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Endorsements from Readers

For people with profound intellectual and multiple impairments,
what is a good life? Who is responsible for trying to ensure that
such a life is possible? This sobering, no-nonsense book about
individual people who live in Finnish care homes is a timely and
vital contribution to thinking about both the possibilities and the

limitations of care, empathy and moral engagement.
— Don Kulick, Distinguished University Professor of
Anthropology, Uppsala University

This important book boldly challenges many pervasive and harm-
ful assumptions about people with profound disabilities. Through
powerful illustrations of how the external world can constrain,
limit, and deny the worth of disabled persons, the authors con-
front difficult but essential questions that must be asked in order
to combat ableism and enable flourishing.

By combining philosophical analysis with in-depth research
into lived experience and relationships, this book is a call to criti-
cally reconsider how meaning is assigned, and how moral values
are embodied in everyday practices. Narrowed Lives boldly
asserts that the varied and complex lives of people with profound
disabilities need not be narrow at all.

— Licia Carlson, Professor of Philosophy, Providence College

Provocative... this book provides answers to questions of the
human that unconsciously abound in any conception of intel-
lectual disability and, crucially, urges all researchers to consider

the lives of people with intellectual disabilities.
— Dan Goodley, Professor of Disability Studies and Education,
University of Sheffield
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A Note on Language

We have chosen the term ‘intellectual disability’ instead of terms
like ‘learning disability’ or ‘learning difficulty’ simply because it
is the generic term used in the international scientific communi-
ty. While one may disagree the appropriateness of a given term,
at least one knows roughly what the term ‘intellectual disability’
means and to what kinds of people it is usually applied to. As
for the expression persons/people with PIMD, we use it to refer
to a group of people that has been categorised under the diag-
nostic category of profound intellectual and multiple disabilities.
The reason we mostly refer to them specifically as persons is
that this project was founded upon the ethical notion that they
are persons in the moral sense of the term, meaning that they are
as valuable and worthy of respect as any other human being.
When we write about our individual research participants with
PIMD, however, we use their names (all pseudonyms). We hope
that the reader can tell when we talk about a class property, a
social construct called PIMD, rather than of the individuals to
whom this label is applied to because we are very much aware
that the term PIMD tells very little about them as individual
human beings.

However, we acknowledge that the PIMD abbreviation is an-
noying, perhaps even disrespectful for some readers — despite the
fact that many disabled people refer to themselves with abbre-
viations (e.g. ‘people with MS’, ‘MND?’, ‘ALS’ or ‘SCI’). Having
said that, using profound intellectual and multiple disabilities
throughout the book would make the text too burdensome. Also,
we do not want to use exclusively the term profound intellectu-
al disability because in our view it is important that the reader
is reminded throughout the book that this group of people do
not merely have an intellectual disability but multiple disabilities
as well. Therefore, we mostly use expression persons or people
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with PIMD. As for ‘person-first’ language (‘person with disabili-
ty’) and ‘disability-first’ language (‘disabled person’), we follow
the example of scholars such as Kulick and Rydstrom (2015),
Linton (1998) and Wendell (1996), and alternate between
the two.



Chapter 1: Introduction

‘But she can walk! People with PIMD don’t walk,
do they?’

It was either Reetta or Simo who expressed this doubt during
a discussion we had during the process of recruiting research
participants for our fieldwork. The discussion was about walking
— the ability to be able to walk, or not — and it arose in relation
to a middle-aged woman, Ella. We thought Ella was especially
interesting regarding our research because she challenged the
conventional understanding of profound intellectual and multiple
disabilities (PIMD) as people who lack all competence. It is usual-
ly assumed that persons with PIMD are not able to be physically
active, let alone walk.

Most studies on motor activity do not include people with
PIMD, which means that the extent to which individuals who
have been given that diagnosis are in fact physically active is
still largely unknown (van der Putten, Bossink, Frans, Houwen,
& Vlaskamp, 2017). However, Simo ended up having a discus-
sion with a medical professional who had long experience in
working with people with intellectual disability about the defini-
tion of PIMD. For her, it was important to distinguish PIMD as
a category in which individuals simply do not walk. Simo told
her about Ella with the goal of opening a discussion on the
medicalised narrative of PIMD. The doctor smiled politely and
replied, “Well, if she walks, she is not an individual with PIMD.’
End of discussion.

The question of walking illuminates epistemic power struggles
surrounding PIMD. Who gets to represent the voice of those who

How to cite this book chapter:
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have very limited means to express it themselves? How to reliab-
ly separate persons with PIMD from others within the category
of intellectual disability? Most of all, the question of whether
people with profound intellectual and multiple disabilities possess
the ability to walk demonstrates what defining PIMD is often all
about; it is about ticking boxes of deficiency, of what one is not
able to do (see Chapter 3). In Ella’s case, all the boxes regarding
intellectual and adaptive functioning (e.g. American Psychiatric
Association, 2013, p. 33) seem to get ticked. Except that she
could walk. So, is she a person who can justifiably be put under
the ambiguous category of PIMD, and what difference does that
make anyway?

Conceptions presented in major diagnostic manuals about per-
sons with PIMD direct the focus and content of their care (see
Chapter 3). They are conceptualised as a group of people who
need constant help in just about everything: they have extremely
limited capacities to understand instructions, they are incapable
of expressing themselves verbally, they are incapable of taking
care of their basic needs, and so on (e.g. American Psychiatric
Association, 2013; WHO, 1992). Philosophical theories of well-
being tell us that what makes one’s life go well may depend on its
experiential quality, whether it satisfies one’s desires, or whether it
is in line with some objective criteria for a good quality of life (e.g.
Wasserman & Asch, 2014). If one is seen to lack understanding,
communication, and the ability to do much at all, it would be only
logical to think that people with PIMD have extremely limited
possibilities regarding well-being and a good life.

Conceptions about the nature of PIMD and its significance
regarding quality of life set the foundations and limits for the
services that ultimately make up the lives of people with PIMD
— lives that are very much embedded in institutional practices
of disability service systems. The expression ‘narrow lives’ was
used by one of the care workers in our data when he was ex-
plaining the lack of engagement and effort in the service system
to make the lives of persons with PIMD more active, more mea-
ningful. The impairment effects related to PIMD have undeniable
consequences and set boundaries for persons in this group. But
it was not the impairments of people with PIMD that implied a
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‘narrow life’ in the care worker’s account. Rather, it was limited
resources, combined with a mechanical, unimaginative care cul-
ture and slight ambition or means to find out what a good life
might mean for a particular individual with very limited means to
express his or her dreams, wishes, hopes and desires.

What this book aims to do is to shed light on what ‘narrow
lives’ means in the case of persons with PIMD, why their lives are
narrow(ed), and what the ethical implications of all this are. In
order to do this, in the following chapters we will provide theo-
retically informed empirical descriptions about the lives of our
research participants on issues such as the way conceptions of
their competence manifest in care work practices, or what expla-
ins the lack of social relations in their lives. Also, we will explore
related theoretical issues such as the significance and meaning of
chronological age in the lives of persons with PIMD, and the ethi-
cal complexities related to enabling their sexuality, as well as one
of the main motivation for our study: the issue of the moral status,
namely why people with PIMD merit the same moral considera-
tion as the rest of us.

The devaluing of persons with PIMD in philosophy

Whether or not Ella is a person with PIMD, she is referred to
as being someone with ‘profound intellectual disability’. That
was crucial regarding our research interest. The research project,
and this book, were initially motivated by philosophical debates
about the personhood and moral worth of people with profound
intellectual disability. In those debates (which will be analysed in
the appendix),* physical impairments have a marginal role but
limited cognitive and emotional capacities are at the centre of the
debate. They are seen crucial in determining who is worth of full
moral consideration and who is not. To lack these capacities also
implies a lower level of well-being than is attainable to so-called

* This philosophical analysis included in the book as an appendix was a
parallel, collaborative project between Benjamin and Simo, adding to our
ethnography. It differs from the rest of the book in in that it concentrates
on unpacking the strengths and weaknesses of different philosophical
arguments without discussing the issue in the light of our data.
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normal people. These kinds of views motivated Simo to develop
a research project that would examine, in the light of empirical
data, what makes a good life for this group of people. The lived
experiences of persons with PIMD would be observed in various
contexts. We would also talk to their families and carers, and this
way construct a detailed account of their everyday lives. The aim
was to rectify the lack of empirical data that makes philosophical
discussions often so sterile.

Simo had been struggling with ethical issues related to intellectu-
al disability on and off since the late 1990s, and he got drawn back
to discussions on moral status when he first familiarised himself
with the debate between the prominent philosophers Eva Feder
Kittay, Jeff McMahan and Peter Singer (e.g. Kittay, 2005, 20103
McMahan, 2002, 2009; Singer, 1993, 2009). There are several
puzzling features in these debates. The first is the way McMahan
and Singer portray humans with PIMD as psychologically compa-
rable to pigs and dogs, the kinds of beings who are able to attain
only the level of well-being that of ‘a contented dog’ (McMahan,
2002, p. 153), and whose moral worth is consequently lower than
that of so-called ‘normal’ people. To many people, such compari-
son means that one would need to see a person with PIMD as a
dog or pig. And that is ‘the moment of revulsion’, as Eva Kittay
(2010, p. 399) argues. But, even if one did not find the compari-
son offensive as such, the way it is presented in McMahan’s and
Singer’s texts is, at least in our reading, dismissive, even contemp-
tuous of people with PIMD and the meaningfulness of their lives.
The second perplexing feature in these kinds of casual remarks in
McMahan’s and Singer’s texts is that they are made without any
appeal to (or real knowledge of) empirical evidence.

Eva Kittay (2005, 2010) has criticised McMahan and Singer
for their lack of engagement with the lived realities of persons
with PIMD. She has a daughter, Sesha, who is now a middle-aged
woman with profound intellectual and multiple disabilities.
Kittay has used her personal experience and knowledge about
her daughter to refute the claims made by McMahan and others.
However, she engages only very little with empirical research
literature on PIMD. Thus, philosophical debates on the moral sig-
nificance of PIMD are mostly informed by personal experience
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or anecdotal evidence about intellectual disability. This is partly
because there is so little actual research on the lives of people with
PIMD. There is a significant body of research literature on the
quality of life of persons with intellectual disability (in relation
specifically to persons with PIMD, see Nieuwenhuijse, Willems,
van Goudoever, Echteld, & Olsman, 2019), but, as Lyons (2011)
has demonstrated in his extensive literature review, most of the
pertinent research on quality of life has focused on persons with
mild and moderate intellectual disability, has been quantitative,
and has not engaged in depth with ethics and politics.

A basic question prompted by people with PIMD is how so-
ciety might engage with them in ways that ensure their dignity
as individuals, and facilitate their flourishing. People with PIMD
challenge liberal understandings of citizenship because their
rights are often not balanced by the duties usually associated with
citizenship (such as the duty to enter into gainful employment)
(e.g. Kittay, 1999; Nussbaum, 2006). They complicate the ethics
of reciprocity in that they do not necessarily offer gratitude or
reciprocity for the services and goods they receive from others.

A striking feature of the philosophical discussions about pe-
ople with PIMD is that they often proceed in a largely theoretical
modality, as though there is little difference between the people
under this category, who, in fact, are as diverse as any other group
of people. In order to nuance understanding of the lives lived by
people with PIMD, we need material that focuses on them as
individuals. This book contributes to that goal. It will focus on
documenting the meanings of a good life for people with PIMD,
and the practices that enable (or not) such a life in the institutio-
nal settings that ultimately dictate what kinds of lives they live.
What kind of moral, social, interactional and affective value is
accorded to individuals with PIMD by the people who work and
live with them most closely? How do practices of care contribute
(or not) to people with PIMD being recognised as fellow human
beings worthy of dignity?

People with PIMD cannot reach levels of well-being that requi-
re highly developed intellectual capacities. In many philosophical
accounts this implies that they cannot live the good life: a life
that is line with some objective moral criteria (e.g. in Aristotle’s
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eudaimonian ethics, living in accordance with virtue and rea-
son). We decided to put aside objective criteria for the good life,
and try to see what a good life could mean to people with PIMD
(see Kittay, 2019, pp. 49—54). What kinds of things and activities
seemed to be important or enjoyable to our research participants?
Did the service system provide persons with PIMD a genuine op-
portunity to pursue them?

We were not convinced that any particular theory of well-being
or good life would be expedient in unpacking the lived realities
of people with PIMD, or engaging with the ethical issues PIMD
gives rise to. The theory that was most discussed at the beginning
of the project as a potential analytical tool was the capabilities
approach, a theory of social justice developed by the economist
Amartya Sen (1992) and the philosopher Martha Nussbaum
(2006). The capabilities approach argues that justice should be
evaluated in terms of what valuable doings or beings people are
capable of achieving. Also, a society has a duty to ensure that all
citizens have a minimum level of a number of central capabili-
ties that are necessary for human dignity and well-being. Such
capabilities include, for example, bodily health, bodily integrity,
affiliation and control over one’s environment (Nussbaum, 2006,
pp. 69-81).

The capabilities approach worked in our project as a framework
that informed our discussions regarding what things generally are
considered important for a good life and social justice. Rather
than setting in advance particular theories that would be applied
in data analysis, we thought it would be more expedient to proceed
inductively, to see which activities, arrangements, surroundings
and people are present in the lives of persons with PIMD and only
after that ponder what theory would be suitable to the analysis of
the issue (such as age-appropriateness or sexuality) in question.

The exclusion of PIMD in disability studies

One of our aims with this book is to counteract the erasure of
persons with PIMD in the disability studies literature. Disability
studies as a discipline has grown out of a need for alternative
forms of knowledge concerning disability and disabled people. The
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discipline is characterised by its close relationship to the disability
rights movement, sharing a political commitment to illuminating
and eradicating social discrimination faced by disabled people. In
order to implement this political commitment, new approaches
to research practice have been sought after the realisation that
research on disability has historically in its part marginalised di-
sabled people by producing knowledge about them, not for and
with them. Disability studies has aimed at developing an alter-
native research paradigm that is inclusive of and empowering to
disabled people. In order to change the social relations of research
production (Oliver, 1992), disability scholars turned to critical so-
cial research traditions to develop an ‘emancipatory research pa-
radigm’ for disability studies. This paradigm entails, for example,
a political commitment to the struggles of disabled people for
self-emancipation and willingness only to undertake research that
will be of practical benefit to the self-empowerment of disabled
people (Barnes, 2003; Barton, 2005; Stone & Priestley, 1996).
While not all research in the field of disability studies can be cha-
racterised as emancipatory, there is a strong consensus among the
discipline concerning its political aim of promoting social justice
by listening to and representing the voices of disabled people.
Considering the drive towards the empowerment of disabled
people within disability studies, it is astonishing that people with
PIMD are virtually missing from key theoretical and methodolo-
gical discussions, as well as from empirical studies in the field (e.g.
Barnes, 1990; Davis, 2013a; Oliver, 1990). It is thus reasonable
to argue that people with PIMD are probably the most marginal
group of disabled people both in society and in research (Boxall
& Ralph, 2010). This group is the last to benefit from the changes
in the policy and service system that have followed from the po-
litical recognition of disability rights. In Finland this has manife-
sted, for example, in living arrangements: group homes were for
long considered to be insufficiently functional for individuals with
PIMD, with the result that they were forced to live in institutions
longer than people with ‘milder’ forms of intellectual disability.
And, still, people with PIMD often continue to live heavily insti-
tutionalised lives (Mietola, Teittinen, & Vesala, 2013, pp. 86—90).
At the same time as the social positioning of persons with PIMD
calls for academic attention, they have been mostly neglected
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by disability studies. It seems that the emancipatory research
paradigm, with its emphasis on self-empowerment, has made
some disabled voices heard, but it has not been able to offer alter-
native approaches to include those who may not be able express
themselves clearly. As Barton (2005, p. 325) notes, there is a need
to pay more attention to ‘the extent to which we are aware of and
able to engage with some voices’, particularly voices of ‘those in-
dividuals who do not communicate through speech’.

Disability studies has traditionally concentrated on examining
various social, structural and cultural practices and mechanisms
that exclude disabled people from social participation. In the
materialist Marxist tradition, the focus has been on the material,
mainly economic factors that have placed disabled people at
the fringes of society (e.g. Oliver, 1990). Various social construc-
tionist and poststructuralist accounts, on the other hand, have
produced genealogies and cultural analyses exploring the ori-
gins of ableist, discriminatory and oppressive ideas and values
(e.g. Goodley, 2014; Hughes, 2020). Since the focus in virtually
all theoretical traditions in disability studies has been on socie-
tal and cultural factors, individual experiences and properties,
such as impairments and their role in people’s disablement, have
often been ignored (Vehmas & Watson, 2014). Unsurprisingly,
intellectual disability (especially PIMD) has been at the margins
of disability studies because it involves the kinds of serious, all-
inclusive impairment effects that cannot be explained merely
by social arrangements (Chappell, 1998; Shakespeare, 2006;
Vehmas, 2010).

Thus, apart from a few exceptions (Bjornsdottir, Stefansdottir,
& Stefansdottir, 2017; Brigg, Schuitema, & Vorhaus, 2016;
Jones, 2004), PIMD has been researched mainly outside disabili-
ty studies, in an impairment-specific research tradition that does
not shy away from alliance with medical research (in journals
such as the American Journal on Intellectual and Developmental
Disabilities). However, there is body of work that recognises
the social and cultural elements related to disablement but that
does not necessarily identify with disability studies or any of its
theoretical narratives as such (e.g. Bigby, Clement, Mansell, &
Beadle-Brown, 2009; Clement & Bigby, 2009; Goodwin, 2020;
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Granlund, Wilder, & Almqvist, 2013; McCormack, 2020; Nind,
2007; Pawlyn & Carnaby, 2009; Samuel, Nind, Volans, &
Scriven, 2008: Simmons & Watson, 2014; Talman, Wilder, Stier,
& Gustafsson, 2019; Tilley, Ledger, & Haas, 2020; Vorhaus,
2013, 2014). Alongside these kinds of contributions, our work
can be seen to be in the same league as the work of Clement and
Bigby (2013) on living arrangements, Goode’s (1994) ethnograp-
hic research on children with congenital deaf-blindness and intel-
lectual disability, Johnson and Walmsley’s (2010) contribution on
the meaning of a good life with reference to current policies and
ideologies, and Vorhaus’s (2016) empirically informed philosop-
hical work on children with PIMD.*

Notwithstanding some similarities, this book is different from
the ones mentioned above. This is because of the way our work
is based on the fusion of the research method, the focus of the
research, and the ways the findings have been theorised: this book
is based upon ethnographic fieldwork with adults with PIMD,
and many of the empirical findings are analysed philosophically.
There is very little ethnographic research on adults with PIMD
and, as a result, there is only very little engagement with some
aspects of their lives, like the significance of age and related issues
such as sexuality.

In what follows, we will present an overview of the history of
intellectual disability, and concentrate on issues that relate to our
research interests such as the conceptualisation and moral signifi-
cance of intellectual disability. The second subchapter unpacks the
history of the Finnish intellectual disability service system and its
underpinning values and ideologies.

> To some extent, our work resembles McKearney’s (2018a, 2018b, 2019)
anthropological research, which aims to re-evaluate the agency of those
with significant intellectual disability. His work is highly interesting but
we have difficulties relating to it mainly because of its reliance on theolo-
gy. The care work that McKearney observed, provided by the Christian
charity called I’Arche, was motivated by religious, at times sentimental
ideas that to us would merit a more critical appraisal than McKearney’s
sympathetic reading. Also, it is a somewhat unclear whether his research
participants were, in fact, people with PIMD.
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The meaning of intellectual disability — historical
overview

Naming people with limited intellectual capacities has a
long and colourful history. Within the last century alone, per-
sons with intellectual disability have been seen to suffer from
backwardness, cretinism, developmental disability, dullness, fe-
eble-mindedness, idiotism, imbecility, intellectual handicap, intel-
lectual impairment, learning difficulties, mental deficiency, mental
handicap, mental retardation, moronism and oligophreny, just to
name a few classificatory terms (Goodey, 2011, p. 4). It would be
simplistic to assume that these terms are merely different names of
the same, objectively existing phenomenon. Each of them portrays
slightly different kinds of individual depending who says the term
in question, who hears it, and where and when he or she hears it.

It is impossible to evaluate the number of people with intellectu-
al disability in different eras on the basis of archaeological data
(human remains, grave goods, art objects, ancient written descrip-
tions) or legal and medical records (Berkson, 2004; Goodey, 2011;
Scheerenberger, 1983). This is because of the problems related to
defining intellectual disability; it is based on the evaluation of be-
haviour, and thus inevitably context-bound. Undoubtedly there
have always been people who have had difficulties in understan-
ding and executing basic everyday activities. However, the content
and the significance of those activities to human lives has always
depended more or less upon the social context.

So, one may well analyse what ‘simple-mindedness’ meant
in Plato’s texts (Goodey, 1992), or ‘idiocy’ in medieval English
law (Neugebauer, 1996) but ultimately these historical concepts
did not have all that much in common with current notions of
human intelligence or intellectual disability. Goodey (2001) ar-
gues that intellectual disability as a diagnostic category is very
much a modern product that started to slowly take shape in the
17th century, when for the first time humans were seen as persons,
phenomenological continuums that started from birth and ended
in death. For the first time, many human characteristics were seen
as congenital, incurable individual properties that constituted a
person’s identity. Also, the growing tendency to separate mind
from the body as distinct entities, as well as classifying intelligence



Introduction 11

and rationality as species-specific, laid the foundation for the ca-
tegory of intellectual disability; while the Greeks and their medie-
val successors defined rationality loosely as a metaphysical entity
that could belong to gods, humans and sometimes even animals,
now rationality was deduced from each species’ natural endow-
ments (Berrios, 1995, p. 226; Goodey, 2001, pp. 7-9; 2011, p. 17).
The new, modern understanding thus consisted of three ingredi-
ents, which conceptualised intellectual or mental deficiencies as
‘(a) congenital and incurable, (b) purely mental and (c) classifiable
by strict laws of nature’ (Goodey, 2001, p. 9).

Understanding and defining intellectual disability did not rise
at that time from psychology (which was not a discipline sepa-
rate from others) but, rather, it was discussed under the heading
of philosophy (Goodey, 2001). A philosopher who had a consi-
derable effect on the understanding on intellectual disability and
mental illness was John Locke. He argued, for example, that ‘the
mad’ have the capacity to form and have ideas but they join them
together wrongly and so make wrong propositions, whereas ‘the
idiot’ scarcely puts ideas together or has the capacity to reason
at all (Locke, 1998, book II, ch. XI, 13). Locke’s thought, and
the weight he put on the ability to reason and think abstract-
ly, had a great effect on modern, medicalised classifications and
definitions of intellectual disability (Goodey, 1995; Goodey &
Stainton, 2001). For Locke, these faculties differentiated humans
from animals, which in its part gave room for the growing no-
tion that idiots were not essentially human. Locke argued that all
human beings were born as blank slates but gradually developed
psychological capacities to be autonomous reasoners. Some hu-
mans, however, stayed in the state of idiocy without developing
the capacity to form abstract ideas (Goodey, 2001, pp. 12-13).

Altogether, the meaning of idiocy was in flux due to various
changes in legal, religious and medical thinking, which all were
interwoven. Medicine made tremendous advances in the 19th
century and part of that progress was the increasing medico-
scientific explanations of intellectual disability. The rate of one’s
developmental disability was determined mainly on the basis of
one’s speech and language (Scheerenberger, 1983, p. 63). For ex-
ample, Jean Etienne Dominique Esquirol (1772-1840), an early
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French pioneer in psychiatry, divided individuals with intellectu-
al disability into imbeciles and idiots: imbeciles use limited intel-
lectual, affective and verbal facilities but would ‘never reach the
degree of reason, nor the extent and solidity of knowledge, to
which their age, education, and social relations, would otherwise
enable them to attain’, whereas idiots represented ‘the utmost
limit of human degradation’: “They hear, but do not under-
stand; they see but do not regard. Having no ideas, and thinking
not, they have nothing to desire; therefore have no need of signs,
or of speech’ (Scheerenberger, 1983, p. 54).

In the late 19th century, attention turned to intelligence tes-
ting and to the heredity of intelligence and intellectual disorders.
One of the most important pioneers of intelligence testing was
Francis Galton, the father of eugenics, alongside the French phy-
sicians Alfred Binet and Theodore Simon, whose psychometric
tests were largely used in the pursuit of finding children who were
uneducable (Harris & Greenspan, 2016, p. 14). Intelligence was
assumed to be hereditary and stable, a universal, objective and
a measurable phenomenon that consisted of things such as in-
formation-processing, logical reasoning and abstraction (Goodey,
20171, Pp. 5-9, 39—46). Intelligence tests were believed to be sci-
entific and objective, and, in part, they legitimised the category of
intellectual disability and especially the institutional responses to
individuals categorised as such (e.g. segregation to special schools
and institutions). But, at the same time, the various limitations of
such tests were acknowledged that resulted in frequent revisions
to enhance each test’s reliability and validity. Intelligence tests
became increasingly suspect, especially regarding their discrimi-
natory effects to, for example, ethnic minorities (Scheerenberger,
1987, pp. 27-33). Although intelligence tests still play a role in the
diagnostics of intellectual disability, IQ test scores are now seen
as approximations of conceptual functioning that ‘may be insuf-
ficient to assess reasoning in real-life situations and mastery of
practical tasks’ (American Psychiatric Association, 2013, p. 37).

The early diagnostic terms such as idiocy and imbecility conti-
nued to exist in diagnostic manuals until the mid-19oos, when the
American Association on Mental Deficiency (later the American
Association on Mental Retardation, AAMR, and since 2007
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the American Association on Intellectual and Developmental
Disabilities, AAIDD) introduced the term ‘mental retarda-
tion’ in 1961: ‘Mental retardation refers to subaverage general
intellectual functioning which originates in the developmental
period and is associated with impairment in adaptive behavior’
(Scheerenberger, 1987, p. 11). This definition was the first to in-
troduce the dual criteria and levels for intelligence and adaptive
behaviour (mild, moderate, severe, profound), and it was nearly
universally adopted and remained virtually the same for the next
30 years. The new definitions in 1992 and especially in 2002 and
2010 marked significant changes, especially in the sense that the
new definitions acknowledged the socially constructed nature of
intellectual disability; it is neither a mental disorder nor a medical
disorder, not an absolute trait of an individual but, rather, a state
of functioning expressed in the interaction of an individual and the
environment (Harris & Greenspan, 2016, p. 16; Scheerenberger,
1987, pp. 11-17).

Thus, according to the influential definitions by the AAIDD, the
World Health Organization (WHO, ICD/ICF), and the American
Psychiatric Association (DSM-5), intellectual disability is charac-
terised by significant limitations in both intellectual functioning
(learning, reasoning, problem solving etc.) and adaptive beha-
viour, which is a collection of conceptual (language, money, time
etc.), social (interpersonal skills, the ability to follow rules etc.)
and practical skills (personal care, schedules and routines etc.).
As for profound intellectual disability, the WHO defines it in the
following way:

The IQ [of those] in this category is estimated to be under 20, which
means in practice that affected individuals are severely limited in
their ability to understand or comply with requests or instructions.
Most such individuals are immobile or severely restricted in mo-
bility, incontinent, and capable at most of only very rudimentary
forms of non-verbal communication. They possess little or no abi-
lity to care for their own basic needs, and require constant help
and supervision. (WHO, 1992, p. 230)

According to DSM-5, individuals with profound intellectual disa-
bility may understand only some simple instructions due to their
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limited conceptual skills, can express themselves only through
non-verbal, non-symbolic communication, and are dependent
on others for all aspects of daily physical care, health, and safety
(American Psychiatric Association, 2013, p. 36). Since profound
intellectual disability typically includes other impairments (most
typically visual and physical, the latter causing immobility or se-
verely restricted mobility), or other health conditions like epilepsy
or impaired sense of touch, temperature and pain, the term app-
lied to them is usually profound intellectual and multiple disabili-
ties (PIMD) (Pawlyn & Carnaby, 2009, p. 7).

It is difficult to estimate the exact number of individuals who
meet the diagnostic criteria of PIMD simply because of the am-
biguity of such criteria. However, it is generally estimated that
the prevalence of intellectual disability varies between 1% and
3% globally, and that severe and profound disability affects app-
roximately 4% and 2% of that population, respectively (Maulik,
Mascarenhas, Mathers, Dua, & Saxena, 2ox11). In Finland, the av-
erage prevalence of intellectual disability among the population of
16-64 years of age is estimated to be 0.81% (Westerinen, 2018).

Development of the Finnish intellectual
disability services

State care for people with intellectual disability in Finland began
at the turn of the 2oth century. At the time, conceptions and terms
signifying intellectual disability varied greatly in different contexts.
In medicine, intellectual disability was seen as a subtype of men-
tal illness that typically emerged during childhood. In everyday
usage, the division between ‘congenital idiots’ (‘synnynndinen
idiootti’[‘tylsamielinen’) and ‘mentally ill’ (‘mielisairas’/‘mielenvi-
kainen’) was not common, and such terms were often used in-
terchangeably. In special education, intellectual disability began
to be seen in the late 1800s as a developmental backwardness
instead of a mental illness, which meant that it was something
that could be worked upon through education. This new app-
roach took place when students with intellectual disability were
placed at schools for deaf children. Teachers soon noticed the
difference between learning difficulties caused by a lack of hea-
ring and those caused by limited intellectual capacities. Students
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with intellectual disability were seen as burdens in deaf schools,
and therefore special classes and institutions specifically for such
students were established, at first usually in connection to deaf
schools (Harjula, 1996, pp. 61-62).

