
A metamodel, which means a more comprehensive model or one that
enfolds several other models, already exists that will illuminate the way. It
is called the biopsychosocial model, developed by Engel and modified by
this author to include spiritual aspects.

The biopsychosocial/spiritual model acknowledges that all persons have
many aspects and that these aspects all interact. Figure 1.1 may help explain
the model. In this figure, each circle represents an aspect of our lives.
These broad, interlocking aspects have the following general definitions:

* Biological or biomedical — pertaining to flesh, blood and bone,
organisms, and such entities as viruses.

¢ Psychological — having to do with the inner life of the individual,
including emotions, self-judgments, motivations for relatedness
with others, and internal reasons for behaviors, generally.

* Social — the person’s participation or lack of participation in fam-
ily, community and society (including the therapist), and the
effects of family, community, and society on the person. One’s
culture resides in this realm, although one’s reactions to the
culture may be psychological.

* Spiritual — not necessarily an attachment to organized beliefs or
religious institutions, although that certainly may be present.
Spiritual aspects often include an internal belief or sense that
acknowledges an “other,” a reality beyond normal experience,
which may be a presence or meaning that surpasses current real-
ity. In this realm we include belief in God, “higher power,” “the
seed,” and particular cultural expressions of spirituality.

Generally, our Western society views each of these aspects separately.
When “health care” is mentioned, for example, most people think “medi-
cal care,” an indication of our overemphasis on biomedical responses, to
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Biomedical

Psycho-
logical

Figure 1.1. The Biopsychosocial/Spiritual Model

the exclusion or neglect of care of other aspects of ourselves. In the
biopsychosocial/spiritual model, the different realms may be separated out
for purposes of distinguishing major components and for planning our
assessment and interventions. Yet, the sophisticated provider realizes that
all these aspects interplay; they all affect one another.

Consider application of the model to the situation of a person who,
after testing, is told that she is HIV-positive.

Since the recognition of AIDS and HIV, and in many institutions still,
the person who receives a test result that indicates HIV infection is
immediately drawn into a whitewater torrent of months of laboratory
tests, visits with medical providers, prescriptions for prophylactic (preven-
tative) medicines, and discussions about the newest medical interventions.
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While the body may generally be well cared for, other aspects require
attention, such as:

 The person’s psychological reaction. Many patients, still unfamil-
iar with HIV, react with the belief they have been given a death
sentence. (An unknowledgeable mental health provider may col-
lude by joining in the client’s hopelessness.) Even those who
cognitively “know” that HIV/AIDS is chronic are likely to have
a strong psychological response that may include despair, fear,
dread, guilt, shame, or even relief that comes with knowledge.

* The reactions of those who love that person, who make love with
the person, go to church with the person, or are estranged from
the person.

¢ The spiritual reaction of the person, who may or may not have a
system of beliefs or feelings about God, “higher power,” or
meanings of life. When Kubler-Ross (1969) suggested that one
step in dealing with terminal illness is bargaining, she also sug-
gested that most persons in that situation bargain with a God-

type figure.

Two exercises may help you understand the interplay of our many
aspects.

First, if your community has anonymous HIV testing — that is, a place
where you do not have to give your name and where you will not be
recognized — go and be tested. Regardless of your sexual history and your
risk of having HIV, you are likely to have many emotional reactions to
the experience, which will include a wait of up to two weeks for the
results. Very few individuals, even those with no risks of transmission,
escape the anxiety that ensues. In addition, consider telling others that
you took the test. Take time to ponder your feelings and to consider what
others’ reactions may be. Record your thoughts and feelings in a journal.
If you are anxious and have no potential for infection, then imagine the
anxiety of a person who has a high risk of being infected with HIV, and
imagine the courage it takes for that person to be tested. If you fear telling
someone, such as a parent or sibling, about your HIV test, imagine the
fear of someone with actual risk of being infected.

To this exercise I must add several important cautionary notes. If you
cannot be tested anonymously or at a place where you will not be recog-
nized, it may be better to bypass this exercise. Too often a stigma is
attached even to those who are tested, regardless of the results. Further-
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more, some readers may be at risk for HIV infection, and testing may
yield a positive result. A counselor competent in HIV/AIDS can help you
assess your risk before testing. If you believe the risk may be significant,
you should be confident that you understand all the consequences of a
positive result and know about the availability of competent medical and
psychological care, whether anonymity or confidentiality will be pre-
served, and the psychological consequences for yourself. Do not conduct
this exercise if you do not understand its possible consequences.

To do the second exercise, sit with a friend in a quiet place, at a time
during which you won’t be interrupted, and let the friend play the role of
a physician or nurse who tells you something like this: “Two weeks ago,
we took blood from you and sent it to a laboratory to be tested for HIV.
I know you were concerned about the results because you had sex about
six months ago with someone you didn’t know. The results have come
back, and they show that you are HIV infected.” Take careful note of
your emotional reactions, and imagine what the reactions of you friends,
family members, and acquaintances will be. Discuss them with your
friend.

Your reactions may include feeling that you should see a medical
specialist, that you should pray, that you should be retested, that you
should tell family members and friends or hide the fact. Your family and
friends might respond with love and consolation, or they could respond
with anger and shame. Personal reactions are varied — but all spring from
people who are not just biological specimens but who have psychological
aspects (emotions), who live in a community that has a culture (social
environment), and who likely have considered the spiritual aspects of
existence. Clearly, the knowledge that one is infected has significant psy-
chological, social, and spiritual consequences.

Similarly, much that is psychological, social, and spiritual has led to
behavior that carries with it the risk of introducing HIV into the body.

Take the case of the fourteen-year-old female high school student, who
drank a “40,” became intoxicated, and failed to negotiate the use of a
condom prior to intercourse. What factors may have led up to this
unfortunate situation? A biological factor may be that she had too much
alcohol in her bloodstream, which may have impaired her judgment. A
psychological factor, such as low self-esteem, may have contributed to her
decision to drink or to have sex. Many social factors may be implicated,
including her peer group’s norms. A spiritual factor may also be involved:
Perhaps she grew up in a traditional church and is oppositional and
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defiant to the church’s attitudes regarding sex. Many more issues may be
involved here, and a skillful mental health practitioner is likely to pursue
many hypotheses regarding what is involved in the young woman’s risky
behaviors.

And what about the man who stopped intravenous drug use twelve
years ago and has worked steadily since? His bout with preumocystis carinii
pneumonia, an opportunistic infection that takes advantage of a declining
immune system, has serious psychological, social, and spiritual conse-
quences. Psychological consequences may include depression and a feeling
of being cheated. Social consequences may include loss of salary and of
the ability to support his family, which may also affect his emotional well-
being. Being sick, the man may seek a closeness to his God, or he may
curse God for his situation. And what of the effects of the illness on his
family, and its response? The interplay of all these aspects is what the
HIV-infected person presents to the mental health practitioner, and what
must be understood as such.

The biopsychosocial/spiritual model is useful because it allows us to
think through what we know intuitively. Every aspect of HIV affects and
is affected by others. (If we think it through, in fact, it seems that
every aspect of life has biomedical, psychological, social, and spiritual
components that affect one another.) But how does this awareness affect
our mental health practice? It allows a sophisticated response to a client
who learns that he or she is HIV-positive. The practitioner who views a
client as a dynamic interaction of many different aspects assumes a profes-
sional stance that responds to each component. This response is a more
comprehensive assessment that takes into account the various aspects and
a treatment plan that derives from that comprehensive assessment.

Background Reading

Arguments for viewing the person as a biopsychosocial system are decades
old, although authors have differed in their interpretation of the concept.
The addition of the spiritual element as an important part of the model is
newer, and somewhat controversial.

In the medical field, Engel in 1960 articulated a “unified concept of
health and disease” (459) that, he said, derived from work as early as 1951.
He calls “a concept of antiquity” the view that “disease is a thing in itself,
unrelated to the patient, the patient’s personality, bodily constitution, and
mode of life” (460). Rather, he suggests that object relations, among
other factors, affect health.
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In 1977 Engel used the term “biopsychosocial” and listed arguments
for its adoption in medicine and psychiatry. A year later Engel (1978)
alluded to an integrated model of care. He noted that the posture that
science and humanism are in opposition “promotes rivalry, if not antago-
nism, between and among health professionals. But the care of the sick
calls for collaboration and smooth interaction between professionals, with
complementary roles to fulfill and tasks to perform” (173-174). This article
and a later one (1980) details a biopsychosocial model based on general
systems theory, taking into account culture, subculture, community, fam-
ily, and intrapsychic factors, among other factors.

In the field of HIV, several persons make reference to the model, albeit
from a medical vantage point. Cohen and Weisman (1986) described a
biopsychosocial approach to HIV care at an urban hospital, calling it “an
approach that views these individuals as deserving coordinated care and
treatment with dignity” (24s5). In 1990 Cohen called AIDS “a paradigm
of a medical illness that requires a biopsychosocial approach” (98). This
viewpoint differs from what we espouse: We view HIV-related illness as
a chronic, life-threatening condition with many aspects besides the
medical.

The multiple-aspects model is not just theoretical and a nice way to
think about humankind. It is the basis of new ways of regarding health
care, as well as of studies of mind-body connections.

One example of new approaches to health care is the field of health
psychology, and an example of clinical applications of research in this area
is Managing Chronic Illness: A Biopsychosocial Perspective, edited by Nicassio
and Smith (1995). In its first chapter, Smith and Nicassio (1995) outline
the biopsychosocial model and provide a very helpful outline for applying
the model in assessment and intervention. In subsequent chapters, the
authors describe health psychology research and its applications in the
interplay of the biomedical, psychological and social aspects of chronic
illness.

Another example of the acknowledgement of the biopsychosocial
model is the American Psychiatric Association’s inclusion of a diagnosis
called “psychological factors affecting physical condition” in its revised
third edition of the Diagnostic and Statistical Manual of Mental Disovders
and its revision of the diagnostic criteria in the fourth edition (American
Psychiatric Association, 1987, 1994). Moreover, in the 1994 edition,
known as DSM-IV] the American Psychiatric Association included infor-
mation on culturally unique conditions.

Studies that acknowledge mind-body connections have emanated from
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scientific areas such as psychoneuroimmunology (Ader, 1981), behavioral
medicine, and psychosocial oncology. The results are described or applied
in books such as Minding the Body, Mending the Mind (Borysenko, 1987)
and in journals such as Health Psychology, Psychosomatic Medicine, Journal of
Health and Socinl Behavior and Journal of Clinical Oncology. More and more
scientific data describe the mind-body connection. A statistical analysis of
the results of many studies in psychosocial oncology, for example, led the
authors to conclude that “psychosocial interventions have positive effects
on emotional adjustment, functional adjustment, and treatment- and dis-
ease-related symptoms in adult cancer patients” (Meyer & Mark, 1995,
104).

Engel idealistically advised physicians to employ the biopsychosocial
model in their practice. But research and experience has taught us that
primary-care practitioners and, perhaps even more so, medical specialists
have difficulties recognizing or finding the time to address complex psy-
chosocial problems such as those found in HIV-positive persons. When
they recognize a problem, most physicians with biopsychosocial aware-
ness believe that the time-saving and, therefore, cost-effective move is to
refer the client to a mental health specialist.

Addition of Spivituality to the Model

While Engel and his successors deserve credit for uniting the biomedi-
cal, psychological, and social, those who work with HIV-affected persons
soon learn that many infected clients, in the course of their illness, reveal a
desire to investigate their spiritual feelings. Moreover, many professional
caregivers have rediscovered their spirituality through HIV-related work.

What is it about the condition that encourages persons to look inward?
In grief counseling a client often voices regret that more meaningful
interactions were not experienced with the person now deceased. Simi-
larly, a person diagnosed with a life-threatening chronic illness may come
to realize that life is too short for trivialities. With crisis often comes a
search for an anchoring, a deeper meaning. And many find the anchoring
in a part of themselves that looks beyond this life and senses that more
exists.

Fortunato (1993) notes that even those therapists who are atheistic or
agnostic can respond to religious or spiritual belief by responding to “to
a client’s need for eschatological hope. The word eschatolggical derives
from the Greek word eschaton, meaning end times. It alludes to what
happens to us after death” (1). Fortunato (1993) suggests that counselors
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form no opinion about clients’ belief systems. Atheistic caregivers, he says,
can be helpful to clients who believe in life after death. “Perceiving a
client’s eschatological beliefs as illusory is fine, as long as the caregiver
understands that they are useful, functional illusions (and as long as the
caregiver can respect the client’s perception of atheism as equally illu-
sory)” (3).

For a more detailed inquiry into the spiritual aspects of HIV mental
health care, see chapter 4.

Tools for Clinical Practice

The biopsychosocial/spiritual model offers these advantages to prac-
titioners:

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

As the reader already has learned, the HIV-affected person’s
situation — both before and after infection — is complex, and the
entire landscape needs to be seen and understood. To respond in
a sophisticated manner, the mental health practitioner needs to
survey the entire landscape by way of a complete assessment.

The outline presented in this section groups issues in a handy
way. The reader, however, now knows that each aspect is inter-
active with others. Although we placed sexual functioning in the
psychological realm, for example, the other realms are also in-
volved in sex. The sophisticated provider will not neglect the
biomedical, psychological, social, and spiritual aspects of every
issue.

Comprehensive Assessment Guidelines
I. Biomedical issues
A. Medical Information

* Current T-helper (also known as CD4) cell counts and
other markers of immune function such as viral load assays.
(See appendix A for medical information.)

* Medical history, both HIV and non-HIV. An HIV-posi-
tive person may have other significant conditions, e.g., hy-
pertension, diabetes, history of headaches.

* Medications being taken and those prescribed or recom-
mended but declined. Ask about side effects experienced.
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Include drugs obtained on the street, herbal remedies given
by nonmedical practitioners, and other complementary
remedies.

Other treatments, including chiropractic care, acupuncture,
spiritually based healing practices.

Self-care practices, including nutrition and exercise.

Names of all caregivers, medical and nonmedical, including
dentist, ophthalmologist, occupational therapist, physical
therapist, visiting nurse, nutritionist, Christian Scientist
practitioner, and clergy. Understand their roles and the
client’s choices. Are these persons well chosen, do they
know about each other, do they work well together?
Response to treatment, generally.

Understanding of HIV-related conditions and his or her
own condition. If the client is not knowledgeable or forth-
coming about these issues, what might be the barriers?

B. Neurological condition

I.

Because HIV, like certain medications, has a neurotoxic

effect that affects the client’s quality of life, please consider:

* Client’s baseline cognitive functioning

¢ Symptoms of central nervous system involvement, such
as cognitive slowing, memory loss

* Client use of compensatory strategies, such as note tak-
ing or a reminder system

* Deripheral nervous system involvement, indicated by
pain, numbness or other symptoms in arms, hands, legs,
or feet

II. Psychological issues
A. Mental state

How has client’s pre-HIV psychological functioning
changed with knowledge of infection and progression of
illness?

Client’s emotional response to HIV issues.

Acute psychological symptoms that the client attributes to
HIV status or to other stressors, e.g., anxiety, unhappiness,
depression, despair.

Longstanding psychological presentation. Neglect of per-
sonality disorders severely undermines any mental health
intervention and can lead practitioners to feelings of inade-
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quacy. The personality disorders of clients must be taken
into account.

History of, and attitudes regarding, current or past experi-
ences with mental health professionals, who may include
substance abuse program counselors; past or current partic-
ipation in twelve-step programs, such as Narcotics Anony-
mous, Positives Anonymous.

Use of psychiatric medications and psychoactive substances,
either prescribed or obtained from street dealers. Do not
overlook abuse of prescriptions and the possibilities of sub-
stance abuse in persons who do not meet your stereotype
of drug abusers. The very respectable-appearing actor River
Phoenix died in 1993 with cocaine, heroin, diazepam, mari-
juana, and an over-the-counter cold remedy in his blood-
stream. When inquiring about substance use, use both
street names and brand names. I usually ask, “Have you
ever taken Librium ... Valium ... (etc.)? Have you ever
done speedball . . . (etc.)?”

B. Sexual Functioning

Assess history and current sexual functioning.

Does the client practice safer sex?

Type of sex preferred — anal, oral, receptive?

What has changed since diagnosis or appearance of symp-
toms?

Unwanted sexual occurrences?

If gay, lesbian, or bisexual, the client’s comfort with his or
her sexual preference.

III. Social issues

* For sophisticated and deeper understanding of the HIV-af-
fected individual, strive to understand his or her culture. The
client’s cultural affiliations may be multiple. How does the
client identify himself or herself culturally? Ask the client to
explain his or her cultural identification(s). (For more cultural
issues, see chapter 6.)

* Consider the individual’s socioeconomic place in society; his
or her vulnerability to racism, classism, heterosexism, and sex-
ism; and the educational and economic opportunities denied
or afforded this individual.

* Do not overlook one very important social aspect — the cli-

15
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ent’s relationship with you, who becomes part of his or her
social network. Note the client’s ability to have a relationship
with you, to accept your empathy, and to open up to you. The
person’s style of interaction with you is likely to mirror his or
her style with similar figures outside the therapeutic relation-
ship.