When the first statistics were compiled on mental illness and
idiocy, in 1883, the latter was defined as a defect of the brain
that could damage one’s intellectual capacities, emotional and
moral characteristics, or all of them. Local parishes were in char-
ge of collecting data for the early disability statistics. Criteria
and terminology in their lists were vague, confused and inconsis-
tent with the definitions used by policymakers. Terms like ‘hal-
fidiot’ (half idiot), ‘belidiot’ (total idiot), ‘stollig’ (kooky, crazy),
slo> (dull), ‘pebmedpdinen’ (soft headed), ‘puupii’ (blockhead)
or ‘polja’ (thickheaded)’ were used by teachers, priests and the
common people interchangeably. As a result, there were no re-
liable statistics on the number of people who could have been
classified as idiots, or that could provide information about the
level of their capacities. The main motivation for developing a cle-
ar definition and classification system for idiocy was to establish
criteria for the developmental potential of intellectually disabled
children, and especially whether they were educable (‘koulutus-
kelpoinen’/‘bildbar’). Educability became the main criterion for
distinguishing feeble-minded from idiots:* the feeble-minded (‘¢yl-
sdmielinen’/‘andesvag’) were those with limited intellectual capa-
cities, but who had the potential to develop and learn — they were
thus educable and should be placed in special education classes
or schools. Idiots, on the other hand, were vegetative ‘creatures
at the lowest level’ with a complete lack of intelligence or men-
tal qualities such as emotions, will or comprehension. They were
uneducable and belonged to institutions. These classifications
and descriptions were presented in late 1890s by Edvin Hedman
(1863-1915), the leading figure of the early Finnish care and
education system for people with intellectual disability, and they

5 Some of the original terms were Finnish, some Swedish, due to the fact
that both were (and still are) official languages in Finland.

+ We use original terms such as ‘feeble-minded’ and ‘idiot’ in this subchap-
ter without quotation marks, according to the conventions at the time.
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guided the Finnish care system for the next 20-30 years (Harjula,
1996, pp. 62—64).

The first institutions for people with intellectual disability, like
most societal responses to disability in late 1800s, were built upon
traditional Christian philanthropic principles; charity was exten-
ded to feeble-minded individuals, who were seen as persons that
needed to be protected from society, from its neglect and abuse.
The largest and the leading institution in Finland was the Perttulan
Tylsamielisten Kasvatuslaitos (Perttula Institution and Training
School for the Feeble-Minded), where Christian philanthropy was
very soon replaced by eugenics. It was no longer the feeble-minded
who needed protection from society but the other way round.
Society needed to be protected from the threat the feeble-minded
posed as they were heritably degenerated individuals who could
pass on their deficiencies to the next generations (Mattila, 1999a,
p. 51). Societal interests became the basis for disability services
and the criterion for the value of an individual human being.s The
founder of the Perttula Institution, Edvin Hedman, was a devout
eugenicist who in 1887 had already described feeble-mindedness
as a degeneration and a decline of human nature (Harjula, 1996,
p. 131). It was Hedman who set the foundation for the institutio-
nal responses to intellectual disability in Finland, and his work
(including his values) was continued by his wife, Emma, as the
director of Perttula 1915-1927, and later his son Reidar, who was
the director of Perttula from 1927 until 1944 (Mattila, 1999b,
pp. 226—229). Accordingly, in T912 the Perttula Institution started
to sterilise their residents alegally® until 1922, when the Finnish
National Board of Health pointed out that such operations could
be seen as illegal (similar alegal practices were prevalent at the

5 Edvin Hedman’s son Reidar argued in 1927 that classifying people either
as normal, useful or abnormal, or as entitled (or not) to full human
rights was not only justified but necessary. The nation’s success were to
be placed first. Should an individual fail to meet its requirements, he or
she needed ‘to be labelled as below the standard without pity’ (Harjula,
1996, p. I35).

This means that sterilizations were neither legal nor illegal as the law at
the time included no provision that could have been applied directly to
sterilization — it was thus a matter lying outside the sphere of law.
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time in many other countries, such as Sweden) (Mattila, 1999b,
pp. 66—70, 229—230).

Realism was the guiding principle in the education of fe-
eble-minded students; education cannot overcome laws of nature
so the aim of school could not be to make idiots into human be-
ings, as Edvin Hedman put the matter. Rather, the aim, for tho-
se who actually had the potential to develop, was to teach them
practical and social skills, and possibly even rudimentary literacy
and mathematical skills. If the child did not learn to communicate
with other people, he or she was to be removed from school.”
One of the Perttula Institution’s teachers argued in 1924 that the
minimum aim of their work was to make a feeble-minded indi-
vidual ‘tolerable to the environment by habituating him to hu-
man manners’. Controlling sexuality and teaching virtues such
as chastity, decency and self-discipline were also central in the
institutional order guiding the lives of the feeble-minded (Harjula,
1996, pp. 78-82, 87).

Discussions about the moral worth of certain human lives and
whether some humans were suitable for death were part of the
eugenic discourse (Harjula, 1996, pp. 131-132). Such discussions
continued even after World War II. Erkki Saari® (1957, pp. 25—238,
so—s51) in his book Sielullisesti poikkeavat lapset (Mentally
Deficient Children)® (which was used in teacher education in
Finnish universities) pondered whether the lives of idiots — those
who are unable to learn to read or even speak, to dress them-
selves, or in general to take care of themselves — were useless.
He concluded that individuals who are nothing but a burden to
society actually suffer from sickness, and therefore ought to be
treated and taken care of rather than be exterminated. It would
be absurd to kill those with smallpox, alcoholism or syphilis

7 At the Perttula Institution, during 1890-1927 some 33-37% of the
students were expelled because they were considered to be incapable of
development (Harjula, 1996, p. 98).

8 Erkki Saari was head of a reformatory (Jarvilinnan vastaanottokoti) in
1945-1970 and an influential scholar in child welfare issues.

9 The first edition of the book was published in 1949. The third edition, from
1957, includes a statement on the second cover page: ‘Kouluhallituksen
hyviksyma opettajainvalmistuslaitosten oppikirjaksi’ (‘Approved by the
National School Board as a textbook for teacher training institutions’).
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and so it would be to do so in the case of idiots. Saari argued
that killing such individuals would fail to eliminate the cause of
deficiency — general ‘social hygienic measures’, such as sterilisa-
tion, were needed instead (Saari, 1957, p. 51).

Until the 1950s there were only few institutions for people with
intellectual disability and no legislation to guide their services.™
The need for such legislation arose as part of a preventive welfare
agenda where feeble-minded people were seen as a societal risk;
the main motivation for the organised care of the feeble-minded
was to protect society from social problems caused by this group
of people. In particular, the care of uneducable idiots was seen to
be a pressing issue by medical and education professionals as it
was estimated in the 1940s that the need for institutional places
for idiots was three times more than the actual number of pla-
ces at the time. Therefore, Vajaakykyisten lasten huoltokomitea
(the Committee for the Welfare of Handicapped Children) was
set up to make a general plan for the care of disabled children
and especially children with intellectual disability. The committee
concluded that the only way to solve the issue of feeble-mindedness
efficiently was to develop their institutional care, which in prac-
tice meant enlarging the existing institutions and building new
ones' (Leppild, 2014, pp. 44—52).

The institutional care of the feeble-minded was arranged
according to the ‘Danish model’, which meant organising large
central institutions that had separate wards for each group
of the feeble-minded according to their level of development
and need of support. The Committee for the Welfare of
Handicapped Children argued that this model was better than
the decentralised system used, for instance, in Sweden, with small,
regional institutions. The decentralised model was seen proble-
matic because small institutions could not guarantee appropriate

 In 1927 there were 152 places in Finnish intellectual disability institu-
tions, in 1933 228 and in 1945 735 places. In addition, some people
with intellectual disability were placed in mental hospitals but there is no
knowledge about the number of such individuals (Vesala, 2003).
In 1947-1958 the number of the feeble-minded placed in institutions in-
creased from 735 to 1,620. At the beginning of the 1960s, Finland had 12
institutions for the feeble-minded, with 2,018 residents (Leppila, 2014,

pp- 52, 95).



Introduction 19

grouping of residents according to their characteristics (especial-
ly according to their additional special features such as epilepsy,
physical or sensory impairments) and because it would allegedly
include the risk of great disparity between different regions, whe-
re some institutions would be overcrowded while others would be
half empty. Also, large institutions with several hundred residents
were seen as more cost-effective and efficient than smaller units
regarding care work (Leppild, 2014, pp. 95-96).

The only places for people with intellectual disability to live
outside their childhood homes in the 1960s were intellectual di-
sability institutions (in 1969 ca. 4,300 residents with ID), mental
hospitals (in 1969 ca. 1,960 residents with ID) and old people’s
homes (in 1969 ca. 2,500 residents with ID). But alongside the
building of new residential institutions, a new form of organised
care started to develop: community care. Instead of providing
all care and services within institutions, the needed support and
services were to be arranged within one’s community, and one’s
home. The first day activity centres (‘pdivibuoltola’ or ‘ekster-
naatti’), which took care of people with intellectual disability
during the daytime, were established in the late 19 50s. Their main
function was to ease the burden of the families taking care of their
disabled children and to enable them to continue to live at home.
Day centres provided activities and teaching of practical skills
(e.g. hygiene, table manners), and for the more advanced students
even schools subjects, mostly for children under the age of 16.
In 19671 there were only nine day centres, with 476 customers,
and, by 1969, 1,189 customers (Leppald, 2014, pp. 110-112;
Vesala, 2003).

Parents of children with intellectual disability, who started to
get organised in the late 1950s, were one of the driving forces of
the development of community care. Many parents did not wish
to place their children in institutions,** which caused bafflement
among experts (e.g. medical doctors, child welfare and public
health officials), who were virtually unanimous that institutions

2 One finding of doctoral research published in 1966, which the candidate
found surprising, was that only some 25% of parents wanted to place
their children with intellectual disability into institutions (Leppild, 2014,

p. 115).
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were the best solution not only for the disabled children but
for their families as well. The relationships between parents and
experts were often strained as experts tended to see parents as
impediments to the implementation of appropriate care for their
children. Many parents were seen to be unfit to care for their child-
ren and experts accused them of denying the reality of their child’s
disability in cases where parents attempted to keep their children
in regular schools. However, institutions did not have sufficient
places for all persons with intellectual disability, so the develop-
ment of community care was a practical necessity (Leppald, 2014,
pp. 112-117).

The general ethos guiding disability policy in Finland started
to change in the 1960s, when society’s interests were replaced by
the interests and social rights of individuals. For the first time,
(re)habilitation was seen (especially by academics and professio-
nals in social policy and intellectual disability care) as profitable
and possible for people with intellectual disability, something they
might actually benefit from — even in the case of those with the
most profound disability. It was emphasised that, regardless of
possible utilitarian considerations, all individuals had the right
to pursue and realise their potential, and live lives that were as
meaningful as possible. Also, persons with intellectual disability
not only needed their basic care needs to be met but impulses
and activities to fulfil their emotional and social needs as well.
Admittedly, habilitation would never make these individuals pro-
ductive citizens who could support themselves. But, even though
the development gained through habilitation may have seemed
modest to other people, they were pivotal to the individuals with
intellectual disability themselves, and to their quality of life. It was
not utility but, rather, humanity that should motivate habilitation;
society was seen to have a duty to secure the dignity and human
rights of people with (profound) intellectual disability. The focus
of habilitation (instead of rehabilitation, because it was about de-
veloping each person’s individual potential rather than restoring
lost capacities) was on primary adaptive functions (hygiene, dres-
sing, eating, communication etc.) and strengthening each person’s
potential capacities in order to attain as high a level of proficiency
as possible (Leppald, 2014, pp. 125-129).
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The sexuality of persons with intellectual disability was virtu-
ally unthinkable until the 1960s. They were considered either too
infantile, too dangerous or too perverted to have legitimate sexual
needs. One function of institutions had been from early on to con-
trol the sexuality of their residents. One example of this policy in
Finland was to place residents into rooms of either one or three,
in order to prevent homosexual relationships. But, from the 1960s
onwards, things like homosexual relations and masturbation be-
gan to be seen, slowly but surely, to be harmless and normal, and,
importantly, as human rights issues. An individual’s sexuality
belonged now to herself; it was not primarily something that so-
ciety ought to control. One manifestation of sexual liberation was
new legislation. The new Marriage Act (1969) and Sterilization
Act (1970) no longer categorically denied people with intellectual
disability the chance to get married or to have children. However,
in practice the new laws and more liberal attitudes regarding sex-
uality within the disability service system did not make a dramatic
difference in the lives of people with intellectual disability. Their
sexual relationships, marriages and procreation continued to be
seen as problematic even by the professionals in charge of their
care: people with intellectual disability were not seen to have the
necessary understanding about the emotional and moral issues
related to sexuality and marriage, let alone parenting (Leppala,
2014, PP. 136—I41).

One further indication of changed attitudes was a discussion
about the need to renew Finnish terminology. The term ‘vajaa-
mielinen’ (feeble-minded) was increasingly seen as derogatory,
especially among parents of feeble-minded children. Vajaamielisten
Tukiyhdistysten Liitto (the main parental advocacy association
in the 1960s for persons with intellectual disability) argued that
the term ‘vajaamielisyys’ (feeble-mindedness) should be replaced
with the concept of ‘kebitysvammaisuus’ (developmental disabili-
ty). However, ‘vajaamielisyys’ should not be abandoned altogether,
because of its preciseness — even though the term had become
infected with negative connotations, at least everyone knew to
what kinds of people it referred to. The main Finnish organisation
promoting the cause of the feeble-minded, Vajaamielishuollon
Keskusliitto changed its name to Kehitysvammaliitto (the Finnish



22  Narrowed Lives

Association on Intellectual and Developmental Disabilities) in
1965 and recommended that same terminological change would
be introduced in legal and academic use. It was even suggested
that the term developmental disability (kehitysvammaisuus)*
could be applied to all impairment groups. These suggestions re-
ceived mixed responses. For example, Laakariliitto (the Finnish
Medical Association) and Invalidiliitto (the Finnish Association
of People with Physical Disabilities) pointed out the risk of con-
flating those with ‘intellectual developmental disabilities’ to those
with physical disabilities and argued that such a confusion would
be counterproductive for both groups. Despite various unfavou-
rable criticism, the term ‘kehitysvammaisuus’ gradually became
established in the 1970s and referred specifically to people pre-
viously called ‘vajaamielinen’ (feeble-minded) (Leppild, 2014,
pp. 121-125).

New mentality in terms of disability rights did not, however,
challenge the status quo regarding institutionalisation. It was still
generally agreed that the only suitable environment for people
with profound intellectual disability was the institution. The num-
ber of residents in institutions kept increasing in the 1970s and the
last large institutions were built at the end of the decade. In 1979,
the number of people placed in intellectual disability institutions
had risen (5,612 residents), whereas the number of residents with
intellectual disability in mental hospitals and old people’s homes
had decreased (1,416 and 1,656, respectively). Simultaneously,
the number of clients in day activity centres had increased steadi-
ly (at the end of 1970s, over 4,400). Although the first critiques of
intellectual disability institutions, and their predominant status in
the care system, started to appear in the late 1960s, the legitimacy
of institutions as such remained unquestioned. Besides, at the time
there were very few non-institutional residential homes for people
with intellectual disability. One reality that maintained the domi-
nance of institutions was the legal requirement that one should be

5 Interestingly, a similar terminological change took place in the United
States some 40 years later, when the term ‘mental retardation’ was repla-
ced by ‘intellectual and developmental disabilities’, which is very similar
to the Finnish term ‘Glyllinen kehitysvammaisuus’ (intellectual develop-
mental disability).
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placed in an institution before the age of 16. Many parents ended
up placing their children in institutions just to secure their future,
when the parents themselves would be too old to look after them
(Vesala, 2003).

Increasingly, institutional care received criticism on the grounds
of the new intellectual disability policy that emphasised indivi-
duals rights and needs. A situation where individuals had no ge-
nuine opportunities for living arrangements outside institutions
was seen to be discriminatory (Vesala, 2003). This mentality was
the result of the new guiding principle of disability policy in the
Nordic countries, namely normalization. It was increasingly argu-
ed in the 1970s and 1980s that disability services should be pro-
vided as part of mainstream social services and that, accordingly,
institutions and segregated teaching arrangements for persons
with intellectual disability should be abolished (Leppald, 2014,
pp. 290-293; Tassebro, Bonfils, Teittinen, Tideman, Traustadéttir
& Vesala 2012). Such criticism resulted in heated debates in the
intellectual disability field. It was argued that the normalisation
principle, with an emphasis on integration, had ignored the views
of families, and was, all in all, utopian. Why bring down brand-
new, expensive institutions with qualified professionals who had
long experience of working with people with intellectual disabi-
lity? Many professionals in the institutions were offended by the
normalisation and deinstitutionalisation critique, which was la-
belled as idealistic and biased. Nevertheless, the first group homes
were established in the 1970s and the unquestioned dominance
of institutions started to break in practice. At that time, the issue
of adults with intellectual disability living with their ageing pa-
rents also received increasing attention. At the turn of the 198os,
approximately 60—70% of people with intellectual disability (ca.
5,000 individuals) still lived at their childhood homes (Leppala,
2014, pp. 196—214; Vesala, 2003).

It was not until the 1990s that the number of people with
intellectual disability living in institutions started to decrease
rapidly as they were moved to group homes. Group homes have
been a crucial part of the process of deinstitutionalisation, but
they have also been seen to include characteristics similar to tra-
ditional institutions: in Finland, group homes are typically large
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units (several group homes in the same building unit) with dozens
of residents, and they have not brought a change to the passive
status of people with intellectual disability as service users (‘pal-
velunkdyttdja’, a term widely used nowadays) or the relationship
and the power imbalance between the residents and the staff. So,
in practice, the move to community care has partly been just a
matter of reclassifying existing institutions as group homes. In
a somewhat similar way, in Denmark the concept of the institu-
tion was removed from regulations and statistics in 1998, which,
on paper, made them disappear and the country had all at once
completed the process of deinstitutionalisation. The move from
institutionalisation in Finland has been slow compared to, for ex-
ample, Sweden and Norway, and it is still an ongoing process.
Norway closed all its intellectual disability institutions in the
mid-1990s, Sweden by 2002 (Mietola, Teittinen & Vesala, 2013,
pp. 10-11; Socialstyrelsen, 2018b; Tassebro et al., 2012).

In Finland, the intellectual disability service system is not as
regulated as it is, for example, in Sweden. Persons with PIMD
in Sweden live in their own apartments with full-time personal
assistance, in group homes, or with their parents (Socialstyrelsen
2018a, 2018b, p. 14). In Finland, most persons with PIMD live in
group homes. These differ from their Swedish counterparts in size
(group homes in Finland have usually five to eight residents but
there can be several group homes in the same building) and their
location (either in suburbs or outside residential areas). Many
group homes in Finland are architecturally very institutional. They
look and feel — both inside and outside — like small-scale hospi-
tals rather than someone’s home (see Chapter 7). This contrasts
with Sweden, where (at least on paper) the design and building of
apartments in group homes is controlled by the same regulations
that apply to housing in general, and by the residents themselves.
The aim of these regulations is to provide the residents with con-
ditions through which they can actively take part in community
life (Mietola et al., 2013, pp. 20-21). However, reports by the
Swedish National Board of Health and Welfare (Socialstyrelsen,
2011, 2018, pp. 29-31) have concluded that reality does not
always correspond with regulations. The size of group homes in
Sweden is sometimes much larger than the recommended three to
five apartments, and in some cases group homes have been placed
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in the same locations as service homes for the elderly, which ine-
vitably creates an institutional feel.

This tendency seems to apply to all Nordic countries. As Tassebro
et al. (2012) conclude in their review of Nordic intellectual disa-
bility services, ‘the ideology of community care and small group
homes prevail in the Nordic region but, in reality, the implemen-
tation shows conflicting trends’ (p. 139). In Finland, the govern-
ment launched a national programme in 2010 with the aim of
closing all intellectual disability institutions by 2020. However,
at the end of 2019, there were still 452 persons with intellectual
disability living in institutions, 131 of whom were under 18
(https://sotkanet.fi/sotkanet/fi/taulukko/).

Outline of the book

In the upcoming chapters, we will present our data and main fin-
dings and analyse some key theoretical issues that persons with
PIMD have made us confront.

In Chapter 2, we explain how our research was carried out: the
recruitment process of our research participants and the various
practical problems related to it. Our research engages with the
everyday lives of people who could not, themselves, give us
the permission to observe and take part in their lives. Therefore,
we need to clarify some ethical issues related to data collection
as well as knowledge production with this group of people. The
chapter also explains the complexities during the fieldwork regar-
ding interpretation, field notes and research relationships: what
did we see, how should we describe it, and in what ways should
we engage with the everyday lives of our research participants?

In the beginning of our fieldwork, Reetta and Sonja mostly
concentrated on making sense of our research participants: how
would we know what particular sounds or expressions meant in
particular contexts? How do we know what they know, or what
they can? We soon realised that these kinds of questions perplexed
the care workers as well, and played an important role in their
professional practice. Chapter 3 presents the ways care wor-
kers describe the personalities and competencies of our research
participants, and persons with PIMD in general. The chapter
unpacks the conflict between the formal medical knowledge
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concerning persons with PIMD, and the knowledge that the care
workers formed about our research participants. How did these
conceptions affect the care work practices?

One individual asset that some of our research participants had,
according to the care workers, is sociability; they enjoyed socia-
lising and, in general, the company of other people. We discovered
(in Chapter 4), however, that, while our research participants are
constantly surrounded by other people (in that they live in group
homes and participate in day activity centres), they have little
genuine opportunities for social interaction. This is partly due
to the care culture and scarce resources in many group homes,
where the emphasis is one-sidedly on basic care tasks like dressing,
feeding and toileting. But it is disability policy that ultimately
directs the organisation of care work and what is prioritised in
group homes. The policy is concerned about enhancing the social
lives and inclusion of persons with PIMD outside the group ho-
mes and day centres — outside the disability service system. But the
problem is that our research participants’ lives take place almost
exclusively within the disability service system, of which the poli-
cy texts say next to nothing as regards sociability.

Sociability is typically seen important to youth and young
adults, who are expected to build various, possibly lifelong rela-
tionships. This raises the question of age, and its role in the lives
of persons with PIMD. In Chapter 5, we focus on the life of Hugo,
a young man in his early twenties, and how his care workers,
teachers and mother think of what kind of life is appropriate for
young people like Hugo.™* We examine the reasons why Hugo
has no possibility to lead such a life. The key issue in this context
is the meaning of the principle of age-appropriateness: why do
we think that people at a certain age should act in certain ways,
and to what extent do these cultural conventions apply to persons
with PIMD?

An obvious, and difficult issue related to age-appropriateness
is sexuality. Chapter 6 asks's whether persons with PIMD have
the right to sexual pleasure and whether their carers have the
duty to facilitate their possibilities to flourish as sexual subjects.

4 Chapter 5 is a revised version of Mietola and Vehmas (2019).
s This chapter is a revised version of Vehmas (2019).
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And, if sexuality is seen as a right, should it be seen on a par,
for example, with other dimensions of care, similar to nutrition
or health care? What are the risks involved in facilitating sexual
pleasure and would it be better to do nothing in order to nothing
wrong? Sexuality is an important issue regarding well-being and
a good life, but it is also symbolically significant because the way
we grant (or not) sexual rights for certain people reveals how we
perceive these individuals as human beings.

People with intellectual disability have a long history of be-
ing seen as animal-like and, therefore, they have been seen unfit
to enjoy, for example, sexuality. In current philosophical ethics,
it is not uncommon to see persons with intellectual disability as
psychologically comparable to non-human animals. Such compa-
rison is often seen to suggest a lower moral worth of persons with
PIMD than the rest of us. But animality is no longer merely a
negative signifier. It is increasingly seen in humanities and social
sciences as something positive that does not necessarily deprive
one of full moral status. Chapter 7 explores the potential benefits
and risks related to the conceptualisation of persons with PIMD
in terms of animality. What are the ethics of comparing human
and non-human animals and their individual characteristics with
one another? Is such an engagement epistemically helpful and
ethically justified?

In Chapter 8, we summarise our main findings and theoreti-
cal reflections. The appendix returns to the philosophical starting
points with which we began: the basics of moral status and moral
worth of persons with PIMD. It explains and analyses the main
theories and arguments used in philosophical debates on moral
status. We use those debates to develop our own view that persons
with PIMD share a moral status equal to other human beings and
higher than non-human animals. We argue that the standard phi-
losophical account that evaluates the moral worth of individual
beings in terms of their cognitive capacities is flawed. In fact, we
argue that no fully satisfactory account exists that would manage
to take into account all relevant factors and provide theoretical
considerations that would help to solve the issue.






Chapter 2: Ethnography: Recruitment,
Interpretation and Ethics

It is an early spring afternoon and Hugo has just returned from
school. As usual, he is received by a care worker, who suggests to
Hugo that he should have a short rest in his bed before dinner.
The care worker starts to open the straps on Hugo’s wheelchair,
while explaining to Hugo what she is doing: ‘You have all this
stuff here; let’s open them a bit’ (‘sulla on paljon nditd rensseleitd,
otetaan nditdi auki’). She takes off one of the armrests on the chair
and prepares to lift Hugo out of the wheelchair, telling Hugo —
who is stretching himself — to remain in a sitting position so that
she can lift him out of the chair and onto the bed. Reetta is aside
observing what is happening, paying attention to the bodily mo-
vements of the care worker and Hugo, to the details of the care
worker’s talk and gestures, and to Hugo’s responses.

After the care worker has tucked Hugo in and left the room,
Reetta remains sitting on the sofa placed in front of the window,
behind Hugo’s bed head, writing down in her notebook notes
about what just happened. For example, she writes down an ex-
change that took place between Hugo and the care worker:

‘Do you want to listen to music?’, care worker asks, leaning again
closer to Hugo, ‘No. Will I put an audio book on?’. Care worker
waits. ‘You’re not sure.” Hugo has his chin up, raises it a bit, to
the right, care worker asks whether Hugo wants to listen to the
children’s voices [from outside]. That she can leave the window
open so that Hugo can listen to the voices, “We don’t need to turn
[stereo] on. Pm not sure whether it is because of you [wanting]
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or it is more our staff members’ habit that it is always turned on.’
The care worker walks away from Hugo’s bed, explains to me that
she is unable to interpret Hugo in a way that she would definitely
know what he means.

While Reetta is still writing notes of the previous moments, she
realises that Hugo is ‘talking’ to himself, and thus writes in her
notes: ‘Hugo starts to make sounds, “Ee-eee-uuu. Hrr [grunts]”.
After listening to Hugo for a while, Reetta asks him “What are you
talking about there?” and when Hugo continues to ‘talk’ Reetta
gets up from the sofa and walks over to bedside to say hello.
Hugo has raised his hands up in front of him, laughs aloud by
himself, and startles a little when Reetta starts talking to him. He
turns his head towards Reetta, smiling. Reetta talks to Hugo for a
while, then returns back to the sofa, telling him that she will now
go and sit down to write.

This is what ethnography is by and large about: being present,
participating in people’s everyday lives, and recording one’s ob-
servations. In our case, the notes consist of descriptions of action
(movements, facial expressions, gestures) and discussions. Since
the researcher participates in the observed situations, field notes
often include descriptions of the researcher’s actions and reflec-
tions of her first-hand experiences of activities and relationships
in the field. The notes thus provide multilayered descriptions that
comprise of different perspectives and ‘voices’ in situations in
which the researcher takes part. Knowledge production like this
may seem rather straightforward. In reality, however, it is (or at
least should be) a result of careful thought process and multiple
decisions concerning research practice and focus.

Just getting to the point where Reetta could sit on Hugo’s sofa
writing notes (which she also did when sitting with staff) had re-
quired thinking around research ethics, multiple negotiations with
different parties, and the development of ethically sound research
practice that is in line with organisational practices and Hugo’s
preferences. Reetta’s actions in the situation are on the one hand
based on conscious decisions made within the research team, for
example on how the researcher should enter and be present in
research participants’ private spaces, or what kind of relationship
it would be appropriate to develop during the fieldwork. On the



Ethnography: Recruitment, Interpretation and Ethics 31

other hand, these practices are based on Reetta’s interpretation
of Hugo’s personality and personal preferences, and how they
should be taken into account. Reetta had become to know Hugo
as a person who enjoys socialising and the company of others.
Being present in Hugo’s room, where he spent most of his time at
home, seemed ethically justified inasmuch as Reetta was attentive
to Hugo’s responses to her presence.

What Reetta wrote down in her notes was a result of the gra-
dual development of focus and practice. Our research question
— what makes a good life for people with PIMD?¢ — does not ge-
nerally provide a clear focus for observation. In order to be able
to address such a large question, we had to ask first very basic
questions about the lives of people with PIMD such as what hap-
pens in their lives, where it happens and why. Gradually we were
able to sharpen our focus to things we became to consider signifi-
cant in relation to ‘living a good life’. For example, in the episode
described above Reetta’s attention was drawn to the efforts of
the care worker to find out Hugo’s preferences concerning pasti-
mes, and how she immediately questioned her skill in interpreting
Hugo accurately. This episode reminded Reetta about her previo-
us observations on the ambivalence of interpretation with people
like Hugo: how and what we know about their own perspective,
and how we engage with them were constant sources of worry to
the care workers, and played a crucial role in the ways the care
work was carried out (see Chapter 3).

The practice of note writing is not just about what gets written
down but also about how the researcher arrives at her observa-
tions. In order to record the ways Hugo responded to talk, being
moved from his chair to his bed, or even just to sounds of the
children in the playground, Reetta had to learn how to interpret
him. The whole practice of note taking thus turned into a pro-
cess of learning how to notice and capture movements, sounds,
gestures and facial expressions that make up Hugo’s ‘talk’ his
‘voice’. This intertwined process of learning to interpret through
writing led Reetta and Sonja not only to acquire new skills, such
as writing observations in adequate detail, but also to profoundly
rethink about how we observe, how we interpret, and ultimately
how and what are we able to know.
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This chapter is about our research practices and the ways they
developed during the project. While our primary focus is on prac-
tical questions of what and how we actually did, the following
discussion also aims to elucidate our thinking behind the acqui-
red practices. Our account has been informed by previous quali-
tative studies, in particular ethnographies that have had people
with intellectual disability as key participants (e.g. Davis et al.,
2008; Komulainen, 2007; Simmons & Watson, 2014). This chap-
ter does not have a specific section on research ethics, since ethics
is a theme that runs through our discussion. The mere choice
to do ethnography was based on the ethical commitment to see
the lives of persons with PIMD as valuable and worthy of being
understood. In our view, ethics is a crucial part of ethnographic
understanding. To Paul Atkinson (2015), this ethical orientation
manifests in ethnography’s devotion to represent lives of resear-
ch participants in their ‘full complexity, with due regard for the
rationality of social action, and with respect for the social actors
involved’ (p. 173). Don Kulick (2015) writes that, for him, being
an anthropologist is about working in a way that ‘extend|[s] across
boundaries, to listen to people whose language and culture one
struggles to comprehend, and to represent others in a respectful
and empathetic way’ (p. 17). The views of Atkinson and Kulick
resonate with our project’s key ethical commitments and with
the concerns that we faced when planning the execution of the
project. Our starting point was to position people with PIMD as
moral subjects, which implied that our research practice had to be
designed in a way that acknowledged and supported our research
participants’ dignity. Ethnography provided the means to carry
out our research accordingly.

For us, crucial aspects of ethnographic knowledge production
are development and learning; one does not have to know the
people and culture in question when entering the field. Rather,
one learns about them throughout the research process. As we
have learnt to know about our research participants, we also have
learnt something about how to interact with them in ways that
respect their personalities. We have learnt what is relevant in or-
der to understand their lives and, to some extent, even to learn to
understand them as persons.
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Ethnography’s roots are in anthropology, which has traditio-
nally studied culture, especially non-Western cultures. Owing to
criticism raised, for example, by post-colonialist perspectives,
anthropology as a discipline has had to engage with discussions
around politics and ethics of studying ‘Others’. According to
Kulick (20715), it is the premise and promise of anthropology ‘that
one not only can, but one should represent people who are very
unlike oneself’ (p. 31). In other words, studying a group that you
do not belong to is not only a question about the right, but some-
times also an obligation to ‘speak for’ them.

Our research participants have very limited means to
express their ‘voice’. It therefore has been unquestionable to us
that as researchers we have an obligation to try to make sense of
and represent these ‘voices’ — however ambiguous these voices
are; however insufficient our tools for ‘capturing’ them might
prove to be. Part of this engagement is a conscious risk involved
when one aims to ‘speak for others’ — the epistemic risk (and
related ethical and political risk) of misrepresenting their lives
and them as human beings. We have tried to see these challeng-
es as something productive, as questions that push us to deve-
lop our thinking and methodological practices. Besides, if the
‘don’t speak for others’ argument were taken to its logical con-
clusion, then persons with PIMD would never get represented
by anyone.

Who and where are people with PIMD? Finding
and recruiting research participants

The project was launched in September 2014. We instantly star-
ted to prepare documents for ethical review for the University of
Helsinki Ethical Review Board, and, at the same time, made first
contacts with service provider organisations (management level),
to find out about their requirements for research permits and ethi-
cal review. We contacted municipal social welfare agencies and
private sector service provider organisations in the Helsinki ca-
pital region. We had collaborated with some of the organisations
previously, while others we acquired through municipal agenci-
es. We inquired whether the organisations would be interested in
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participating in our study, and whether their service users would
fit our research interest.

All relevant ‘stakeholders’, from managers of provider organi-
sations to family members, were happy to take part in our rese-
arch. In fact, they repeatedly emphasised in different stages of the
project how important in their view research on the lives of per-
sons with PIMD is. Two key factors probably explain this enthu-
siasm: the disability politics in Finland at the time, and the various
expectations these stakeholders had for our project.

Our project started in a situation where intellectual disability
services were finally made to bring the deinstitionalisation process
to a conclusion; governmental programmes allocated money for
new housing solutions (i.e. group homes to replace institutions)
and forced municipalities to implement a transfer from institutio-
nal care to community care (Mietola et al., 2013). This situation
most likely had an effect on our negotiations with different par-
ties. The managers of service provider organisations thought that
participating in our study would give them knowledge of whether
their services reached the policy aims, especially in relation to pe-
ople with complex needs. One middle manager-level actor even
asked to get information from our observations to be used in their
organisation’s internal evaluation. One service provider unit actu-
ally took our research question (what is a good life and how it
materialises) and has been using it to analyse the experiences of
their service users (i.e. interviewing their group home residents).

As for family members, their interests seemed to be both per-
sonal and political. They wanted information about their fami-
ly member’s living conditions, but also to express their concern
over the quality of the services and everyday care (e.g. the effects
of the high turnover of staff). They emphasised, however, how
things had improved and that they were, in general, satisfied with
the current situation. Some of the care workers, on their part,
hoped that our study would give visibility to the important work
they do in the changing context of intellectual disability services.
They repeatedly talked about the lack of knowledge regarding
this specific group of people, even among the staff who work
with them. Alongside visibility, they hoped for appreciation for
their work, which in their view still suffers from a stigma of being
a substandard form of institutional care.
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During the initial discussions with different service provider or-
ganisations, the ambiguity of the term ‘profound intellectual and
multiple disabilities’ became evident. One key challenge related
to providing a clear definition of who we wanted to recruit was
that we were ourselves uncertain about the matter. While all of
us had worked with people with intellectual disability, our con-
tacts had almost exclusively been with people with milder intel-
lectual disability. This is hardly surprising since individuals with
severe or profound intellectual disability still live their lives tightly
within the disability service system and thus largely hidden from
our everyday surroundings.

After initial discussions with one service provider organisation,
our research team sat down to rethink how to proceed with these
negotiations. The manager of that organisation was enthusias-
tic about our study and wanted us to start working with service
users, who in their organisation were seen as puzzling and chal-
lenging. However, the individuals the manager had in mind were
persons with milder intellectual disability. It was apparent that we
needed to be clearer about the key criteria for our research partici-
pants, and find a way to communicate the criteria in a more intel-
ligible way to the professionals. In order to gain access and build
trust with the service provider organisations and staff members,
we needed to hear their concerns in relation to which individuals
were marginalised in and by the service system, and find ways of
taking these views into consideration in the recruitment process.

Around the time of these initial discussions with the service
providers, we also visited the Communication and Technology
Centre Tikoteekki at the Finnish Association on Intellectual
and Developmental Disabilities. With two experts in the field
of intensive interaction, Kaisa Martikainen and Kaisa Laine,
we discussed expedient terminology. They argued that the term
‘profound intellectual disability’ is not an established term in
Finland. Accordingly, they recommended that we use the term
‘persons with most severe intellectual disability’ (‘vaikeimmin
kehitysvammaiset’) in our recruitment process, and also specify
that we are interested in people who do not have spoken language
and are capable of only very rudimentary forms of non-verbal
communication. We followed their advice as it seemed to reflect
the more metaphorical definition and a criterion that we had in
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mind; we were looking for people who remain mysteries to people
close to them in much more profound ways than usually is the
case with people close to us. This conceptualisation arose from
our previous discussions with some parents who described their
children in those terms (some care workers in our data also refer-
red to our research participants as ‘mysteries’). They had learnt to
understand their children and their communication but were still
puzzled on a regular basis regarding what their children wanted
to communicate.

All of the management-level negotiations were very positi-
ve; the managers immediately recognised the importance of the
project; some even cheered that finally someone was interested
in people with PIMD. They were eager to have us doing field-
work in their organisations. Managers gave us contact persons
(heads of day and housing services) who could help us to identify
possible research contexts/units and participants. Our research
participants had different kinds of service combinations: living
in public or private services and going to a public day centre,
or living in private services and also going to private day centre.
Services for people with intellectual disability are often produced
in public—private partnerships, which means that ethnography in
these services requires multiple review processes and negotiations
in different contexts.

An important part of this process was discussions with specific
units and group homes where we asked them to identify potenti-
al research participants for us. Often these early contacts meant
that we got to meet service users, including our intended research
participants. After finding an agreement with the care workers on
suitable individuals for our research, we sent letters to their next
of kin via the units, informing the family members about the pro-
ject and more specifically what participation in the project would
mean. All contacts were positive, and, after more detailed discus-
sions with family members or close care workers, proxy consent
was given on behalf of our participants (each of our research par-
ticipants had a guardian or family member who was legally em-
powered to make decisions for them).

While these discussions proceeded smoothly, in some cases
it was somewhat difficult to judge who should give consent on
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behalf of the research participant. While in most cases our par-
ticipant’s parent was also his or her legal guardian, we also had
participants whose family ties were very fragmented (older parti-
cipants who had been institutionalised since early childhood), and
who had been appointed a public legal guardian (who only moni-
tored their financial matters and typically did not know them per-
sonally). In the case of Ella, for example, the initial negotiations to
include her as a participant involved an extra round of discussions
about proxy consent and who should give it on her behalf. After
talking with her group home’s care workers, her brother and her
legal guardian, it became obvious that neither a family member
nor her legal guardian would know her and her life well enough
to assess her will in this matter. As a result, all parties agreed that
written proxy consent should be given by the housing unit care
worker who coordinated her care.

The care workers in our research contexts were in a key po-
sition to finally open doors for us but were the last ones to be
asked for consent. We invited ourselves to staff/team meetings in
the group homes and day centres, where we introduced the pro-
ject and practices of fieldwork (what our participation means in
practice) and asked for the staff members’ (verbal) consent. The
atmosphere in these meetings differed: in some contexts, reception
was very enthusiastic, with lots of questions about the aims of the
project, whereas in other contexts the staff members seemed more
cautious. Only one person among all of those we contacted decli-
ned to participate (a care worker in one of the research contexts).
In this particular case, we carried out our fieldwork in the unit
during times when that person was not working. When we had
gained access to our fieldwork contexts, we informed other care
users in these contexts and their family members (by letter) about
the project and our fieldwork’s possible impact on them. Also,
should they refuse to take part in the research, they could do that
by either informing the care workers or contacting us directly.

With one of the organisations we also negotiated the possibility
of doing a short pilot observation in one of their group homes.
Since we were in the middle of the process of ethical review by the
University of Helsinki Review Board, and did not have research
permits or agreements, it was agreed that we would visit the unit
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as visitors, and that the data produced would be only for our own
use with the aim of defining how we would proceed with our
fieldwork in this particular organisation (who would participate
in the research; in which unit the fieldwork would take place).
The aim of our pilot study was to get some understanding on the
specific issues involved in the fieldwork with people with PIMD.
The three-day pilot was carried out in November 2014.

We recruited six key participants, who were in their twenties,
thirties and forties, with varied physical, cognitive and emotional
characteristics: Anna was in her early 20s, Ella her late 4o0s, Frida
her early 30s, Hugo his early 20s, Leo his early 40s, and Sebastian
his early 20s. We considered writing biographies of each individu-
al but decided not to do so because we wanted to secure our rese-
arch participants’ anonymity; after all, they represent a very small
group of people. However, we have included information about
each individual in different parts of the book to contextualise the
issue under discussion.

Fieldwork took place in five group homes, two day centres and
one vocational school during 2015-2016. We observed one re-
search participant at a time, by one researcher, usually two days
a week for a period of three to four months. In practice, this
means that we spent more or less a hundred hours observing each
participant. Our data consisted of field notes, 19 interviews with
family members and care workers, and written materials such
as personal treatment and activity plans. During the fieldwork,
we met dozens of professionals and service users. We also had
frequent contact with the family members of those research parti-
cipants who had close relationships with their families. All in all,
we had contact with hundreds of people in our research contexts
— care users, professionals, care workers and family members. The
nature of these contacts varied; some became important infor-
mants through repeated contact and mutual rapport, while others
remained more or less distant.

Developing research practices and research relationships

The recruitment process described above included plenty of
ethical consideration and decision-making. One key question that
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had to be resolved early on had to do with the principle of in-
formed consent, which, in the case of persons with very limited
cognitive and communicative capacities, is highly problematic.
Our research participants were most likely not able to understand
the information provided (what they were supposed to consent
to) or have the means to communicate their will in the matter.
There are very few official guidelines for conducting research with
a group of people like this. For example, the General Research
Ethics Guidelines for Humanities and Social Sciences (Finnish
Advisory Board on Research Integrity, 2009) did not address the
issue of how to proceed with consent in cases where participants
of age have significant cognitive limitations. In order to find some
starting points to our thinking in relation to consent, we turned
to ethical guidelines in medical research, more specifically the
Medical Research Act (488/1999).

To our surprise, the medical research legislation not only
addresses the issue of research with participants with significant
cognitive impairments but also provides a more holistic perspecti-
ve to informed consent than was the case in the social science gui-
delines in Finland at the time. The Act states that written consent
is required from the next of kin or other representative close to
the participant. Furthermore, consent should also be evaluated
from the point of view of the possible stress or harm caused to the
research participants.

Our approach to consent was based on a view that combines
proxy consent with a strong emphasis on the constant monitoring
of the research participants’ well-being. Following examples of
previous international studies (e.g. Cameron & Murphy, 2007;
Cocks, 2006), our solution was to combine proxy consent with a
continuous process of assent. This meant keeping the well-being of
our research participants the major concern during the fieldwork;
we were prepared to withdraw at any time should it seem that a
participant was disturbed by our presence. This approach resona-
tes well with both our general approach to ethics, which has been
influenced by feminist ethics of care (e.g. Kittay, 1999) and the re-
lated ethical commitment to recognise the personhood and inalie-
nable value of people with PIMD as fellow humans (Kittay, 20053
Nussbaum, 2006). But how could we be sure that our presence



40 Narrowed Lives

did not cause harm and stress to our research participants? How
does one build research relationships based on mutual recognition
and respect with persons with PIMD?

For us it is self-evident that the recognition of personhood and
worth of our research participants can only be achieved through
the recognition of the profound difference between them and us.
Rather than treating the undeniable difference(s) related to cog-
nitive impairments as a risk that closes opportunities to connect
with people and interpret them, these differences should be ‘enga-
ged with’ (Kulick, 2015). As Kulick (2015, p. 28) points out, ‘[t]
he space between that familiar sameness and the in many ways
unknowable difference is the space of ethics’. Part of our engage-
ment with this space of ethics was a conscious awareness of our
accountability, as well as of the significance of our choices and
practices during the fieldwork.

In her account of ‘asymmetrical reciprocity’, the American
philosopher Iris Marion Young (1997) argues that ideal commu-
nication starts with mutual recognition, where the other person
is seen to have equal moral worth and irreducible perspective
that ought to be taken into account. However, moral respect also
entails recognition of the differences between communicative
subjects. According to Young (1997), the relationship between
participants of a communication situation is always asymmetrical
as each of them is distinguished by a particular history and social
position: ‘when privileged people put themselves in the position
of those who are less privileged, the assumptions derived from
their privilege often allow them unknowingly to misrepresent the
other’s situation’ (Young, 1997, p. 48). Acknowledging the irre-
versibility of the perspectives of communicating subjects is there-
fore an essential element of moral respect. Young, however, seems
to ‘assume an “other” who can talk, or who can express himself or
herself clearly through some other medium, such as sign language’
(Kulick, 20135, p. 25). The risks and obligations involved in ‘spea-
king for others’ are intensified when we are talking about people
who have very limited means to express themselves (ibid.). Kittay
(2010) challenges academics who study and write about people
with significant cognitive impairments — people who cannot spe-
ak for themselves — to know those people they are writing about
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(epistemic responsibility) and to acknowledge what they do not
know (epistemic modesty). Translating these ideas into practice
has meant that our research process has involved constant critical
reflection. While we have made various interpretations about our
research participants, we have simultaneously had to challenge
our knowledge about them: why do we think we know, and what
are, the limit(ation)s of our knowledge?

As early as the initial negotiations with the care workers, we
emphasised that we must rely on their experience and guidance re-
garding the ways our research participants should be approached
and what their preferred ways of interacting with others were (see
also Boxall & Ralph, 20105 Simmons & Watson, 2014). We had
some general principles concerning interaction; for example, we
always greeted our key participants verbally (and with touch if
they preferred) when arriving at the context, and interacted with
them (verbally or by touch), thus respecting their right to be in-
cluded in ordinary interaction and communicative community.
Instead of relying on predetermined, unchallenged diagnostic ca-
tegorisations that lump together people with the same diagnosis,
we aimed to develop our practices according to what we learnt
about the individual preferences of our participants in the course
of getting acquainted with them (see Christensen & Prout, 2002;
Klotz, 2004).

I go to Ella to say hello, kneel down next to her on the floor,
touch her hand and say ‘Hi Ella, how are you?’. Ella turns her
face towards me, takes hold of my hands and claps my hands to-
gether. Then takes my hand to her lips, and from there to her face,
pressing my palm against her face. She then lifts her gaze towards
me and smiles. Starts clapping with my hands again, then lets go.
(Field notes, with Ella)

In order to further enhance our ability to communicate and interact
sensitively with our profoundly disabled, non-verbal participants,
we also consulted with experts from the Finnish Association on
Intellectual and Developmental Disabilities concerning intensive
interaction methods. We found these methods useful particu-
larly with those research participants whose means and initiati-
ves concerning interaction were most difficult to interpret. For
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example, with Anna, one of our first research participants, finding
a momentary interactive connection required that Sonja learnt to
attend and respond to Anna’s subtle and unique, and often trans-
ient, interaction initiatives (such as brief eye contact or when she
reached to touch Sonja’s arm). Anna’s and Sonja’s research rela-
tionship had to be built on and through these brief moments of
connection. However, some of our research participants were very
skilled in communicating their preferences and they responded to
people and activities around them with gestures, expressions and
sounds that were easier to interpret. For example, it would have
been difficult to miss or misinterpret Sebastian’s excitement when
anyone suggested a game of ball throwing. After few weeks, we
learnt to know our research participants and were able to start
building one-to-one relationships with them, thereby becoming
less dependent on the care worker’s interpretation assistance.

Previous studies with non-verbal persons have underlined
how understanding about individual modes and preferences of
communication can only be built over time, through sustained
presence and participation (e.g. Pockney, 2006; Davis et al., 2008;
Simmons & Watson, 201 4; Bjornsdéttir et al., 201 5). By observing
the interaction of our participants with other people in different
situations, we gradually learnt to develop dialogical relations with
them (cf. Klotz, 2004). Some of the participants seemed to want
to keep distance to us, which we respected; hence, we stayed in
the background, and participated in their activities only minimal-
ly. However, others seemed clearly to enjoy close, even physical
contact, such as clapping hands, sitting on our lap, or hugging.
At the same time as we tried to be sensitive to our participants’
preferences, we also paid attention to how these changed situatio-
nally or over time. For example, Frida, who at first seemed very
reserved, eventually had long ‘chats’ with Reetta and was clearly
delighted when Reetta arrived to her group home. We responded
to the participants’ interaction initiatives whenever we could, and
interacted with them in ways they preferred.

I’m sitting on a sofa in the living room and writing notes. Sebastian
rolls his wheelchair towards me, stopping in front of me. He sits
there a while making repeatedly some of his characteristic utte-
rings, slapping his thigh with his hand, his gaze wandering around,
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sweeping over me occasionally. I start echoing his utterings. He
then grasps my hand firmly, and takes my notebook and throws it
to the floor. I rise to pick up the notebook, then return to the sofa.
Putting the notebook aside, I bend slightly towards Sebastian and
look at him. His head jerks slightly and he lifts his eyebrows, look-
ing enlivened. He rolls a bit closer still in order to pat my thigh
with one hand. I pat him back, and on we go, patting each other
in turns a long while. In the midst of this patting game Sebastian
smiles cheerily and smacks his mouth as if giving me a flying kiss.
(Field notes, with Sebastian)

It was crucial for us to learn to recognise our participants’ initia-
tives, and how they signalled different physical states (e.g. being
tired or agitated). Interpreting some of our participants felt easy
(like with Sebastian) since they actively made contact with other
people. But the process of learning to interpret the expressions
and gestures of some other research participants took months.
Despite the experience we gained during the fieldwork of our
participants’ means of expressing themselves, our interpretations
remained partial and situational. We also repeatedly confronted
moments when we felt uncertainty over how to interpret our par-
ticipants’ action (see Boxall & Ralph, 2010). For example, inte-
raction with Ella, who often sought physical contact with people
around her, sometimes turned into action that could be seen as a
form of self-harming.

I go and sit down next to Ella. Ella moves herself so that she sits
right next to me, takes hold of my hand, slipping her fingers in
between mine. She’s looking at our hands, but doesn’t turn to look
at me. She suddenly raises her hand (and mine) and hits her fore-
head with my hand. I tell her ‘No, I don’t want to hit you Ella’, let
go of her hand and stroke her hair, but she repeatedly takes hold of
my hand and tries to hit herself again. I try to move bit away from
her, but she follows right after me, sitting again glued to my side.
(Field notes, with Ella)

Incidents like this kept us aware of the complexity of building
ethical fieldwork practice and interpretations. In particular,
situations that involved crying, yelling, biting, scratching or hit-
ting, which in the care contexts were often interpreted as signs of
distress or anxiety, were troubling for us. We wanted to respect
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our participants’ right to express wide range of feelings, but at the
same time we also wanted to feel as certain as possible that our
participants were not expressing displeasure towards our presen-
ce with these behaviours.

Respecting participants as moral subjects also involved their
right to privacy. As Kulick and Rydstrom (2015, p. 6) note, ‘for
many disabled people, especially those who live in group homes,
or who need assistance to do things like bathe and dress, the
line between public and private is blurred, and often it is neither
acknowledged nor respected’. We raised the issue of respect for
the privacy of our key participants and their housemates early,
during the negotiations with the care workers. We asked them to
explain ‘house rules’ concerning privacy (e.g. knocking on door
when entering a private room) and to explain how our partici-
pants expressed their desire to be left alone. In these discussions,
we also defined clear limits to our participation, for example not
entering toilet, dressing or other private activities. We mostly
stayed in the shared rooms and exercised special caution when
we entered participants’ rooms. Their rooms were private spaces
and we needed to think about the justification for entering them.
Therefore, we paid attention to their reactions (typically bodily
expressions) in order to get a confirmation of some kind that they
were happy to have us in their rooms.

However, while we accepted respect for privacy as a general
rule, we also took into account individual differences and contex-
tual complexities. For example, Frida seemed to enjoy spending
time alone in her room, listening to music or resting in bed. Both
Frida’s parents and the care workers explained that this was be-
cause Frida had shared a room with two other residents when she
lived in an intellectual disability hospital. For Reetta, Frida’s ‘own
little home” (her father’s expression) seemed a very private space,
and in a sense this privacy was something that had been defined,
at least partially, by Frida herself. However, since Frida’s room
was so important for her, it was important to spend time there
with her. Reetta reasoned that her presence there would be justi-
fied as long as she could do it in ways that Frida accepted.

Since our research participants lived in group homes, we en-
tered not only our key research participants’ private spaces but
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their housemates’ homes as well. Group homes are, or at least
should be, first and foremost homes, but they are also workplaces
for people who support and assist the residents in their everyday
lives. In order to do research in an ethical and considerate manner,
we had to consider in advance how our presence in these contexts
would affect the residents and the staff.

Gradually, we realised that the effect that our presence had in
these everyday contexts depended on how the care was generally
organised. In contexts that were stable in terms of who and how
many people (in a team) worked with service users, it was rela-
tively easy for us to find ways to participate that suited the staff
and respected the social conventions of the unit. In some contexts,
change was more a rule than an exception, with care workers
changing continuously (due to the rota, the way work was orga-
nised, and replacement workers covering absent staff members).
In these contexts we needed more time to internalise their conven-
tions, structures and rules but we also felt that our presence there
did not raise as many questions and as much attention as in more
stable contexts. As people were constantly coming and going in
these contexts, we researchers were not the only new faces asking
about the ‘house rules’ and everyday practices, or just trying to
work out a way to ‘fit in’.

Almost all the daily activities of our research participants were
organised in groups (group home, day activity centre), where, due
to limited staff resources, the service users got only a very limited
amount of one-to-one time with the care workers. Since our par-
ticipants had very high support needs, they spent long periods of
time waiting for care workers to involve them in activities. Our
presence made it possible for the participants to have someone
there during these times to watch TV with, to communicate with,
or just to ‘hang out’ with. In some contexts and with some parti-
cipants it was easier for us to find ways of being ‘useful’ (the ex-
tra pair of hands that enabled their participation in surrounding
activities) and thus do fieldwork in a more participatory manner.
This, however, required that we already were aware of the general
institutional practices, how they were applied individually with
our research participants, and also what our participants’ prefe-
rences were concerning support.
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Frida’s group in the day centre is decorating gingerbreads for the
upcoming Christmas party. When others are already finishing, the-
re are still two gingerbreads on Frida’s plate. I talk to Frida, ask
whether we should still decorate these two. I take a gingerbread
in my hand and a tube of sugarpaste in the other, and hold my
hands in front of Frida. Frida’s eyes are fixed on the gingerbread
while I squeeze the tube. T ask Frida did it turn out ok, she reaches
her hand out and touches the gingerbread quickly. I take another
gingerbread, once again bring it and the tube close to Frida. Frida
reaches her right hand forward, stretches her fingers and takes
hold of the tube. We stay holding the tube for about a minute to-
gether, until she lets go of the tube. I continue by squeezing some
sugarpaste on the gingerbread. (Field notes, with Frida)

Our relationships to the staff members in different contexts va-
ried. Typically, the coordinating care workers of our research
participants were eager to tell us their interpretations about the
participants and their behaviour. Some of them seemed to regard
our project and our presence in the field as a chance to reflect
on their own work. They shared their knowledge about the his-
tory and rationale of current practices: why, for example, Ella’s
life looked the way it did, and what kinds of change had taken
place in her life during the past years. While some care workers
remained reserved and distant, most of them engaged with us in
discussions, and reported to us the everyday comings and goings
of our participants.

Don Kulick (2015) argues that researchers take not only
political and epistemological risks (for getting it all wrong) but
personal risks as well when engaging with difference respect-
fully: fieldwork is ‘a transformative experience that renders one
a different person by the end than one was when one started’
(p. 31). The obligation to make sense of our research participants
(e.g. how they communicated, what kind of interaction they pre-
ferred) pushed us into very intensive form of fieldwork. In order
to find an ethically sound way of being in the field with our re-
search participants, we needed to learn to understand their com-
munication. From the point of view of a researcher, this meant
that we immersed ourselves into the process of making sense: we
had to tune ourselves to note even the smallest gesture or facial
expression, even breaths, in the moments.
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We were delighted, and also somewhat overwhelmed, about the
close and meaningful relationships we were able to build with
some of our research participants during the fieldwork. These re-
lationships also meant that we could not emotionally remain mere
bystanders. While we experienced many moments of shared joy in
the field, we were also distressed by the shortcomings of the care
system and its practices. Being present in situations where, in our
view, the care was substandard, felt painful - situations, where,
for example, the care workers ignored the residents’ need for soci-
ability and acted as if they did not even exist. In all fairness, these
moments were mostly matters of the culture of some group homes
rather than conscious neglect or mistreatment.

Embodied ethnography in practice: writing field notes,
constructing interpretation

The issue of sufficient time for ethnographic fieldwork has been a
source of various methodological debates. Some have argued that,
in order to make any sense of people and culture(s) in a specific
context, one should stay in that context for years.'¢ This view has,
however, become questioned as the focus of ethnographic inquiry
and our understanding of what makes an ethnographic field have
become more diverse (e.g. Marcus, 1995). But, often, the stan-
dards of one’s discipline and practical concerns (what is actual-
ly possible within frames set by funding, one’s research context,
and the participants) determine how the research is carried out
(Honkasalo, 2008).

One of our main concerns was how much time we would need
in the field in order to get a grasp of the everyday lives of our
research participants — where they take place, with whom, and
what kind of aspects in these contexts and relationships are im-
portant regarding a good life, as well as how much time would be
required to make sense of the individual means and preferences of
our research participants regarding communication and interac-
tion. Could we learn to interpret our research participants in the

¢ When Simo was writing the funding proposal for the project, he asked
Eva Kittay how long one should observe persons with PIMD to under-
stand them properly. Eva replied: ‘A few decades would do.
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timeframe provided by the research funding (considering that one
criterion for the recruitment of our participants was people who
had been in their lives for years and experienced difficulties with
interpreting their communication)?