Who are the caregivers? Does the client have two families —
one of blood relatives and another of affiliation, such as friends
and a partner? A genogram, or a visual display of the family, is
always helpful (see McGoldrick & Gerson, 1985).

What has been the response of “family”? Consider long-time
family patterns of care and current support. Are any family
members likely to flee during a crisis?

Are others in the support system HIV-positive?

Whom does the client designate to make treatment decisions
if incapacitation occurs? Are the proper documents signed and
filed with physicians and others? Whom should you contact in
an emergency?

Are children involved? What is their biopsychosocial status?
What does the client want you to do if he or she misses an
appointment and has no telephone or doesn’t answer?

IV. Spiritual Issues

This is by no means a comprehensive list of information that should be
obtained. (For a broader list, see Winiarski, 1991). The information gath-

History of religious observance and current attitudes.

Client’s definition, explanation, and practice of spirituality.
Are these beliefs comforting or a source of discomfort? Do the
beliefs facilitate patient’s dealing with his or her HIV status or
hinder it?

With whom does the client discuss spirituality?

What are the client’s spiritual concerns?

ered should be expanded to encompass the client’s specific circumstances.

On the basis of the information obtained through this process and your
knowledge of HIV/AIDS, enter into a realistic therapeutic contract that

anticipates, as well as reacts to, biopsychosocial and spiritual issues.

* The mental health practitioner who uses the biopsychosocial/spivitual
model acknowledges and responds to a client’s many aspects.

Many years of experience providing mental health services to
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HIV-affected persons have convinced providers that rigid frames
of practice do not adequately serve clients. The inadequacy has
several causes, including these:

— Much current practice is based on Western European models,
that is, white majority-culture models, of providing psycho-
therapy. These models are foreign to and perhaps inappropri-
ate for minority-culture clients and fail to meet their needs.

— Current psychotherapeutic models fail to account for the di-
verse and complex needs of medically involved patients.

This author emphasizes the need to be therapeutically flexible
(Winiarski, 1991, 1993) and to use a style of practice called “bend-
ing the frame” (explained further in chapter 2).

While much is said about culturally sensitive or culturally
competent practice, in fact it is so complicated that mental health
practitioners largely ignore its implementation. Practitioners
must realize that acceptance of, or sensitivity to, a client’s culture
is insufficient; they need to be well versed in the culture, to
understand it, and to accept its role in the client’s life. The
therapist must create a therapeutic relationship and make inter-
ventions that are culturally consonant for the client. Obviously,
cultural competence requires a great deal of study and experience.
The model provides a metamodel under which many disciplines can
interact.

Many contributors to this book practice as part of interdisci-
plinary teams. They realize that just being around the same table
doesn’t make for a team. Full teamwork — what many of us call
integrated care — comes when people talk with each other and
regard each other with respect. But, often, teamwork is hindered
by a lack of a common way of thinking.

Because practitioners in this country all speak English, we fail
to recognize that disciplines have different professional cultures
and that these differences create some of the greatest barriers to
integrated patient care. Physicians, nurses, psychologists, and so-
cial workers generally emerge from training with different
worldviews, including etiological presumptions, treatment strate-
gies, and decision-making styles. Even within specific disciplines,
persons have different assumptions. A person who provides cog-
nitive-behavioral psychotherapy, for example, likely has different
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assumptions about behaviors than a psychodynamically trained
psychotherapist.

The biopsychosocial/spiritual model does not require prac-
titioners to change their worldviews. Rather, it facilitates a con-
sensual treatment plan based on a common understanding that a
person has biomedical, psychological, social, and spiritual aspects.
On the basis of that common acceptance of the model, prac-
titioners of diverse views can sit together, view the patient in
many different ways, and blend their different views into a bio-
psychosocial/spiritual treatment plan. Thus, the entire patient is
acknowledged, and different team members competencies to deal
with the different aspects are validated.

One clinical example involves an anxious patient who sought
benzodiazepines (a family of drugs that includes Valium and
Xanax) to quell his symptoms. A physician wanted to write a
prescription for what he viewed as a biomedical phenomenon.
Psychosocial providers suggested that underlying psychological
causes of the anxiety would not be addressed if the symptoms
were medicated. The treatment plan that evolved from a multi-
disciplinary discussion included a prescription of medication that
would be contingent upon significant participation in psycho-
therapy.

» The biopsychosocial/spivitual model assists us in incorporating knowl-
edge from other disciplines.

The blending of knowledge within a system as just described
also has to occur within each practitioner.

What occurs when the client tells his social worker that his
T-helper cell count has dropped below 200? Will the worker
understand the implications and respond appropriately? Simi-
larly, if the patient tells his physician that he takes pleasure in
nothing, will the practitioner recognize a symptom of depres-
sion?

Too often, we become prisoners of our training. A social
worker may limit himself or herself to the social work aspects of
care. But with the many aspects of HIV, this limitation is now
insufficient for practice. To respond fully to the HIV-affected
person, providers have to learn some of other disciplines” knowl-
edge (see figure 1.2).
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ogist

Spiritual Counselor

Figure 1.2. Incorporation of Expertise from Different Disciplines

The darkened area in figure 1.2 represents the realm of knowl-
edge owned by a well-rounded psychologist doing effective HIV
work. This psychologist not only knows the knowledge of his
discipline but has incorporated knowledge from the biomedical,
social, and spiritual realms as well.

This incorporation of new knowledge allows the practitioner
to understand the implications of information of different as-
pects, such as T-helper cell counts and case management issues,
and to respond in a sophisticated manner. The psychologist will
never have the training of a physician, a social worker, or a
member of the clergy. But he or she must be able to understand
the HIV-affected client’s concerns, no matter the aspect from
which they come. Having a sense of other providers’ knowledge
allows the psychologist to work better with colleagues and ex-
tends his or her professional reach.
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Barviers

Barriers to the implementation of a biopsychosocial/spiritual model in-
clude the following:

* Being entrapped in one own’s discipline and unwilling to extend
one’s breadth of knowledge. The greatest asset of a mental health
provider is an open mind. If one’s mind is made up, one ceases
to grow professionally and personally.

¢ Adaptation of a simplistic, cartoonish view of what is meant by
biopsychosocial/spiritual factors. While many practitioners use
the term, few allow the concept to guide their practices. The term
implies sophisticated, multifactorial conceptualization that should
lead to multifactorial assessment and treatment.

* Current reimbursement systems for health care, both medical
and mental health. These now pressure providers to be more
productive, that is, to see more clients, and therefore allow less
time for interdisciplinary meetings and discussions.

* Skepticism among patients. People who seek assistance in medical
facilities generally believe that assistance comes in the form of
medication. This belief requires mental health professionals in
multidisciplinary programs to persuade clients of the worth of
psychosocial, nonmedical services.

Conclusion

HIV/AIDS has been presented as a biopsychosocial/spiritual condition
that requires a sophisticated, knowledgeable response that incorporates all
its aspects. The biopsychosocial/spiritual model has been presented as a
guide not only to understanding the condition but to assisting health
care providers in structuring assessment and guiding intervention. The
metamodel also informs multidisciplinary practice and encourages pro-
viders of HIV-related services to extend their knowledge beyond their
disciplines. Understanding the model leads to a mental health prac-
tice that addresses all aspects of the person. This type of practice is often
one in which we “bend the frame™ of our theories. That is the topic of
chapter 2.
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2 | Psychotherapy and Counseling:
Bending the Frame

Thomas Eversole

Human immunodeficiency virus and AIDS are established
among the general population, and traditional notions of counseling,
psychotherapy, and case management are being tested as never before.

Mental health practitioners have responded to the challenges presented
by the medical, psychological, social, and spiritual aspects of HIV/AIDS
by expanding their range of services and by combining professional roles,
thus “bending the frame” of psychotherapeutic practice. In addition to
making home visits (see chapter 14) and counseling clients on spiritual
issues (see chapter 4) and safer sexual practices (see chapter 8), some
practitioners speak at memorial services, serve as client advocates, and
facilitate decisions about advanced directives or suicide. New for many
therapists is the role of accompanying their clients to the ends of their
lives, being one of few if any significant fivends at the client’s deathbed.
Challenging, frightening, and rewarding, AIDS-related mental health care
pushes the limits of traditional practice as we enter the 21st century.

Traditional psychotherapy roles are delineated by what are called
“frames™ of practice, dictated largely by the theory —such as psychody-
namic or cognitive — that guides one’s work. Bending the frame suggests
that mental health providers not limit themselves to traditional roles but,
as necessity demands, go beyond the ordinary limits and established
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TABLE 2.1.
Comparison of Traditional Mental Health Services and “Bending the Frame”
Topic Traditional Bending the frame
Home visit request Decline visit Consider visiting
Case management Refer to case manager May do varying degrees of
case management, mak-
ing contacts for client,
etc.
Spiritual/religious Refer to clergy Sharing, disclosure, dis-
issues cussion
Self-disclosure Usually very limited Often more disclosive, men-
toring, modeling
Medical information Usually refer to medical Often provide basic HIV in-
worker formation, educate and
facilitate client’s medical
decision making
Advance directives Explore meaning of di- Often educate and facilitate
rectives in context of client’s decision process
therapy
Contact with family, Minimal or none At client’s request: joint ses-
partner, friends sions, other meetings,
grief work

boundaries. (For comparison of traditional and “bending the frame” re-
sponses, see table 2.1.) This requires:

* Development of a large repertoire of skills and resources with
which to serve clients. Provider roles now encompass a field of
skills as diverse as advocacy, case management, and existential
psychotherapy.

* Deliberate, ethical, and theoretically sound selection of therapeu-
tic responses to client needs. Bending the frame brings with it
responsibilities. Its practice demands that professionals reexam-
ine the legal and ethical aspects of their work, their real and
therapeutic relationships, and the sources of personal authority
from which they practice.

Winiarski (1991, 1993a, 1993b, 1995) conceptualizes the range of psycho-
therapeutic styles along a continuum of paradigms. At one extreme are
therapists who maintain a friendship-like relationship with their clients.
At the other are those whose therapy is not a dialogue and who are always
neutral. Winiarski (1991) maintains that no single, unbending therapeutic
frame can serve the HIV-positive client’s changing needs through the
course of illness. Immediately after diagnosis, the client may require
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shoring up, crisis intervention, and family intervention for support.
Through the asymptomatic period, the patient may benefit from attention
to preexisting problems and to short-term goals that reflect meaning in
life. Toward the end of life, the client may require case management and
assistance in obtaining services.

The preceding chapter noted that the issues relating to HIV/AIDS
do not clearly sort into biological, social, psychological and spiritual
components. Similarly, the mental health service needs of people with
HIV/AIDS do not fall into well-circumscribed domains of counseling,
psychotherapy, and case management. Many issues are addressed in ser-
vice areas where all three disciplines overlap, a psychosocial Bermuda
Triangle of sorts, where professional distinctions disappear. Still more
work falls outside the traditional boundaries of all three fields. Mental
health workers of the next century must develop the skills and the support
networks to move in all three domains and beyond.

Background Reading

Winiarski (1991) initiated the concept of flexible therapeutic frames and
the need to move along a continuum of roles and therapeutic styles in
accordance with a client’s changing’ circumstances. The term bending the
frame appeared first in his description of integrated medical and mental
health care for people living with HIV (Winiarski, 1993a). The American
Psychological Association’s AIDS training curriculum appropriated the
term to reinforce the necessity of using a flexible therapeutic frame in this
work (Winiarski, 1993b).

Other authors have mentioned the concept of work beyond the tradi-
tional limits of their professions. When describing psychoanalysis with
poor, urban clients, Altman (1993) emphasizes the multiple roles that
therapists are called on to fill and notes that diverse worldviews challenge
practitioners to differentiate pathology from cultural diversity. Blechner
(1993) similarly observes that therapists with clients who have AIDS
sometimes abandon their roles and become involved in their patient’s
lives. When discussing the helplessness therapists feel, Farber (1994) ac-
knowledges the biopsychosocial complexity of HIV/AIDS as well as the
necessity for case management of HIV-related needs.

Of course, these stances have not been without criticism. In their
review of Winiarski (1991), Wagner and Schell (1992) wrote, “It is gener-
ally believed that meeting the client’s ‘needs and desires’ is not the role of
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the psychotherapist® (183). Rosica (1995) observes that the emotional
aspects of HIV-related therapy are strong and that practitioners may
avoid experiencing the pain that accompanies accurate empathy. This
avoidance may be manifest as either emotional distance (excessive bound-
aries) or overidentification (loss of boundaries). Learning to sustain a
balance between the two requires supervision and ongoing emotional
support. Thus, practitioners need to be deliberate when tailoring and
maintaining boundaries that are appropriate to each client’s needs. Still,
as Curtis and Hodge (1995) note, AIDS work requires “new kinds of
helping relationships for which traditional clinical boundaries provide
little specific guidance” (5).

My Clinical Work

As a psychotherapist working with people with HIV at a large, inner-city
medical center, I was frequently challenged by personal, professional, and
ethical situations not addressed in my graduate studies. Almost daily I
experienced anxiety about “bending the frame.” Later, as training director
of the American Psychological Association’s HIV-related training pro-
gram (the HOPE Program), I heard a secret held by most of the faculty
experts: To practice effectively, these practitioners “bent” the frames of
psychotherapy theory.

The faculty reported making home visits, bartering for services, eulo-
gizing clients at memorials, facilitating decisions about suicide, and ac-
companying clients to AA meetings. These senior therapists reported a
sense of relief once the group had shared its common “secret,” and a new
sense of enthusiasm for the work ensued. The telling of our unorthodox
stories was so powerful that we built it into the seven HOPE Program
curricula.

Barriers to Bending the Frame

Those who choose to bend the frame of professional practice face at least
four types of challenges: personal barriers, professional/ethical barriers,
legal barriers, and systemic barriers.

Pevsonal Barriers

The personal barriers are perhaps the most challenging and rewarding
to overcome. Serving people with HIV, we are called on to confront our
own attitudes, values, beliefs, traditions, habits and fears about our clients,



Psychotherapy and Counseling | 27

ourselves, and the ways we practice. A client once asked me: “Why do you
think AIDS is here?” I responded that I thought it was “to show us where
we need to love more.” Over the course of therapy, he taught me a great
deal about the FFA (Fist Fuckers of America), and I had an opportunity
to test my hypothesis. In supervision I learned techniques to notice but
“bracket” or set aside my own feelings as a therapist. In my own therapy,
I worked on those bracketed issues and explored my barriers to regarding
clients positively.

Professional/Ethical Barviers

Many professional codes of ethics are general and difficult to apply to
individual HIV-related cases. Even specific HIV-related policy statements
yield conflicting interpretations. Practitioners may encounter codes of
ethics that do not accommodate the nontraditional aspects of practice
necessary to serve HIV-affected clients effectively.

Furthermore, professional codes of ethics and policies based in the
dominant culture may be irrelevant to the worldviews of some clients. If
a client’s culture holds that the only possession over which one has
dominion is one’s body and that suicide, therefore, is acceptable, then
requirements to prevent suicide may counter ethical principles such as
autonomy.

Legal Barriers

Laws may pose real challenges, especially if they or their interpretations
are unjust or unclear. Laws regarding suicide, duty to warn, right to
know, and partner notification may prescribe practitioner behavior. Given
the social-political climate in the United States in the 1990s, future laws
or work place policies may contradict the therapist’s and the client’s
personal values and beliefs about life, freedom, and justice.

Systemic Barriers

Many providers work within systems that do not espouse a biopsycho-
social/spiritual outlook on HIV/AIDS. AIDS work requires an interdisci-
plinary effort by the health, mental health, community, and social service
members of a care team. Each discipline brings its own culture, values,
rules, assumptions, and ethical practices to bear on the person with HIV
and on other members of the team. The values of providers may, for
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example, conflict with those of administrators regarding teaching safer sex
negotiation skills to seriously mentally ill persons and making condoms
available to them. It is doubtful that all interacting disciplines and person-
alities will arrive at the same solutions in response to the AIDS pandemic,
and practitioners must learn to negotiate the differences.

Recommendations for Future Practice

Given the demands of working with HIV/AIDS clients, I offer the follow-
ing recommendations to practitioners:

e It is important to develop a theoretical basis for practice that
accommodates bending the frame. Unresolved role conflicts, lim-
iting practice to a narrowly defined role, and focusing on knowl-
edge, facts, and philosophical issues impede effective work with
clients who have HIV/AIDS (Namir & Sherman, 1989). AIDS
work has called on many of us to reassess the paradigms from
which we practice in order to serve effectively the needs of our
clients as they move across the spectrum of HIV/AIDS. A con-
temporary theoretical foundation forms the basis of one’s dis-
cernment and helps prevent making capricious decisions about
when to bend the frame. It also demands continuing assessment
of the implicit and explicit guidelines for practice.

* Ongoing supervision must be an integral part of HIV-related
practice. Trying to do too much alone puts practitioners at high
risk for unskillful practice and burnout. Many larger urban facili-
ties provide supervision and peer consultation. Rural prac-
titioners who work in relative isolation should find periodic su-
pervision at metropolitan AIDS facilities. Telephone consultation,
teleconferences and e-mail consultation are also advisable.