We found out relatively soon that it did not take very long to
build a general picture of the research participants’ lives. This re-
alisation formed one of our key findings, namely that our partici-
pants lived generally very ‘narrow’ lives. Each of our participants
had only a few places where they spent time, typically group home
and day activity centre. Almost all of their social contacts were
with people in these contexts. Additionally, our participants’ days
could be described as repetitive. The pace and content of their
lives were typically determined by care routines, and only very
seldom did something break this routine. We learnt soon that four
hours in a group home or in a day activity centre can actually
be a very long time, filled with slowly passing moments, only to be
interrupted by short moments of interaction with staff members
(or sometimes family members). Our decision to experience these
everyday comings and goings alongside our research participants
meant that we also had to slow down our pace and adjust to
their time. In fact, we were often the only non-disabled people
in their surroundings who were able to take this kind of time.
The staff members’ time was limited and they mostly focused on
completing tasks related to basic care such as eating, toileting
and dressing.

Unlike most people close to our research participants, we had
access to (all) settings of their lives. The various professionals who
worked with them, on the other hand, only knew what was going
on regarding their particular realm of expertise. This divide was
most obvious between our research participants’ home lives and
their activities in the day activity centre. Staff members of group
homes and day centres had yearly meetings to discuss whether the
services met the needs of the service users. The units kept contact
in-between these meetings by exchanging latest happenings with a
notebook that moved between home and day centre with the care
user, or occasionally by email. In the case of Anna, for example,
whose health was a topical issue during the fieldwork, these me-
etings and exchange between group home and day centre focused
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on her health. However, the professionals did not seem to have
a sense of the everyday practices in the other context. After only
few weeks in the field, we found ourselves in a situation where
we were the ones who were asked detailed questions in the group
home about the ways some aspects of Anna’s and Ella’s care were
handled in the day centre, and the other way round. Similarly, fa-
mily members used us to get a fuller picture of the everyday lives
of our research participants, asking us questions about their daily
activities, routines and well-being.

Another concern had to do with interpretation, and this pro-
ved to be trickier. We have consciously aimed at being modest in
depicting our research participants’ views or experiences. Rather,
our aim was make the kinds of detailed notes that would pro-
vide us means to build interpretations about their everyday li-
ves and to some extent even about their lived experiences. Our
epistemological approach was already based on the acknowledge-
ment of our positionality as producers of data and the impossibi-
lity of producing ‘objective’ representations. In other words, our
observations were produced from a particular perspective, and
formed by our academic as well as personal interests and under-
standings. Our pilot study, however, made us realise how pro-
foundly infused our observations were with assumptions about
human action — we were inclined to automatically assume what
gestures or utterances meant. Accordingly, we needed to write our
notes in a way that would make visible — to ourselves and others
— how we had made our interpretations.

During our first visit to the group home in our pilot study,
one staff member told Ella that she and Ella would soon go to
the swimming pool. Reetta and Sonja both had written down this
incident in their notes, and later on agreed that Ella reacted to
this positively, that she looked ‘delighted’. However, they realised
that neither one of them was able to describe in detail Ella’s facial
expression or gestures, and what was it in them that made her
look ‘delighted’. A similar realisation occurred when they talked
about Ella’s laughter; Reetta and Sonja had both noticed how Ella
was making laughter-like sounds, and both had initially descri-
bed this in their notes as ‘laughing’. However, Ella also made the-
se sounds in other situations (for example, when she was sitting
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quietly alone), when she did not seem particularly joyful, which
made us doubt whether her ‘laughter’ actually counted as laugh-
ter. Reetta and Sonja realised that they needed to step back and
slow down, ask what they actually had observed and write the
notes in ways that captured both the details of observed actions as
well as their primary interpretations about those actions.

Reetta’s and Sonja’s efforts and techniques of writing in detail
also developed their abilities to note the details of embodied ac-
tion. For Reetta, the process of typing the notes sometimes invol-
ved physical imitation of her research participant’s gestures and
expressions. With Frida, Reetta was at first confused when trying
to make sense of her facial expressions and bodily gestures. For
example, Frida had a habit of pushing her body up and forcefully
against the back of her wheelchair. Her body seemed very tense
and her care workers saw that to signal that she was either scared
or excited about something. As Reetta sat down to type her notes
on such moments, imitating Frida’s gestures helped her to recall
details in her posture, breathing and movement. It also gave her
an opportunity to explore with her own body what Frida’s ex-
pressions and gestures might have meant. This kind of embodied
practice provided her with new means to conceptualise and reflect
on the translation of her embodied, situated experiences into field
notes (see Aromaa & Tiili, 2018; Pink, 2009).

Another aspect of our fieldwork that forced us to be reflexive
about our observation (what they captured and what not) was the
fact that our participants’ lives were filled with moments when
nothing much seemed to happen. This presented us with a metho-
dological challenge; even though we were (as ethnographers typi-
cally are) eager to define a clear focus during the fieldwork (what
would be worth observing and writing down), had we focused
only on those moments that involved lots of activity we would
have written only few notes during every visit. Additionally, this
kind of focus would have lost something essential about the lives
of our research participants. We were aware that action and sound
can draw one’s attention away from people and situations when
nothing much seems to happen (Gordon, Holland, Lahelma, &
Tolonen, 2005). We were nevertheless surprised how difficult it
was to settle down and tune our gaze in order to see interesting
elements in the seemingly inactive moments.
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During the first leg of the fieldwork, the confusion about what
was ‘worth’ writing down intertwined with questions about focus
— questions about how and what. Our research question was not
very helpful as regards what we were supposed to see; the ques-
tion of ‘a good life’ seemed rather obscure during those first weeks
in the field, when we just tried to make sense of our research par-
ticipants’ gestures and expressions. Our field notes started to fill
with descriptions of Ella’s and Anna’s behaviour, descriptions of
activities taking place with and around them, notes recording care
workers’ talk to our research participants, to each other, or expla-
ining to us what and why they were doing what they were doing.

As we kept on writing notes and typing them afterwards, we
felt uncertain whether they had anything to do with ‘a good life’.
Our notes were anything but tidy; they did not produce neat
‘episodes’ or ‘vignettes’ that would capture ‘the essence’ of a speci-
fic moment or practice. Rather, the notes often described simulta-
neous things with no clear ‘plot’ or an idea what was the meaning
or purpose of the episode in question. For example, Ella spent
a lot of time rocking herself — both when she was sitting alone
and in moments with social interaction. As a result, Reetta’s notes
were filled with descriptions of Ella rocking herself, in different
contexts and situations, and what happened around her while
she rocked herself. Reetta also recorded in her notes discussions
about Ella’s rocking, how Ella’s rocking was interpreted by diffe-
rent people in different situations. While Reetta struggled to see
the relevance of rocking had as regards the issue of a good life,
whether it was at all important to capture this activity, she could
see no reason either to exclude such descriptions from her notes.

During the fieldwork, we had to tolerate the uncomfortable
experience of uncertainty and to keep our minds open. Reetta
found it difficult to accept the explanation made by some staff
members of Ella’s rocking — namely that it was just a symptom
of her impairment, and as such unintentional and even uninteres-
ting, and signalled nothing but boredom. As the fieldwork with
Ella continued, Reetta started paying attention to the variety of
interpretations and responses that rocking got: in some moments
it was interpreted as dancing, in some moments as an invitation to
interact with Ella. If Reetta had just accepted the first interpreta-
tion, that it was just stereotypical behaviour, she probably would
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not have noted all these interpretations that approached rocking
in a more positive way.

Similarly, Leo’s self-harming behaviour (biting and hitting him-
self, banging his head on hard surfaces) was seen by many care
workers to be unintentional, a mere symptom of his condition.
Sonja, however, noticed that Leo often started to hurt himself
when he seemed to find a situation uncomfortable in one way
or another. This made Sonja wonder whether Leo’s self-harming
behaviour was a way for Leo to express his own will. Our way
of holding back our interpretations, and to engage with the ‘in-
explicable’, can be seen as ethnographic practice of unforgetting
(Stewart, 1996) that pushes the researcher to concentrate on that
which refuses to make sense (see also MacLure, 2013). It was a
process in which we intentionally resisted the easy option of pus-
hing aside behaviours that are hard to grasp.

While we learnt during the fieldwork to note different qualities
of behaviour and make interpretations about their meaning, our
somewhat messy data inevitably includes episodes that do not
‘make sense’ in an unquestioned manner. During the writing
process, we returned to aspects in our data that eluded us, which
our interpretations and representations failed to grasp. After the
first leg of fieldwork, our research assistant Johanna created a
code named ‘nothing happens’, alongside codes that we had al-
ready recognised as interesting and ‘code-able’ (MacLure, 2013),
such as social engagement and sexuality. The ‘nothing happens’
code aimed to capture moments in our data that seemed inte-
resting and meaningful but were hard to categorise under some
specific concept.

Ella is sitting on her bed. Sun is shining into the room through slat-
ted blinds. Ella is rocking herself, lifting her gaze to the window
every now and then. Morning discussion program starts on the ra-
dio. Ella rocks herself a little, her gaze lifted forward, utters some
sounds. She stops rocking, bends her legs, turns slightly towards
the wall next to her bed and softly knocks her forehead against the
wall. Radio starts playing music. Ella straightens her legs, rocks
herself deeply couple of times, laughing aloud, then lifts one leg
over another and claps her hands together, then against her tights,
repeats — together and on tights. She blows raspberries a couple of



Ethnography: Recruitment, Interpretation and Ethics 53

times, then gently leans her forehead against the wall. (Field notes,
with Ella)

The above data extract was coded with the ‘nothing happens’
code. It represents a serene and a rare early-morning moment in
Ella’s room; typically she preferred to spend time in rooms busy
with social interaction, in particular the kitchen rather than in her
own room. In this episode, Ella is again rocking herself, but gently.
For Reetta, who sat in the room writing down notes, this mo-
ment was about peacefulness: Ella sitting on her bed, perhaps lis-
tening to the radio and noting the rays of sunlight shining through
the blinds.

In our view, moments like these, where seemingly nothing hap-
pened, may well have represented episodes of a good life. When
Ella lived in an institution, she was considered to be severely au-
tistic and highly problematic as regards her behaviour (such as
smearing her faeces or damaging furniture). Now, many years la-
ter, she was clearly feeling well and, generally speaking, was in
a good place in her life. A place that enabled her to enjoy silent,
morning moments.

On the analysis

In line with the conventions of ethnography, we have used a mul-
tiple set of analytical strategies to unpack our data. We began by
coding the data (and using the Atlas.ti program) with a predefi-
ned code list. Some of the codes were based on our observations
during the fieldwork; some were based on theoretical discussions
in the research literature. For example, in Chapter 3 the analytical
focus was directed by a contradiction we recognised during the
fieldwork: the care workers depicted our research participants as
people with unique personalities, but their care work routines se-
emed to assume a homogenous group of people. In order to focus
our analysis on details of what the care workers said and what the
care practices signified about people with PIMD, we coded our
field notes with codes ‘staff explains person/behaviour’ and ‘staff
explains/describes practice’.

In comparison, social interaction and social relations (discussed
in Chapter 4) were already among our objects of interest during
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the preparation stage of the fieldwork, inspired by the capabilities
approach, where affiliation is conceptualised as one crucial ele-
ment of human lives and well-being. The code ‘social interaction’
allowed us to specify the analysis of the data, and it enabled us
to focus on differences, details and nuances in interaction. For
example, whom did interaction take place with (participant — care
user; participant — care worker)? When, how often and where did
it take place? The process of coding also challenged us to think
critically about the meaning of interaction and communication:
what amounts to and what should be coded as interaction and
communication, and what different kinds of form do they take
with people with PIMD?

Similarly, our choices concerning methods were based on our
analytical interests. In Chapters 3 and 5 the focus is on meanings.
We were interested in how our research participants were seen
by the care workers and what kind of understanding about them
prevailed within the care services. In order to focus our analysis
on the processes and boundaries of sense making, we utilised dis-
course analysis. Our interest was in particular in how ‘people with
PIMD’ were talked about in the Finnish context, where the disa-
bility service system was in the midst of a deinstitutionalisation
process. What kinds of discourses (medical, human rights etc.)
were present in the care practices and policy and how did these af-
fect the ways that care workers approached the care users? Thus,
we were interested in not only what the care workers actually
said but also what could be said or made sense within the Finnish
intellectual disability policy context.

Discourse analysis often focuses just on language, but in our
analysis the focus was on knowledge and the ways it was pro-
duced and used (see Bacchi & Bonham, 2014). This means that
words as well as actions, practices and policies are all discursi-
ve. Our analysis of the care practices in Chapter 3, for example,
enlightens how care practices are guided by medical discourse,
with a focus on diagnostics and rehabilitation. We will argue that
discursive hegemony explains, at least partly, the conflict between
the ways care workers recognise the individuality of people with
PIMD, and the ways care practices often do not.
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Theory played an important role in our analysis, which can
be described as dialectically entwined (Beach, 2010) or theory-
informed (Willis & Trondman, 2000). This means that during the
process of data analysis we moved between data and theory, for-
ming a dialogue between the two (e.g. Paju, 2013). Theoretical in-
sights have sensitised us to particular aspects of the data, enabled
us to see things we would not have seen otherwise, and helped us
to see beyond the obvious and push our understanding of the lives
of persons with PIMD a bit deeper (or at least, so we would like to
think). For example, in Chapter 5 we employ the sociology of age,
in particular in relation to the principle of age-appropriateness in
intellectual disability services. The sociology of age provided us
with useful ‘sensitising concepts’ (Willis & Trondman, 2000) such
as the accountability of age (Laz, 1998; Nikander, 2000), which
helped us to articulate the relevance of age in relation to the iden-
tity and everyday lives of our research participants. In Chapter 4,
on the other hand, the capabilities approach helps us to focus ana-
lysis on the capacities of our research participants as well as on
the care practices, and how they enabled or denied opportunities
for social engagement.

However, the function of theory in our research was not only
to work as a tool in the data analysis. Theoretical discussions also
guided us to look at our data in certain ways. Sexuality, let alone
animality, are the kinds of issues that were not present in our data
as evidently as, for example, affiliation and age. Theoretical inte-
rests motivated us to also look at the data deductively, and analy-
se sexuality (Chapter 6), animality (Chapter 7) and moral status
(Appendix). One reason for this is that arguments that are in con-
flict with our own intuitions and values (e.g. philosophical argu-
ments that grant lower moral worth to people with PIMD than
to so-called normal people) challenge us to evaluate, rethink and
sharpen our arguments. But mainly we have engaged with these
issues because of their importance to persons with PIMD - issues
that are often silenced, like sexuality, or analysed inappropriately,
like moral status. Through such theoretical engagement we have
aimed at producing a fuller picture of the lives and identities of
people with PIMD.






Chapter 3: Conceptions of Competence

A person versus F73

F73 Profound mental retardation

The IQ in this category is estimated to be under 20, which means in
practice that affected individuals are severely limited in their abi-
lity to understand or comply with requests or instructions. Most
such individuals are immobile or severely restricted in mobility,
incontinent, and capable at most of only very rudimentary forms
of nonverbal communication. They possess little or no ability to
care for their own basic needs, and require constant help and su-
pervision. (The ICD-10 Classification of Mental and Behavioural
Disorders, WHO, 2004)

The definition of ‘profound mental retardation’, cited above, cap-
tures one key challenge that both the service system and our re-
search project were confronted with when working with people
with profound intellectual disability: this group of people has
been, and still often is, defined by deficiencies — by abilities they
do not possess, by capacities they lack.

The emptiness of the PIMD category stands in stark contrast
with the heterogeneity of people who are labelled with the cate-
gory. When we began looking for research participants, we found
ourselves entangled in discussions about who can be defined as
a person with PIMD - who is ‘disabled enough’? To what extent
are these kinds of definitions contextual? In our initial discussions
with the care provider organisations and care workers, we also
encountered descriptions that strongly challenged the idea of the
incapacity of individuals with PIMD: even though they needed
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constant support and care, they were also acknowledged as pe-
ople who were capable of expressing their wishes, as sociable and
affectionate, and in possession of a sense of humour.

This contradiction that we encountered reflects a problem of-
ten recognised by people who are either professionally or private-
ly engaged with people with PIMD: the key formal knowledge
used within the service system about individuals is still primarily
medical, consisting of diagnostic definitions that lay out a long list
of needs that the service system is supposed to meet. This know-
ledge tells us only very little about particular individuals, their
interests, likes, dislikes and, perhaps more importantly, their abili-
ties. Philip and Dianne Ferguson (2001), when writing about their
adult son with multiple disabilities, describe this knowledge in the
following way:

Predictably, the educational and adult service systems involved in
his life have given labels only to his perceived limitations; there
have been no clinical diagnoses for his mixture of odd talents and
personal quirks that are the main images we share of him now. ...
When does he get graded for the terrific laugh he shows along with
a warped sense of humor? The scary stereotypes and diagnostic
categories that lie behind the official labels can easily swallow up
our son’s individuality. (Ferguson & Ferguson, 2001, p. 71)

While personal experience with people with PIMD only has an
informal position in the service system, it might be exactly the
kind of knowledge that is needed to develop the system and
the care it provides. In order to support the self-determination
of the service users, especially in the case of those who have
difficulty expressing their views and wishes, the care provider
organisations need knowledge that facilitates a fuller picture of
the people they care for. This kind of knowledge would also af-
fect how these individuals are approached in the services, how
the professionals construct understanding of the service users,
and how this knowledge is transmitted within the system. The
information provided by the personal experiences of care wor-
kers together with medical knowledge would have the potential to
transform dominant cultural conceptions concerning people with
PIMD, and provide a more balanced picture of them.

This chapter focuses on the cultural knowledge that is for-
med and transmitted within the service system in the context of
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everyday work. We are particularly interested in the cultural con-
ceptions concerning people with profound intellectual disability.
Our analysis examines the descriptions and definitions provided
by care workers of our research participants, and of people with
PIMD at large. What are the wider discourses that frame know-
ledge concerning people with PIMD? What kinds of attributes
and personalities are attached to them?

Persons ‘behind impairments’

We noted from early on that care workers’ descriptions of our
research participants conflicted with a stereotypical understan-
ding of people with PIMD. While the care workers were happy
to share vivid descriptions about the personalities of our research
participants, at the same time they emphasised difficulties rela-
ted to interpretation. In the case of Ella, for example, the care
workers described in detail what kinds of activities she liked,
what kind of music or food she loved, how she expressed her
own will (e.g. by staying put on the floor when she did not want
to cooperate), and how she was a sociable person who enjoyed
the company of other people. However, even the care workers
who had worked with Ella for years emphasised that making sen-
se of her viewpoint was always complicated and uncertain, especi-
ally in relation to virtually anything that is not directly connected
to the ongoing activity.

There were differences in ways the care workers described com-
munication with different people — some were considered easy,
and some difficult to interpret.

Reetta: How do you see Hugo, what is he like?

Care worker: Good question. Usually Hugo is cheerful and cu-
rious. Like a really easy-going [rento] guy. And he is really skilled
[osaa tosi hyvin] at expressing if he doesn’t like [something] or if
he’s not feeling good.

Reetta: And how about the other side, those things that are plea-
sant? How clearly does Hugo express those?

Care worker: Of course also that, like, that he laughs really loudly
and happily. Like you can see when Hugo is feeling good and when
not. And like it is a really, really good and wonderful thing, since
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there are also some guys who don’t [express], like there is a big
difference. It is good to work with Hugo, you can make sense of
him. What’s good and what’s not.

Despite difficulties concerning interpretation, the care workers
in fact constantly interpreted our research participants’ commu-
nication simply because they had to. Interpretation is a necessity
in care work with people with PIMD, building knowledge about
their characteristics and needs. This knowledge often concerns
direct interpretation about the primary needs of the care users,
which they usually express with a particular sound or facial
expression. This ability to interpret provides a foundation for
care work — as the care worker above says, it is ‘good to work’
with Hugo because it is easy to make sense of him. Also, in or-
der to meet the requirements for self-determination, the care
workers needed to assess an individual’s likes and dislikes. Such
information was routinely shared among care staff through in-
formal discussions. However, the care workers’ descriptions were
not limited to listing likes and dislikes, and how our participants
expressed them.

The care worker says [to Sonja] that Sebastian is a colourful fel-
low, a real man [dijd], loves swimming on top of playing ball.
(Field notes, with Sebastian)

Care workers often described our research participants’ persona-
lities in general, abstract terms, such as being sociable and ‘easy-
going’ (rento), or having a good sense of humour. These kinds
of description construct a more complete picture of persons with
PIMD, one that underlines their oneness with other humans. As
the care worker above describes Sebastian as ‘Gijd’, a Finnish
expression referring to a particularly masculine man, he reco-
gnises Sebastian as belonging to a specific cultural category, with
a recognised cultural status. Sebastian, and his behaviour (his
obsession to play ball), is thus made culturally intelligible and
even affirmative.

While rich descriptions of the personalities of our research par-
ticipants were used to normalise them, and to challenge stereo-
typical conceptions about PIMD, they also worked to rearrange
the relationship between personalities and impairments.
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I think that there is a strong own personality in Frida, or like own
character. That you can see it from behind the impairment, like
you can see Frida, I think. (Interview with Frida’s care worker)

Care workers consistently described important features of our re-
search participants’ personalities as something separate from their
impairments, things that could be found ‘behind the impairment’,
as explained by Frida’s care worker above. Mostly, the distinc-
tion between personality and impairment was done implicitly. The
care workers passed over our research participants’ impairments
when discussing their personalities. Thus, Hugo would be des-
cribed as a ‘really easy-going guy’ rather than as a ‘really easy-
going guy who needs constant assistance due to his cerebral palsy
and cognitive impairment’. Thus, the personalities of our research
participants were described as something that was ‘in the back-
ground’ (‘there is a person with a great sense of humour in the
background’/‘sielldhdn on hirveen huumorintajuinen persoona
taustalla’) — they needed to be ‘dug up’ (‘sielld on kaivetiavaa’).

While these kinds of expressions construct a relationship
between a personality and impairments (and that the person is
not the same as her impairments), they can also be seen to un-
derline the effort, skill and time required to recognise the person
behind impairments. As one care worker said, one needs time and
space to ‘read’ a person in different situations.

Views about the personalities of some of our research partici-
pants were widely shared by the care workers, and considered to
be self-evident. Sebastian, for example, was described as sociable
by almost everyone working with him. His sociability was evi-
dent, for example, when he sought contact with others by moving
himself with his wheelchair. Frida was also described by some of
the care workers as sociable, but in her case this characteristic was
more difficult to detect: while Frida often expressed unhappiness
when she was left alone (by crying aloud), she could also get vi-
sibly anxious in situations where she was surrounded by other pe-
ople. When Reetta started to do fieldwork with Frida, she thought
that Frida was anything but sociable: it seemed to her that Frida’s
dominant response to other people’s social initiatives was either
to ‘freeze’ or startle.
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One of Frida’s care workers emphasised that getting to know
Frida was a long process, where both parties need the time and
space for Frida’s personality to disclose. Similarly, Anna’s care
workers described how her ‘own funny humour’ (‘oma hauska
huumori’) became visible in situations where she would wheel
herself in the opposite direction to where she was meant to go,
and this way would ‘play tricks’ (jekuttaa’) with the care wor-
kers. To notice this kind of playfulness requires the care workers’
ability to note and make sense of the little differences in Anna’s
demeanour: sometimes she wheeled away from other people in
order to ‘play tricks’; sometimes she did that because of anxiety
caused by loud voices or sounds.

The idea of personality lying ‘behind the impairment’ can also
be seen to suggest that profound impairments of our research par-
ticipants are seen to be so impassable that they cover their perso-
nalities from other people. Impairments may be the only things
one sees in people with PIMD. In our view, the ways the care
workers described and emphasised the individuality of our resear-
ch participants epitomises an epistemic and ethical motivation to
recognise people with PIMD as individual persons. Making sense
of their personalities might be complicated, and it is ultimately the
result of subjective interpretation — the care worker above cautio-
usly added T think” after having emphasised Frida’s individuality.
But, still, it is, in their view, the right thing to do.

Hesitation around cognitive capacity

Care workers’ accounts of people with PIMD are in conflict with
a stereotypical conception that concentrates on deficits and fails
to appreciate their individuality. However, while the care wor-
kers repeatedly talked about our participants’ personalities and
highlighted how skilled they were in their own ways (for example,
expressing their own will), they hardly ever talked about our re-
search participants’ cognitive capacities. There were only a few
remarks where a care worker suddenly pointed out how ‘intel-
ligent (‘dlykds’) Sebastian is or how Leo really is a ‘clever guy’
(‘fiksu tyypp?’).

So the question of cognitive capacity was not often directly
addressed. However, the care workers repeatedly told the kind of
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stories about our research participants that built an image of per-
sons with more extensive cognitive capacities that the diagnostic
category PIMD would allow one to expect. For example, all of
Anna’s care workers agreed that she was very difficult to under-
stand, but they also said that she is a person who could ‘make her
wishes very clear’ (‘tekee tahtonsa byvin selviksi’) and be both
cooperative and uncooperative depending on her preferences. Also,
sometimes she drew attention back to herself and burst out crying
if she felt that someone was stealing attention from her. However,
the care workers said that, due to her cognitive impairment, Anna
had only a very limited capacity for self-determination — even a
choice between milk and buttermilk would be too demanding
for her, and the decision would be made on her behalf.

Our participants were described as being ‘jealous’ (‘kateellinen’)
or ‘dramatic’ (‘olla dramaattinen’), having ‘a sense of humour’
(‘huumorintajuinen’) or ‘sense of discretion’ (‘tilannetajuinen’), or
they might act ‘mischievously’ (‘ilkikurinen’) or ‘protest’ (‘osoit-
taa mieltiin’). These kinds of expressions suggest that the person
in question has cognitive capacity that enables him or her to make
sense of the ongoing activity or situation, and to act intentionally
in relation to it (e.g. Frida understands that someone else is going
out, gets jealous, and therefore protests by crying). Also, our rese-
arch participant’s gesture or response (a laugh, a sigh) often beca-
me interpreted as a comment, as fitting to the particular context
and thus intelligible.

In our view these kinds of stories and expressions implied cog-
nitive capacity. Therefore, we thought it was important to address
the issue with the care workers, and ask them directly what they
thought about our research participants’ cognitive capacities. The
care workers usually did not want completely to rule out the pos-
sibility of some cognitive capacity or potential, but they were ne-
vertheless very careful in their responses. Frida’s coordinating care
worker explained that, in her view, it was always worth trying
different things that might make visible some hidden potential. She
also said that, with children with intellectual disability, ‘lots of dif-
ferent things’ are tried out, but later in life the focus in care work is
on maintaining the current level of competence, with the addition
of providing ‘enrichment with comings and goings and activities’.
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While this care worker thought that people with PIMD can
learn and develop, she said firmly that she is a ‘realist’ in relation
to expectations that she sets for Frida’s development. But, while
she hesitated when being asked about Frida’s cognitive capacity
and her potential to develop and learn, care workers working with
Frida repeatedly told stories about changes that they had noticed
in her behaviour. These changes were often discussed in relation
to her recent move to a new housing unit, after having lived a long
period in an institution. In her coordinating care worker’s view,
this transition opened a totally new life for Frida: she finally had a
private room, which everyone thought was something that Frida
had longed for, she had received a new wheelchair that had been
designed to her individual needs, and on weekdays she attended
a day centre, where she participated in different kinds of activi-
ty groups. And, most importantly, after the move Frida had also
re-established close relationships with her parents.

Changes that the care workers had noted concerned both
Frida’s physical capacity and her personality. One care worker
said that Frida moved a lot more than she previously had, for
example when lying in her bed, and she was able to change her
posture in her wheelchair by lifting her hips, as well as using
her hands to scratch her nose or to reach for things. All these
movements were new, even surprising for the care workers. Also,
the care worker mentioned that Frida seemed more alert and took
part in social situations, not only showing interest by following
what is happening around her but also taking part in social inte-
raction by uttering sounds.

As Frida and Reetta got to know each other, they had chats by
taking turns: when Reetta joined Frida’s company, she turned to
face Reetta and kept looking at her attentively, and responded
to Reetta’s speech by uttering sounds. These kinds of exchanges
could take several minutes, with Frida and Reetta taking turns.
Similarly, during his visits to the group home Frida’s father helped
Frida to phone her mother. Her father held his mobile in Frida’s
hand while she uttered sounds at the phone (interpreted by her
father as Frida telling her mother about recent happenings). These
new features in Frida’s behaviour supported the notion of her
being a sociable person. What these observations also suggest
is that Frida has the capacity to understand some dynamics of
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social interaction — taking turns in making utterances, listening
and participating.

When making sense of the care workers’ conflicting views about
Frida’s potential and capacities, and the changes in her behaviour,
we realised that the way these perspectives differ is in terms of
the significance of interpretation and speculation. Care workers’
estimation concerning (hidden) capacity steps away from the eve-
ryday knowing — the kind of knowledge they use, transmit and
build collaboratively. This kind of knowledge is also built through
interpretation, but the everyday nature of this knowledge masks
the process through which it is produced — how observations in
different situations and discussions with colleagues are the ma-
terial for the knowledge production of persons with PIMD. Our
question concerning capacity and potential, however, positions
the knowing in the forefront. It again makes visible the uncertain
nature of interpretation, and the subjective nature of knowing.

While continuous interpretations about the needs and wants of
persons with PIMD are ethically compulsory in everyday practice,
interpretations about their potential for personal development are
clearly considered to be ethically precarious. The care workers
seemed to be comfortable reporting their observations concerning
changes that had already taken place but they were more reluctant
to speculate on those that may happen in future. They especially
avoided making overly far-reaching, optimistic interpretations.
Additionally, these interpretations concerning change were again
constructed and confirmed collectively, supported by the views
of, for example, family members (like in the above extract by
Frida’s parents).