* Often mental health service workers are the only members of
institutional staff who understand the full scope of issues facing
the HIV-positive client and his or her feelings about them. With
the client’s permission, practitioners can serve as advocates for
disenfranchised clients within complex medical-social service sys-
tems.

Tools for Clinical Practice

The following are my observations on critical aspects of working with
HIV/AIDS clients:
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¢ HIVIAIDS work requives a broad repertoive of professional role ve-
sponses, skills, and therapentic styles that allow practitioners to function
in psychotherapist, counselor, and case manager voles.

The therapist must understand that to work with an HIV-
positive client requires a broad range of professional skills. He or
she must actively undertake to learn those skills, rather than work
unknowledgeably and, likely, unethically with HIV-affected cli-
ents. Psychotherapists need to be knowledgeable about clients’
current and future likely situations and to enter into a contract
based on the abilities of both parties to sustain this relationship.
The practitioner must honor the therapeutic goals of the client,
which may not be the goals the therapist would choose. Effective
AIDS mental health work requires that practitioners be 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 has disproportionately affected marginalized and stig-
matized people in the United States. Reliable case management is
necessary for most people with HIV/AIDS, because most will
require a number of social services throughout their illnesses.

After the client undergoes HIV testing, part of the therapist’s
work will entail educating the client about available resources as
well as about HIV/AIDS itself. Adherence to medical recommen-
dations may be an issue, and the clinician can explore what it
means to the client to have so much time consumed by medical
and social service appointments.

An issue that often arises in HIV-related therapy is the client’s
frustration when negotiating the welfare system. People with
AIDS need to make decisions about ceasing to work, getting
Social Security benefits, and being designated “disabled.” Fur-
thermore, clients receiving public assistance cannot move in and
out of the wage-earning work force as their health fluctuates
without losing medical coverage for the future when they may be
sick again.

These case management issues have a therapeutic component.
Consider such a disenfranchised client in therapy who needs to
access social services. This is a client who lacks the social skills,
emotional stability, and physical stamina to negotiate the social
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service system independently. There may be a temptation to
provide the client with appropriate phone numbers or to refer
him or her to a case manager with whom he or she will have to
establish yet another relationship.

Generally, a therapist who bends the frame might determine
with the client what part of the task the client can perform
successfully, such as obtaining initial information over the phone,
and what therapeutic goals that might achieve. The therapist
might assume an advocacy role, placing a call, negotiating with
the social service worker, and putting the client on the phone all
during the therapy session. The remainder of the therapy session
might center around processing the interaction. Here the thera-
pist has worn several hats: counselor, case manager, advocate,
teacher, mentor, and therapist.

One barrier to bending the frame is the risk of “enabling”
clients to maintain their pathology if the therapist performs duties
outside the traditional role. The practitioner does not need to
discontinue therapy in order to facilitate case management tasks;
however, continued therapy might not be possible if such tasks
are not performed. Effective clinicians will evaluate what they
and their client feel is most helpful.

* HIV-related psychotherapy involyes exploving a range of themes.

Adjustment to seropositive status is a process of integrating
new information about oneself into one’s existing identity. It is
nearly a developmental process of redefining oneself, and it takes
time. The change involves a true grief/loss/rage response in many
people. For some, dealing with guilt is an issue.

Other clients may have experienced a lifetime of discrimination
and abuse as a result of their sexual orientation. Many gay men
have considered or attempted suicide prior to acquiring the virus
in part as a result of their own internalized heterosexism. Thera-
pists do well to explore issues of unresolved childhood emo-
tional, physical, and sexual abuse as well as rejection by school
and family. Many clients have been disenfranchised from their
families and have left home. When forced to return to their
families due to their nursing needs, some find themselves in a
reconstructed childhood role, and a host of unresolved family
issues may come to the surface again.

For more psychotherapy themes, see Winiarski (1991) and
Kalichman (1995).
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* Legal and ethical dilemmas abound in AIDS-velated work.

Practitioners need some framework or model for making ethi-
cal decisions that will sustain them even when some other parties
are not pleased with it. They should rely heavily on consultation
and documentation as necessary. Kitchener (1984, 1988, in press),
Melton (1988), Reamer (1991, 1993, 1994, 1995) and Burris (in
press) have written extensively about ethical and legal issues.
The American Psychological Association’s Office on AIDS has
developed a training curriculum (Jue & Eversole, 1996) to help
practitioners apply a model for making ethical decisions related
to HIV/AIDS.

When confronted with an ethical dilemma, it is important to
pause and deliberately identify one’s personal responses to the
case (Jue & Eversole, 1996). The practitioner’s countertransfer-
ence can greatly influence the decision-making process. It is help-
ful, then, to review the facts of the case and to conceptualize an
initial plan on the basis of the clinical issues involved. While
codes of ethics for the practitioner’s professional association may
give additional guidance, evaluating the initial plan according to
five ethical principles (i.e., autonomy, beneficence, do no harm,
fidelity, and justice) provide a better understanding of the codes
and how best to apply them. Practitioners may need to consult
an attorney to identify the legal issues and risks in order to assess
the options. In addition to considering all the personal, clinical,
legal, and ethical perspectives, workplace policies and consulta-
tion with supervisors influence the decision. With careful consul-
tation and documentation, practitioners can then choose a course
of action and move forward with it.

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

The traditional role that psychotherapists or counselors play
doesn’t include demonstrating the use of a condom with a dildo.
Consequently, few professional programs prepare students to
deal with their own countertransference around sex and diverse
sexual orientations. Practitioners of the 21st century must be
able to talk freely with clients about sex. They must possess the
information, skills, and language to teach safer sex techniques and
especially the negotiation of safer sex. They must be comfortable
taking a thorough, explicit sexual history with #// clients in order
to make accurate HIV risk assessments. Workshops and profes-
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sional training should include experiences that normalize conver-
sation to acquire explicit sexual information. Practitioners must
be sensitive to any discomfort they experience with these issues
and address them in supervision and in their own therapy.

AIDS work requires providers to be grounded in a framework
for dealing with addicted clients and to be very aware of their
feelings about individuals who continue to use substances. They
must be competent to take a drug use history, to identify sub-
stance abuse, and to address its treatment. They must make
decisions about treating clients who continue to use drugs or
occasionally relapse. Since one policy may not serve all clients
equally well, practitioners should decide whether therapy under
such conditions helps move the client toward a healthier state
and, if so, whether the situation is abusive to the therapist.

In addition, practitioners must understand their own issues
around loss, grief, and bereavement. Many clients need to grieve
the death of their partners, children, and many of their friends in
rapid succession. Therapists should be cognizant of disenfran-
chised grief (mourning that cannot be publicly displayed and
supported by the client’s family and friends, such as the loss of
one’s lover). Often the therapist’s office is the only place the
client has the opportunity to grieve, and the therapist is the only
person trusted to witness and validate the client’s loss. Clients
may need to grieve the loss of the healthy persons they used to
be. They may need to grieve the loss of their dreams and aspira-
tions. AIDS is a disease of loss after loss after loss, and it chal-
lenges good therapists to uncover sources of hope with the client.

Clients may want to talk about death and what they perceive
it will be like. They may want to make preparations for death,
including completing relationships with significant people in
their lives. Practitioners must be prepared to facilitate clients’
decisions about wills, living wills, do-not-resuscitate orders, dura-
ble powers of attorney, guardianship of children, suicide, and
funeral arrangements.

Practitioners also need to know their own “trigger issues”
related to grief and loss and to learn techniques such as “brack-
eting” or putting their own issues on hold in order to remain
faithfully present for their clients. It is incumbent on helping
professionals to do their own work on grief issues once they
identify them. Grief work can involve identifying one’s own
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losses, relating them to the tasks of grieving (Worden, 1982), and
taking steps to move toward completion of those tasks. Finally,
they must actively attend to their own methods for effectively
grieving new losses associated with their work. Grieving requires
some way of externalizing the emotion and the pain of loss (see
chapter ).

Bending the frame vequives practitioners to veevaluate their notions
about “compliance?”

Many clients move in and out of therapy over the course of
their illnesses, not wanting to be reminded about their disease
when they feel well. Therapists may find themselves angry with
clients who only come for therapy when things are not going
well. Clients who are very ill may not be able to come to therapy
sessions at all but may need it most at that time. First and most
of all, the therapist should try to help the client understand the
meaning of the “noncompliant” actions. With understanding, a
client has more freedom to make choices rather than being lim-
ited by reflexive, unconscious responses.

In response to the client’s inability to attend sessions, bending
the frame might include making home or hospital visits and
conducting therapy sessions at the client’s bedside in a semipri-
vate room or literally spoon-feeding the client throughout a ses-
sion.

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

Clients must make decisions about informing sexual partners
and people with whom they may have shared injection equip-
ment. Disclosure may involve considerable risk for clients. It may
entail disclosing their sexuality, adulteries, or addictions as well
as notifying significant others that they may be infected with the
virus. Clients may risk physical harm, death, eviction, rejection,
and loss of children or jobs by disclosing their serostatus to
others. Counselors and therapists can assist clients in assessing
the real and perceived dangers of disclosure.

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

The real relationship may be therapeutic. Once, when a long-
term client told me that he had been diagnosed with a terminal
cancer, an involuntary tear rolled down my face. My client asked,
“Why are you crying?,” and I answered him honestly: “Because
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you told me you have cancer, and I am feeling sad.” Practicing a
relationship of fidelity and honesty had been a therapeutic goal,
so it was important for me to be congruent when asked about
our real relationship.

Clients with AIDS may ask therapists directly about their
sexual orientation. Some sexual minority clients, lacking role
models and mentors, ask their lesbian or gay therapists how
they manage certain aspects of their lives. Here again the real
relationship is called on to be therapeutic. Therapists need to
understand their own internalized oppression and to make
choices that benefit the client. In bending the frame, the bound-
aries between client and therapist may shift, but a sound rationale
for how and why the frame is bent can keep providers from
falling into an unhelpful relationship. Boundaries may be more
flexible at the therapist’s discretion; however, the therapist is no
less aware of or responsible for them.

o AIDS work lends itself to a transpersonal approach.

Perhaps one of the greatest honors for therapists is the journey
they take with a client up to and through the client’s death.
Therapists may notice themselves becoming more transpersonal
in their approach as the roles of learner and teacher change over
the course of therapy. In essence, the therapeutic relationship
becomes one of two partners in a shared covenant (Driscoll,
1992; May, 1983). The counselor agrees to serve as a guide whose
faithful presence, honesty and boundaries will be therapeutic. For
practitioners who bend the frame, that agreement includes a
commitment to continue with a patient through death or cure. A
mental health professional may be the only friend the client ex-
pects to outlive him or her, and the therapeutic relationship may
be the only trustworthy relationship in the client’s life. Kain
(1996) observes:

We must become good guides. We must be willing to ride the rapids
of our HIV-positive clients” lives without complaining about the cold
temperature of the water or the heat of the sun. We must remain present
at our clients’ side from the time they first set into the water until the
time they are lifted out. (xxvi)

s A practitioner is only one player in the client’s lavger physical-spiritunl
phenomenon and comes to understand his or her own life-death transi-
tion differently.
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In some theories, the client is expected to internalize the
healthy aspects of the therapist, and there may be an implicit (or
explicit) assumption that the therapist will remain unchanged.
The therapeutic covenant, however, is created in a closed vessel,
a crucible, in which both the therapist and the client are exposed
to the energy of living and growth. As the client transitions from
an incarnate being to a spiritual being, the therapist is exposed to
a changing life energy and perspective that is operationalized in
the client’s behavior, emotion, and insight.

Many therapeutic frames are based on ego and healthy differ-
entiation of self. While the therapist usually does not die during
the covenant, the HIV-positive client usually does. In the later
stages of the client’s life, there may be an unspoken conflict in
therapy if the therapist tries to strengthen ego and differentiation
while the client, who is moving from an incarnate being to a
spiritual oneness, is attempting to lose it.

As clients move toward death, some constrict their circle of
relationships, and the counselor or therapist may be terminated
before he or she is ready. Ordinarily, one might explore the
client’s reasons for terminating, but dying people move to an-
other set of priorities and may not “process” this change with
their therapists. Practitioners may experience a feeling of being
left behind. We cannot repeatedly walk this transitional path from
body to spirit with clients and remain unchanged.

Effective AIDS-velated practitioners clavify their spivitual beliefs.

If mental health service providers are not comfortable bringing
the genuine and spiritual aspects of themselves into therapy, they
may not serve clients fully. Therapists must be willing to sit
with a client through conversations about spiritual issues and
experiences. Discomfort with the topic and quick referral to a
cleric or medical practitioner can betray the fidelity of the rela-
tionship. The practitioner’s spiritual beliefs often expand and
strengthen as a result of doing AIDS work, and these beliefs can
serve as a true resource when cases seem confusing or over-
whelming (see chapter 4).

HIVIAIDS creates move 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 include isolation, lack of support, unrealistic self-expecta-
tions, lack of self-monitored time out, and excessive responsibili-
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ties. Furthermore, the stigma associated with AIDS and dying
compounds all other stressors and denies caregivers external rein-
forcement. Mental health service providers, in systems unsympa-
thetic to substance users and HIV-affected persons, often are
caught in the middle of conflicts, negotiating the dilemmas be-
tween client rights and the needs of clients, their families, signifi-
cant others, staff, and self. Practitioners need to develop strategies
in their personal lives and at work to address the exhaustion
and disenchantment common in HIV/AIDS work. These ways
include:

— Appreciating all the successes or “wins” practitioners can find
in their work, such as facilitating a decision about treatment
so that a client lives long enough and well enough to complete
an unresolved relationship or goal.

— Clarifying those things in which we have faith. Faith isn’t
discussed much as a therapeutic tool in graduate and profes-
sional training. It can be extremely sustaining to know that
the ordinary and unspectacular moments in sessions serve a
purpose. A client, who I feared was benefiting little from our
work, once told me before he died that the insights he’d
gained in therapy were instrumental in reconciling his rela-
tionship with his family. The value of our efforts may not
always be made clear to us, but we need to have faith that they
are worthwhile.

— Reviewing our motivations for doing AIDS work and making
sure we get those needs met. Practitioners should monitor
their tendencies toward work addiction and routinely evaluate
whether they want to continue doing this work. A hallmark of
“AIDS burnout” is the belief that leaving this work is not
acceptable.

Conclusion

Providing mental health services to people with HIV requires prac-
titioners to bend the frame. Bending the frame is a paradigm shift from
traditional service delivery (“doing to”) toward facilitating empowerment
of clients (“doing with”) as successful consumers of mental health services.
To make the shift, practitioners need a wide range of psychotherapeutic,
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counseling, and case management skills and the ability to move easily
from one mode to another as the client’s situation requires. In addition,
the work requires us to be very deliberate in managing our professional
relationships with clients and to value our real relationships with them as
well. As for our clients, AIDS calls on us to reexamine the sources of
authority in our professional and personal lives and to respond in a way
that is true for us. AIDS work compels us to look at our own issues and
to grow as professionals. It reminds us to live fully. It shows us where we
need to love more.
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3 | Countertransference Issues in
HIV-Related Psychotherapy

Robert L. Barrvet

Since Freud (1910/1959) first suggested the ideas of transference
and countertransference, clinicians have learned to be especially aware
of the ways their own emotional issues may influence the course of
psychotherapy. While the debate about the validity and the application
of these two concepts will never be completely resolved, contemporary
practitioners are using terms such as boundaries (Rosica, 1995), overiden-
tification (Caldwell, 1994), and compassion (Winiarski, 1995) to describe
what is at least a similar phenomenon.

As the incidence of HIV infection has increased, mental health workers
and researchers have reported the highly complex issues that force the
practitioner to step beyond the traditional boundaries of the client/clini-
cian relationship. This “stepping beyond” requires a creativity in treat-
ment that can increase the likelihood of a dangerous countertransference
(Macks, 1988; Shernoff, 1991).

Eversole, in the preceding chapter, writes about the necessity of “bend-
ing the frame” in HIV/AIDS-related psychotherapy. Stepping beyond the
limits of the traditional psychotherapist’s role is demanded by the need
for home and hospital visits and the often close relationship that can
develop between the clinician and the client, as well as the client’s support
system. Eversole explores specific behaviors such as attending funerals or
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becoming involved in a client’s support system as examples of tasks that
most would not include in a description of psychotherapy or counseling.
Nevertheless, these behaviors are often justified as the clinician faces the
stigma, rejection, and political debate that surround HIV treatment.
Working with clients who may have been rejected by their families or
who have no medical, financial, or social support systems brings the
practitioner face to face with human needs that demand attention.

Consider the situation of an HIV-infected mother of three young
children who has no money for basic needs. During a home visit the
counselor discovers that there is no food in the house and the mother is
too sick to go to the grocery. Obtaining some food for this family might
take precedence over becoming involved in interpersonal exploration.
Similarly, agreeing to take responsibility for planning a client’s memorial
service puts the mental health professional in an entirely new role, one
that is likely to involve significant emotional responses. The clinician
“bends the frame” when direct involvement in such activities takes place;
the emotional responses to needs such as these constitute potential coun-
tertransference. Countertransference is a more internal process and can
certainly be positive or negative. Some clinicians react angrily to injection
drug users who present with HIV or refuse to step beyond their tradi-
tional role because of internal emotional responses that reflect unresolved
personal issues as opposed to appropriate clinical assessments.