However, some of the care workers did mention how some of
the capacities of our research participants remained hidden. One
reason for this was the complexity of their impairments. As one of
Frida’s care workers said, ‘for certain there are more things going
on than you might think, in the head. ... That there clearly is
such understanding. And ability to act in the right places. But it’s
just that one is a prisoner of one’s body in a way, that when your
hands don’t move, your hands don’t move.’

But sometimes hidden capacities materialised. Leo had acqui-
red new skills such as supported walking, and Frida’s communi-
cation and social skills had improved (as discussed above) after
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having moved to a group home from an institution. One care
worker suggested that the current understanding about the capa-
bility of people with PIMD is profoundly influenced by the service
system — whether it enables or prevents opportunities for develop-
ment and change. As the service culture and practices change, our
understanding and expectations of people with PIMD change as
well. One staff member in Ella’s day centre said:

So individuals with intellectual disability, who are now small
schoolchildren, probably have the equipment and aids and all the
support they can get when you compare them to those who are
now in their fifties or sixties, who have lived in institutions for a
long time and didn’t have the kind of activity.

Production of knowledge and re-minding persons

While knowledge about our participants’ personalities and ca-
pacities was clearly crucial from the point of view of everyday
care work, this type of information seemed to have only a secon-
dary position in the formal systems of the care units. Instead of
gathering and transmitting knowledge that would support care
workers in interpreting the care users, the formal practices and
structures of knowledge production were primarily reserved for
transmission of more medical and unnuanced information about
everyday care practices:

[Reetta asked Hugo’s care worker how knowledge concerning re-
sidents is transmitted in the unit, whether new care workers get
an introduction about the residents, how to interpret them and
how to work with them] No, like that is really. Like I might have
been lucky, since the care worker who is here today, like she has
really familiarised herself with Hugo, she has told me lots about
Hugo. And unfortunately we do not have any kind of introducto-
ry file [concerning the residents]. And transmitting that kind of
knowledge is really difficult, and in bad shape. This is just how
it is. And even if we have for example this info notebook, where
we write down things, it’s not definite that all care workers read
this. [Reetta continues, asking what kind of things are discussed
in the daily meetings] Well, like since we have residents who have
epilepsy, then if there have been any seizures. How has the ea-
ting been, whether everyone has eaten ok. And like physical needs,
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whether these have been met. And also psychological, like has so-
meone been tearful, or in a good mood. And whether there are any
special events for the day, someone going to visit [the family] home
or excursions or like. (Reetta’s field notes)

The above extract makes visible how the information systems
of the care units are concerned with serving the basic care work
by recording details concerning physical well-being of the care
users and how their basic needs have been responded to (e.g. toi-
leting, sleeping, eating).

Current disability and social service policies emphasise
self-determination as the guiding principle in care work, and
thus direct the services to approach every care user as a per-
son with individual interests and means to communicate them.
In the context of PIMD, this means that even services directed
at this group need to find new approaches and new tools for self-
determination. And, while in all of our research contexts this prin-
ciple was acknowledged, in our view their knowledge systems did
not support realisation of self-determination. For example, the
daily records in most group homes consisted almost exclusively
of scant remarks of basic care and bodily functions (whether so-
meone had eaten, taken their medication, been washed etc.), and
quite a bit of time was spent daily on writing them. The individual
care plans, on the other hand, which aimed to provide more ho-
listic view of the care user and their needs, seemed to exist mainly
for administrative purposes rather than to inform the daily care
work, as few care workers ever read them, anyway.

All group homes and day centres kept daily records (kirjaami-
nen, raportointi) and individual care plans (ohjaussuunnitelma,
hoitosuunnitelma), but in all units they seemed to have different
functions. The daily records focused on the basic care work and
the daily well-being of the care user, whereas the care plans re-
ported each care user’s services and therapies and his or her in-
dividual targets of care. The individual care plans were written
by the coordinating care workers (each care user had one care
worker who monitored their services and care in the unit), and
they were updated twice a year, or even more seldom, depending
on the unit. All of these documents were stored in the office spa-
ces or on the unit’s computers, and they were accessible for all
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staff for use. However, as Hugo’s care worker commented above,
in some contexts it was uncertain whether the care plans play-
ed any role in the daily care work. In one context, however, the
care workers unanimously stated that they had established ties
between everyday care work and care plans. In this organisation,
all new staff members were required to familiarise themselves with
the care plans since they provided relevant information about the
care users.

All the interviewed care workers emphasised the importance of
collegial discussions as regards the transmission of information
and knowledge production. These kinds of discussions took place
during the everyday work, during coffee breaks, or in the unit’s
staff meetings. Alongside sharing information about daily affairs,
key points from the individual care plans were discussed in these
meetings, especially when changes in care plans concerned the
whole staff (e.g. a new activity was introduced to a care user’s da-
ily or weekly routine). All our interviewees described these verbal
exchanges as an important and natural part of the everyday care
work. Reetta and Sonja, however, were not convinced that all
care workers took part in these discussions, in particular in units
that had lots of staff turnover, or staff working in three shifts.

However, sharing and documenting knowledge was not seen
to be a simple matter. Care workers in Ella’s group home, for ex-
ample, underlined that the way to learn to understand Ella was to
spend time and work with her. But they also emphasised that ex-
isting knowledge and documents included basic information that
was necessary for ensuring good care. For example, when Ella is
in pain it is absolutely essential that the people working with her
understand how she expresses pain and are able to respond to
her distress.

Knowledge production practices are not, however, only about
documentation and transmission of knowledge. They also form
the work cultures of the group homes and day centres. We noticed
that keeping records was an important part of the daily routines
of care work: the care workers would sit down at the computer
to type records every day, in some contexts even multiple times
during their work shift. Considering that this information mostly
concerns basic care tasks related to nutrition, personal hygiene
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and so on, one cannot help but wonder whether such focus main-
tains or challenges care work practices.

Our data also provides examples of how knowledge produc-
tion practices can actually support care work that focuses on in-
dividual personalities and aims to actualise self-determination.
The coordinating care workers wrote care plans, and saw them as
highly relevant for their work. The process of writing care plans
gave them the time and space to think about the care users and
their lives, as well as the service system, from multiple perspec-
tives. On the one hand, the process forced them to focus on the
service users’ individual characteristics such as their needs, abili-
ties and impairments. On the other hand, the process of writing
care plans made them consider the bigger picture of the care users’
lives in the service system, whether the current services met their
needs, and what could be done to make things better for them.
In Frida’s case, such process materialised in a plan to apply for
a support person for her leisure time activities, speech therapy
assessment and physiotherapy.

Bruce Jennings (2010) argues, with reference to dementia,
that dementia care is about ‘re-minding’, or reconstructing the
person, which takes place against the background of the ero-
sion of the mind or the person prior to the effects of dementia.
He sees re-minding as a process that involves the care user, those
providing the care, and the environment where the caring takes pla-
ce. While Jennings’s account is about dementia care, it is applicable
to the care of people with PIMD as well. The concept of re-minding
highlights both the collective knowledge production process and
the importance of the type of knowledge that aims to preserve
and develop a more holistic view of the person. From this point of
view, the descriptions and stories concerning our research partici-
pants can be seen as a key part of the kind of re-minding process
that Jennings analyses. They work in dialogue with the observations
of individual care workers, providing a base where the fragmenta-
ry information they have gathered construct an understanding of
the person’s narrative and personality. The process of building a
mutually shared, full conception of individuals with PIMD requi-
res environments that acknowledge the importance of transmitting
re-minding information to others included in the process.
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We noted instances where this kind of collaborative re-minding
was implemented and actively supported, but also contexts where
this type of knowledge was missing or had been lost. In Frida’s
case, for example, forming a coherent narrative of her life was
difficult due to her move from an institution to the group home.
The institution where Frida had lived refused requests to deliver
existing documents and information to the group home about her
life in the institution. As a result, the care workers in Frida’s new
home tried to build an understanding of Frida and her life histo-
ry through a few medical documents, and by the testimonies of
the staff members that had worked with Frida in that institution.
Frida’s parents took an active part in providing knowledge about
her childhood: what she had been like as a child, what kind of
changes they had noted in her personality, and what kind of cha-
racteristics in their view best described Frida’s personality. This
information provided the care workers with continuity regarding
Frida’s life story and her personality.

The conflict between the knowledge produced within the ser-
vice system and the kind of knowledge the care workers consider
important in their work will continue to exist unless there is a
conscious effort to produce, document and transmit ‘re-minding
knowledge’. In the worst case, the collectively built understanding
of the care users, their personalities and their ‘personal quirks’
disappears with the care workers that possess this quiet knowled-
ge. Guaranteeing that individuals’ personalities are recognised in
the care system requires, in our view, that the importance of this
type of knowledge is recognised, and that knowledge systems are
developed in a way that supports the construction and use of it.

The care workers descriptions drew a picture about our
research participants as a heterogeneous group of people, with
different kinds of personalities and individual capacities. They do
not, however, challenge the view in which people with PIMD are
seen purely in terms of their limited cognitive and physical capaci-
ties. Rather, a view that conceptualises them in terms of deficiency
continues to direct the everyday care work and the service system
in general. In the following section, we will analyse the care work
practices, and how views about the cognitive competence of per-
sons with PIMD explain the way that good care and a good life
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for them are understood. While persons with PIMD are increa-
singly described and seen as a heterogeneous group of people pos-
sessing different kinds of abilities, the cultural conception of them
having extremely low cognitive capacity still directs what kind of
services, resources and activities are made available to them.

Profound intellectual disability formed by care practices

[Pm reading through documents written about Frida, sitting at the
kitchen table in Frida’s group home, with Frida sitting next to me].
Last I look at TOIMI-form [used widely in Finnish intellectual di-
sability services to measure a person’s ability to function] which
has been filled about Frida. My attention is drawn to how in al-
most every section estimation concerning Frida is set in the lower
end of the scale — sometimes it has even been estimated that she
is totally unable to function. For example, social interaction has
been defined in a way that represents Frida as totally incapable to
interact. I ask from the care worker about the TOIMI, at the same
time telling her that ’'m wondering whether this is useful, since
Frida seems to score really low in everything. The care worker
responds that it works really poorly ‘with our customers’, doesn’t
really work and thus is not really useful. (Field notes, with Frida)

People with profound intellectual and multiple disabilities are a
small population, and in Finland have been until recently placed
mostly outside community care services. The service system has
been designed from the point of view of those with ‘mild’ or ‘mo-
derate’ intellectual disability. The above field note from a discus-
sion Reetta had with a care worker concerns the TOIMI (Seppala
& Sundin, 2011), a tool widely used in Finnish intellectual disabi-
lity services to measure the care user’s ability to function in order
to adjust the provided services to the individual care user’s capa-
city and needs. The care worker notes how the tool works ‘really
poorly’ with people with severe or profound intellectual disability
but has nevertheless been mechanically used in the evaluation of
each care user (including Frida).

These types of tool, which are supposed to help us to build
a full picture of particular persons with PIMD, allow no space
to recognise their ‘odd talents and personal quirks’ (Ferguson
& Ferguson, 20071). In fact, the tools and practices used in the
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services can carry a very restricted understanding of capacities,
as well as defining what is recognised as a capacity. For example,
the way that Frida interacts with others does not qualify as so-
cial interaction in the TOIMI tool (Seppila & Sundin, 20171,
pp. 18-19, 29), and can thus go unnoticed and undocumented in
the service system. On the other hand, those practices that have
been designed particularly for people with profound intellectual
disability have also been planned with a specific conception or
image of them in mind. This can also lead to practices where the
heterogeneity of this group — including those ‘odd talents and per-
sonal quirks’ — is left unnoticed.

Finding fitting practices for our research participants seemed to
cause different kinds of challenges to different kinds of services.
In the group homes, the practices revolved around everyday li-
ving and household tasks, with only limited space for one-to-one
interaction and leisure time activities. Considerations about su-
itable activities often involved the question of accessibility, for
example how there were only few TV programmes that were di-
rected to adults and were at the same time accessible to people
with intellectual disability. One of the group homes had included
rehabilitative practices in the everyday routine, and thus had rele-
vant equipment available (e.g. physio-acoustic chair, Motomed),
as well as staff resource allocated for individualised activities.
The suitability of such activities and equipment was explained
in terms of rehabilitation rather than as a way of providing mea-
ningful activities for those with PIMD.

In all of the group homes, emphasis was on everyday tasks of
eating, hygiene and sleeping/resting. In some group homes, walks
outdoors or visits to local shops were part of the weekly routine.
Residents’ participation and self-determination were enhanced by
routinised practices. For example, they were given simple choices
concerning what to drink with their dinner (between two options,
e.g. milk or buttermilk), or what coloured shirt they wanted to
wear. When we asked why the residents did not have any hobbies
and why there was so little activity in their lives, the typical an-
swer was their extensive needs and limited capacities. “This is such
a care-intensive group’ (‘hoidollinen porukka’), as one of the care
workers said, in comparison to residents with milder intellectual
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disability, who, unlike our research participants, lived reasona-
bly active lives. This kind of discourse risk reducing persons with
PIMD primarily as objects of treatments and care rather than se-
eing them as individual human beings entitled to a good life.

The question of finding suitable activities for people with PIMD
seemed to be more pronounced in the day activity centres. The
two day activity centres participating in our study had both been
profiled as providing services to people with profound intellectual
disability. One of the centres only had care users with PIMD; the
other had a more varied user profile, and also provided services
for persons with mild, moderate and severe intellectual disability.
However, the latter unit had organised their activities so that they
had multiple activity groups, with some specifically directed for
care users with PIMD.

In both of the centres, lots of multisensory activities were used.
The care users were introduced to different scents and sensations,
as well as visual and auditory stimuli. Some of these sessions were
designed around specific equipment (e.g. physio-acoustic chair,
neon lights or black light/dark room); some were based on one-
to-one interaction with the care user (like massage or positioning
therapy). Both of the day centres also provided music sessions com-
bined with gymnastics or dancing. While the two centres differed
in many ways, they seemed to have a similar view regarding suita-
ble and accessible activities for care users with PIMD — what this
group of people would benefit from and what would they enjoy.

According to one instructor, who had worked in day activity
services since the late 1990s, almost all activities and tools at the
time were designed for people with milder intellectual disability.
Therefore, the activities for those with PIMD had to be planned
and implemented from scratch by the staff in each day centre.
Current similarities between the two day centres can be seen to re-
flect the dramatic change in the field since the 1990s, with a more
established and commonly shared view of suitable activities and
approaches emerging, even with particular programmes designed
specifically for people with PIMD.

The instructor keeps reading a book for the group for 25 minu-
tes. She stops, comments that she doesn’t feel up to reading fur-
ther. Tells me that she’s happy that they found this particular book
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Ruusun aika |a Finnish novel about a stepfamily| from the library,
since Eemil and also some other care users are that kind of age that
they would have watched it [a TV series based on the book] on TV.
Continues explaining how it doesn’t really matter what they are
reading, the important aspect is the language, rhythm, how you
are reading. Like you don’t even have to continue reading from
where you were left the last time. (Field notes, with Ella)

During the fieldwork our attention was already being drawn by
practices and activities in the day activity centres that seemed to
reflect a very specific conception of people with PIMD. While the
descriptions and definitions discussed above produced an image of
a heterogeneous group of people with different kinds of interests,
capacities and personalities, the dominant activities and practices,
however, reproduced a homogenous group of people with PIMD.
The words of an instructor in a day centre sums up this notion
well: this group of people differ from care users with milder in-
tellectual disability as being ‘more like a sense-and-body-group’.
The notion of people with PIMD being the kinds of persons
to whom the sensory world is more important than the world of
cognition and imagination was manifested in the activities offered
to them. First of all, the activities were based on an underlying ex-
pectation of a (maximum) level of (cognitive) capacity, and what
kind of activities and practices people with this level of capacity
would benefit from. This mentality manifests in the extract above:
while it is recognised that people with PIMD enjoy listening to
stories, it is assumed that they do not possess sufficient cognitive
capacity to follow and understand the actual storyline. Secondly,
these practices and activities seemed to be based on a behaviourist
(pedagogical) approach, where the care users were introduced to
different kinds of sensory stimuli, with the expectation of indu-
cing a reaction in the recipient (see Simmons & Watson, 2014).
In practice this meant repetitive activities consisting of dif-
ferent kinds of stimuli, with the expectations of the care users
reacting to these stimuli, preferably with expressions of enjoy-
ment. In her field journal, Reetta named these processes ‘teasing
out responses’, thus referring to activities that seemed to have no
other purpose than to get some kind of a response from the care
user. These activities operated purely at the stimulus—reaction
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dimension, with low cognitive expectations: they were expected
to ‘work’ (to keep people happy and active), even if the person
was not capable of making sense of the purpose of the activity.
This kind of framing of the activities also became visible in the
way how one of the day activity centres had named a group of
care users with mild and moderate intellectual disability ‘the aca-
demics’. The division between ‘the academics’ and non-academics
referred to the difference in the substance and focus of the acti-
vities: the activities for ‘the academics’ were hardly ever limited
just to physical and/or sensory exercises. Even during positioning
treatment sessions, the care users with milder intellectual disa-
bility were involved in other tasks, like reading magazines. ‘The
academics’ took part, for example, in the drama and café group,
whereas the non-academic group’s activities involved mostly sen-
sory-motor content, sometimes with emphasis on communication
skills (intensive interaction sessions).

The emphasis on sensory activities in day centres is not sur-
prising as it is a continuation of the long tradition of sensationa-
lism in the pedagogics of individuals with intellectual disability.
Sensationalism is a theory that all human knowledge and under-
standing is acquired from sensory experiences, not from innate
ideas of the mind (Stainton, 2018). Its applications to the care
and tuition of people with intellectual disability were based in-
itially on the sensationalist theory of John Locke, who thought
that the human mind at birth is a blank slate (tabula rasa), ‘upon
which experience and reflection derived from sensation leave their
impression, and from which ideas or knowledge are eventually
derived’ (Stainton, 2018, p. 131). The sources of knowledge based
on experience are sensation and reflection. Since the latter is out
of reach for ‘idiots’, as their minds are devoid of ideas, all one can
do is to make the best of what nature has given to them.

Locke’s theory worked as a basis for educational theorists
like Rousseau, who concluded that human beings are malleable
and that sensory education was essential in the making of free and
equal citizens. Rousseau, however, had very little interest in
‘ill-constituted’ children, whereas his fellow Frenchman Jean-
Marc-Gaspard Itard (1774-1838) attempted to verify Locke’s
and Etienne Bonnot de Condillac’s (1714-1780) sensationalist



76  Narrowed Lives

theory empirically through his observations and experiences with
Victor, the “Wild Boy of Aveyron’. Condillac, in particular, had
argued that sensory processes were the basis of all knowledge and
that different sensations (smell, hearing, taste, sight, touch) impro-
ve understanding and memory (Stainton, 2018).

Itard did exactly this with Victor by giving him very hot and
very cold baths for two to three hours a day, or just by rubbing or
tickling Victor with the hope that these stimulants would enhan-
ce his receptivity to sensations (Itard, 1972, pp. To5—111). Since
sensory processes were crucial in the acquisition of knowledge,
the body became the primary site of education. Stainton (2018,
p. 143) argues that the sensationalist tradition set the stage for
the emergence of psychology, especially behaviourism, which re-
mains the dominant stream concerned with intellectual disability.
Sensationalism and behaviourism both focused on controlling the
stimuli (or sensations) to effect behavioural change: ‘The intel-
lectually disabled subject is essentially the malleable clay to be
crafted into moral man (if possible) through control of his sensory
experience by external agents’ (Stainton, 2018, p. 143).

The tradition of sensationalism has materialised in various cur-
rent therapies, such as Snoezelen, where sensory stimuli is offered
through light, sound, touch and smell for people with profound
intellectual disability. The aim of these multisensory interventions
is to provide an opportunity for restoration and refreshment, as
well as to reduce challenging or stereotypic behaviour, and ad-
vance adaptive behaviour (Fava & Strauss, 2010; Lancioni, Cuvo,
& O’Reilly, 2002; Lotan & Gold, 2009). Our intention is neither
to criticise nor to endorse multisensory therapies. We have mere-
ly made an observation that emphasis on multisensory activities
plays a central role in the rehabilitative activities offered for per-
sons with PIMD. Arguably, these practices maintain the idea that
persons with PIMD are a group of people whose lives are primarily
directed by their senses. Whether such notion would be inaccurate
is a separate issue and we have no competence to evaluate it.

While the emphasis on sensory activities seems to produce a
homogenous group of people with PIMD - as having very low
cognitive capacities, and who need and enjoy strong sensory
stimuli — it could well be the case that these activities respond to
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their individual needs. For example, the activities that Sebastian
took part in at the day activity centre were very stereotypical, but
at the same time they did look like Sebastian, as it were. He often
participated in activity groups that concentrated on physical acti-
vities, for example gymnastics accompanied by loud and energetic
music or one-to-one sessions with a care worker throwing ball to
one another. After having observed Sebastian, we felt that these
kinds of activities would probably be the ones he would choose
himself, anyway. Also, focus on accessibility at the day centres is
naturally a crucial consideration. Ella, for example, had earlier
been at a day centre where activities were designed mainly from
the viewpoint of those with milder intellectual disability. Ella, cur-
rently described as a ‘basic-happy’ person, had been reported to
be constantly anxious at the day centre, with very limited possibi-
lities to participate in the activities. Additionally, the premises of
the previous day centre were not accessible, which made it impos-
sible for Ella to move around unattended. In the current day cen-
tre Ella was able to participate in all of the activities, and seemed
to enjoy many of them.

‘Teasing out responses’ can be seen as a useful approach in
the process by which the care workers get to know the care user,
finding activities that he or she particularly enjoys. The challenges
with interpretation discussed above are particularly pronounced
when a new care user starts with the service. In practice this means
a process of mapping the care user’s preferences and interests,
trying out different sorts of activities and stimuli and simulta-
neously learning to interpret what their reactions and expressions
may mean.

[Pve asked the interviewees what they consider the best in their
work] And that there is some kind of change in the basic expres-
sion [on the care users face|, whether it is like sad or happy thing,
and that you see that this what we have just done has somehow
touched this person. So maybe this is the moment that you go like
yes! Wonderful that she [the care user] expressed herself somehow.
Or like, this is our interpretation. But of course when this happens
multiple times and when you learn to know the person, then you
will be able to say that this is what this [expression] meant. That
now she is saying that I was having fun! [Laughs]
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However, we also witnessed moments where care users partici-
pated in activities that did not seem responsive to their indivi-
dual needs or interests. Anna, for example, who was one of the
most complex ones of our participants in terms of interpreting her
expression, often seemed to get very uncomfortable with strong
sensory stimuli. The day centre’s staff members expressed similar
thoughts about Anna’s response to these types of activities: they
were aware of Anna’s discomfort, and said that she would enjoy
more the kinds of activities where she could spend one-to-one
time with an instructor, ‘just babbling something and anything
and tickling every once in a while, that’s what she likes’. Despite
Anna’s repetitive expressions of anxiety, she was often expected to
participate in activities where she was seemingly uncomfortable.
The staff members explained that the unit did not have necessary
staff resource to organise activities in a more individualised man-
ner, since the activities were expected to be organised in groups.
Having said that, they emphasised that within a group-based ac-
tivity they tried to find time to engage each day with each service
user individually, if even just for a moment.

The staff in group homes and day centres often talked about our
research participants as being cognitively able in multiple ways.
Their descriptions typically underlined how our research parti-
cipants were individuals, rather than stereotypical persons with
PIMD. However, there seems to be a gap between these views and
the current practices in the Finnish intellectual disability service
system, which is by and large arranged for groups under a cer-
tain diagnostic category rather than for individuals. The services
are resourced accordingly, thus not allowing sufficient resource
for sustaining one-to-one interaction for a long time. In both of
the day activity centres that participated in our research, the staff
members emphasised that they took into consideration the indivi-
dual preferences and needs of the care users. In practice, however,
only seldom did these units have activities that were designed to
meet a specific care user’s needs. The most individualised activities
that reflected the user’s particular needs, interests or initiatives
took place as part of ‘therapy’ (e.g. physiotherapy) or ‘intensive
interaction’. These were often the only activities that required,
and allowed, one-to-one contact.
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This incongruity between staff accounts and institutional
practices resembles findings from special education research,
which show how special support, which by definition should
be individualised in order to meet the specific needs of individu-
al students, in reality often merely meets the needs of ‘average
students’ with a certain type of diagnosis (e.g. Hjorne, 2004;
Mietola, 2014). Because the services are planned with a certain
group of people with assumed characteristics in mind, the di-
agnostic knowledge starts to define the practice rather than the
re-minding knowledge about individuals.

In our view, the gap between principles and practice is sig-
nificant in relation to thinking about the politics and ethics of
care. Our analysis above suggests that, while the staff members,
both in group homes and in day activity services, continuously
face challenges related to interpretation, they are also capable of
making sense of the initiatives and expressions of our research
participants. Also, the staff have a key position and responsibility
in the ‘re-minding work’, of building a full picture of the care user.
The challenge is thus not one of interpretation and knowledge
but of putting this knowledge about individuals into practice. The
current practices are effective in taking care of basic needs, but
seem to be inefficient in terms of providing individualised service
— making possible everyday lives that reflect the service users’ per-
sonalities. The critical question then is not only what kinds of
conceptions about people with PIMD are dominant in the services
but what follows from these perspectives, how these conceptions
are put into practice (see Kulick, 2015).

There is an uncomfortable discrepancy in a situation where
Hugo is described as a charming, humorous and very sociable
young man, while his everyday life at group home is characterised
by lack of social engagement. The right to, say, full participation
is not duly recognised until the manner and context of partici-
pation reflect that particular individual’s personality and are in
line with his interests. When claiming for personalised services, it
is important to note that (as the care workers emphasise in our
data) people with PIMD are continuously changing subjects, just
like everybody else (see Chapter 4). Recognition of this element
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of change in persons, their personalities and interests, requi-
res ‘re-minding work’. Without knowledge about the needs and
wants of persons with PIMD, we cannot provide them with space
and opportunity for change.

Enabling change

Our data also includes some examples of practices that radically
extend thinking about who our research participants, and people
with PIMD in general, can be, and what kinds of activities and
experiences might broaden their lives and bring new aspects to
their personalities.

Next task is about blowing bubbles. Instructor shows everyone a
card with a picture of a soap bubble. She suggests that Nina and
Mark would come and blow some soap bubbles for Frida. While
Nina blows bubbles the supporting care worker makes sure that
the bubbles don’t go directly on Frida, but so that Frida sees what
happens. Care worker points at the bubbles, ‘Look Frida, bubb-
les!’. Also Nina speaks to Frida. Nina blows couple more bubbles,
then passes the jar to Mark who blows once, then passes the jar
to the care worker. Care worker blows some more bubbles, calls
Frida to look at the bubbles. Frida is blinking her eyes fiercely,
she hums a bit, her body tenses so that she pushes herself up in
the chair, also pushes her hands out and then again draws these
tightly against her body. She pinches her lips, and some foam is
coming out of her mouth. The care worker stops blowing bubb-
les, watches Frida for a second, then touches her arm and calls
‘Frida, hey Frida’. Frida is still very tense, pinched lips, blinking
her eyes. The care worker takes hold of the wheel chair, starts pus-
hing, whispers to me ‘Are you coming with us? I’'m going to check
whether this is a [epilepsy] seizure.” While passing the instructor,
gestures to her that she’s going to out to check if Frida is ok, and
just then the instructor says that ‘Now there comes a smile’ [Frida
smiling]. (Field notes, drama group, day activity centre)

The example above is from Frida’s day centre session that focu-
sed on working with different drama methods and assignments.
While in this particular day activity centre care users with PIMD
mostly participated in their own activity sessions with a focus
on motor-sensory work, Frida’s personal schedule also included
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activity groups where most participants were service users with
milder intellectual disability. So, Frida participated in intensive
interaction sessions, the café group (a cooking and baking group
that held a café once a month), and the drama group. The head
of the day activity centre explained this variation in Frida’s sche-
dule with the process of finding appropriate activities for her:

all that advance information that we got [when Frida started at
the centre], like for example that it is really important to do phy-
sical exercises with Frida, and positioning treatment and all these
kinds of assumptions, based on that she is profoundly disabled,
thus needing these [kinds of activities], were then quite quickly
proven, that Frida doesn’t like that kind of stuff. That she rather
wants to stay in the big groups, than exercising one-to-one with an
instructor there — And as we have learned to know her, we have st-
rengthened those things that Frida likes — and still Frida sometimes
surprises us, like new things come up.

This was the head person’s answer when Reetta asked her what
kind of information they had received about Frida before she star-
ted at the day centre. During her answer, she simultaneously loo-
ked up the initial ‘arrival evaluation’ in which the starting points
for Frida’s personal plan were set. In the evaluation, familiar
activities were emphasised: sensory activation, body perception,
exercise to keep up her mobility, stretches and massage to allevi-
ate her spasticity. After having read through the document aloud,
the head person commented immediately that, ‘even if all of the-
se aspects are still valid, I would not say that these are Frida’s
own targets’. She also noted that they had difficulties interpreting
Frida’s interests, her ‘own targets’. Frida’s way of expressing inte-
rest or lack of interest was different from most of the other service
users. She did not always show interest in a very visible way (e.g.
by laughing). Rather, one could notice a change in her state of
alertness — in the way she related to the surrounding activities.
Frida’s lack of interest would mean that the instructors were una-
ble to create contact with her and she would be immersed in her
own world. During activities that Frida found interesting, she was
alert and carefully followed the actions of the instructor and the
other group members.