This chapter reviews contemporary views of countertransference as
seen in HIV-related psychotherapy, summarizes a case that clearly reveals
the potential emotional difficulty that some practitioners experience, and
gives suggestions for ways to address the dangers posed by this phenome-
non. Let’s begin by looking at what the literature tells us about counter-
transference.

Background Reading

Freud (1910/1959) provides the generative material on countertransference,
and more contemporary writers, using other terms, expand this concept.
Freud defined countertransference as the projection by the analyst of his
or her feelings, attitudes, or desires onto the patient. These projections
can take positive or negative forms but represent an unconscious desire to
satisfy the analyst’s internal need. If left unaddressed, this process will
impede the analysis. Countertransference calls on the analyst to examine
internal material to understand self more completely. It can pull us more
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fully into the patient’s life or push us away, but it also can provide an
opportunity for much personal growth and increased appreciation for the
richness of each person’s life experience.

In the case of the HIV-infected, issues such as death at an early age,
family rejection, stigma, the often intense political debate, a reliance on
experimental treatment, and other very complex issues, countertransfer-
ence is likely to occur in the form of intense overinvolvement or dis-
tancing.

Genevay (1990) suggests that in working with elderly dying clients,
many practitioners remain detached because of their own fear of help-
lessness and loss of control. The helplessness that many professionals
report as they encounter the dying can generate fears of one’s own death
that are intense enough to lead to denial and distancing. This denial can
take the form of telling clients how well they look, encouraging them to
consider participating in future events that clearly will occur after their
deaths, and even staying away in the belief that there is no crisis.

Examining feelings like these can lead the psychotherapist to the real-
ization that the real fear is of his or her own death and suffering. When
the unconscious motivation for such behaviors is realized, there is the
potential for a kind of honesty and realness that is rarely found in the
workplace. Engaging such fears leads to a kind of personal development
that enriches life. According to Genevay (1990), being helpless with the
client empowers the client as well as the practitioner, but she warns that
keeping clear the distinction between being a professional and being a
friend is essential. This means that while the clinician may become more
involved, limits must be clear between the client and the helper, and a
constant eye must be kept on the ethical parameters of the relationship.
Appropriate caring takes place within these limits. The trick is to learn to
be present, to let the patient lead, but to also be clear about the limits of
the relationship.

Federn (1952) was among the first to liken countertransference to
boundaries. According to Federn, ego boundaries are 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 conflict
between being empathic and preserving self. The potential loss of self
increases the threat of countertransference in all psychotherapy, but espe-
cially in HIV-related psychotherapy. According to Rosica (1995), such
blurring of boundaries leads to suffering by both the therapist and the
client: “The therapist loses his or her identity as clinician, objectivity and
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distance from the client, and the ability to keep reality in perspective” (1).
Such loss of boundary can lead to feelings of guilt, rejection, abandon-
ment, helplessness, loss, sadness, and grief and a struggle among empathic
identification, overidentification, and loss of self. Gabriel (1991) sees the
bereavement reported by therapists who work with the HIV-infected in
group settings as an example of countertransference. As they struggle
with a wide range of internal emotional responses, helpers are called on
simultaneously to help surviving group members live with these deaths
and to face the threat of their own deaths.

Winiarski (1995) points out that HIV may elicit unsettling issues and
feelings, such as “moral judgments regarding sex and substance use;
psychological discomfort regarding alternative sexual practices and sub-
stance use, including but not limited to injection drug use; judgments
regarding women, their sexual activity and childbearing responsibilities;
racism and classism that include anger at disadvantaged urban minority-
culture members; feelings of helplessness, and seeming inevitable loss”
(429). He points out that in HIV-related psychotherapy, provider atti-
tudes often interfere with skillful practice. The effective use of compassion
can become blocked by the practitioner’s seeing clients as stereotypes and
by his or her emotional reactions to the situation, ranging from viewing
HIV-infected substance abusers as poor candidates for help because of
perceived character deficiencies to the need for emotional distance because
of fears of helplessness or death. Reactions like these are common for all
professional groups involved in the treatment of persons with HIV dis-
ease (Silverman, 1993).

Caldwell (1994) uses the term “overidentification” to describe similar
phenomena and sees gay psychotherapists as especially vulnerable. McKu-
sick (1988) identifies common countertransference issues as fear of the
unknown, fear of contagion, fear of dying and of death, denial of help-
lessness, fear of homosexuality, overidentification, anger, and need for
professional omnipotence.

Other examples of potential countertransference include viewing HIV-
infected children and hemophiliacs as most deserving of treatment because
they are “truly innocent victims,” to refusing to work with an HIV-
infected drug user until the substance abuse is under control, to becoming
overinvolved in one of the HIV-infected communities to the exclusion of
others who are suffering. The problem posed in countertransference is
not necessarily the action that one takes but the often unconscious per-
sonal issue that is serving as the disguised motivator. Certainly the prac-
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titioner who greets his or her emotional responses as an opportunity for
further self-understanding will encounter the kind of growth that can lead
to more competent practice.

Countertransference is thus a potentially powerful event that seems to
permeate HIV-related psychotherapy and that can serve as a signal to the
therapist that personal issues are present. While some, like Genevay
(1990), may see this awareness as a call for growth and a potential en-
hancement for both the therapist and the client, others, such as Winiarski
(1995), point out potential negative influences. In either event, the pres-
ence of countertransference demands that the practitioner proceed care-
fully. Before we examine ways to address this issue, let’s look at a case to
get a feel for what might happen.

The Case of Mike

Mike was a twenty-nine-year-old gay man who had been rejected by his
family and who had few friends. He initially consulted me because of
depression related to chronic fatigue syndrome. As months passed he
presented with symptoms of HIV disease but insisted that his physician
had assured him that the proper diagnosis was chronic fatigue syndrome.
Eventually at my urging he consulted another physician who diagnosed
him with AIDS. I quickly became part of his primary support system, for
his friends knew little about medical care and Mike’s resources were
limited. Although I encouraged him to contact our local AIDS service
organization, his social skills were such that he remained alone and ago-
nized about being rejected by his family, who lived in another state.
Without my knowledge he approached a fundamentalist church, hoping
for acceptance and assistance but finding judgment and rejection. When
he spoke to me about this, I was very distressed, and I quickly sought out
a minister who agreed to visit him and simply listen to what he had to
say.

Perhaps this “overidentification” seems to have been executed easily
and without thought. Each step I took was a troubling one. Aware of my
own struggle with my father, now deceased, who failed to value me, I
knew that some of my motivation was to show Mike that he was a person
of worth and deserving of dignity and love. At the same time I carefully
weighed the “cost” of moving beyond the traditional psychotherapy rela-
tionship into more of a nurturing friendship. Rarely did I step forward
without hesitation and often intense internal debate. Knowing I could not
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do as much for each of my clients, I attempted to identify the specifics
that drew me to Mike. I tried to keep my focus on what might help him
through each crisis and held on to a philosophical belief that all humans
deserve to die surrounded by people who care for them. Unfortunately,
Mike had virtually no one who understood his need for reassurance and
love.

As his medical condition worsened, he was frequently alone for long
periods of time, and I was one of the few who visited him. These visits
began in his home but soon took place in hospital rooms and intensive
care units. He spoke frequently about his fear of dying alone and his
enormous sense of abandonment by his family. As he weakened, I assured
him that someone would be present at his death. I spoke with his two
friends about the importance of being there, and I instructed his nurses
to call me if they failed to show up. The call came in the middle of a night
marked by severe storms. Phone lines were down in various parts of the
city, and his friends could not be notified. I went to the hospital and sat
holding Mike’s hand while he died. He was in a coma and unable to talk,
so I spoke to him about his life and how much I had appreciated knowing
him and told him it was OK to go, that he had finished his time with us.
After some time he squeezed my hand twice and simply quit breathing.

When I left the room, his two friends appeared, and we shared some
time together. Mike had not wanted to be buried in the local pauper’s
field. I was fortunate to be able to find a funeral home that donated
services and a church to purchase a burial site for him. I gave his friends
directions on what to do and tried to put them in charge, but they did
not have a clue about how to make arrangements, and I found myself in
an unexpected role as the key person in planning a funeral. I was amazed
that people stepped forward with offers to help. A minister volunteered,
Mike’s former boss provided flowers, and, at the very end of the service,
his family piled out of their car to attend the burial. On request, I made
some comments at the grave.

What I had done was “bend the frame,” maybe even twist the frame
completely out of shape. At the same time, I was struggling internally,
trying to figure out if I had totally lost my professional self and worrying
that what I was doing was very wrong. For days I puzzled over my
actions: Did I sit with him through the night for him or for me? Was this
really a selfless act or was I reassuring myself that I would not be alone at
my death? Was I in some twisted way trying to bank compassion so that
I could draw on it from others when I was in need? Did his helplessness
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and death in some strange way reassure me about my own power and
future? Was I needing to witness his death so I could live more fully?
What was I to do with all this sadness? Questions like these haunted me,
and I felt very alone. To label these emotions as countertransference
seemed at once appropriate and also demeaning.

As I struggled with these issues, I turned to colleagues for assistance.
Most said to me, “What difference does it make? Mike had a companion
when he died and that is what he wanted, and maybe you had an opportu-
nity to work on one of your issues.” While reassuring, these supportive
comments did not end my self-examination.

Like most practitioners, my professional training was very traditional.
The psychologist is supposed to be somewhat detached, should not reveal
much personal information, and certainly is not supposed to have physical
contact with the client. Psychoanalytic concepts such as transference and
countertransference seemed of little use in my cognitive-behavioral world.
Of course, over the years there have been those clients that I did not like
and some who evoked intense compassion in me. And I would run across
the occasional client who seemed unduly attached to me and curious
about my personal life. But rarely did I conceptualize the dynamic in
psychoanalytic terms. My training taught me to be a professional and to
keep my personal feelings separate. I had accepted the role of a distant and
personally uninvolved clinician without much question. That orientation
began to change when I became a volunteer counselor with cancer pa-
tients. Suddenly I was in close contact with my client’s family members
and a regular visitor in their homes. Helping a client tell his sons how sad
he was that he would not live to see them graduate from high school
evoked many emotions in me. My yearning for such a loving and coura-
geous father and my sense of rejection by my own father was obviously
present in that moment. Once I became involved in HIV work I knew
quickly that my own feelings were going to a significant part of this
experience.

As T have spoken with other professionals who work with HIV-in-
fected clients, I have asked what draws them into this difficult work. A
usual reply is that in the work they find a kind of honesty and love that is
rarely encountered. They speak of being moved by courage and commit-
ment and of developing a keen awareness of the preciousness of life. They
talk about the strength of family and support systems and of their growing
spirituality. They report not fearing death so much and even discovering
increased confidence about being alone.
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Another group of professionals reports being angry all the time. They
talk about the lack of resources and even the undependability of many of
their clients. Their lives have become dominated by an insidious anger
that destroys virtually all of their enjoyment of normal life activities. They
are not just burned out; they are totally depleted and feel trapped in the
work because “there’s no one else to do this if I give it up.” They have
become professional and chronic victims. It is not hard for me to see that
some have been drawn to the work because of previous feelings of anger
and victimization and that they remain in the work in a futile attempt to
deny their own issues with negative emotions. If their attachment to the
work is pathological, what do I make of the more positive experiences I
am having?

Naturally, the answers to questions like these are complex and are
usually not readily apparent. The bottom line for me is whether I can
defend my actions and find a sense of internal understanding and peace
about what I am doing. For me, that is the crux of using my countertrans-
ference issues productively. And I have learned that I cannot reach such
tranquility alone. Working with HIV-infected clients demands that I be
willing to engage my emotional responses more fully and be alert to the
ways that my own issues create potential pitfalls.

Not all countertransference is in the direction of compassion. One of
the first HIV-positive injection drug users I treated had been brought to
the clinic by his girlfriend. She had reported to her physician several
horror stories about his suicide threats, disappearances, and abusive rages.
She took his abuse and arranged for him to come to the clinic to talk to
me. After waiting for him for twenty minutes, I was surprised to see his
girlfriend open the door to my office. Startled because he was not there
with me, she dashed about the clinic and found him in a restroom
shooting up his drug. When she brought him to me he was high and
unable to speak coherently, and I found myself thinking of ways I could
terminate the case before it had even gotten started.

In supervision I learned that my resistance to working with him was
created by my fear that I had nothing to offer that would help him control
his drug habit. Once I recognized my reaction as my problem, I was able
to interact with him more successfully.

The conflicts that arise in HIV-related psychotherapy or counseling
demand careful attention. Often the clinician cannot resolve these issues
alone. And sometimes there are few in our communities who understand
the unique quality of this work. If unaddressed, countertransference can
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lead to ineffective treatment. Fortunately there are ways to “turn up the
volume™ on these issues to guard against negative outcomes.

Tools for Clinical Practice: Resolving Countevtransference

Clinicians working with HIV/AIDS clients may benefit from following
these suggestions:

o Don’t just do something; stand there.

Recently I co-led a workshop on living with a chronic illness.
My colleague spoke about the kind of professional helplessness
he often felt when faced with a dying client. He reported that he
gained comfort in realizing that the old adage “Don’t just stand
there; do something” could be changed to “Don’t just do some-
thing; stand there!” This change helped him understand that in
being present, he was offering something very precious — his
willingness to feel his own helplessness and not run away. In our
outcome-oriented culture, it is difficult for many to continue to
be involved in such difficult work when there are not always
mileposts of progress to give reassurance of effectiveness.

* Engage in case management.

Case management (Curtis & Hodge, 1995) is one of the means
of dealing with countertransference. Learning about community
resources and knowing when and where to refer clients can
reduce the sense of helplessness reported by many practitioners.
AIDS service organizations, social service departments, food
banks, emergency housing, and the family and support systems
that surround the client can be valuable resources. Getting to
know the medical and social support systems reduces the sense of
isolation that many clinicians experience. Such a “team approach”
allows for consultation in a crisis and pools the talent for the
protection of the client.

o Form peer supevvision groups.

Some practitioners report forming peer supervision groups to
address individual situations and to allow for the ventilation of
emotion. These groups can meet weekly or monthly and serve as
a major source for emotional exploration and support. Delgado
and Rose (1994) encourage the use of informal helping networks
like peer groups to help caregivers cope with the stress.
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Gabriel (1991) outlines a model of group supervision that
focuses on therapists’ unconscious communications, defensive
functioning, and resistances, as well as on countertransference
issues. Her model helps the counselor develop an increased intel-
lectual and emotional comfort with issues like facing a deteriorat-
ing illness, accepting death, and dealing with survivors. She be-
lieves that such groups reduce the likelihood that helpers will be
overwhelmed by feelings of helplessness, anger, and loss, espe-
cially the pain of multiple loss.

o Get a buddy.

Some practitioners contract with a professional colleague to
create a peer supervision team. Whenever either of the pair deter-
mines the need to process what is going on in a particular case,
the other partner agrees to meet, listen to the dilemma, and
suggest possible alternatives. With such an ongoing relationship,
partners can check each other on possible countertransference
issues. Such conversations also serve as checkpoints when bend-
ing the frame and help ensure more competent care. They also
help reduce some of the isolation and helplessness that character-
ize this work. Arrangements with a buddy can last the duration
of one case or extend over several years.

o Schedule vegular clinical supervision.

Another way to surface countertransference issues is through
regular clinical supervision. Contracting with an HIV-wise clini-
cian who understands the complexities can help practitioners
provide more competent treatment. Several authors stress the
importance of clinical supervision in dealing with countertrans-
ference issues. When the supervisor is competent and unafraid to
confront the practitioner with instances where attitudes and val-
ues are interfering with competent treatment, there is an im-
mense opportunity for personal growth and improved service
delivery.

Winiarski (1995) suggests that the supervision must deal with
rescue fantasies (“A cure is just around the corner”), instill a
belief in the effectiveness of ongoing treatment, encourage more
direct intervention when the practitioner is withdrawing, and
reduce feelings of despair and demoralization. The supervisor
needs to be particularly alert to unexposed and unexpressed
anger. Further issues of burnout prevention are essential if the
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helper is to continue to provide competent treatment. Bell (1992)
believes this is especially true when working with substance-
abusing clients.

¢ Be in psychotherapy.

Perhaps the most powerful means of understanding individual
countertransference issues is for the practitioner to enter psycho-
therapy. Facing one’s fears of death, helplessness, anger, rejection,
lack of confidence in treatment skill, and the many other emo-
tional responses that accompany HIV-related psychotherapy may
demand more individual attention than can occur in group or
individual supervision. Individual psychotherapy suggests that
the clinician is taking responsibility for his or her professional
and personal growth and development and may be the best arena
for conflict resolution.

* Pursue additional training and balance in life.