The head person continued to explain how lately they had ai-
med to break down the division between people with milder and
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severe/profound intellectual disability, since they had realised that
‘sensory things’ are important for all of them and because Frida
enjoyed being part of the other groups as well. She felt that, espe-
cially in the case of Frida, it was important to ‘break the pattern
that she would only be amongst people of her own kind’.

The head person’s account makes visible those underlying and
intriguing assumptions that are often the basis for the practi-
ces directed to people with PIMD. While the services emphasise
the heterogeneity of the group and individualised practices, the-
re is still a general assumption of appropriate practices, of what
would work with people with PIMD in general. These practices
are sometimes applied with a logic of self-evident truths where
it is assumed what these people naturally like, without questio-
ning whether these assumptions actually represent the care user’s
personal interests. Another implication of this self-evident way of
framing the activities is that it leaves very little room for the care
user to surprise, or to challenge the predefined conceptions about
her capacities, and the capacities of people with PIMD in general.
In this kind of institutional culture, the idea of the appropriate-
ness of provided activities, and the expected maximum level of
capacity among care users, does not get easily challenged.

Consider the incident described in the first extract of this sec-
tion, from a drama group where the group members were blowing
bubbles, and Frida seemed to have a seizure but started to smi-
le instead. When Reetta talked about this incident with the care
worker concerned, we agreed that this was a situation where
Frida surprised, as it were, both of us. Our shared interpretation
about what happened in the situation was that Frida was focused
on the assignment of blowing bubbles, instead of having a seizure.
When Reetta discussed this particular incident with the instructor
after the drama session, it became clear that she, unlike us, was
not surprised. Frida had already surprised her during the earlier
sessions, with her ability to make sense of the task at hand and
to participate.

We want to highlight two aspects of the previous incident that
are important in relation to conceptions and practices. Firstly,
Frida’s presence in a session that was not particularly designed to
meet her assumed impairment-related needs opened totally new
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forms of participation and experiences for her. Frida’s presence
challenged the group to form new, inclusive ways of working, so
that Frida could participate in her own way (for example, when
Frida was being interviewed as part of one drama exercise, the
sounds she made on her turn were considered to be answers to
the interview questions). These changes and observations can
in the future open up new opportunities for participation to other
persons with PIMD, and challenge the division between ‘acade-
mics’ and others. Secondly, Frida’s participation opened up space
for ‘surprise’. It made visible a capacity that the staff members
were not yet aware of (this is not the only case in our data — there
are similar stories, for example, of Sebastian, how a care worker
describes that he is a ‘totally different personality’ at the swim-
ming pool, and how in this particular context one ‘can see what
kind of things Sebastian actually is able to do’). These experien-
ces importantly changed the staff members’ conceptions about
Frida’s capacities in that she was offered similar assignments as
other ‘academics’ within her capacity (e.g. kneading the dough
with a mixer in the bakery group). However, in the long run these
kinds of experiences can also change conceptions concerning the
capacities of people with PIMD in general. As the head of the unit
expressed, Frida’s participation has made visible that she ‘clearly
has that kind of understanding. And ability to act according to the
situation, in the right moment. She’s got that kind of talents, that
we are not like even aware of, as do many others in here.’

In terms of providing change in the lives of persons with
PIMD, the care system needs practices that make it rethink and
reconceptualise people with PIMD and the kinds of lives they can
have. In our data, one good example of this kind of practice was
personal assistance. While at the time of our fieldwork the specific
Act about personal assistance in Finland (Finlex 3.4.1987/380)
was defined in a way that excluded people with PIMD (since they
are seen not to possess the required capacity for self-determination
in relation to personal assistance), one of our research participants
(Ella) had a personal assistant (PA) for leisure time activities.

It was interesting how this extra resource made it possible
and necessary for the staff members to engage in a new way in
the ‘re-minding work’. Since the PA had a predefined number of
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hours per month to use with Ella, use of these hours had to be
planned ahead. Both the PA and Ella’s coordinating care worker
regularly sat down to talk about how these hours should be used.
These negotiations would include both talking about experiences
that the PA had of trying out new activities with Ella and thinking
about activities that had not been tried yet, and which Ella might
enjoy. This kind of thinking would consider Ella’s personality —
her preferences — as well as accessibility. While Ella had some
regular hobbies that she would participate in weekly with the PA
(dance lessons, gymnastics), there was always some time left to
experiment with new things. The PA as an extra resource ope-
ned up new space for imagining Ella and her life. Instead of
settling with Ella for her everyday routines, the mere existence
of the PA pushed the system to think what could be added to
her life — what kinds of experiences (e.g. taking Ella to events)
or social bonds (e.g. visiting Ella’s parents, hanging out with the
PA) would improve Ella’s life. Additionally, through gaining new
experiences with Ella, in new environments and situations, and
sharing these experiences, the care workers gained new knowled-
ge concerning Ella, which helped again to build a fuller picture of
her as a person. In these two ways, by providing concrete extra
resources and a new space for imagining, the PA provided a major
step towards building a life that reflects Ella’s personality.

Conclusion

This chapter has analysed the ways that care workers balance
medical, policy and their own professional discourses that portray
people with PIMD in a very different manner. The tension between
the dominant medico-diagnostic conception, which sees PIMD
through deficits, and policy, which emphasises self-determination
and individualisation, has made care workers question the ho-
mogeneity of the PIMD category, and focus on each individual’s
personality instead. However, while care workers emphasise the
individuality of the people they care for, and how the diagnostic
category misses many of the crucial elements of each individu-
al and their capacities, the institutional and therapeutic practices
very much produce a static, homogenous group of people who are
handled mainly in terms of their limitations.
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At the heart of the matter are epistemic and ethical issues rela-
ted to interpretation. Interaction with non-verbal people necessa-
rily requires constant interpretation, which the care workers saw
as a natural and necessary part of their work but which also in-
cludes a risk of misjudgement, especially regarding evaluations of
the cognitive capacities of persons with PIMD that were too opti-
mistic. The uncertainty the care workers felt about interpretation,
and the sincerity which they talked about it, can be seen as part
of their ethical awareness. It can also be seen as a commitment
to be open to surprises and unforeseen changes in the lives and
personalities of the people they care for instead of holding on to a
fixed view about them.

Care work in the case of persons with PIMD requires an
imagination of what this particular person may become, how he
or she may want to change. A here-and-now mentality easily le-
ads to care practices whose sole purpose is to keep the service
users content, particularly in the case of adults. But it also requi-
res backward-looking stories that enable those currently working
with the person with PIMD to build a more defined, holistic view
of her. Understanding who this person is, and providing the sup-
port that enables her to live a life that is in line with her individu-
ality, requires her carers to be able to access the knowledge about
her past. Stories that capture the essential aspects of life path (sto-
ries of Frida being a busy and bright baby, of Hugo crawling un-
der a bookshelf as a child), what kind of life events and changes
they have experienced (stories of schooldays, of moving to intel-
lectual disability institutions), and how these have affected their
personalities. Dignified care thus needs to approach also people
with PIMD as persons with a full life-histories — a past, present
and future.






Chapter 4: Social Lives

Introduction

In 20710, the Finnish government launched a national program-
me for the development of community care services for people
with intellectual disability (KEHAS programme, 2010-2020). A
key target of the programme was to close intellectual disabili-
ty institutions and to build community housing for people with
intellectual disability, thus to conclude the process of deinstitu-
tionalisation that had been the goal of disability policy since the
1970s. The focus, especially in the first stage of the programme,
was on housing arrangements (form of housing, number of ha-
bitants in a housing unit etc.), with a strong emphasis on newly
built housing services in ordinary neighbourhoods. The existing
national and international policies that emphasised community li-
ving and participation in public sphere, specifically with regard to
issues such as paid work and independent living, supported such
development (Clifford Simplican, Leader, Kosciulek, & Leahy,
2015; Hall, 2010).

We found that the targets of community living and participa-
tion were in stark contrast with the everyday lives of our resear-
ch participants. While we did not expect residence in mainstream
community to automatically lead to community participation
(Clement & Bigby, 2009), we were overwhelmed by the fact that
our participants lives were so socially isolated — despite being con-
tinuously surrounded by others (housemates and care workers).
This was the case in some contexts despite the fact that the care
workers recognised our research participants’ capacity and desire
for social interaction and relationships.
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In this chapter, we will analyse how the goals concerning com-
munity living and participation are defined in policy documents
in Finland, and how these goals are fulfilled in the disability servi-
ces (in particular in housing services). In addition, we will reflect
upon ways to understand and conceptualise inclusion and social
relations in order to make them available to this group of people.

Social participation and persons with PIMD

Most of the research discussing people with intellectual disability
is focused on persons with low support needs. This means that re-
search on social participation and inclusion of people with PIMD
is scarce (Boxall & Ralph, 2010; Mietola, Miettinen, & Vehmas,
2017; Verdonschot, de Witte, Buntinx, & Curfs, 2009). The ex-
isting body of research approaches these themes from multiple
perspectives. Some focus on the micro-processes of interaction
and communication (such as the variety of expressions displayed
in interactions) that are considered necessary for building social
relations and participation (e.g. Brigg et al., 2016; Watson, Jones,
& Potter, 2018). Others have adopted a sociological perspective,
and examine the social relations, community participation and
inclusion of persons with PIMD (e.g. Kamstra, van der Putten,
Post, & Vlaskamp, 201535 Qian, Ticha, Larson, & Wuorio, 2015).

These differences in perspectives can be seen to represent the
overall complexity of defining social inclusion. As several authors
have noted, there seems to be a general confusion over what inclu-
sion and other related concepts, such as participation, mean, and
whether people with PIMD have genuine possibilities to achieve
them (e.g. Hanzen, van Nispen, van der Putten, & Waninge, 2017;
Verdonschot et al., 2009). Definitions of inclusion range in their
scope, setting and depth, with some focusing only on particular
dimensions of social inclusion, whereas others approach inclu-
sion from a broader perspective (Clifford Simplican et al., 2015).
Both approaches are somewhat problematic: ‘Narrow definitions
undercut the social and political purposes of social inclusion, whe-
reas vast definitions threaten to become too demanding, thus in-
viting some stakeholders to conclude that social inclusion may be
for some people with disabilities, but not all’ (Clifford Simplican
et al., 2015, p. 27).
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It seems reasonable to argue that the focus of mainstream rese-
arch on the inclusion and participation of people with intellectual
disability is problematic from the point of view of people with
PIMD. First of all, inclusion and participation are mostly ‘measu-
red’ through the frequency and type of social contacts (Emerson
& Hatton, 2008), the width of social networks (Kamstra et al.,
2015) and participation in activities outside one’s home (Emerson
& Hatton, 2008; Clement & Bigby, 2009). These studies undoub-
tedly provide important insights into the social lives of people with
PIMD, especially in relation to the scarcity of social contacts and
narrowness of social life. However, they do not unpack the proces-
ses of inclusion and participation, let alone provide explanations
of what is required for participation to materialise in the lives of
persons with PIMD. Secondly, the body of research that focuses on
the micro-processes of communication and interaction argues that
problems in the way communication is conceived and approached
is the key barrier to social relations. However, this kind of research
rarely includes discussion of how successful communication can
make social participation and inclusion come true.

Some authors have pointed out how conventional concep-
tions on persons with PIMD, which emphasise the lack of ba-
sic abilities required in interaction, are difficult to combine with
policy goals such as community participation (Clement & Bigby,
2009; Mansell, 2010; Parry Hughes, Redley & Ring, 20171).
Also, empirical studies that focus on the views of care workers or
family members have revealed how even those closest to people
with PIMD sometimes consider community participation to be
an unrealistic aim (Bigby et al., 2009; Clegg, Elizabeth, Kathryn,
& Harvey, 2008; Clement & Bigby, 2009; Simmons & Watson,
2014). ‘Low expectations’ (Mansell, 2010) may imply that the
social initiatives and expressions of persons with PIMD can go
unrecognised and lead to practices that do not support the forma-
tion of social relations.

Individual empirical studies have challenged the view of pe-
ople with PIMD as emotionally and socially incompetent, and
represented them as being able to build and maintain social re-
lations, as well as to grieve loss of these relations (Brigg et al.,
2016; Simmons & Watson, 2014; Young & Garrard, 2015). Some
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studies have underlined the specific qualities of interaction (such
as adjusting communication to meet the preferred communication
style of a person with PIMD), aspects of care work that support
participation (Forster & lacono, 2008; Johnson, Douglas, Bigby,
& Tacono, 2012a), and how these may contradict organisational
and professional policies (Forster & Iacono, 2008).

Some scholars have argued that, when the targets of poli-
cy (such as participation and inclusion) are left undefined, and
the tensions and complexities entailed in these policy targets are
met with silence, the result is a state of ambiguity that inevitably
leads to a failure in the implementation of policy recommenda-
tions (Bigby et al., 2009; Hall, 2010; Parry Hughes et al., 2011).
The research community unanimously calls for clear definitions
and a realistic operationalisation of concepts and policy targets.
However, some scholars have questioned the status of inclusion
and community participation as the sole policy targets for people
with PIMD. Also, a number of young people with intellectual di-
sability and their parents have questioned policies that position
social relationships only as a secondary objective — as a means for
attaining inclusion or as a by-product of inclusive policies (Clegg
et al., 2008). The family members of people with intellectual disa-
bility interviewed by Clegg et al. (2008) did not totally abandon
inclusion as a policy target. They underscored the importance of
the means for attaining inclusion such as skills of the staff in fa-
cilitating social relationships, as well as the availability of partici-
patory activities and communities.

Previous research suggests that we need to define and
operationalise participation and inclusion as policy objectives
clearly so that we know what they mean in practice for persons
with PIMD. Research that focuses on deinstitutionalisation has
underlined the problems connected to the ‘residential relocation’
of people with intellectual disability, and it has made visible how
community presence does not automatically lead to community
participation (e.g. Clement & Bigby, 2009, 2010). The focus of
development work and research has been on participation in ma-
instream society, while special contexts, like group homes, and
relationships with disabled peers within these contexts have been
overlooked (Clement & Bigby, 2009; Clifford Simplican et al.,
2015; Hall, 2010).
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Community living and participation in the policy texts

A variety of Finnish policy documents address the deinstitu-
tionalisation of intellectual disability services. The top policy
documents analysed here, government resolutions (Finnish go-
vernment, 2010, 2012) and the steering letter targeted to mu-
nicipalities (Ministry of Social and Health & Ministry of the
Environment, 2010), are primarily targeted at the public sector,
municipalities and joint municipal authorities. Their function is
to set a general framework for the local planning and execution of
the transition to community care. Another category of documents
is the evaluation report of the programme (Ministry of Social and
Health, 2016), which also sets measures for the final stage of
the programme.

We have also included in the analysis some documents and
general guidelines that, in our view, are part of the national in-
formation steering of community care development and housing
services for disabled people (Ministry of Social and Health, 2003),
as well as two documents produced by the national Intellectual
Disability Services’ Advisory Committee for Housing (IDSACH,
2010, 2011). The above-mentioned policy documents, which are
tightly connected to the KEHAS programme, systematically refer
to these guideline documents as providing criteria that should be
taken into consideration in the local planning and transition pro-
cesses. Also, organisations that apply public funding provided by
the Housing Finance and Development Centre of Finland (ARA)
are expected to follow these criteria in their plans.'”

The housing program for people with intellectual disabilities aims
at making possible individualized housing which strengthens in-
clusion and equality of people with intellectual disabilities in the
community and society. (Finnish Government, 2010, p. 1)

7 Financial steering has had a key position in the national steering of the
KEHAS programme. This has been implemented through the public fun-
ding allocated for construction of new community housing for people
with intellectual disabilities (up to 50% of the total costs). We have ex-
cluded documents provided by the Housing Finance and Development
Centre of Finland from the analysed dataset since these are stricly focused
on the steering of the physical structures of housing (Mietola, Teittinen &
Vesala, 2013).
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The extract above makes visible both the key terms used and the
policy emphases in the current intellectual disability policy in
Finland. Primary emphasis is placed on the individuality of hou-
sing and services. In the analysed documents, individuality is app-
roached from two perspectives. Firstly, it is discussed in relation
to personalisation of services, with a focus on individually tailo-
red housing solutions and support services that meet ‘individual
needs’ (IDSACH, 20710, p. 3). This means that services should ‘re-
spect persons’ life choices’ (IDSACH, 20710, p. 4) and make pos-
sible their ‘own looking life’ (‘oman nikéinen elima’) (IDSACH,
2011, p. 2). Across the documents, individuality is discussed most-
ly as a question of the right of persons with intellectual disability
to participate in the process of planning. Secondly, individuality
is brought up in relation to privacy, as a right to have one’s own
private room or apartment.

The extract above from the government resolution works as a
good example of the unspecified way terms such as ‘inclusion” and
‘community’ are repeatedly used in the documents. The concepts
remain abstract and obscure and sometimes interchangeable (see
Parry Hughes et al., 2011). For example, we found only a few
individual sentences about the possibility of a multitude of com-
munities in a person’s life, but no suggestions about what those
communities might be and where they might be found.

‘Participation’, ‘inclusion’ and ‘local community’ (‘osallistumi-
nen’, ‘osallisuus’ and ‘lahiyhteiso’) in these documents refer speci-
fically to participation in the public domain, outside one’s home
— inclusion has to take place in mainstream society in order to be
inclusion proper (e.g. Hall, 2010). The policy emphasis on ‘ordi-
nary living’ (‘tavallinen asuminen’) in ‘ordinary neighbourhoods’
(‘tavallinen asuinalue’), as well as on the physical structures (size
of units, size of a private space/apartment) and the location of
housing, directs the focus onto the local community and physical
accessibility of public spaces. Even when the development of ser-
vices is discussed, the focus is on mainstream services (e.g. private
and public health care) and not on the specialised services and
support that persons with PIMD typically need: “Through this re-
solution, the Government commits itself to continue the structu-
ral reform of the services for persons with intellectual disabilities
and to develop services that enable people with the most severe
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disabilities to live in the local community’ (Government resolu-
tion, 2012, p. §).

Two documents take a somewhat different perspective. Both
the Ministry of Social Affairs and Health in 2003 and IDSACH
in 2011 aim to provide guidelines for support and services, which
have remained on the margins of the general development work
in the programme. While these documents emphasise participa-
tion in the public sphere, outside one’s home, they also imply that
communities can be formed within specialised intellectual disa-
bility services. The 2003 document uses phrases such as ‘sense of
community’ (‘yhteisollisyys’) and ‘communal housing’ (‘yhteisol-
linen asuminen’). These are, however, discussed in terms of spatial
planning (how to separate private and communal space within
a group home) rather than in terms of forming communities or
enhancing social lives: ‘All housing solutions have to provide pe-
ople with possibilities for private life, domestic peace and sense of
community’ (Ministry of Social and Health, 2003, p. 23).

The guidelines for support and service provided by IDSACH
(2011) specifically discuss the role of support in inclusion and
participation. It is, for example, stated that ‘the person receives
the necessary help to interact with people who are important to
her’ (IDSACH, 2011, p. 8), and that ‘Supporting societal partici-
pation and social affiliation is defined as part of [a care worker’s]
job description’ (IDSACH, 2011, p. 24). However, even here parti-
cipation outside one’s home is emphasised over the community at
home: when discussing support, the focus is on the access, not on
how receptive a given community is or what kind of assistance a
person might need in order to be included or to participate.

Possible communities formed within group homes or within
specialised services (e.g. day activities, work) are not generally
visible in the policy texts. For example, the aforementioned qu-
ality recommendations of support (IDSACH, 2011) state that ‘I
[the individual service user| get support for meeting my friends
and family who live outside the living/housing community’ (p.
23). While this statement suggests a possibility of also forming
friendships in the housing community, the assumed social world
exists, nevertheless, outside one’s (group) home. This kind of men-
tality may support the notion that social inclusion is an unrealistic
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option for persons with PIMD who need extensive support to ac-
cess social world outside the service system, and to form and ma-
intain social relationships. To arrange such support would be very
difficult, if not unrealistic, in the current service structures (as we
will discuss below). And pursuing something unrealistic can be
seen as a waste of time (e.g. Bigby et al., 2009).

The way policy emphasises the right to privacy (private
space: ‘home is more than a room’), and participation in outside-
the-home activities (location of housing, accessibility of mainstre-
am community services), makes sense when these texts are placed
in the context of deinstitutionalisation. The identification of in-
stitutional characteristics, and the definition of strict guidelines
that have the goal of avoiding such characteristics, is relatively
straightforward in relation to the physical structures of services
— for example, not housing people in shared rooms. In relation
to services, the policy emphasises individualisation: individualised
services and self-determination in the planning and implementa-
tion of the services.

Policy documents like these have marginalised group ho-
mes and intellectual disability services like day activity centres
as places for social participation (see Clifford Simplican et al.,
2015; Hall, 2010). Similarly, the strong emphasis on individua-
lisation has marginalised participation. The individualised focus
thus tends to displace the social realm. Policy documents discuss
homes as if they were things that come about in the interaction
between an individual service user and the care workers. In reali-
ty, however, the homes of persons with intellectual disability are
mostly group homes, where support is shared by a group of resi-
dents and provided in accordance with the institutional order of a
group home. This means that social interaction between a resident
and a care worker will be affected by the needs of other residents,
the available staff resources, and how care work is organised
in the unit (as will be discussed below). Our research makes visible
how the everyday lives of people with PIMD take place almost ex-
clusively within intellectual disability services. The contexts that
these services provide are virtually the sole available arenas for
social participation for people with PIMD. However, the current
intellectual disability policy discourse does not provide any clear
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suggestions of how to create inclusive communities within group
homes and other disability service contexts.

While some policy texts use terms such as ‘housing communi-
ty’, such communities mean in practice and self-evidently group
homes. However, policy discourse does not engage with practical
issues such as how to support the formation of communities, and
how participation among them could be enabled. Such an enga-
gement is needed since group homes, as the following analysis
highlights, do not automatically imply access to social relations,
or the formation of a social community.

The social communities of the research participants

All our research participants live in group homes located in
regular neighbourhoods. The homes are part of service units
with several separate group homes within the same housing
complex. Between five and nine inhabitants live in each group
home. According to current Finnish policy guidelines, each
inhabitant should have their own apartment within the group
home. In reality, their apartments are more like en suite private
rooms. Our participants’ rooms differed in size and furnishing.
Those who lived in older units had smaller apartments, approx-
imately 1o square metres (bathroom excluded), while in the newer
group homes the apartments were a bit bigger. All our participants
had some personal decoration in the room, like photographs, pos-
ters or paintings.

Four of our research participants had moved to their current
group homes from long-term institutions: Ella moved years ago;
Frida, Hugo and Leo only recently. The two other participants
(Anna and Sebastian) moved to a group home from the homes
where they grew up with their parents and siblings. Five of our
six participants had still contact with their childhood families.
Hugo’s, Frida’s, Anna’s and Sebastian’s parents visited them regu-
larly. Sebastian’s, Anna’s and Frida’s parents also sometimes came
to pick them up for a visit in their home. Ella paid occasional vi-
sits to her parents’ house, supported by her personal assistant. Leo
had had no contact with his family ever since he had been placed
in an institution as a child.
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Only one of our participants, Ella, had a personal assistant,
which her municipality had granted her. This service has in recent
years become a statutory right in Finland for persons with signi-
ficant disabilities. Eligibility criteria for this service also involve
the capacity to express one’s will — verbally or otherwise. How to
determine who has such a capacity is left unclear. In our view, Ella
did not differ significantly from our other research participants
in her ability to communicate. Like the rest of them, she did not
have any other communication method except non-verbal com-
munication, and her way of communicating without words was
equally (un)intelligible. Her eligibility for this service was due to
the efforts of her care staff in the group home, who had applied
for this service on her behalf. Persons who are ineligible for per-
sonal assistance can get a support person for 20 hours a month.

Having a personal assistant provided Ella with more possibili-
ties to attend activities outside her home. The young man working
as Ella’s PA had clearly become an important person for her: she
greeted him enthusiastically when they met and was clearly happy
to go out on excursions with him. Sebastian and Anna had been
granted a support person, which is not the same as PA; the latter
is a form of regular employment, whereas the former get a fee for
their work, but no other benefits related to employment. Being
a support person comes closer to voluntary work and recruiting
people for such positions is more difficult than employment to
PA positions. However, even several months after the fieldwork,
Sebastian’s and Anna’s housing units had not been successful in
finding the right persons.

All research participants were provided with publicly funded
day activities on weekdays. Care workers talked about these ac-
tivities as our participants’ ‘work’. The day activities were mainly
provided in different service units located outside their group ho-
mes. Hugo was not in day activities at the time of the fieldwork
since he was in post-compulsory education, in a pre-vocational
training programme directed at people with profound disabilities,
which prepared them for independent living and work. However,
the expectation was that, after he had finished school, he would
return to day activities. Sebastian, Anna, Leo and Hugo had
been granted publicly funded personal rehabilitation. While the
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rehabilitation sessions were sometimes organised in locations out-
side their group homes and day activity centres, such as public
swimming pools, they typically only involved contact with a pro-
fessional therapist.

The social worlds of our research participants were constitu-
ted almost exclusively by the intellectual disability services. Even
though day activities and rehabilitation functioned as contexts for
participation, the group homes were the primary social commu-
nities for persons with PIMD because the bulk of their everyday
lives was located there. They spent their nights, mornings, eve-
nings, weekends and holidays in their group homes, apart from
the occasional visits to their parents’ house (in the case of Anna
and Sebastian) or excursions to the outside world (rare except
for Ella). In other words, the group homes are not a means for
persons with PIMD to live in a community — group homes are the
community in which they live their social lives.

Persons with PIMD as social beings

One may be tempted to think that persons with PIMD do not
have the capacity to be sociable beings, that their cognitive impair-
ments would automatically lead to socially isolated lives, and that
a meaningful connection with such people would require immen-
se amount of work and specialised methods. These kinds of ste-
reotypes were not shared by the people who worked closely with
our research participants. Our research participants were without
exception described as sociable persons who enjoyed social in-
teraction. Some of them were even seen as capable of initiating
social interaction, even if these initiatives were often idiosyncratic
and intelligible only to those who knew them well.

Naturally, our research participants’ preferences regarding so-
cial interaction varied (how much and in what way to take part),
as did their capacity to initiate and sustain social interaction. For
example, Sebastian, who was capable of wheeling himself over to
others, often initiated interaction by touching or ‘patting’ the per-
son he wanted to interact with. He sustained, and clearly enjoyed,
long moments of one-to-one interaction by taking turns in patting,
vocalising, or just giving hugs. Ella sought company by walking to
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the common spaces of her group home, in particular the kitchen,
which was the busiest spot of the house. Sometimes she walked up
to the person she wanted to spend time with, touched him or her,
or just stayed standing right at that person’s side. Occasionally,
being small, she climbed to sit on their lap.

While there were similarities in ways Sebastian and Ella pur-
sued social participation, the responses to their initiatives diffe-
red dramatically in their group homes. Sebastian often steered his
wheelchair to the kitchen where the care workers usually spent
time when they were not busy with their work. However, in his
group home the inhabitants were not allowed to go to inside the
kitchen for ‘safety reasons’ (it never became clear to us what those
safety reasons were exactly), which meant that the kitchen door
was often closed when care workers were preparing food or cle-
aning up after meal. Sometimes Sebastian was allowed to stay in
the doorway, where he sat listening the care workers chatting and
observing their activities quietly. In Ella’s group home, by contrast,
residents could move freely in the common areas where care wor-
kers and residents spent time together — including the kitchen. The
floor plan in the group home was open, with no doors between
the common areas and the kitchen space. Thus, the care workers
and residents were able to socialise while working in the kitchen.
Ella typically sat on the kitchen floor and rocked herself in the
middle of all the social activity, and was only occasionally, due to
safety reasons (when someone carried a hot pan or pot across the
room), led to sit next to the kitchen table.

Anna and Frida, in contrast, became often distressed in en-
vironments with the hubbub of social activities, such as those
that occurred in their day activity centres. Anna expressed her
discontent through moaning, restless hand movements, and by
turning her wheelchair away from others. Frida often ‘froze’ in
the interaction situations where she was expected to engage in
one-to-one interaction, which had made some of the tutors in the
day centre think at first that she was not a particularly sociable
person. However, the care workers in Frida’s group home did not
share the view of Frida as being ‘unsociable’. Quite the opposite:
they talked of her as a person who did not like to be alone. She
enjoyed moments of one-to-one interaction at home, as long as
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they were with persons she knew well, as well as activities at the
day activity centre that involved social interaction between other
group members. She did not necessarily actively take part in the
interaction, but she followed it intently.

Our research participants also differed in their interactive and
communicative capacities. While none of them spoke any intelli-
gible verbal language, they had different means of communica-
ting: mainly gestures, facial expressions and utterances. And, as
we discussed in the previous chapter, the care workers conside-
red some of our participants to be very transparent, able to ex-
press their opinion, and also able to initiate interaction. Sebastian
and Ella were able to move to others and seek contact this way,
which other participants could not, owing to restricted mobility
or restricted capacity (or motivation) to interaction. Anna, on the
other hand, appeared to most people around her to be a socially
complex person; finding the means and right moments for a con-
nection with her was very difficult. According to her care workers,
Anna’s alertness varied greatly, and sometimes it was very difficult
to get through to her as she seemed to be immersed in her own
world. Some of the care workers also pondered whether Anna’s
health was deteriorating, and caused her states of pain that further
closed her in her own world (because some days Anna responded
to almost any initiative by crying). However, Anna’s mother told
Sonja that Anna had learnt only recently to make interaction initi-
atives after having participated with her coordinating care worker
in intensive interaction methods training.