Other approaches include clinical training and continuing edu-
cation, use of the professional literature, and common burnout
prevention techniques such as exercise, journal writing, reflection
on meaning, and the pursuit of personal interests and hobbies
(Imhof, 1995). Above all, the maintenance of predictable life
structure will help the clinician retain balance in life. Unfortu-
nately, all too often, this is the first quality-of-life component to
go when faced with the overwhelming needs presented by per-
sons with HIV.

Conclusion

Perhaps the most difficult issue in determining whether countertransfer-
ence is present, in either positive or negative form, is that many of
our responses to suffering reflect a deep human compassion that is not
pathological. Caring for the sick and dying does offer the opportunity for
increased meaning in life and often an enormous sense of fulfillment.
When Mike died, I went through days and weeks of turmoil. While his
death was easy, his dying was difficult, and I believe that my presence
made some slight difference to him. I also know that my presence re-
flected in part some of my own fears of abandonment and death. Under
supervision and in psychotherapy I have learned more about my personal
issues. That has been Mike’s gift to me. As I bent the frame and worked
through some of my fears, I can now work with human suffering by being
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more fully present. And when I find myself distancing from a difficult
situation, I know to start examining what is going on inside me, to see if
there are personal issues that are getting in my way, to lean into the
discomfort these issues generate, and to learn, once again, that both
positive and negative emotional responses can serve as reminders of my
own frailty and incompleteness as a human being. Through engaging my
own suffering I can more fully understand the struggles of my clients. I
can “just stand there” and recognize that my willingness to be present
may be the most significant and helpful action.
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Pascal Confort

In the early years of my practice with HIV-infected patients in
an acute-care hospital, I met Edwin. Ed, who died several years ago, was
an Hispanic man in his early forties, born a Roman Catholic in New York
City. He had spent most of his adult life in and out of prison, and for
most of the time I knew him, he remained an inmate in the New York
State correctional system.

One day Ed was musing on his life. “You know,” he told me, “when I
was growing up, I was sure that I wasn’t lovable, that I wasn’t good
enough, that somehow I didn’t meet the mark or the standard. I kept
trying to be macho, to earn my way, to be recognized in the crowd.”
With a gentle smile, he continued: “What I’ve learned is that eventually
you have to outgrow your ego. And what I finally discovered is that who
you really are ain’t so bad after all.”

Edwin did not have a college education. He had not studied Jung’s
theory of individuation or his theory of the emergence of the self and
transformation, nor had he been connected beyond his childhood with
any institutional religion, Roman Catholic or otherwise. Yet, he had
one of the most thoughtful and developed spiritualities of anyone I have
ever met. There was a peace about him—a kind of spaciousness of
spirit — that remained with him even as his body weakened and his
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mental faculties deteriorated. How might we describe that inner process
that was so apparent in Ed’s case? And what might it tell us about the
holistic care of persons who are living and dying with HIV-related ill-
ness?

It is undoubtedly a truism that it is persons who get sick, not just
bodies. It follows, then, that care needs to be directed to the whole
person, not simply to a set of physical symptoms. Occasionally, I have
been asked as a chaplain/pastoral counselor how I deal with persons who
are not religious or “spiritual.” I have long since ceased to offer any
elaborate explanations about practice in this regard. I simply note that I
have yet to meet anyone who regards himself or herself simply as the sum
of his or her body parts.

More often, it seems to me, it is the physically healthy person — the
counselor or therapist —who is uncomfortable or unfamiliar with the
spiritual, both in him- or herself and in others. In professional practice,
this discomfort can show itself in any number of ways. A therapist may
think, “I’'m not a believer, so I cannot help anyone when he or she starts
talking about God.” An even more subtle barrier to effective work may be
found in this statement: “He’s talking about God and how God will help
him. But I'm not so sure of that. My God is a different God. I'm religious,
but he’s not talking my kind of religion.”

In either case, the caregiver starts with predispositions or assump-
tions —about him- or herself and about the client — that are barriers to
skillful care. The therapist’s task in this work is not to make judgments
about the client’s expressions of spirituality. Rather, the therapist needs to
appreciate the client’s revelation of something deeply personal. The cli-
ent’s statement begins to communicate how the transcendent presents
itself to that client. It is an opening to consideration of eternal questions.
Now the task is to listen for and to work with the client’s images, views
and expressions of spirituality. All that is required of the clinician is to
remain open to these expressions.

With this in mind, this chapter deals with the area of spirituality as it is
experienced in the world of HIV-related illness. Following some intro-
ductory comments on what we mean by spirituality and on the distinction
between spirituality and formal religious practice as it is generally under-
stood, the chapter is divided into three sections:

1. HIV-related illness as an opening into the deeper levels of human
life and consciousness, that is, into the area of spirituality. What is it about
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the illness and its surrounding circumstances that seem to evoke —one
might even say require — the journey inward?

2. HIV-related illness as requiring us to look more fully and directly
at death, not only as the inevitable outcome of the course of HIV-related
illness but much more as a teaching about life. How can we be with the
client whose life span is considerably foreshortened in a way that will be
genuinely skillful, helpful, and, most of all, loving and compassionate?

3. HIV-related illness as inviting us as caregivers in the field to a
consideration of our own lives and spirituality. Is there a gift for us in the
work? Is there an opening for us, an invitation into the deeper levels of
human life and consciousness? What are some of the intrapersonal and
interpersonal dynamics involved in this process?

Spirvituality and Religion

The term spirituality as 1 use it here is to be understood in its broadest
and most basic sense. Spirituality encompasses the relationship between a
person and the transcendent, however it is that the transcendent is im-
aged, experienced, or named by that person — God, life with a capital
“L,” Jesus, one’s Higher Power, Enlightenment, Unconditional Love. It
embraces one’s entire life as felt, imagined, and understood in relationship
to the transcendent, the metarational, or the profoundly immanent —an
imaging and an approach that might be more characteristic of persons
who come out of an Eastern rather than a Western worldview.

Religious practice is an expression of this relationship, offering in
its healthier forms a loving and consistent community of support and
encouragement in the journey toward wholeness and communion that
represents the best of the human spirit. Religious practice also includes a
host of symbolic and ritual expressions of the relationship between the
human person and the transcendent.

While formal religious practice is not synonymous with spirituality, it
is important for the mental health practitioner or pastoral caregiver to be
aware of the client’s religious and cultural background, even if the person
has long since left behind any formal church or congregational affiliation.
This is so simply because particular symbols will carry (or fail to carry) for
particular persons the experience of the transcendent or unconditioned,
depending primarily on the person’s background, personal history, and
culture.

Just as the caregiver needs to be cognizant of the person’s religious and
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cultural history, it is also essential that he or she remain open to how that
person’s religious or spiritual journey has unfolded over the years. We
need to be wary of making unwarranted or rigid assumptions — for exam-
ple, that Pentecostals always respond in a particular way, or that persons
out of Jewish tradition would never respond to this or that practice. The
skillful practitioner always takes his or her lead from the patient, open to
the unexpected as it presents itself. In the area of spirituality, as with so
many other dimensions of life, Stephen Levine’s (1987) observation that
the mind can be a wonderful servant though it makes a terrible master is
especially appropriate.

HIVJAIDS as an Openinyg into Deeper Life and Consciousness

What is it about HIV-related illness that seems to evoke or even require a
deeper exploration of life in all its dimensions? Is there something distinc-
tive in this regard with respect to the world of HIV/AIDS care, some-
thing that distinguishes it from practice with persons suffering from other
serious or life-threatening illnesses?

There is no doubt that HIV-related illness and its surrounding psy-
chosocial context present a distinctive challenge and opportunity. The
following realities shape and describe the world of HIV-infected person.
They need to be kept in mind, since they provide the backdrop or context
within which we do our work:

* The relative youth of persons who are HIV-infected. Somehow,
our worldview, particularly in the West, suggests that people
ought to become ill and die in some sort of chronological order.
To put it another way, we assume that it is natural or normal for
older persons to get sick and die, but not so for younger persons.
There is an assumption, often unspoken but nevertheless commu-
nicated at a nonverbal level, that the value of a life is measured in
terms of the number of years a person has passed on earth rather
than in terms of the quality that has characterized these years.
This is not so, for example, in an American Indian culture, where
one is seen not in a linear way but rather as a circle that becomes
complete at about puberty with the rites of passage. From that
time on, one is seen as a wholeness that continues to expand
outward. Once the circle has formed, anytime one dies, one dies
in wholeness. And wholeness, in American Indian wisdom and
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spirituality, is seen not as the duration one has lived but rather as
the fullness with which one enters each complete moment (see
Levine, 1982, 4-5).

¢ The enormous loss connected with HIV-related illness. A diag-
nosis of HIV-positivity and the course of the illness as one be-
comes sicker carry with them a series of losses that can be genu-
inely devastating. The person is dealing not only with the loss of
good health and the loss of a sense of physical well-being but,
more profoundly, with the loss of work, productivity, economic
independence, normal social life, and, in some cases, family rela-
tionships. Given some of the enduring fears and prejudices in our
society regarding HIV-related illness, there can also be a sense of
loss of respectability, with a concomitant need for secrecy and a
pervading sense of embarrassment and shame. This, of course,
can impact the person spiritually or at the deeper levels of human
consciousness by eroding his or her sense of self as worthy or
lovable and of the diminished life as worthwhile or “useful” at all.

* The reality of death as coming sooner rather than later. Although
there has been substantial progress in the treatment of the oppor-
tunistic infections related to HIV-positivity, and although pa-
tients generally live longer from the time of diagnosis than they
did ten years ago, there is still no proven way that the virus can
be removed from the body once it is there. In that sense, HIV-
related illness remains incurable and ultimately uncontrollable by
our present advanced medical technology and knowledge. It is a
life-threatening condition, a fatal illness. It brings one face to face
with the reality of impermanence and death. At one level, it is a
terrible blow; at another level, it is a precious gift that can
uncover aspects of the person and his or her most precious values,
values that have been hitherto unacknowledged or unexplored.

Randy was a black man in his early thirties. When I first met him, he
was hospitalized with a serious HIV-related pneumonia. Randy was gay,
articulate, well educated, and successful. He came from a socioeconomi-
cally poor urban background, and his parents had worked hard to educate
him and his six siblings. He grew up in a Baptist tradition, but when we
met he was not connected with any church or congregation.

When he was well enough to chat, Randy spoke with simplicity and
candor about his situation. He was clear that his physical condition was
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terrible. “I certainly do not want to suggest that this illness is a good
thing,” he told me. “At the same time,” he continued, “something has
really happened to me since I was diagnosed and particularly as I have
grown sicker. I was really on the fast track. I was ambitious, doing well in
my career, making a lot of money, and enjoying a very active and not
always wise social life. But this illness stopped me in my tracks. So many
of the things that seemed important to me didn’t matter that much any
more. I got back in touch with my family in a way that was wonderful for
me. I've slowed down, and I've discovered deeper levels of myself and of
life, dimensions of love and relationship and values that I had somehow
lost track of when I was well and active in the business world. In that
sense, the illness has brought its own gift.”

Randy’s story, though it may not always be so well articulated, is
repeated over and over again in the world of AIDS care. Randy came in
touch with the distinction between healing and cure. His HIV illness was
never cured, and he died a relatively young man. But Randy experienced
healing in the sense that he felt more and more whole as his illness
progressed. His spirit was intact, even as his body was assaulted by the
illness.

I believe that it is our task as practitioners simply to provide a context
or caring environment within which such stories can be told and within
which that deeply instinctive exploration of both inner and outer space
can take place.

To facilitate this process, I suggest three attitudes or stances on the
part of the practitioner (therapist, case manager, chaplain, counselor) that
are central to providing such an environment or context: attentiveness,
acceptance, and compassion. These stances are undoubtedly essential to
any therapeutic relationship. But in the area of spirituality they take on an
added dimension, since they represent, communicate, or symbolize that
which is, in all the classic religious or deeply humanistic traditions, most
characteristic of the mystery we call God, Unconditional Love, or ultimate
Union.

Attentiveness

Listening carefully is undoubtedly at the heart of our work. In the area
of spirituality, it requires a centeredness on our part, an in-touchness with
our own inner worlds. This is not so much a rational thing — a habit of
mind, so to speak, that keeps us aware of what we think. Actually, what
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we think often changes, so what is important is that while we remain
aware of that changing mental scene, we stay rooted in the Mystery of
Life which goes far beyond any verbalization of how things are or ought
to be. In that sense, we need to be wary of any facile attempts to explain
the meaning of life, the meaning of illness, a “theology of suffering,” or
some other such approach. If that mental apparatus is churning away in
us, we will be distracted and not really able to hear the openings into the
transcendent, into the metarational, that are always there in the patient or
client.

We do not need to work hard at this. The content that we deal with in
this area is deep within the person. We do not have to “bring it up” or
produce it. What we need to listen for are clues to the person’s larger
sense of himself or herself, questions related to why this is happening,
who the person is in the midst of all this physical limitation and illness,
what will become of him or her as this process continues on what is
apparently an inexorable course.

Acceptance

As mental health practitioners, we are present to our patients or clients
at some level simply to receive them where they are in their journeys and
to hear what they have to say. It is not necessary or helpful, particularly
initially, to “do something.” We have neither to agree or disagree, ap-
prove or disapprove. I have from time to time seen brochures offering
what is termed “nonjudgmental” pastoral care. Is there any other kind?
And what does it say about the field, about churches and religious congre-
gations, or about the society in general, that we feel compelled to assure
our sick brothers and sisters that we offer them “nonjudgmental” care?

At the same time that we offer our clients an accepting and hospitable
space in which to tell their stories, there are ways — through conversation,
through our manner (particularly in what is communicated nonverbally),
through the skillful use of ritual —in which we can assist the person to
come more in touch with what is, in any sound religious or humanistic
tradition, a more genuine and helpful spiritual belief and practice.

In the world of HIV-infection, we have more than our fair share of
clients whose personal histories have been defined by physical and mental
abuse, low self-esteem, and a kind of affective deprivation in their forma-
tive years that is astounding and deeply distressing. In many cases, they
have experienced the world from their earliest years as a hostile and
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unloving environment. And it is often out of this early experience that an
equally hostile and unloving deity emerges. This may be either a deity
who is busy punishing so-called wrongdoing by inflicting illness and
general reversal of fortune, or one who stands by idly in some remote and
distant way when he (or she) could be doing something useful to alleviate
the situation. Either way, it is not a perspective that is in keeping with
healthy religious and spiritual tradition, nor is it helpful in the process of
healing and wholeness that is at the heart of the human journey.

Where we are dealing with clients whose religious or spiritual belief
and practice torture and constrict them, or if the person is obsessed or
consumed by religious images and concepts that are clearly not loving or
peace-giving, it might be wise to refer the person, if he or she is open to
it, to a more specialized practitioner such as a skillful clergyperson or
pastoral counselor. That clergyperson or counselor might assist the client,
through conversation, instruction in prayer and meditation, ritual (sacra-
mental confession, the anointing of the sick, special blessings, affiliation
with a congregation or spiritual support group), or a combination of these
things. In any event, the assistance of a spacious, gentle, accepting mental
health practitioner remains an important modality in filling out the spiri-
tual dimension in HIV mental health care.

Compassion

No quality, affection, or feeling comes closer to the heart of spiritual-
ity — both belief and practice — than compassion. Compassion is an emo-
tion or quality of connection, rather than separation. It recognizes that, at
the deepest level, we are all one as participants in a common humanity. It
is clearly distinguishable from pity, which arises primarily out of our fear
and which is characterized always by a sense of distance.

Despite the differences that may exist between ourselves and our clients
by reason of personal history, lifestyle, education, culture, and other
factors, it becomes obvious with any kind of openness and attentiveness
that all of us have the same essential needs and seek the same things in
life: love, acceptance, and some help when we are in need. We share the
same fundamental desire to be happy and to avoid suffering. We experi-
ence the same loneliness, the same fear of the unknown, the same secret
areas of sadness, the same half-acknowledged feelings of helplessness (see
Rinpoche, 1992, 175). In the long run, the transcendent is reflected in our
lives most by the longing in our hearts for love —for a love that goes
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beyond our so-called worthiness or unworthiness, for a love that in some
mysterious and inexplicable manner lives on without limit. There is a
sense in which a single lifetime, no matter its extent chronologically, does
not seem capable of holding and completing the longings of the human
heart. The very impermanence of everything we experience as human
beings on this earth or on this plane of existence seems to point toward
something else, toward something beyond what is immediately tangible.

Offering to our clients who are affected by HIV-related illness our
compassionate, connected, loving presence is perhaps the greatest thera-
peutic gift we can give them, since it most nearly reflects the transcendent
dimension of human existence and, as such, provides a context or environ-
ment for the healing of spirit that is always available to us in the human
situation.

Looking Move Fully and Directly at Death

HIV-related illness remains incurable at this point in history. As indicated
earlier in this chapter, it is a life-threatening condition, a fatal illness, and,
as such, it brings one face to face with the reality of impermanence and
death. In one sense, it is the ultimate invitation to spiritual reflection.
Difficult as facing this reality may seem at one level, it is also at another
level a “window of opportunity,” an invitation to deeper reflection on
values and on what really matters in the course of a human lifetime.