Thus, the capacities of our research participants not only varied
but constantly developed in relation to their environments. Some
had the ability to initiate interaction but not a capacity to sustain
interaction, or vice versa. Frida, for example, seemed to under-
stand the idea of turn-taking in interaction. She demonstrated this
by making sounds in response to other’s talk, ‘chatting’ in this way
in turns. This happened especially when she was addressed direct-
ly and asked to comment on an ongoing happening or discussion.
While she sometimes also took the initiative by taking part in dis-
cussions around her, these initiatives were rare and often difficult
to detect. Hugo’s capacities can be described similarly; while he
responded to interaction initiatives in a visibly delighted manner
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and could sustain interaction for a long time, he hardly ever initi-
ated interaction himself.

Leo, on the other hand, was a person whose interactive
repertoire consisted mostly of very strong responses, often consi-
dered challenging behaviour in his group home and day centre.
Sometimes Leo responded violently to other people’s interaction
initiatives: when talked to, he often responded by shouting,
hitting or biting himself, or kicking while sitting in his
wheelchair. While his care workers showed skill in interpreting his
moods, Leo’s communication appeared to us to be extremely con-
fusing. However, as the fieldwork progressed, we began to think
whether Leo’s shouting, kicking, biting — and to some extent his
self-harming behaviour too — might not, at least partly, be inte-
raction initiatives. We witnessed situations where he straightened
his leg (while sitting in his wheelchair) and blocked a care wor-
ker’s way with his leg. What was his intention for doing this — did
he mean to fool around, injure himself or the worker, or simply
seek attention? Sometimes care workers interpreted these kinds
of ‘gestures’ as attempts to harm others, but sometimes the care
workers responded to Leo’s loud distress and violent behaviour
by offering him an opportunity to take a short, supported walk,
or just to move out of the room. When this happened, Leo notably
calmed down.

All in all, our research participants were clearly able to develop
social interaction and reciprocity in their own individual ways.
However, since they needed support in virtually any activity, they
were unable to create social lives on their own. Their interest and
capacity to relate to others was possible only through other pe-
ople’s recognition and active measures.

Care practices and social lives in group homes

The care workers saw our research participants as capable and
willing to have social interaction and relationships. These beliefs
did not, however, materialise in all our research contexts. In some
contexts, moments of mutual recognition and affection between
the research participants and their care workers were not com-
mon. Time and support provided for social interaction depended
on individual care workers and their motivation. In these contexts,
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the contact between our research participants and their care wor-
kers was mostly limited to the daily routines of eating, dressing,
washing and toileting. The description of the structure of Hugo’s
daily life provided by his care worker in the following extract
represents the rationale and prioritisation of care work in many
of the group homes.

The physiotherapist asks the care worker ‘Is it ok if I first ask
you a couple of questions concerning how Hugo’s days are here
at home?’ The care worker answers to this ‘They are fine.” The
physiotherapist goes on to clarify that she meant to ask what his
days consist of. The care worker starts to explain — how in the
morning Hugo is lifted off his bed into his wheelchair and then he
eats his breakfast ‘in the chair’, and then after breakfast sits in his
wheelchair, but ‘might get tired already before lunch’ and then gets
lifted into his bed to rest. ‘And will be lifted back to his wheelchair
to eat [lunch]’. After lunch he sits in his wheelchair until he gets
tired, and gets lifted into his bed to rest. The care worker keeps on
explaining Hugo’s daily ‘schedule’ this way, until she gets to the
point when Hugo is put to bed for night’s sleep — with eating (‘gets
fed in his chair’), sitting and resting as the only activities of the day.
(Field notes, with Hugo)

The extract above pictures Hugo’s life through the lens of care
work, with nothing worth mentioning rather than eating and res-
ting. This is undoubtedly a caricature description of Hugo’s life in
his group home. However, it is also accurate in the sense that it
exemplifies the way basic care work was prioritised, and how this
prioritisation dictated care work in general in this group home.
As the staff members focused on managing basic care tasks, they
would only make contact with Hugo during the moments of ea-
ting, dressing, washing or toileting. This way of organising and
prioritising care work was visible in many of our research contexts.

There were significant differences between our research
contexts in relation to what kind of social existence was enabled
for our research participants. These differences had to do with the
values and organisation of care work: whether social lives were
valued and considered possible for persons with PIMD, and
whether the everyday routines were arranged in ways that sup-
ported their realisation. So, the lack of sociability was partly a
matter of care culture, but, importantly, it was a matter of limited
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resources as well. In particular, group homes with only residents
with extensive needs had very few resources for anything but ba-
sic care work.

However, some of the interviewed care workers explained the
lack of practices to support social lives by individual care wor-
kers’ ‘attitude’: care workers differ in their commitment to inte-
ract with care users as well as in their attentiveness to the needs of
the care users. These care workers suggested that the marginalisa-
tion of social needs could be challenged, and changed by focusing
on the quality of interaction between care workers and service
users, ‘so that [when working with a care user| you are touching,
you’re talking, you’re present and listening’, as one unit manager
told us in interview.

We agree that the quality of interaction and ‘attitude’ of the
care workers matter. Having said that, it became poignantly clear
during the fieldwork that moments of care provision constituted
only a very small part of the everyday routines of our research
participants. Many of our research participants spent a lot of time
alone in-between the care activities, either in their apartments or
in the communal spaces. For the long solitary moments in their
apartments, they were usually provided with some kind of enter-
tainment. For example, Hugo was often left in his bed to listen to
music or audiobooks and Sebastian, a man in his early twenties,
was given some toys he liked to play with when he lay on the
mat in his room. Both Hugo and Sebastian seemed to enjoy these
activities — Hugo chuckled while listening to his favourite stories
and Sebastian was seemingly focused in playing on his own.
However, considering that both of these young men were descri-
bed as very social persons, leaving them alone in their rooms for
long periods of time perplexed us.

Even those care workers who explained the lack of enga-
gement with social lives by ‘attitude’ provided different kind of
explanations when asked whether they themselves were able to
allocate time to activities other than just basic care. With some he-
sitation, they talked about the ways the rotas were arranged, which
times of the day should be reserved to support social interaction,
and how last-minute changes and shortage of staff limited possibi-
lities to do different activities. The concern over limited resources
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was especially apparent in those repeated situations where the
care workers apologetically explained to a resident directly
(and to Reetta and Sonja indirectly) when they needed to move
immediately after having finished a care task, and to take care of
someone else. In these moments, they openly said how they wished
that they would have more time to spend with each resident, and
how they hoped that our research participants would not be bored.

In Hugo’s, Leo’s, Sebastian’s and Frida’s group homes there were
usually one care worker per three to four residents at daytimes (at
nights this imbalance was significantly higher). All the residents
in these group homes required a great deal of care. Consequently,
time spent with one resident constantly competed with the de-
mand to complete care for others. The busy care workers often
complained how the scarce personnel resources affected the focus
of their work. For example, Frida’s care worker explained how
on weekdays there was very limited time for anything but basic
care work, whereas at weekends they had time for walks, or just
spend time in the living room sitting, talking, reading newspapers
or watching TV together. These kinds of moments of relaxing and
spending time together were rare in these particular contexts.

Also, the way in which the care work was organised in group
homes was a central aspect of the context in which the relations-
hips between the staff and the residents developed. In Hugo’s,
Leo’s, Sebastian’s and Frida’s group homes, the care workers were
expected to work with all the inhabitants within the group home
in question. Consequently, the care workers negotiated among
themselves their assignments with the residents in the beginning
of each shift; there were no fixed assignments. In addition, the care
workers were occasionally expected to do shifts in other group ho-
mes in the same service unit. This was apparently thought to ease
the substitution of staff members. A result of this was constant
changes in care relationships. Leo’s coordinating care worker, for
example, problematised these practices; she emphasised how Leo
does not trust just anybody and becomes often emotionally dist-
ressed when an unfamiliar care worker approaches him. She said
that the inhabitants should have regular care workers, but that
there was very little she could do about it since her view was not
shared by other staff members of the unit.
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Some care workers expressed similar concerns. They told
us that our research participants had different kinds of rela-
tionships with different care workers, and notable preferences
as regards who worked with them. For example, Frida’s coor-
dinating care worker explained that they had established a close
relationship, and Frida was quite picky about care workers. Also,
in Frida’s housing unit work tasks had been rearranged to ensu-
re their equal distribution between care workers. This rearrang-
ement meant that Frida’s coordinating care worker had recently
not been able to work with Frida at all. While the coordinating
care worker appreciated the worry over an equal share of worklo-
ad, she critically commented how this arrangement did not meet
care users’ needs (‘ei 0o asukaslibtostd’).

In comparison, in Anna’s and Ella’s group homes, care workers
were organised into teams so that each resident had four to five
permanent care workers. This enabled stable care relations and
mutual interaction between care workers and the persons they
cared for. In addition, while the staff-resident ratio in Anna’s and
Ella’s group homes was otherwise similar to other group homes,
the residents were very different in terms of their need for as-
sistance. This reduced the workload of the staff and opened up
possibilities for interaction with the residents. Furthermore, many
residents in Ella’s group home had personal assistants who ac-
companied them to leisure time activities and helped them to have
social interactions outside the care unit. This extra resource sup-
ported social interaction because it gave the group home’s staff
more time with the remaining residents.

Ella’s group home was socially very lively, and that was, at least
partly, boosted by residents’ heterogeneity. The residents had the
habit of talking casually about their day at the day centre, about
their plans for the evening, or talking about television program-
mes, music, sports events or whatever was of interest to them.
This kind of social interaction was a natural part of that group
home’s everyday life that took place when the residents were, for
example, preparing and eating dinner, or getting ready for hob-
bies. This group home was busy with everyday talk and action
— the way homes often are. For Ella this meant that she could
listen to daily discussions, follow residents and care workers to



Social Lives 105

the kitchen or living room, and in this way connect to the soci-
al activities around her. The contrast with contexts where most
residents were non-verbal and had extensive support needs was
huge. Quotidian discussions were limited in those group homes to
the care workers’ interactions with each other. Interestingly, one
of Frida’s care workers had noted how Frida enjoyed following
other people’s discussions and activities. Since Frida’s housema-
tes were mostly non-verbal, care workers sometimes took her to
another group home in the same building, where the residents
were younger, verbal and able to move independently. These visits
offered Frida opportunities to enjoy social life in ways that were
not possible in her own group home.

More than half of Ella’s housemates were verbal, and some were
quite independent in many everyday tasks, like preparing their
own meals or using independently public transport. This hetero-
geneity opened up new possibilities for Ella’s social interactions:
while she still had her limitations in relation to communication,
some of the housemates were able to interact and communica-
te with her momentarily through fleeting verbal exchanges and
touches (like Paul stroking Ella’s hair while she leaned against his
shoulder). Sometimes these moments of interaction were suppor-
ted or supervised by a care worker, who explained Ella’s intentions
to her housemates and guided them, like in the following extract,
where Senja, a new resident in the group home, meets Ella:

Ella walks across the kitchen over to Senja. Care worker noti-
ces this, ‘Look, Ella came to say hi. Senja pulls Ella over to her,
gives her a hug with one hand, Ella raises her gaze, smiles with
a wrinkled face, pushing her tongue out. Senja lets go of Ella,
moves away a little bit, Ella follows her, then leans her head aga-
inst Senja’s arm, apparently tries to take hold of her arm with her
teeth since Senja cries out laughingly ‘Help, don’t eat me Ella!’.
The care worker walks over to Ella, gives her a big hug by standing
behind her, “What are you up to Ella?” Walks over to the kitchen
table with Ella. Senja comments: ‘Thanks for saving me. (Field
notes, with Ella)

The care workers told that sometimes they consciously paid spe-
cial attention to Ella, just to make sure that she got her share of
their time. In a heterogeneous group, residents who were more



106 Narrowed Lives

capable in expressing their needs could demand more attention,
and it was the care workers’ responsibility to stand up for Ella.
The time reserved for Ella consisted typically of one-to-one inte-
raction, like sitting together in a swing or sofa (in the common
spaces), with Ella sitting on a care worker’s lap, singing songs or
nursery rhymes and clapping together, which was Ella’s favourite
activity. Ella would also regularly spend one-to-one time with her
care workers during walks in the neighbourhood, or trips to the
swimming pool.

Other group homes were less successful in securing social op-
portunities for their residents. Especially in group homes with
only people with severe or profound intellectual disability, inte-
raction between the residents was rare, even when they spent time
together in common areas. In Frida’s, Hugo’s and Leo’s group
homes it was common practice to bring residents together to
watch TV in the common spaces. This was an unsuccessful at-
tempt to initiate social interaction between the residents. In our
view, fostering interaction in such moments would have required
that a care worker had taken part in the activity, and engaged
the residents in interaction, for example by talking about the TV
programmes.

On some occasions, the care workers made attempts to en-
courage friendships between the residents. For example, Frida’s
care workers placed her and another young lady living in her
group home close to each other as often as possible. While the
two sometimes briefly interacted, the interactions (which consi-
sted of short exchanges of utterances while watching cartoons)
appeared to us to be vague and somewhat random in nature: the
presence of her housemate did not seem make Frida as delighted
and excited as the company of persons she particularly seemed to
enjoy. Similarly, Frida was not keeping up ‘the conversation’ in the
way that she often did with care workers, her parents and Reetta.

In contexts that had mostly non-verbal residents, the lack of
social interaction was not strongly problematised. While some
care workers talked critically about the lack of opportunities,
their criticism was steered towards small details of the organi-
sation of work, and the non-social lives of the residents remai-
ned unchallenged. One explanation for this was the care workers’
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conceptions about persons with PIMD. Some of the residents were
seen to be predetermined to an impoverished social existence due
to their profound impairments.

I ask the care worker about Sebastian’s schedule for the rest of
the evening. She answers that she is not sure because she is only
temporarily working in this group home, and that I should ask the
other care worker. As I repeat the question to the other care wor-
ker, Vera, she says that there is nothing else in plans but hanging
around. The other care worker says that this is what she would
have said as well, but didn’t have the courage to do so. Vera expla-
ins Sebastian’s evening schedule — or lack of it — by saying that ‘this
lot needs so much care after all’. The other care worker adds that
the other group homes of the unit are ‘completely different’. When
I ask how, she gives a description of the individual abilities of the
inhabitants of these group homes — they have fewer limitations in
functioning than the inhabitants of Sebastian’s group home. (Field
notes, with Sebastian)

In this extract, the care workers explain the differences between
the two group homes with differences in the degree of support
these two groups of residents require. The focus and content
of the care work in the discussed group homes are determined
by the individual qualities (i.e. impairments and support needs) of
the residents. The needs of Sebastian and his housemates are seen
as so extensive that there is no possibility to do much else than
meet those immediate needs. That the substitute care worker did
not have ‘the courage’ to say that they had no other plans for the
evening except just hang around suggests that she, at least, did not
see this as an ideal state of affairs.

But it became clear to us that in some group homes, and for
many care workers, facilitating residents’ social interaction was
something marginal; the residents were not considered social be-
ings who had a right to be included in everyday social activities.
Disheartening manifestations of this kind of dismissal were situ-
ations where, for example, Frida was placed sitting alone, back
towards others, peeking over her shoulder towards others, while
the care workers talked about the private affairs of other residents
(such as their care or medication) over a cup of coffee, as if Frida
did not even exist. It is hard to explain this kind of dismissal by
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anything other than a conception that for people like Frida it did
not really matter. She could not understand or take part in the
discussion, so why bother?

Thus, differing opportunities for social lives in different group
homes reflect differing views about the competence of people with
PIMD, as well as differing views about care culture: to what ex-
tent persons with PIMD are seen to be able to enjoy social rela-
tionships, and to what extent existing practices and resources at
group homes enable such relationships. What was considered to
be possible determined what was normal and acceptable in these
contexts. In Frida’s and Hugo’s group home it was only normal
that everyday interaction revolved around care tasks, which were
initiated by care workers, and only very rarely was the sole fo-
cus of action socialising, just spending time together. But in Ella’s
group home lively social interaction that included all residents, ir-
respective of their capacities, was considered to be normal. When
asked, Ella’s care worker said that she could not imagine it in any
other way.

Conclusion

On the whole, our research participants had different kinds of
opportunities for social interaction in their everyday lives. The
care workers of the group homes were their primary social con-
tacts and it was mostly up to them whether persons with PIMD
could develop social lives of any kind. Keeping company with
the residents, however, was not among the central responsibilities
of the care workers in most of the group homes in our study,
despite the fact that the care workers said that all our research
participants enjoyed social interaction. This conflict was explai-
ned by limited resources and work cultures that forced the staff
to prioritise basic care tasks. As a result, social interaction was
limited mostly to constricted moments of care provision.

These kinds of practice in group homes are clearly a by-product
of the deinstitutionalisation policy that has failed to address the
realities of the lives of persons with PIMD and to ask what a so-
cial life in their community in reality requires from social services.
In the current Finnish intellectual disability policy, social inclusion



Social Lives 109

and participation are something that should take place outside the
service system, in mainstream society. Yet, the primary social rela-
tions of persons with PIMD are within disability services, outside
mainstream society. The problem is that these services lack the
necessary resources and a clear vision of how to enable the social
lives of people with PIMD.

The emphasis on social relations outside the intellectual disabi-
lity services is understandable on a policy level. But this emphasis
ignores and devalues the social relations formed within group ho-
mes. The relations between the staff and residents of group homes
have the potential to improve the social lives of those with PIMD
and offer them a sense of affiliation. This would require a con-
ceptualisation of interpersonal relations to be valuable as such,
as a crucial part of a good professional practice. Sensitive and
empathetic care work requires emotional involvement in any case,
so being professional with persons with PIMD does not imply
emotional and social detachment (Kittay, 1999). The care workers
in the group homes we talked to would agree, at least in word. But
their actions or, perhaps more accurately, their care practices did
not always agree with their words.

Providing homes for people with intellectual disability is a cen-
tral goal of deinstitutionalisation policy. However, home is under-
stood in current disability policy mainly in terms of privacy and
self-determination, for example as the right to one’s own room in
a group home. Having a private space is undeniably also impor-
tant for persons with PIMD. However, it can also mean loneliness
if they are simply left alone and isolated in their own rooms.

The practices of some of the group homes positioned social
interaction at the margins of care work, whereas in some other
contexts social relations and interaction were valued and care
work was conducted accordingly. These were group homes where
just hanging out and having fun (see Johnson, Douglas, Bigby, &
Tacono, 2012b) were seen valuable, and all inhabitants, regardless
of their impairments, were encouraged to relate to other people.
The staff engaged with each person’s individual way of communi-
cating and acting, no matter how quirky they might have seemed.

The differences between group homes cannot be explained me-
rely by different resources. The differences have to do more with a
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care culture that either ensures or does not that the resources are
used in ways that enable social relationships. If the value of social
life for people with PIMD is not recognised, it is unlikely to mate-
rialise. Interestingly, when Reetta asked the care workers in Ella’s
group home about the central values and aims of their work, they
immediately provided well-thought-out and well-articulated an-
swers in which, for example, the need for social interactions was
acknowledged. But care workers in Hugo’s and Frida’s groups had
difficulties engaging with the question. We do not, however, wish
to suggest that the differences between group home care cultures
depends solely on individual care workers and their ‘attitudes’ or
awareness of the aims and values guiding their work. One possi-
bility would be to explain the differences regarding care culture
as matters of leadership. In their study, Clement and Bigby (2010)
underline the importance of the way each individual group home
is managed. Leadership is undoubtedly important in the process
of implementing the values and aims of the care work, but le-
adership as such rarely explains the differences in group home
care cultures. After all, managers and house supervisors work in
organisational structures that force them to prioritise different
work tasks (Clement & Bigby, 2010).

Epilogue: Ella at a rock concert

What might social inclusion look like and what would it require
in the case of persons with PIMD? Consider the following episode
from our ethnographic data. This episode took place in a park in
the middle of a city, in a busy open-air concert. After having ca-
refully thought through Ella’s preferences (she very much enjoys
rhythmic music) and the activities accessible to her (she has a sub-
stantial visual impairment), Ella’s PA decided to take her to a rock
concert in a park, to enjoy the music and the outdoors.

Ella and her PA (as well as Reetta) are sitting on a lawn; Ella is
rocking herself along with the music, surrounded by other people.
This episode represents how the intimate and public layers of so-
cial participation intertwine: Ella’s and her PA’s mostly non-verbal
interaction and closeness, and how the emotional and physical
support provided by the PA enables Ella to take part in this event,
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enjoy the presence of others, different sounds and noises, the bre-
eze of the wind and the warmth of the sunshine.

We are sitting on a lawn, surrounded by people, some distance
away from the stage but still close enough to hear the music cle-
arly. PA moves his rucksack behind him and lies down, head on
the rucksack, next to Ella. Ella is sitting and rocking herself in a
low pace, PA touches Ella every now and then, Ella takes hold of
PA’s hand and claps the ground and/or PA’s belly with his hand.
Sometimes Ella stops rocking, gaze lifted up, smiling. [Wind is
blowing to the spot where we are sitting; it seems that Ella stops to
feel the breeze in her hair.] After a while Ella grabs some grass and
sticks of the ground to take them into her mouth [as she had done
previously], I take these off her hand, and finally the PA draws
Ella back to lie against him [in order to stop Ella from eating grass
and soil]. Ella stays leaning her elbows against PA and her head to
her hands, sometimes clapping PA’s hand with her own hand, but
otherwise looking very peaceful, listening to music, smiling.

This moment of inclusion in a park can be read as an end pro-
duct of a long process that required the kind of culture in Ella’s
housing unit that has nurtured social interaction and belonging,
acknowledged Ella as a social being, and worked insistently with
her to develop the means to strengthen her social life. It also requi-
red financial resources in the form of personal assistance (which
is very uncommon in Finland for people with PIMD) and, finally,
a PA who is personally committed to working with Ella, to trying
new activities, surroundings and events so that Ella can develop
new areas of interest, and new spheres of inclusion.






Chapter 5: Age-Appropriate Lives

Introduction

In this chapter, we will analyse cultural conceptions about
youth in relation to young adults with profound intellectual and
multiple disabilities. Our starting point is a realisation that took
place during the fieldwork: while our research participants were
of different ages, it seemed that their chronological age had only
a little, if any, significance in their lives. This was especially appa-
rent in relation to the ways their support, services and everyday
lives in general had been organised. But, while the service system
did not appear to be sensitive to age, our data included numerous
comments and thoughts related to chronological age by staff and
family members. This contradiction seemed most poignant when
looking at the youngest participants of our study, who were in
their early twenties during the fieldwork.

The research literature has repeatedly highlighted how most
people with intellectual disability still face barriers in the pursuit
of full adult status; they have commonly been conceptualised as
eternal children, and are often subjected to infantilising practices
(e.g. Baron, Riddell, & Wilson, 1999; Bjarnason, 2002; Johnson
& Walmsley, 2010). Additionally, research focusing on transitions
of young people with severe or profound intellectual disability has
highlighted the problems arising from the lack of forms of support
and services that meet the specific needs of this group of young
people (e.g. Clegg et al., 2008; Gauthier-Boudreault, Gallagher, &
Couture, 2017).

While the existing research on young people with intellectu-
al disability has produced valuable observations concerning the
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inequalities that they face, the notion of youth (like any other age
category) seems to be treated as self-evident truth in this body
of research. We would argue that concepts like ‘adult status’ or
‘age-specific-needs’ are unintelligible in the case of young persons
with PIMD unless the qualities and cultural meanings attached
to different age categories are unpacked properly. Age categories
need to be analysed in order to make visible the cultural ideals
and norms linked to them. Thus, in order to make sense of ac-
counts such as ‘he is, after all, a young man’, as one care worker
referred to Hugo, we need to unpack meanings attached to ‘being
young’, and how they relate to the young person in question.
Our analysis here focuses on data produced with one partici-
pant, Hugo, a young man in his early twenties. In Hugo’s life the
question of youth was especially pronounced: while Hugo lived
quite an active life during the fieldwork due to his current status
as a student, his life in general was described by people close to
him as ‘narrow’ and lacking the qualities that Hugo ‘as a young
man’ should be able to access. We felt that these arguments reso-
nated with the focus of our study, the question of a good life, be-
cause these kinds of statements seem to assume that young people
should be able to pursue certain things in order to flourish.

What difference does age make?

What caused us to pay attention to how age was addressed in
our data and to wonder the (in)significance of age in this context
was most likely the tradition of normalisation that we as Nordic
academics have absorbed since student days. Normalisation in its
different forms has had a profound impact on intellectual disa-
bility service systems around the world, especially in the Nordic
countries (e.g. Culham & Nind, 2003; Simpson, 2018). It is based
upon the conviction that persons with intellectual disability should
have access to ‘patterns and conditions of everyday life which are
as close as possible to the norms and patterns of the mainstream
of society’ (Nirje, 1970, p. 62), and that they should be able to, as
much as possible, establish and/or maintain personal behaviours
and characteristics that are typical in the culture they happen to
live (Wolfensberger, 1972, p. 28). One crucial demand that nor-
malisation entails is respect for age-appropriateness in all areas of
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life that affect one’s status and identity in a given culture. In short,
people with intellectual disability should have the opportunity
‘to undergo normal developmental experiences of the life cycle’
(Nirje, 1969, p. 182) and do what members of their peer group of
the same age are doing; adults with intellectual disability should
be recognised as adults with the same expectations, demands, li-
berties and responsibilities as other adults (Wolfensberger, 1972,
pp. 180-1871).

In practice, as William Bronston (1976, pp. 508—511) advi-
ses, this all means that adults with intellectual disability should
live like adults in general do; in apartments that are not furnis-
hed like nurseries but in ways that are typical for people of their
age. Ordinary life rhythm means that they do not necessarily need
midday naps and that they can study and work according to an
ordinary schedule. Persons with intellectual disability should also
be able to enjoy similar rights as their peers regarding mundane
things such as health care, movement, privacy, work, leisure,
socialising, drink, smoking and sexuality. Finally, since appea-
rance is a powerful interpreter of age, it is important that one’s
clothing, accessories, hairdos, cosmetics and so on are in line with
one’s age. If the previous considerations are violated, ‘a dehuma-
nizing cycle evolves: A handicapped adult is seen and treated as a
child’ (Bronston, 1976, p. 510).

While age-appropriateness has achieved an established position
in the services as an important instrument for achieving equality
for the service users with intellectual disability, it has also been
criticised for resulting in the kinds of practices that restrict pe-
ople’s agency when their preferences and behaviour have been in-
terpreted as being inappropriate in relation to their chronological
age (e.g. Forster, 2010). It has also been argued that the normali-
sation principle has lost relevance in the services during the past
decades, as other concepts such as inclusion, empowerment and
citizenship have taken a firm position as guiding principles in di-
sability services (Vesala, 2010).

Our discussion here returns to the arguments concerning
age-appropriateness raised by the normalisation principle. As
mentioned above, our data suggest that age still has relevance
for the professionals when making sense of the quality of servi-
ces, and, ultimately, of the lives of the service users. We focus in
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particular on the possibilities and restrictions that the applica-
tion of the principle of age-appropriateness might produce to the
lives of people with PIMD (Forster, 2010). Additionally, our aim
here is to contribute to the academic discussion concerning com-
plexities and tensions faced in the implementation of policy re-
commendations in relation to people with PIMD (e.g. Bigby et al.,
2009; Parry Hughes et al., 20171).

Hugo

Hugo lives in a group home, where he has his own room with a
bathroom. Four other men, all older (some considerably older),
also reside there. The group home is part of a larger housing unit
that consists of four group homes altogether. Hugo moved to his
current home a few years ago from an intellectual disability in-
stitution, where he had lived since he was 11 years old. Moving
to the group home and getting his own private room presented a
major transition in Hugo’s life. He was also studying in a vocatio-
nal special education school at the time of the fieldwork, which
provided Hugo with lots of new activities and social contacts.
Hugo does not speak or use any alternative (formal) commu-
nication method. Interaction with him is based on gestures, facial
expressions and touch. The people who work with Hugo think
that he is quite easy to interpret: he clearly expresses when he is
content and when he is not. The interviewed care workers also
described Hugo as a determined person who indicates (for ex-
ample, by shouting) when he is in need of attention or help. Hugo
has cognitive, physical and visual impairments. He has cerebral
palsy and uses a wheelchair. He requires help in feeding, dres-
sing, and caring for his personal hygiene. He is unable to move
his wheelchair on his own, but he can lift his hands and point
at things. When sitting up, Hugo is able to hold his head up and
turn his head. Controlling his body does, however, require lots of
effort, and he gets exhausted easily. Hugo’s physical well-being
was a repeated topic during the fieldwork and the professionals
who worked with him felt that it had been neglected ever since his
transition from school to adult services. He had had no therapy of
any kind for his spasticity, which made him very tense and tired,
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and which made even his dressing difficult. However, during the
fieldwork, Hugo began physiotherapy with the aim of relaxing his
body and increasing his mobility.