In Tolstoy’s masterful short novel, The Death of Ivan Ilych (1886/1981),
Ivan Ilych is close to death and struggling mightily with the meaning of
his life. Ivan has lived a superficial, self-satisfied, proper, ordered, some-
what mean, externally successful life; yet, he finds himself deeply de-
pressed, angry, tortured, and isolated as his illness proceeds on its relent-
less course. His life seems to him at this point to have had no meaning at
all. Ivan muses: “Yes, all of it was simply not the real thing. But no matter.
I can still make it tbe real thing —1 can. But what is the real thing? Ivan
Ilych asked himself and suddenly grew quiet” (132; italics are the author’s).

Perhaps that is the central question of everyone’s life. What is the real
thing? What is really of enduring value? What or whom do I care about
most? These are the questions for all of us, and we can offer no better
service to our clients with HIV-related illness as they grow sicker and
come closer to death than to be with them in a skillful, gentle, and
compassionate way as these questions present themselves.

There was a short film produced several years ago in one of our state
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correctional systems. It was a skillful piece of film making, and it was
designed, I am sure, with the good intention of raising inmates’ awareness
of risk behaviors that could lead to HIV infection. However, it had an
unfortunate title: AIDS: A Bad Way to Die. HIV infection is undoubtedly
a “bad thing” to get, but dying from the complications of AIDS is not
necessarily a “bad” way to die any more than is cancer, heart disease, or
kidney failure. When all is said and done, a good way to die is the same as
a good way to live: in love and connection.

In the day-to-day world of HIV mental health care, what are some of
the ways in which we can be of assistance as illness becomes more serious
and death becomes more imminent? I suggest the following as essential
in care and support of our clients at this stage of their illness:

*  Deal with the fear of death

Underlying all spiritual care of the dying is our view of the
relationship between life and death, between living and dying.
Particularly in our Western mentality and worldview, we tend to
separate living and dying too sharply. Actually, death is not the
opposite of life, but rather an aspect of life. It is an event in that
process we call being or becoming. Joseph Campbell suggests
that one can experience an unconditional affirmation of life only
when one has accepted death not as contrary to life but as an
aspect of life. He goes on to suggest that dealing with the fear of
death can be the recovery of life’s joy (see Campbell, 1988, 152).
If this is so —and my experience of working with hundreds of
terminally ill AIDS patients over the past decade tells me that it
is — then, paradoxically, looking directly at the prospect of death
often allows for a better, fuller, happier life. One terminally ill
patient is said to have commented during the course of her illness
that she had never been so fully alive as since she was told that
she had a terminal illness. And another quipped: “I think that
survival has been vastly overrated.” One of my own patients,
Dan, told me on his thirty-seventh birthday, an occasion that he
celebrated in the hospital in the last stages of his illness, how
happy he was. “I don’t have to prove myself any more,” he said.
“All T have to do is love.”

®  Be truthful.

It follows from the first point that we need to be truthful.

Truthfulness does not mean insensitivity, or a kind of awkward,
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self-conscious bluntness that is ill attuned to the sick person’s
timing and inner space. But it does mean that we recognize and
acknowledge what the patient usually knows already: That there
are limits to medical knowledge and technology, that 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 Ilych suffered most of all from the lie, the lie which, for some
reason, everyone accepted: that he was not dying but was simply ill, and
that if he stayed calm and underwent treatment he could expect good
results. . . . And he was tortured by this lie, tortured by the fact that they
refused to acknowledge what he and everyone else knew, that they
wanted to lie about his horrible condition and to force him to become a
party to that lie. (Tolstoy, 1886/1981, 102-103)

In this context, too, I suggest that it is generally not helpful to
suggest to persons, particularly at this stage of the illness, that
they “fight.” “You can beat this thing,” some well-intentioned
friend, relative, or caregiver might say. But the truth of the matter
is that this is a battle that, ultimately, we cannot win and are not
meant to win. Suggesting, therefore, that the patient put his or
her already limited energy into fighting death can exhaust the
patient and make him or her feel like a failure or disappointment
in our eyes. Finally, there is often a direct correlation between
fighting life and fighting death. It is time to put the battle to rest
and to encourage our loved ones and clients to use the energy
saved to live fully and attentively and to love deeply and extrava-
gantly.
o 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 and to embrace
whatever is happening. It is resistance to the moment—in a
sense, it is resistance to life — that can cause suffering as death
approaches and that seems to evoke such tightness and fear in all
of us when death is mentioned. Whatever we can do to assist the
very ill person to live in the present, to be free of the endless
cycle of guilt and regret over the past or fear and apprehension
over what will happen in the future, is all to the good. Practical
matters — such things as advance medical directives, guardianship
of minor children, and financial concerns — are best taken care of
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earlier rather than later when the person becomes very ill. The
task at the end is primarily a task of the heart and of the spirit. As
far as possible, we need to encourage our clients to leave them-
selves space for that task by taking care of the rest earlier along
the way.

* Provide an atmosphere of love.

Finally, it is important in the care of the terminally ill and
dying to provide an atmosphere of love and encouragement,
rather than one of agitation, fear, regret, and excessive “busy-
ness.” We need to remind the person verbally and nonverbally
that we are more than bodies and that who we are is far greater
than what is happening physically. I have sometimes said to
patients along the entire course of their HIV illness: Remem-
ber — you have the illness. The illness doesn’t have you.

Ultimately, our true nature —our most essential identifying
characteristic as human persons — is the ability and desire to love
and to be loved. To remind a person at the end he or she is loved
is perhaps the greatest service we can offer. Ivan Ilych discovered
this in the midst of his anguished question, “But what 4s the real
thing?” Tolstoy tells us:

This took place . .. an hour before his death. Just then his son crept
quietly 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 and 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 the situation. “But what 4s the real thing?” he asked himself and
grew quiet, listening. Just then he felt someone kissing his hand. He
opened his eyes and looked at this son. . . . (Tolstoy, 1886/1981, 132)

An Invitation to Caregivers

There is a wonderful vignette in the Franciscan tradition that recounts a
conversion story of Francis, that great medieval romantic and founder
from whom sprang a number of religious communities that survive even
to the present. It is a story that is significant in the context of this chapter,
since it is particularly germane, I believe, to how we go about our work
in the field of HIV/AIDS mental health care and to the gift that the work
might conceivably hold for us.

The historical sources tell us that Francis, the son of a wealthy Italian
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merchant, gradually was drawn to leave his worldly position, of which he
was quite fond, to follow Jesus and to explore more deeply his own
religious and spiritual journey even as he served the poor of his day. One
day, so the story goes, Francis was on the road between Assisi and
Lazzaro, the location of the hospital that cared for those suffering from
leprosy, an illness that in Francis’s time was viewed with fear and aversion.
In the course of his journey, Francis met one of the patients from that
hospital, and, in spite of the man’s appearance, he found himself deeply
moved and drawn to him. Francis bent down and kissed the sick man,
and, in so doing, he finally came in touch with himself — with himself as
he was: limited, lovable and loved, capable of loving.

In the Franciscan tradition, this event is regarded as a key moment in
Francis’s conversion, as a kind of turning point in his spiritual journey. It
is noteworthy, too, that some of the hagiographers over the centuries
attempted to “clean up” the story by changing the original account to
read that Francis saw Jesus in the leper —and that’s what led him to
embrace the man. But subsequent Franciscan scholarship has confirmed
the original version: The story — and the teaching it reveals — remains as
written.

Perhaps this vignette reflects the central reality of the connection be-
tween our professional work as practitioners in the world of HIV mental
health and our own human and spiritual journey. There is a gift for us in
the work that is real, mysterious, and at some level priceless. Essentially,
we are in service to our brothers and sisters with HIV-related illness not
as some sort of distant benefactors but as fellow human beings on the
same human journey. There is only a single work, really: The work with
ourselves and the work with our patients or clients are one and the same.

Working with HIV-related illness, particularly in its later stages, en-
courages us to learn, ourselves, to live fully in the present moment, to let
go of our strong need and desire to control, and to embrace the reality of
impermanence and death. The work invites us to an awareness that carries
with it a simultaneous mindfulness of what is going on in the person who
is ill as well as what is going on in the inner world of the clinician. We
become aware of our own fears, yearnings, doubts, and hopes. In short,
we become aware of our own search for “the real thing.” Joseph Campbell
(1988), the teacher and scholar who did such important work in the
exploration of myth, suggests that the only really inexcusable sin is inat-
tention, and Stephen Levine (1987) regularly reminds us that anything
that is not brought to awareness cannot be healed.
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In the Christian spiritual tradition, there is a way of reading some of
Jesus’s stories, particularly the parables of the kingdom, on an intraper-
sonal level, and this is undoubtedly true of stories in other traditions. The
familiar lost sheep and the lost coin, for example, represent those pieces
of our experience and of ourselves that we have marginated, denied, or
exiled. Failure to come back in touch with them, failure to acknowledge
them and to invite them back in can close us to healing and can block the
further growth to which we are called all along the way. Working with
those whom the society has frequently marginated invites us not to
perpetuate that mode either with ourselves or with others. As we encour-
age our clients to wholeness, we are reminded to seek such wholeness for
ourselves. Conversely, continuing to marginate or deny parts of ourselves
and of our experience inevitably allows us, both individually and as a
society, to continue to shut out from our embrace and our care those who
are most in need and who often have the most to teach us.

Finally, attentive work with persons with AIDS teaches us compassion,
a sense of profound connectedness and benevolence, what a Buddhist
tradition might term “nonduality” and what is expressed in the Judaco-
Christian tradition as “loving one’s neighbor as oneself.” In a very real
sense, our neighbor is ourself, and as we befriend him or her we befriend
ourselves. As the work continues to invite us to reclaim or recall those
parts of ourselves and of our experience that we reject or disallow, inevita-
bly we come to realize, as Edwin did, that who we really are “ain’t so bad
after all.”
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READINGS ON SPIRITUAL ISSUES

In my experience of nearly ten years of working exclusively with persons suffering
from HIV-related 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 Explovation of Conscious Living and Conscious Dyinyg
(New York: Doubleday, 1982)

* Meetings at the Edge (New York: Doubleday, 1984 )

* Healing into Life and Death (New York: Doubleday, 1987)

Levine has also written a more recent book that includes some
excellent material that can be adapted to a wide spectrum of patients or
clients at various stages of their illness: Guided Meditation, Explovations,
and Healings (New York: Doubleday, 1991).

For those who would like to explore more deeply and thoroughly
some of the connections between mental health practice and spirituality,
there is a fine work by a psychiatrist, Gerald May, titled Will and Spirit: A
Contemplative Psychology (San Francisco: Harper and Row, 1082). The
chapter titled “On Being a Pilgrim and a Helper” is particularly pertinent
to our work in the field of AIDS. Also, Jon Kabat-Zinn’s most recent
book, Wherever You Go There You Are (New York: Hyperion, 1994), is a
good practical guide in the area of spiritual practice.

Finally, there is a collection of excellent interviews in Timeless Visions,
Healing Voices by Stephan Bodian (Freedom, CA: Crossing Press, 1991).
The book comprises a series of conversations with persons Bodian de-
scribes as “men and women of the spirit.” The interviews with Arnold
Mindell, Joan Borysenko, David Steindl-Rast, and Stephen Levine are
especially relevant to the subject matter that we have been considering in
this chapter on spirituality.



5 | Grief and Loss in
HIV/AIDS Work

Noel Elin

Loss and grieving echo throughout the course of HIV/AIDS.
For persons infected and for those who care for them, including the
mental health provider, one of the greatest challenges is the relationship
we are invited to make with loss.

The instant the client receives test results showing infection, the client
becomes a participant in an ongoing grieving process. This individual
immediately grieves the loss of his or her HI'V-negative status. Now he or
she is living with HIV, and the future, as previously imagined, is changed
forever. Concurrently, the individual has to begin the process of integra-
ting the new status — “HIV-positive” —into his or her psychological
world.

As the illness progresses, there is a loss of the previous, healthier
identity. Each new set of symptoms forces adaptation to the new iden-
tity — “symptomatic,” “AIDS patient.”

For the provider, too, the feelings of loss begin when we first meet the
HIV-positive client. During the course of the therapeutic relationship, we
shall always be aware that the client has a chronic, life-threatening illness.
The awareness of potential loss will, consciously or unconsciously,
prompt memories of our own earlier losses, and sometimes we may act
out of these unconscious reverberations. We may offer the client health

67
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education, for example, instead of working toward processing his or her
feelings, or we may neglect to follow up with a very sick patient who
misses sessions, hiding (perhaps even from ourselves) our feeling of 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 that we are “too busy.”

Our work with loss and grieving in the area of HIV/AIDS is further
complicated by our society’s unwillingness to respect feelings of loss and
bereavement.

The work described in this chapter is revolutionary to the dominant
culture, which focuses on the here and now and denies the reality of
death. In the last half of this century Americans have become less familiar
with the dying process because it has been removed from their direct
experience.

In the first half of the 20th century dying was a family affair. Large
extended families helped care for dying family members, relatives bathed
the corpse, and wakes were conducted in homes. Technological “ad-
vances” and family mobility, however, have changed this. Just as child-
birth has been relegated to medical staff in hospital settings, so has dying.
Only those who are proactive in their choice to experience birth or death
in their homes, or in special care centers set up for these purposes, have
access to the full emotional experience that these transitional events can
evoke.

Now, from hospital to burial, the dying process is essentially controlled
by professional specialists who “spare” those closest to the dying person
the pain of attending to him or her in intimate surroundings. Physicians
sometimes prescribe tranquilizers to assist family members in coping with
the dying and death of their loved ones. Bodies are neatly packaged in
funeral homes. Society which deems death an “event,” expects mourners
to resolve their feelings quickly and return to normal home and work
lives within days or, at most, weeks. (See Nuland [1993] and Mitford
[1963] for description and comment on dying and death.)

While we hand over dying-related responsibilities to the medical pro-
fession, physicians and other medical providers often mirror society’s
death anxiety.

Deidre had signed a Living Will specific to persons with AIDS that
included her directive not to be kept alive by machines. When she was
brought to an emergency room dying of AIDS and with a collapsed lung,
she was immediately intubated because the physician did not read her
chart, which was available to him and clearly specified her wishes.
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Unfortunately, Deidre’s situation is common. In medicine, as in soci-
ety, death is considered the enemy. “I've lost the patient” is medical
jargon that personalizes the death, implying unrealistic control over life.
One reason medical providers are uncomfortable with AIDS care is that
all clients eventually “don’t make it,” in doctors’ language.

While these practices have evolved from the exigencies of modern life,
we pay an emotional price for them. Essential grief work facilitated by
active participation in the dying and mourning process is now neglected
and lost. When grieving is suppressed or interrupted, the losses are likely
to go unmourned, complicating bereavement. More will be said about
this later.

Background Reading

Many of the pioneers of psychotherapy have considered issues of loss and
their effect on personality development.

Freud’s paper Mourning and Melancholia (1917/1959) considers the fun-
damental process in melancholia (depression) to be loss of the early love
object and the failure of the person to establish the lost loved object
within its ego. Bowlby’s attachment theory (1969) explains that attach-
ments are formed from a need for security and safety. His (1970/1979)
work on separation and loss within the family informs us that “many of
the troubles we are called upon to treat in our patients are to be traced, at
least in part, to a separation or a loss that occurred either recently or at
some earlier period in life” (81). Melanie Klein (1934/1948b) considers the
infant’s loss of the breast to be “the first fundamental external loss of a
real love object” (307), and she states that the infant mourns this loss. In
her writings on mourning and depression (1940/1948a) Klein further
hypothesizes that “this early mourning is revived whenever grief is experi-
enced in later life” (311).

The Denial of Death (1973) describes Becker’s thesis that “the idea of
death, the fear of it, haunts the human animal like nothing else; it is a
mainspring of human activity — activity designed largely to avoid the
fatality of death, to overcome it by denying in some way that it is the final
destiny for man” (ix). It is suggested that readers follow Becker’s book
with Yalom’s Existential Psychothevapy (1980), which discusses a dynamic
approach to focusing on patient’s concerns about existence.

To educate health care professionals to become more familiar with the
needs, concerns, and anxieties of individuals who face the end of their
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lives, Kubler-Ross wrote On Death and Dying (1969). Her five stages of
mourning — denial, anger, bargaining, depression and acceptance — were
originally thought to be linear, but it is now recognized that people loop
around and in and out of these stages as the grief process unfolds. The
stages serve as a guide; it is not clinically sound to expect a client to follow
any theoretical grief pattern in a predetermined fashion.

Worden (1982) outlines four tasks of mourning: accepting the reality of
the loss, experiencing the pain of grief, adjusting to an environment from
which the deceased is missing, and withdrawing emotional energy from
the person or object of loss in order to reinvest in life.

Rando (1984) describes three psychological reactions to normal grief:
avoidance, confrontation, and reestablishment. She states that these reac-
tions are typical yet not universal and that the griever will probably move
back and forth among them.

In Life Is Goodbye, Life Is Hello: Grieving Well Throwgh All Kinds of Loss
(1982), Bozarth-Campbell identifies three stages in the processing of loss:
shock, the feeling stages (fear, guilt, rage, sadness), and well-being. While
we are typically not taught to grieve well, either by word or example,
Bozarth-Campbell’s work normalizes what has become for many the very
foreign, frightening work of grieving. She also recognizes that people
have different styles of grieving and that some use several styles in differ-
ent stages of the mourning process.

Lindemann (1944) identified grief as work, describing the emotional
and physical energy required to do it. My experience has been that the
most emotional presence and investment is in the middle “stages” of grief.
Kubler-Ross’s (1969) depression, Worden’s (1982) experiencing the pain of
the loss, Rando’s (1984) confrontation, and Bozarth-Campbell’s (1982)
feeling stages all make heavy physical, psychological, and spiritual de-
mands. There is a natural tendency for clients and providers to skip
over this portion of the grief work, either consciously or unconsciously.
Providers must be equipped to notice when this is happening and make
the client aware. When the client is experiencing the pain, we need mostly
to “just stand there,” as Robert Barret so eloquently describes in his
chapter on countertransference.

My Clinical Work

For the past four years, I have provided psychotherapy to HIV-infected
and affected persons who are clients at a methadone maintenance program
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at Montefiore Medical Center in the Bronx. Primary care and mental
health services are integrated into the program, on site. The majority of
my clients are Latino and African American, and all have histories of
injection drug use. Some continue using substances such as alcohol,
cocaine, or pills while on methadone.

My work with colleagues in this setting inspired the creation of a
comprehensive assessment and treatment model called the Model of Mul-
tiple Oppression (Millan & Elia, in press). The model acknowledges the
themes of loss, grief, and rage that are predominant in our clients’ lives.
Multiply oppressed persons with HIV/AIDS have suffered traumatic and
abusive childhoods; they are people of color, living in poverty, addicted
to drugs, struggling with gender roles and often with their sexual orienta-
tions in culturally and familially hostile settings. Most are suffering from
chronic posttraumatic stress.

These multiple oppressions render the client multiply stigmatized,
which causes self-hatred, pervasive secret keeping, and, often, despair
from all of the unexpressed loss. Many clients hide parts of themselves
from their families, others are ostracized from them, and some even
choose to disassociate from those they love. One of the most therapeutic
aspects of group treatment for the multiply oppressed person with HIV/
AIDS is the opportunity it offers for the individual to expose all of his
or her “labels” and to be whole in a “family” that does not impose
judgment.

When Rhonda died of AIDS, several members of her HIV support
group attended her funeral. There they were confronted by Rhonda’s
siblings, who accused them of drawing their sister into the street life and
of killing her.

Harold, an African-American bisexual man, never used needles. He
knew that when his wife discovered he had AIDS she would also learn
about his “double life.”

Jose instructed his teenage sons not to tell their friends that their father
has AIDS for fear that those friends will abandon them.

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

The provider working with the multiply oppressed person with HIV/
AIDS must envision the client’s illness within the context of the person’s
whole life situation. At times the client may not be able to focus on the
loss issues relevant to HIV/AIDS because he or she is attending to other
life and death concerns, such as a welfare snag, recovery from addiction,
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or violence in his or her neighborhood or home. The practitioner who
wants to “work on the AIDS issues” may become frustrated. But I have
learned that work in one area affects the whole person. The most thera-
peutic thing we can offer the multiply oppressed person is love and
respect. Even the most difficult clients respond favorably to this.

Tools for Clinical Practice

I offer these observations on loss and grief in HIV/AIDS clients:

The social isolation of our HIVIAIDS clients, which stems wmostly from
stigma, is a psychological death experience that precedes the physical
death.

A colleague was explaining our work with HIV-infected in-
jecting drug users to a medical doctor who remarked, “It would
be wonderful if these skillful interventions could be used with
cancer patients, who would really benefit from them.” The impli-
cation of this remark, and other versions of it, is that our patients
are unresponsive to and undeserving of quality care. No such
judgments are made regarding patients, even those terminally ill,
with other conditions, such as cancer. So the remark about AIDS
patients reveals unspoken stigmatization: that they come from an
underclass or brought the illness upon themselves, that they do
not deserve or do not want help with their suffering, and that
they are content to have less than meaningful lives or deaths. The
truth is that most people welcome compassionate care, and many
are open to learning about the benefits of dealing with death
more candidly.

Another stigmatizing factor is fear of contagion, despite
knowledge of routes of transmission. Karen had a close relation-
ship with her two nieces, ages three and five, until she told her
brother she is HIV-positive. Since then she has been able to talk
with them only on the phone. Herbie notices that his mother
keeps separate dishes for his HIV-infected cousin when he comes
to eat there. These behaviors stigmatize clients even more because
their own families seem to be rejecting them.

Once the feeling of stigma becomes internalized, patients may
isolate themselves from others, leaving their apartments only to
complete the bare minimum of chores. One patient described feel-
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ing like one big germ when she is around family members, who
have stopped touching her since learning she is HIV-positive.

Another man, who has ten siblings and dozens of nieces and
nephews, spent five days in his apartment without hearing from
anyone. He emerged only to express his despair upon realizing
he could have been dead and no one would have known.

Facing death, clients’ behavior vavies greatly, vanging from denial or
avoidance to divect confrontation and acceptance.

Most people admit that they do not really know how they
would react if suddenly faced with a terminal diagnosis. While
much has been written about normal and pathological grief pat-
terns, it is clear that no two people grieve exactly alike. Some
clients remain in denial until they are in end-stage AIDS, when
they are almost forced to acknowledge directly their approaching
deaths. Others talk openly about their fears from the time they
first discover they are HIV-positive.

It is necessary for the provider to respect the client’s defenses
while at the same time helping the person to face the reality of
his or her condition in the moment. A client’s ability to handle
the situation varies considerably, and it is influenced by several
factors. These include but are not limited to the client’s general
coping abilities, sobriety, mental status, developmental stage,
sense of shame, and belief system.

Related to this is the subject of disclosure. My experience has
been that it is most helpful for clients to disclose their status as
early as possible to immediate family members for two main
reasons: First, for some clients the diagnosis becomes real only
when they share it. Second, it affords everyone involved, includ-
ing the client, the opportunity to begin the process of anticipa-
tory grieving (see Fulton & Fulton, 1971). Anticipatory grieving
offers people the chance to work out unfinished business. While
it does not eliminate grief later, it can soften the blow because
the process of integrating the loss has occurred gradually.

While the client struggles w'th whom to tell, the provider’s
anxiety can be great. Clients in some form of denial about their
illnesses may be unable to tell lovers that they have tested posi-
tive. While it is tempting to rebuke clients for not being honest
about their illnesses, it is not therapeutic. It is, however, impera-
tive to work with the reluctance.
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o The client’s veligious ov spivitual belief system is an impovtant influence
on outlook about death.

Some clients fear death and even punishment for their per-
ceived transgressions against God and humankind. Others may
believe in reincarnation, while some practice religions that pro-
claim the presence of evil spirits within them.

There are many variations on these themes, and we must be
open to learning about the client’s family belief system from a
somewhat historical perspective. It is just as important, though,
to assess current “spiritual status” (Elia & Cherry, 1996). An
assessment should include these questions:

— What is the client’s current view of God, or the transcendent?

— If the childhood religion has been abandoned, how does the
client feel about that?

— Has being HIV-positive or having AIDS affected the client’s
spiritual development? If so, how?

For our part, we must ask how comfortable we are talking
about all of this. What effect do our own beliefs have on client
care? My experience is that there is a natural gravitation to the
spiritual dimension of life for those infected and affected by HIV/
AIDS. Providers must be open to exploring this dimension with
clients throughout their journey with AIDS. In fact, it is some-
times necessary to raise the topic when clients do not because
the clients may believe it is something the provider would not
understand. This is especially true when the provider is from a
different culture. See the preceding chapter for more information
on spirituality.

*  Mourning is the outward expression of grieving, and mourning proc-
tices ave heavily influenced by culture and class.

The practitioner must remain open to different mourning pat-
terns and must recognize the validity of different grieving styles.
This is especially important for those working cross-culturally.
Jacqueline Kennedy was admired for the reserved manner she
displayed during the funeral of her assassinated husband. Her
Anglo ethnicity and her socioeconomic class helped define this
mourning pattern. If she had thrown herself on top of the coffin,
sobbing, people would have felt she was “falling apart” or “having
a breakdown.” In most Latin cultures, however, a more demon-
strative display of emotion would have been totally understood
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and fully expected. In some African countries mourners wear
white in celebration of the deceased person passing over into a
better world, while Italians may wear black for a year to show
respect for their dead. A part of mourning is ritual, and people
creatively develop rituals as a means of coping. The Bronx has
many graffiti-style memorial walls, poignantly expressing the
grief of youth who have lost their peers to AIDS and to the
streets. Like the AIDS Memorial Quilt or the Vietnam Memo-
rial, these walls are their attempt to display publicly their other-
wise disenfranchised grief (Doka, 1989), as society does not really
care about the body count of so many young people of color in
the inner cities.
» AIDS-velated grief is disenfranchised grief.

Disenfranchised grief (Doka, 1989) is grief that is not openly
acknowledged by the griever, is not socially sanctioned, and is
not publicly mourned. When a gay man loses his lover to AIDS,
he cannot always talk openly about the loss because society does
not recognize gay and lesbian relationships as valid. If the person
has not “come out” to those close to him, such as coworkers or
even family members, there is no opportunity to mourn openly.
Many in the gay community have described feeling as if they are
living in their own private hells, burying friend upon friend,
while society at large appears to be oblivious to their holocaust.
Similarly, in communities where there is a high percentage of the
multiply oppressed infected, whole families are being eliminated
by the virus.

The case of Matilda both illustrates the way to avoid disenfran-
chised grief in an institutional setting and reveals the role of the
practitioner in actually promoting disenfranchised grief.

Matilda is HIV-positive and is the mother of two daughters,
ages one and eight years. I had met with her about a half dozen
times when I learned she had become pregnant by her abusive
alcoholic boyfriend from whom she was trying to separate. Ma-
tilda stopped coming to see me, despite my efforts to contact her,
and she decided to keep the baby.

At five months she went into labor and gave birth to a boy,
whom she named Joey, after his father. The baby died within a
few minutes after delivery. A week after the baby’s funeral Ma-
tilda called for an appointment.

Upon her arrival, Matilda immediately began to tell her story.
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She described having had the opportunity to hold her baby, to
baptize her baby, to name her baby, and to bury her baby in a
formal funeral service, which she attended alone. She also ex-
plained the loss to her older daughter and brought her to visit
the gravesite. Fortunately for Matilda, the hospital staft where
she delivered her baby was sensitive to the loss that she was
experiencing as a mother. The rituals they performed with her
from birth to death prevented the loss from becoming disenfran-
chised. Matilda was encouraged to acknowledge the loss and to
mourn it publicly.

I asked Matilda what had kept her away from therapy during
the pregnancy. She stated that she felt ashamed and thought that
I was disappointed that she became pregnant. She did not want
to think about an abortion, and she felt that if we met she would
be encouraged to weigh all of her options. Although she said that
she didn’t think I would judge her, I believe she knew intuitively
that I did not sanction her relationship with her boyfriend or her
pregnancy, since she is HIV-positive. As a therapist, it is my job
to monitor constantly my feelings toward my clients and to
discuss countertransference with a supervisor. Matilda had sensed
my judgment, which subtly caused her grief experience with me
to become disenfranchised.

*  Unmourned loss complicates bereavement.

Old losses that have gone unmourned have an effect on the
current grief process of the client. While no one can completely
mourn all of his or her losses, bereavement is most apt to become
complicated when major losses have not been addressed.

The case of Angela demonstrates the powerful effect that un-
mourned losses can have on the client’s life choices and establishes
the need to document the client’s loss history. At twenty-seven
years of age, Angela has been HIV-positive for four years.
Though she was raised in foster homes, Angela is certain that she
became infected by her biological mother, who died two years
ago, since they shared needles. Angela’s two children have been
taken away from her, though she is currently working hard at
recovery to get them back. Three months ago her sister Maria —
“she was like a real mother to me” — died from AIDS.

Angela lives with her boyfriend, Robert, whom she has not
told her HIV status, but she thinks “he must know.” Angela tells
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me they are thinking about having a child. For the first time she
also reveals the existence of a daughter, taken from her at birth
twelve years ago and not seen since. Moreover, Angela’s child-
hood was fraught with early losses that led to substance abuse by
the age of nine. Her ability to grieve adequately now is severely
limited by this psychosocial history.

My task is to help Angela prioritize her grief work. At the very
least she has not mourned her relationship with her mother or
the loss of her oldest child. In our sessions she cries often for her
younger children in foster care and for her sister Maria. While
it will not be possible for Angela to grieve all of her losses
completely, it may not be necessary. Her relationship with her
mother is the seedbed for much of her pain. My focus will be to
help Angela to come to terms with this relationship and to
help her make sense out of her seemingly chaotic life choices.
Early in the work Angela announced, “Gee, I wonder if the
reason I want a baby now is to make up for the one I lost twelve
years ago.”

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

It is my belief that the psychological etiology of much drug
addiction is unmourned loss. Substance use complicates bereave-
ment because the person’s psychological, emotional, and spiritual
development is arrested. Sometimes people are prescribed drugs
during the week leading up to and including the funeral of a
loved one. This puts the necessary emotional tasks on hold, but
it does not eliminate them.

The case of Leslie demonstrates how clients often learn to self-
medicate from their families, by observing as children the way
painful feelings such as grief are handled.

Leslie was a methadone patient who died from AIDS at age
thirty-three, leaving behind a live-in boyfriend who “didn’t know
why she was always sick” and two children, a boy, ten, and a girl,
eight. Leslie had two brothers and a sister, all of whom had died
from AIDS, and she felt unable to tell her children that she was
dying. Even when in the hospital bed, having wasted away to
eighty pounds, she insisted on telling them that she would be
home soon. Having done some work with the family, I was
invited to the funeral, where I encountered Leslie’s father, out-
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side drinking beer with Leslie’s uncles. Inside, her mother ex-
plained that her husband “was taking the death hard.”

* Bereavement overload is an issue for those infected and affected by
HIVJAIDS.

Johnny has AIDS and lives in a residential hotel in New York
City. It is typical of those facilities that a city agency fills with
persons with AIDS. Johnny describes the difficulty of seeing
bodies carried out of his hotel on a weekly basis.

Neil is a fifty-year-old Vietnam veteran, who lost many of his
friends in the Vietnam War. He is now losing many to the virus.
When his cousin Rosie died last month, Neil stated that he simply
could not attend any more funerals, including hers.

Irma comes into the clinic looking exhausted and very sad.
Three of her four adult children have died of AIDS. She states
that she is having trouble sleeping and that she is feeling de-
pressed.

Thomas is a forty-five-year-old gay man who has lost almost
his entire friendship circle to AIDS. He is HIV-negative.

All these people are coping with bereavement overload (Kas-
tenbaum, 1969), a term originally coined to describe the plight of
the elderly person whose loved ones all die and leave (usually)
her behind. AIDS has made the concept applicable to people of
all ages. In communities where the epidemic is rampant, infected
and affected people have been traumatized by the way AIDS has
ravaged their lives. When there is a steady onslaught of fresh loss,
the grieving process is constantly interrupted, and it is not possi-
ble to grieve each loss completely.

The grieving process requires the client to work on many
levels concurrently. In the case of an HIV-infected man who
loses his wife to AIDS, his main tasks are to deal with the guilt
he has from infecting his wife, to mourn the loss of his wife in
order to reestablish himself as a single man, and to organize his
emotions around his own terminal condition. There are also
myriad secondary losses that will require attention. The person
with AIDS is often juggling more than one major life loss simul-
taneously, and he or she may not understand that the work is
naturally overwhelming. Especially in cases like this, I have found
it helpful to provide the client with information about the nor-
malcy of what he or she is feeling. This is not false reassurance
but instead an effort to help the client to feel “less crazy.”
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While some unresolved loss is inevitable, it appears that, with
treatment, “healthy enough” resolution is generally possible. In
working with clients who are faced with massive bereavement,
practitioners can use some of the same clinical skills they apply to
survivors of trauma in general: Give clients the opportunity to
talk about their feelings in a way that gives them some control of
the process, because the profundity of the loss makes them feel
so out of control; offer clients therapy sessions more than once a
week when necessary; use psychoeducation to normalize the grief
process, helping clients who may think they are “losing their
minds” because they are overwhelmed with grief; and encourage
group therapy since the hard work of grieving always seems
lighter when it is shared.

The caregiver is also subject to bereavement overload.

To remain effective, we must learn to deal with the accumu-
lated grief. Competent work with the terminally ill requires the
clinician to come to terms with his or her own mortality and with
death in general. Because the work is so demanding emotionally,
spiritually, and psychologically, it is essential for the caregiver to
have ongoing supervision. Staff support groups that are offered
in a politically safe atmosphere also prevent the negative effects
of massive bereavement. Memorial services provide much-needed
ritual for provider and client alike.

The provider working with PWAs must ultimately be capable of talking
about death in a divect manner.

When I first began working with people with HIV/AIDS, 1
was fearful and anxious as I grappled with constant change and
complete loss of control. I was dragged kicking and screaming,
by supervisors and colleagues, through the myriad emotions that
the work elicits. This labor of love has changed my life.

It is a very unique and powerful experience to be invited into
a person’s life when he or she is HIV-positive or has AIDS. The
relationship makes both client and provider very vulnerable, as a
real connection is encouraged despite the ever-present knowledge
that death is near. This connection that we feel with our clients,
and they with us, is not explainable solely in psychological terms
but instead feels spiritual to me. The provider and client are on
equal footing, both human, both mortal.

Working with people with AIDS has allowed me to become
comfortable “enough” with death to talk about it in a direct way.
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This may be what clients most appreciate about our presence in
their lives. The ramifications of being involved with clients on
this level are really quite enormous, and the work has afforded
me the opportunity to grow right alongside them. Together we
have faced our anger, fears, doubts, and insecurities about how to
handle the real stuff of life. Through loss and grief, I feel we have
experienced genuine healing.
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6 | Cross-Cultural Mental
Health Care

Marvk G. Winiarsks

Culture-free service delivery is nonexistent (Navarro, 1980). The
differences between client and practitioner in 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 of us would readily admit that our society is multicul-
tural, encompassing many complex differences in values, beliefs, and per-
ceptions of self and others, not to mention idiom and language. And most
of us would say we are sensitive to the cultural difference of our clients.

Why, then, is mental health training and practice so devoid of multicul-
tural influence? It reflects not the multicultural society we acknowledge
but rather European-American white male middle-class heterosexual val-
ues (see, for example, Sue & Sue, 1987; Tyler, Sussewell, & Williams-
McCoy, 1985).

Too often mental health practitioners regard a client from a different
culture as many do a great and complex painting in a gallery: They
acknowledge it as complex and demanding and may even voice an opinion
such as, “It moves me.” But rarely does the gallery goer seek to under-
stand in any depth the context of the work, such as the culture in which
the artist lived and the experiences from which the painting emerged.
Likewise, rarely do mental health practitioners seek to move beyond being
“culturally sensitive” — acknowledging that differences exist —to being
“culturally competent” — understanding the cultural contexts and experi-
ences of each client.

Current psychotherapy and counseling practice seems unable to divest
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itself of historical practices that placed a premium on verbal intelligence
expressed in English, compliance, and ability to tolerate the clinician’s
anonymity and neutrality without “acting out.” Client issues are seen
through theories that are social-class- and culture-clad (see Altman, 1993).

These criticisms are hardly new. Fromm (1980) wrote that Freud “iden-
tiffied] the social structure of his class and its problems with the problems
inherent in human existence” (24). Unfortunately, many practitioners,
while adopting different theoretical orientations, still make, albeit uncon-
sciously, the same social class/human existence correlation. When mem-
bers of minority groups avoided psychotherapy or “terminated prema-
turely,” many providers blamed the clients rather than questioning their
own practices. Even now, many practitioners are unwilling to bend their
rules for persons from cultures and in situations that were not considered
when the “rules” were created.

HIV/AIDS, which in so many ways holds a mirror to the face of
America and is not concerned about flattery, confronts mental health
practitioners with the necessity of investigating their practice and atti-
tudes, acknowledging their shortcomings, and working diligently not
only to be sensitive to clients but to soak themselves with the clients’
experience. How can one begin to enter into a relationship with someone
without the intense desire to understand all there is about that person?

The practice of HIV/AIDS mental health demands the intense desire
to understand individuals. HIV/AIDS has compelled many persons, oth-
erwise unfamiliar or uncomfortable with mental health care, to seek
assistance for themselves and family members. This is especially true in
the inner city, where quality culturally appropriate care has been scarce.

From the outset, HIV mostly affected members of minority groups
that were considered outcasts and stigmatized by members of the majority
culture even before the epidemic. First affected by HIV was the gay
community, an embodiment of culture based on sexual preference. Al-
most concurrently, HIV was found to be spreading in communities of
injection drug users. Mostly in the inner cities, these communities are
intersections of many diverse cultures, including:

¢ That of drug use, which has its own idioms, hierarchies, and
belief systems. There also is a culture of drug abstinence, with its
own beliefs, embodied in various twelve-step programs.

* Those of different racial backgrounds and, within the category of
race, diverse ethnic groups.
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* Cultures based on geography: urban, rural, suburban, for exam-
ple. Even within New York City, there are cultural differences in
different neighborhoods when race and ethnicity are not factors.

* Cultures based on sexual preference. Many argue that American
culture is heterosexist, with the gay and lesbian cultures given
attention only because of their contrast with the majority norm.

Psychologically speaking, our HIV-affected clients raise all the issues
that come from cultural differences, including dissimilar ways of experi-
encing the exterior world and interpreting inner experience (Gomez &
Caban, 1992; Cancelmo, Millan, & Vazquez, 1990); different perceptions
regarding power and control over one’s life and oppression experienced
at the hands of others (Millan & Elia, in press), and different ways
of interpreting phenomena that majority-culture clinicians may view as
pathological (see, for example, Eaton, 1986; Erikson, 1962; Grusky &
Pollner, 1981; and Scheff, 1974).

The practice of cross-cultural mental health care is complicated even
further by several other factors:

* Even if an individual is born into a specific ethnic or racial group,
his or her identification with that group may fall at any point on
the continuum from complete identification to complete rejec-
tion of that culture.

* Probably because of the strictures of research, we still know
little about the psychotherapeutic effects of matching client and
therapist on ethnicity and language (Flaskerud, 1990).

We do know that clients stay longer with therapists who speak their
languages and are of their cultural/ethnic backgrounds (Flaskerud, 1986).
And while gay and lesbian clients increasingly seek therapists of the same
sexual preference, many do not have easy access to such people or are
comfortable with heterosexual practitioners.

Clients in the inner city have even a narrower choice of mental health
practitioners, and it is often difficult to match clients with therapists of the
same culture/ethnicity. But even ethnic/racial matches do not guarantee
therapeutic success.

Mental health practitioners are faced with a basic and crucial issue: Can
a majority-culture psychotherapist really understand the inner life of a
client from a minority culture? If we are not so sure of the answer, then
we should understand the reluctance of a member of a minority group to
expose himself or herself to a majority-culture therapist.
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This chapter does not offer a cookbook of cultural differences and the
“proper” responses. The process of cultural sensitivity and competence
only partially involves gaining information. The more difficult task, by
far, is the majority-culture provider’s self-examination of heart and psyche
for racism, prejudgments, stereotypical thinking, and anger. This chapter
will assist in the beginning of self-examination.

My Clinical Practice

The author is a white heterosexual man with almost a decade’s experience
in HIV/AIDS-related mental health. In the beginning I worked at a
hospital, in the Manhattan borough of New York City, that specialized in
HIV-related care, and my clients there were gay men, gay men of color,
and men and women of color infected through injection drug use and/or
heterosexual sex. In 1990 I moved to Montefiore Medical Center in the
Bronx, working in a program that integrated substance abuse treatment
with primary care, in clinics where 43 percent of the clients were HIV-
positive. I subsequently received federal funding for an HIV mental
health service integrated with primary care at community health sites
operated by the Department of Family Medicine. In this project I was
confronted daily with issues of race and culture — both by clients and by
a project team of psychologists and social workers who included lesbians
and gays, blacks and Latinos.

The Bronx experience convinced me that the reason traditional psycho-
therapy was so poorly received by minority culture clients was that it was
culturally inappropriate in so many respects and failed to meet clients’
immediate needs. New praxis was required, and initiated, using a “bend-
ing the frame” format (Winiarski, 1993; see also chapter 2).

Many experiences have convinced me that the process of becoming
culturally sensitive and competent entails painful and continuous analysis
of cultural holdings. A story, about a famous event, illustrates this.

Like most whites, I was aghast when a Los Angeles jury declared O. J.
Simpson not guilty of murdering his former wife and her friend. Later
that day, a Latina colleague, who is brilliant and whose understandings I
admire, told me that the evidence had failed to persuade her of Simpson’s
guilt. As I listened to her reasons, I realized that issues of justice are more
complex and more shrouded in the mysteries of racial experience than I
had ever imagined. I realized also that my incomprehension of the deepest
feelings of minority community members in matters of justice is repeated
constantly as I deal with issues of power, justice, oppression, and just
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about every other topic that emerges in my work. Wrote Gates (199s),
“As blacks exulted at Simpson’s acquittal, horrified whites had a fleeting
sense that this race thing was knottier than they’d ever supposed — that,
when all the pieties were cleared away, blacks really were strangers in their
midst” (56). For mental health practitioners, the sense cannot be merely
fleeting. There is much to do.

Background Reading

Many exceptional books and articles argue that we should be culturally
competent. The American Psychological Association (1991), among other
groups, has issued guidelines for services to “ethnic, linguistic, and cultur-
ally diverse populations.”

Too often, students and practitioners think the literature that espouses
cultural competence (that is, a full understanding of the client’s culture) is
peripheral at best to the body of mental health practice. Some students
and practitioners of psychodynamic psychotherapy believe that a person’s
culture is only intrapsychic and should receive no special attention as an
external influence.

In fact, a large and rich appreciation of culture in psychoanalysis
immediately followed the Freudian emphasis on drives. The “interperson-
alists” were a group of eminent psychoanalysts who broke from Freud
and emerged in the early 20th century. This group included Harry Stack
Sullivan, Erich Fromm, Clara Thompson, and Sandor Ferenczi. Karen
Horney, not generally considered an interpersonalist, also emphasized the
role of culture (Ortmeyer, 1995). These individuals “were firmly convinced
that cultural and economic realities contribute to character formation, as
well as to psychopathology, and they emphasized that knowledge of
the individual’s cultural and environmental realities, past and present, is
required for understanding people’s strengths and weaknesses” (Ort-
meyer, 1995, 11). Their appreciation of the role of culture can be under-
stood by reading Ortmeyer (1995) and Hegeman (1995) and, if interest is
piqued, picking and choosing among the many other chapters in the
Handbook of Interpersonal Psychoanalysis (Lionells, Fiscalini, Mann, &
Stern, 1995).

The works of the interpersonalists and of Horney deserve reading to
learn how the role of culture was appreciated more than half a century
ago. For example, Horney (1939) emphasized culture and wrote that
“Although it is true that childhood experiences vary not only in individual
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families but also with respect to each child in the same family, nevertheless
most experiences are the result of the entire cultural situation and are not
incidental” (170).

The field of family therapy is perhaps the greatest proponent of consid-
eration of cultural issues in therapy. Monica McGoldrick’s works should
be read. Ethnicity and Family Therapy (McGoldrick, Giordano, & Pearce,
1996) is a classic text.

An expert on working with black families is Nancy Boyd-Franklin. In
addition to doing a literature search for her current work, consult her
Black Families in Therapy: A Multisystems Approach (1989), which well
describes the situation of African American families and suggests a flexible
approach to psychotherapy, with interventions at many levels of systems
that affect the family. Her approach is similar to the “bending the frame”
approaches described in chapter 2. Another, related book is Children,
Families, and HIVIAIDS, edited by Boyd-Franklin, Steiner, and Boland
(1995). Two chapters are specifically relevant. One, on cultural sensitivity
and competence (Boyd-Franklin, Aleman, Jean-Gilles, & Lewis, 1995),
describes and illustrates application of a cultural competence model cre-
ated by Sandra Lewis to work with African American, Latino, and Haitian
families affected by HIV. Lewis’s model, as described in the chapter,
includes understanding family values regarding roles, child-rearing prac-
tices, and extended family involvement; understanding the role of spiritu-
ality; assessing the level of acculturation and empowering families to use
their own strengths and resources. Another chapter, by Boyd-Franklin
and Boland, describes application of the multisystems approach to HIV.

Those who work with Latinos should consult Hispanics and Mental
Health: A Framework for Research (Rogler, Malgady, & Rodriguez, 1989),
which also raises many important questions for clinicians. These authors
and their colleagues at the Hispanic Research Center at Fordham Univer-
sity, Bronx, New York, continue to publish a variety of books and journal
articles that can assist clinicians with Latino clients. See, for example,
Malgady, Rogler, and Constantino (1987); Rogler (1993); and Rogler,
Cortes, and Malgady (1991).

Clinicians with Asian or Asian-American clients should consult the
work of Stanley Sue and his colleagues (for example, Sue, Nakamura,
Chung, & Yee-Bradbury, 1994). The Asian AIDS Project in San Francisco
can also serve as a resource. Chan (1989) has written about Asian-Ameri-
can lesbians and gay men and Gock (1992) has written about gay and
lesbian Asian-Pacific Islanders.



88 | Mark G. Wininrski

A relatively new journal titled Culture Diversity and Mental Health,
published by Wiley, should be regular reading for therapists who wish to
develop cultural competence.

Finally, practitioners who want to understand the cultures of clients
should look at publications and productions from the client’s homeland,
including movies, books, and magazines, with subtitles or in translation,
and reports on the homeland. Discussions of these with the client could
provide additional information and insight.

Clinician’s Self-Appraisal

One cannot begin to comprehend persons of different cultures, let alone
work with them in mental health practices, if one does not value them
and their cultures. If you have the heart —that is, you regard other
cultures as valuable — then the learning of information comes easier. But
few practitioners will admit they are not culturally sensitive.

It is often helpful to assess one’s knowledge and interest in a topic, as a
pretest, before becoming involved in an issue. Here is a two-part quiz.
The first five questions measure knowledge of different cultures, and the
rest ask about your values. Note your emotional responses to the pretest
and to each question. Dig deeper into each emotional response, noting
your feelings and trying to understand sources of these feelings. Please
take the time to consider your answers before reading the rest of the
chapter.

Cultural Quiz

1. What is someone asking when he asks, “Are you a friend of Bill
Wilson?”

2. A woman says she will be attending a pride parade. What is she
saying to you?

3. Your client wants to cancel the next session because she is attending
a Kwanzaa celebration. Kwanzaa refers to what?

4. Your client makes a reference to “the rapture.” What is the meaning
of this phrase?

5. The nurse making the referral tells you that your new client is taking
INH p.o. What is INH (pronounced eye-en-aitch) and what does
p-o. (pronounced pee-oh) mean?

6. You have two job offers as a mental health counselor and must
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choose one. The first entails working with white, middle-class col-
lege students at a local university. The second is at another univer-
sity campus, one that has a predominantly African American student
body. Both jobs pay the same, have the same benefits and are equally
accessible. Where would you prefer to work? Why?

7. Are the students at both campuses (a) equally prepared for college,
(b) equally likely to succeed in careers, and (c) equally amenable to
mental health care? Justify your answers.

8. Are you equally prepared to serve either campus? In what psycho-
logical ways are you not?

The first five questions test your knowledge regarding some of the
major cultures that HIV providers are likely to deal with. The first
question comes from the twelve-step culture of substance abuse treat-
ment, the second from gay and lesbian cultures, the third from black
culture, the fourth from a fundamentalist religious culture, and the fifth
from the medical culture. The answers are available by asking people who
know those cultures.

Questions 6-8 ask you to reflect on how you regard others of different
cultures, and yourself. Since this is a private assessment, you need not tell
yourself stories. Ask yourself if you really value minority individuals or,
perhaps, overvalue majority-culture members — if you have prejudices. If
you do have prejudices, welcome to the human race. The issue now is
how you deal with them.

What was learned from this brief test? Some readers may realize that
while they claim to be culturally sensitive, they actually have tunnel
vision — they really haven’t grasped some of the cultural issues around
them. Perhaps the “regard” part of the test will help them discern their
real feelings about racial minorities. Finally, I hope this test conveyed that
there are many cultures around us, beyond those bound to ethnicity and
skin color. In the medical center in which I work, for example, there is a
plethora of disciplinary cultures: medicine, nursing, social work, psychol-
ogy, to name a few, and each has its own belief system about causes of
conditions and methods of treatment.

Tools for Clinical Practice

As clinicians strive for cultural competence, these points may prove
helpful:
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o It is a mistake to assume that because a person has cevtain cultural/
ethmic characteristics, e or she strongly identifies with that culture.

The correct initial stance is to make no assumption and to
conduct a detailed inquiry of the client’s cultural and ethnic
feelings. It may be that a person is ambivalent about his or her
ethnicity and culture or has rejected it. Or it may be that a strong
identification serves to defend against a majority culture seen as
hostile. Many persons who are bicultural identify with one cul-
ture in some situations and with the other culture in different
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 thevapist and client is an “elephant?

Too often, the client will not raise the issue, for a variety of
reasons. The therapist must, and the client’s feelings should be
explored. The therapist should not be satisfied with a client’s
shrugging off the question. Feelings regarding ethnic/culture dif-
ferences run deep in American society, and the client must be
encouraged to express those feelings.

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

Some major steps to take when working with a client from
another culture:

Ask yourself':

1. What are your experiences with people of that culture?

2. What feelings do people of that culture evoke in you? Are they
positive or negative? What are the bases for those feelings?

3. What are your expectations of the client?

4. Are you able to enter into a relationship in which you con-
sciously scrutinize the reenactment of power and control is-
sues between the cultures/races?

5. Can you tell your supervisor about prejudices and feelings
stirred up by the cross-cultural work?

Regarding the client:

1. Conduct a literature search in psychology, social work, and
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