Reetta conducted a three-month period fieldwork, spending
two days a week at Hugo’s group home and at the school that he
attended every weekday. At that time, these constituted the only
contexts of Hugo’s everyday life: since Hugo had no additional
support (e.g. personal assistance) or hobbies, he had practically no
opportunity to engage in activities outside these contexts. While
major changes had taken place in Hugo’s life recently in terms
of housing and education, his life was generally characterised as
‘narrow’; he had a very limited social network and only occasi-
onally did he have the chance for leisure time outside the housing
unit. At home, Hugo spent a lot of time alone. Hugo needed help
and support to initiate and maintain social interaction. Other re-
sidents in his group home also had extensive support needs and
multiple impairments that affected their capacity to communicate.
Staff resources in the group home were very limited, and the staff
who were there were primarily allocated to basic care tasks. As
a result, while Hugo was repeatedly described as being sociable,
in practice he had very limited opportunities to socialise. Hugo’s
leisure time was filled with activities that he could do on his own:
he enjoyed listening to music and audiobooks lying in his bed and
was engaged with this activity for hours, every day.

The data analysed in this chapter consists of four interviews
discussing Hugo and his life: interviews with Hugo’s mother, two
care workers working in his group home and his teacher in the
vocational school. The care workers and the teacher were in char-
ge of Hugo’s individual care and educational plans, as well as
being involved in the everyday care work.

In our analysis, we draw from analytical perspectives develo-
ped in the field of sociology of age. Our analysis has been particu-
larly inspired by notions concerning the naturalisation of age: at
the same time as age is something that is always accomplished (by
acting in ways that conventionally signal age), it also is something
that becomes invisible when it is ‘done’ appropriately — when we
‘act our age’ (Laz, 1998). We only become conscious about age
when someone ‘fails’ to act according to normative expectations
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related to, say, adulthood. In these moments, age suddenly requi-
res explanation. Our analysis was motivated by the notion of the
accountability of age (Laz, 1998; Nikander, 2000); we wondered
why our interviewees needed to account for age, and what is done
with these accounts — what kind of arguments are built around
the notion of youth.

The meaning of youth

[Reetta asks from the care worker what has school brought into
Hugo’s life] Well, now he’s got a normal everyday life. Like leaving
for school or work. Young person. He used to go to the day centre,
as a half-day [client], but that did not meet Hugo’s needs at all.
There [at school] they have, lots of activities since Hugo comes
home tired. And it’s good when you are tired after work or school
day. And I feel that there are a lot less of those yelling attacks.
Which he had at one point. It could have been that the young per-
son was bored, here in the middle of the ‘fossils’. Since it is quiet,
the upstairs gang is quite old, the downstairs group is younger. So
it [school] has really brought lots of substance into Hugo’s life.

The conception of youth appears culturally very particular in
our interviewees’ talk. In the extract above, for example, being
a young person is directly associated with ‘normal everyday life’: a
life in line with Western societal conventions of an individual who
is active, who goes to school or to work. This kind of image of
‘normal youth’ also resonates with current youth policies, whe-
re young people not going to school or work (so-called NEET
youth) are immediately problematised. In our data, the notion of
being active, however, includes any activity that takes place out-
side one’s home. Thus, leisure activities taking place outside one’s
home would be considered a sign of a normal, active life. The in-
terviewees also conceptualise the ideal of ‘being active’ in relation
to passivity and lack of activities: a state of being that very much
characterised Hugo’s life before he started his current studies.

[Reetta asks about a good life, whether Hugo is living a good life]
‘Well the good thing is that he is currently studying, that he got
into this school. And at home, like a good life. Um. Well, what
I would like to happen, I'm not sure, it might be a struggle, but
that Hugo would have some more, like hobbies, or like, activities.
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And some, like friends. That Hugo’s life at home is like quite ste-
reotypical, like same all over again. Like the good thing probably
is that the basic needs are met every day, of course, not talking
about that. ... But, well. Like those social skills and the psycho-
logical ones. That Hugo’s life is pretty basic, quite narrow like,
nothing really happens.

When analysing these representations of youth and good life,
our thinking was immediately drawn to questions concerning
age-appropriateness and its usage in the services for people with
intellectual disability. While age-appropriateness has worked in
the services as an important tool for enhancing equality of the
service users, it has also been noted that the services have adop-
ted a very particular interpretation of age-appropriateness — one
that emphasises cultural normativity of action (e.g. Forster, 2010;
Vesala, 2010). This notion seems to also be relevant in relation to
our data. The care workers’ accounts draw on a culturally speci-
fic, normative conception of youth. Additionally, these accounts
can be interpreted to suggest that this conception can and should
be applied to Hugo in an unfiltered fashion. Firstly, according
to these arguments a young person should live an active life, go to
school or work, and have friends and hobbies, and, since Hugo is
a young person, his life should be measured against these norma-
tive expectations regarding youth. Secondly, in the care workers’
accounts, certain needs are connected to ‘being young’. It is not
just an active life that Hugo needs — he has also specific psycholo-
gical and social needs that are part of ‘being young’ (see Gauthier-
Boudreault et al., 2017).

Should we think that people of Hugo’s age ought to live an ac-
tive life, according to the prevalent normative conception of youth
in all areas of life in the spirit of normalisation (Wolfensberger,
1972,pp. 180-181),the principle of age-appropriateness faces pro-
blems. As Forster (2010, p. 129) has argued, age-appropriateness
‘could be used to deprive an individual of activities others
consider inconsistent with the person’s chronological age’. This
would be particularly harmful in the case of people with PIMD
since the vast majority of their practical needs do not have age-
equivalent corollaries because their ‘comprehension of the soci-
al world, and in turn the person’s social interaction needs, are
quite distinct from that of age-equivalent peers’ (Forster, 2010,
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p. 130). Thus, if strict age-appropriateness were applied, we
would have to take away from adults with profound intellectual
disability their precious teethers, dolls and bedtime toys, and we
would have to prevent Hugo from listening to his favourite fairy
tales or watching his favourite cartoons. That would be a way to
suppress the little self-determination he has the chance to practise
in his life.

Perhaps, then, limited use of age-appropriateness would be fea-
sible, meaning it would be used ‘as a principle for opening up op-
portunit[ies] in a person’s life’ (Forster, 2010, p. 13 1). This kind of
policy would, in fact, be in line with the care workers’ way of thin-
king as well. In our interpretation, they use age-appropriateness
to highlight the inequality Hugo experiences, to stress his right to
lead a more active life, and to have better access to the kinds of
experiences that young people of his age usually have. In addi-
tion, when the interviewees talked about youth and active life,
they were calling for more activities, friends and hobbies without
taking a stance as to what they should look like (e.g. what counts
as friendship). This is the kind of mentality that takes into account
both objective ideals (e.g. active life) and Hugo’s subjective prefe-
rences. These arguments are, however, based on notions concer-
ning Hugo and his life circumstances: how he enjoys socialising,
but still spends lots of time alone; how his everyday life has inclu-
ded long periods with very little activities available to him.

When we continued to analyse the above extracts in more de-
tail and focused specifically on what kinds of qualities were at-
tached to Hugo and PIMD in general, and how the differences
between Hugo’s life and an ‘active life’ are explained, we noti-
ced that the accounts were critical of the service system. In the
second extract, the care worker explicitly associates the ‘stereo-
typic’ nature of Hugo’s life to the way his life has been organised,
not to Hugo himself: stereotypic life is not the result of profound
intellectual disability as such; it is the result of insufficient and
inappropriate services (lack of activities, hobbies and friends).
Consequently, accounts that emphasise activeness also challenge
dominant understandings of PIMD as a passive state, characte-
rised by deficiencies and limitations. ‘Being active’ is represented
as congruent with Hugo’s needs, as beneficial to him, and, most



Age-Appropriate Lives 121

importantly, as something a person with PIMD can also be. By
suggesting that there are some age-specific needs, attention is tur-
ned away from Hugo’s impairments. With the youth talk, the care
workers thus point out how Hugo is not just a person with pro-
found intellectual and multiple disabilities but also, and perhaps
more importantly, a young person.

Youth talk and the post-institutional care system

Hugo’s age was mentioned early on during the first days of the
fieldwork when Reetta talked about Hugo’s interests and preferen-
ces with the group home’s personnel. They explained that Hugo
loves to listen to audiobooks, especially a particular CD of fairy
tales, which was almost worn out due to its repeated use. Similar
discussions occurred when the care workers looked for television
programmes that would interest Hugo. Usually, Hugo watched
children’s programmes. According to the care workers, this was
because there was only a limited number of programmes directed
to grown-ups that were accessible (e.g. plain language). It seemed
that the care workers felt they had to explain and justify these
choices, and openly stated their awareness that these programmes
were not age-appropriate. At the same time, the care workers
emphasised how these programmes, books and music were the
ones Hugo enjoyed and the ones that were accessible to him.

Age thus was a concern for the care workers — an issue
they were aware of and sensitive to. We made similar observa-
tions with our other research participants: the professionals
working with them repeatedly discussed our participants’ prefe-
rences in terms of music, clothing and activities, and how these
related to their chronological age. While we immediately interpre-
ted these accounts as making visible how age-appropriateness is
still used by the care workers as a central way to make sense of
the values and targets of their work, we were however somewhat
confused why this topic had to be repeatedly raised with us. It
seemed that age had to be accounted for in these moments where
the practices did not follow the (unwritten) rule of age-appropri-
ate behaviour.

The concept of age is ultimately normative: “‘When we say “act
your age” we press for behaviour that conforms to norms’ (Laz,
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1998, p. 86). And, when we fail to act our age, we need to account
for our action (Laz, 1998; Nikander, 2000). In the intellectual di-
sability service system, however, this accountability is placed on
the care workers: it is not Hugo who ‘fails’ to ‘act his age’, but
instead it is the care system — and ultimately the care workers —
that fail to provide him a life that parallels his chronological age.
This is why age needs to be addressed. And, indeed, in the inter-
views Hugo’s age was mainly discussed in relation to the wider
question of how the care system is able to respond to needs of care
users, of different ages:

[T ask the care worker how does good life materialise in Hugo’s
life] We listen to Hugo when he’s got something to say. And we
try to find means of expression so that Hugo can express what
is [the matter]. And of course, if we had better resources, going
outside the house more during weekends. He is anyhow, well, he’s
not like middle-aged yet. And well, the middle-aged do go [out]
too (laughs).

The Finnish intellectual disability system is still going through de-
institutionalisation of services: while transition to and developme-
nt of community care has been the primary policy emphasis since
the 1970s, some individuals with intellectual disability are still
living in intellectual disability institutions. Deinstitutionalisation
is also strongly present in our data: four out of six of our research
participants had moved out of these hospitals, three only recently,
and many of the care workers participating in our study had also
at some point worked in these institutions. While our research
participants’ homes were located in ordinary neighbourhoods,
they lived in large housing units, with little or no influence over
where and how they live. The aim of these services is to provide
service users opportunities to live ordinary lives in ordinary sur-
roundings. However, the limited availability of support and staff
often means that the service users, who have extensive needs for
support, actually have very limited possibilities to participate in
activities outside their living units.

Bearing in mind the history of the disability service system,
the care workers’ comments concerning age can be conceptuali-
sed as moral accounts (see Bergmann, 1998). With references to
Hugo’s age, the interviewees make visible their critical stance in
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relation to the current state of the services. These accounts form
a counter-narrative that challenges the dominant policy discour-
se and exposes the institutional qualities of care still present in
intellectual disability services. Thus, when the interviewees point
out the narrowness of Hugo’s life, or the limited opportunities
of the care users to take part in activities outside one’s home, as
in the extract above, the interviewees produce concrete and criti-
cal examples of how the services do not live up to the values and
targets of the current policy.

The above extract makes visible also how the youth talk can
be used in the services, and why there is a need for these types
of argument. Hugo’s age can be used as an argument in negoti-
ations concerning the use of limited (staff) resources in the unit.
While on a general level Hugo’s right to self-determination (‘to be
heard’) and social inclusion (‘get out of the house’) is recognised
by the care workers, in everyday care work the use of resources is
considered from the viewpoint of all the residents in group homes.
When time and support are distributed from a shared ‘pot’ of li-
mited resources, care users’ interests might collide. Thus, referen-
ces to age and related needs can be used to emphasise the special
importance of Hugo having opportunities to live an ‘active life’.
Since the principle of age-appropriateness is still acknowledged,
age also makes a powerful argument within the service system.

Youth lost in the service system

Earlier research has highlighted how there is a general lack of
specific services targeted to young persons and young adults with
profound intellectual disability; in the transition from children’s
services to adult services, activities and support tend to decrease
(e.g. Gauthier-Boudreault et al., 2017; Hudson, 2006; Morris,
1999). Similarly, the availability of different types of rehabilita-
tive services, such as physiotherapy or speech therapy, tends to
decrease after paediatric services, and the criteria for entitlement
for these services become more stringent. Usually, young people
and their families have only limited post-school options to choose
from. In Finland, the typical option offered is a placement in a day
activity centre. These units, however, cater for service users of very
different needs and ages and have a high user-to-staff ratio.
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In Hugo’s life this lack of suitable support and service had actu-
alised in all the major transitions: in his move from childhood
home to intellectual disability institution (which was at the time
offered as the only available option), and also in the transition
from comprehensive school to day activity centre (Mietola, 2018).
While the interviewees felt that major positive changes had taken
place in Hugo’s life recently since he moved to the group home
and started school, general worry and criticism towards the servi-
ce system is still present in the data:

Teacher: Well, I’ve understood that there is a background of mul-
tiple years, that Hugo had transferred to the day activity centre,
kind of directly from the comprehensive school. So like, multiple
years, have gone kind of down a pit. That has been a young man’s
active time like many years have gone in a way that there might
not have been active support there so that Hugo could bring out
his own expression and such.

In the above extract, the teacher describes how after comprehensi-
ve school Hugo’s path has ended up in ‘a pit’. With this metaphor,
the teacher refers to the void between children’s and adult services
(Morris, 1999). While the metaphor points out the lack of specific
services targeted to youth, the teacher’s account also underlines
how this fall into the pit has materialised as a break in Hugo’s
life course and development. The lack of active support in the
critical years of young person’s life has not only deprived Hugo of
learning but also questioned the efforts of maintaining the already
acquired skills (Gauthier-Boudreault et al., 2017). The teacher’s
account does not merely emphasise the specificity of young pe-
ople’s needs but also highlights how the service system ignores
youth as a specific phase of life, as a time of change, development
and learning (see Priestley, 2003). This builds a harsh contrast
between the ways young people are approached in Western so-
cieties in general, as a future resource, and youth as a state of
becoming (see Honkatukia, 2017).

During the interview, Hugo’s teacher also verbalised the key
differences between school and day activity services; it is not only
a matter of resources but the target of the services. In schools, all
activities are planned and evaluated with learning and develop-
ment in mind (as required by the national curriculum), whereas
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the social services lack a similar binding goal. Thus, the transition
from school to day activity services also means a significant
change in terms of expectations and goals: what is expected from
an individual and what kinds of future plans are made for him or
her. Instead of making future plans by supporting and making use
of existing skills (and setting new goals for learning and develop-
ment on top of them), the services might not even recognise these
skills — or even approach the young person as an individual with
the potential for learning and development in the first place.

Teacher: Like here [at school] we are now using loads of resources
on that one student, for one to three years, and do lots of work,
and have quite intensive time. But does that carry, if there are no
services later on? Or that it [resources] falls into a total minimum.
And then, there are no resources, like there in the group home, or
elsewhere. So like, where does it lead to.

[T ask Hugo’s mother what her thoughts and hopes are concerning
Hugo’s future, after school] Well they don’t have anything simi-
lar then, like where Hugo could continue, there isn’t. Where they
would still [train] the communication skills and such, like would
in a similar manner train, but other than that, I don’t really know.
... The danger is of course that those skills acquired when you
don’t keep them up, then they will decline. And there will not be
available any learning [of] new [skills], you need to support lear-
ning. So it’s like really sad, I think.

In the above accounts, the teacher and mother express their
worries regarding Hugo’s future. While lifelong learning has an
established position in education and disability policy internatio-
nally, our data suggests that the right to lifelong learning is not
recognised in the case of persons with PIMD. Rather, the lives of
our research participants were characterised by stagnation. Even
with the youngest research participants in their twenties, there
was a notable lack of discussion among the care workers about
their future plans or personal life objectives. It seems that there
is no need for such planning or visioning when the service user is
placed into appropriate housing and day activity services. While
there might be a discussion concerning different types of rehabili-
tative services or possibilities of getting support person for leisure
activities, the bigger picture remains unchallenged.
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This type of stagnation is most poignant in the case of a young
person, like Hugo. Everyone working with Hugo emphasised the
positive impacts of going back to school, and some expressed con-
cerns about his post-school options. However, there seemed to be
very little consideration of how the service system could provi-
de Hugo lifelong opportunities to develop to his fullest potential.
Instead of expecting a transition that would provide him with
more opportunities, the interviewees expect another fall into a pit.

Returning to our discussion about the parallels between the
lives of Hugo and his non-disabled peers, the most poignant diffe-
rence for us is the way youth as a stage of planning and visioning
is not present in Hugo’s life. The fact that his life course deviates
from the normative life course seems to mean that there is a lack
of ““horizon” for orientation and planning of life’ (Kohli, 2007,
p. 256). There is no plan B, an established narrative for visioning
and forming a dignified life plan for a young person with PIMD.
It is not only youth that might get lost in the system but also a
vision of the future.

Conclusion

We have discussed in this chapter the ways professionals in the
care system talk about youth in order to highlight and promote
young care users’ rights. This kind of tactical use of the principle
of age-appropriateness allows the care workers to discuss proble-
matic aspects of the current services, and make concrete claims for
change in a service system that already recognises the worth of the
principle. The youth talk provides the interviewees also a means
for ‘indirect mode of moralising’ (Bergmann, 1998); by addressing
Hugo’s age, the interviewees draw attention to urgent problems
present in the care service system, or even in the service unit they
work themselves. With the youth talk, they make us researchers
aware of their critical views, and about their personal and pro-
fessional values and targets, even if these contradict the everyday
realities of the services.

The existing body of research has shown how people with intel-
lectual disability have traditionally been deprived of recognition
of their adulthood. We have, however, paid attention in this chap-
ter to how Hugo, and other persons with PIMD, may not even be
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recognised as young people, with the interests, needs and rights
young people tend to have. Our analysis suggests that, in the case
of young people with profound intellectual disability, youth as a
phase of life gets lost in the intellectual disability service system.
Admittedly, the general policy of lifelong learning or reaching
‘one’s full potential’ might seem abstract and difficult to put into
practice in relation to people with profound intellectual disabili-
ty (see Kauppila, Mietola, & Niemi, 2018). Still, the worries rai-
sed by our interviewees concerning Hugo’s future, in particular
in relation to development, learning or even change, are worth
noting. In our view, without future-orientated plans, the wider
questions about targets and commitments of care and services,
or even considerations about good life, are overrun by practices
that merely keep the service users ‘content’ and fulfil their basic
needs regarding housing, food and hygiene (but nothing else). The
element of warehousing, the ‘narrowness’ of the lives of the care
users, is not accidental or merely a result of insufficient resour-
ces. We would argue that it is also the result of the lack of ethi-
cal engagement with the meaning of a good life for persons with
PIMD. In other words, the system in its all goodwill has focused
on meeting the basic needs for food, rest and bodily health but
ignored more general engagement to think and vision what kinds
of ideals, norms and values should guide its policies and practices.
The current services offer very limited opportunities to our re-
search participants to experience anything new. It is likely that
Hugo’s interests and preferences will stay the same, and they con-
tinue to be met in a similar manner. In other words, Hugo will
stay the same because he is not given the chance to change. While
Hugo appears content, it is a different matter whether he lives a
good life within a service system that too often settles for ware-
housing and stagnation. In his care workers’ view, a good life is
about genuine opportunities for new experiences (‘get out of the
house’), to learn new skills and maintain the ones he has. These
opportunities require options and resources from the service sys-
tem. Similarly, attaining these rights would require the service
system to approach individuals with PIMD and their needs in a
new way: not as fixed objects of care but as changing subjects
with dreams and aspirations. If we do not know what they might
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be, we can either give up and resort to warehousing or offer these
persons new sources of experience in order to work out what new
skills and experiences would be in line with their personalities.

Epilogue: making sense of age-appropriateness

The normalisation principle has taught us that chronological age
is a significant factor in the organisation of societal services, in-
cluding the intellectual disability service system. When they are
perceived as children, people with intellectual disability cannot be
granted the rights and status that humans in general are entitled
to. Sensitivity to chronological age thus seems justified in order to
guarantee the respect and recognition to which people with intel-
lectual disability are entitled to as fellow human beings. But, when
age-related concerns are expressed in very concrete terms with
references to, for example, fashion (Bronston, 1976), they very
soon become outdated since such phenomena change constantly.
Age-related norms are inherently cultural and contextual. It is not
a law of nature that it is appropriate for someone to wear high
heels and make up after the age of 15 or to take afternoon naps
before the age of seven or after 7o. This is despite the fact that
age is often seen as an objective fact defined chronologically by
the number of years one has lived. But there is nothing inherent in
numbers and the number of years one has lived. What matters is
the way chronology is given meaning by using it ‘as an organizing
principle for individual and social life’ (Laz, 1998, p. 92).

Age is in many ways comparable to gender. Biology sets some
limits on gender and age categories, but it is the cultural expecta-
tions conveyed through socialisation that makes males and fema-
les become masculine or feminine, or that makes children become
adolescents and adolescents become adults. In other words, ‘age
and gender become attributes of individuals as they learn, inter-
nalize, and ultimately act in accordance with norms associated
with particular roles’ (Laz, 1998, p. 94). Chronological age, like
gender, controls and guides people’s behaviour by setting stan-
dards for acceptable or desirable behaviour, appearance, clothing
and other signifiers that enable us to categorise people as women,
middle-aged or what have you.
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But perhaps these considerations do not compromise the legi-
timacy of normalisation and its principle of age-appropriateness.
After all, the original advocates of normalisation were well aware
of the cultural and contextual nature of disability and normality
(Nirje, 1985; Wolfensberger, 1972, p. 28) and they understood
that concepts such as ‘normal life’ or ‘age-appropriate’ should be
understood in terms of a given culture. The standard for ‘normal
rhythm of the day’ or ‘normal development experiences of the
life cycle’ (Nirje, 1970) is set by the cultural context, not by some
universal principle. The goal of normalisation was always the at-
tainment of the cultural norm.

When unpacking the significance of age for persons with pro-
found intellectual disability, developmental psychology comes in-
evitably into play, especially in the Western world. As Priestley
(2003, p. 65) argues, ‘Discourses of normal child development are
significant, because they impact directly on disabled children’s li-
ves. It is developmental psychology, after all, that has set the stan-
dards for ‘normal’ child development where children are seen to
develop through a sequence of predictable and measurable stages
(Priestley, 2003, 64). Children are expected to learn to crawl, walk,
talk, read, write and so on at a certain age; this is why schools,
for example, are organised around assumptions regarding normal
child development (Kivirauma & Kivinen, 1988). While the inten-
tion of these psychological accounts may be purely descriptive,
in reality they have become normative justifications for various
institutional arrangements such as removing children with special
educational needs to special classes or special schools (Kivirauma,
1998). Ultimately, however, it is the norms and competencies
of independent adulthood that define the goals and milestones of
normal psychosocial development (Priestley, 2003, pp. 65, 120).

Erik Erikson’s influential theory of psychosocial develop-
ment is a textbook point of departure (in the Western context)
to understand human development and the significance of age.
Erikson argued that human beings develop in eight stages, and
their psychological needs are determined in relation to social re-
quirements. Each developmental stage involves distinct tasks that
are triggered by a crisis, and successful completion of these tasks
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and resolving the related crises results in the acquisition of basic
virtues that one needs to lead one’s life successfully through its
different phases. For example, at school age, children typically
learn specific skills such as reading and writing and struggle to
accomplish achievements and abilities valued in society (indu-
striousness vs. inferiority). Should they fail, they develop a sense
of inferiority but, if they succeed at this developmental stage, they
develop the virtue of competence (e.g. Knight, 2016).

Similarly, during adolescence, the transitional phase between
childhood and adulthood, young people search for a sense of self
and identity (identity cohesion vs. role confusion). According to
Erikson, at this stage of development young people explore ideo-
logical and occupational options and various social roles with an
aim to integrate them with their talents, interests and social invol-
vements in order to experience some kind of psychosocial unity
and purpose in their lives: ‘Identity, then, is an integrative con-
figuration of self-in-the-adult-world” (McAdams, 2001, p. 102).
Adolescents, thus, try to make sense of themselves and build their
identity in the midst of erupting genital sexuality that ‘signals the
coming of full-fledged adult status in love and work’ (McAdams,
2001, p. 102). Successful adaptation to one’s bodily changes and
examination of one’s sexual and occupational identity leads to the
virtue of fidelity. And, as a young adult, one is expected to resolve
the conflict between intimacy and isolation, form long-term rela-
tionships and develop the virtue of love (Knight, 2016).

It is of secondary importance here what Erikson meant exactly
by ‘virtue of fidelity’ or ‘virtue of love’, or how sound his theory is
in the first place. Rather, the point here is that his theory reflects
and possibly in part explains (because of its influence) how we in
Western societies attach certain expectations and norms to certain
age periods. Because of its inbuilt normativity, Erikson’s theory
of psychosocial development resembles, interestingly, Aristotle’s
virtue ethics. Despite very different starting points and ways of
making sense of human lives, they both aim to illuminate what
makes one’s life go well, what the preconditions are for an indi-
vidual’s well-being and a good life. In both theories, virtues are
essential for succeeding in life or living a good life (or successful
and a happy life).
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Erikson’s aim was to describe how human beings, in fact, tend
to develop and what kinds of capacities and virtues they usually
need to fair well. Aristotle’s ethical theory, on the other hand, is
a normative theory where virtues serve the aim of being good
and acting well in a moral sense (Nichomachean Ethics, 1102
b 26; NE 1144 b 18). He saw virtues as traits of character or dis-
positions that make a person good and enable him or her to live
the good life (Nichomachean Ethics, 1106 a 15-17, 22—24). He
divided virtues into intellectual and moral, which are both habits
or habitual dispositions to act well under the guidance of reason;
living the good life implies both good judgement as to right and
wrong and character traits based upon internalised moral values
that enable one to live the good life (e.g. Hursthouse & Pettigrove,
2018; Hutchinson, 1995).

Both Erikson’s and Aristotle’s theories assume adult human be-
ings to possess a sufficient degree of intellectual capacities. To be
virtuous, to be able to live an adult life and the good life, requires
the kinds of capacities that are unattainable to many persons with
intellectual disability. From this perspective, intellectual disability
may be seen as something that contradicts or compromises huma-
nity, or that high intellectual capacities are seen to give humanity
and human lives special value (as many philosophers argue; see
Appendix). Children with intellectual disability fail to develop in
ways psychological theories and sociocultural demands assume
humans develop. In particular, people with profound intellectual
and multiple disabilities are unable to live up to the expectations
set by societal institutions that presume people to develop in a
certain way and pace. This is not only because of their cognitive
capacities (or mental age, as developmental psychologists may put
it) but, rather, because persons with PIMD do not go through the
expected and desirable stages of psychosocial development.

Persons with PIMD are a group of people that troubles the cul-
tural conventions and expectations regarding age. It makes sense
to arrange intellectual disability services, at least to some extent,
according to cultural norms with reference to age-appropriate be-
haviour, fashion, appearance and so on — simply to avoid infanti-
lising persons with intellectual disability. Nevertheless, it is clear
that age-appropriateness is a problematic principle for persons
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with PIMD. People like Hugo do not, cannot and should not be
bothered about ‘acting their age’. If the freedom to choose one’s
life according to one’s own liking applies to all people, then the
prior entitlement of all people, including persons with PIMD, is
to have a life that is in line with their preferences, interests and
well-being. If a life for Hugo that looks like him, as it were, is in
conflict with the principle of age-appropriateness, that is just too
bad for that principle.

People with intellectual disability continue to be conceptuali-
sed, especially in the media, in terms of their ‘mental age’, thus
being on the level of, for example, two-year-old children. These
kinds of descriptions tell very little about the people in question.
Even if one accepted such descriptions, probably no one would
deny that a 50-year-old person with the alleged intellectual capa-
cities of a two-year-old would have 50 years of life experience. He
or she has likely developed various emotional attachments, aest-
hetic tastes, preferences regarding bodily pleasure, and so on. But,
since persons with PIMD need assistance to develop new likings
on their own, we face the question about the limits of introducing
new sources of experience and pleasure to them.

Consider stimulants: to what extent it is justified to introduce
them to persons with profound intellectual disability? Some of our
research participants drank coffee but none of them drank alco-
hol. That may be because they are, in fact, seen to be like children,
and children are not supposed to drink alcohol. Or it could be due
to the fact that alcohol is by default considered to be a problem
for people with intellectual disability as they are assumed to end
up misusing it (Simpson, 2012). What is often forgotten is that
alcohol is central to many social occasions; it plays a role in cul-
tural integration and especially a symbolic role in the transition
to adulthood, as Simpson (2012) points out. Alcohol, however,
continues to be a matter of worry and risk in intellectual disability
services, instead of matter of cultural inclusion or exclusion, let
alone a matter of autonomy and entitlement. To view exclusion
from alcohol as an example of social and cultural exclusion ma-
kes sense regarding individuals with intellectual disability who are
capable of expressing their will clearly and conducting their own
lives, possibly with assistance, but nevertheless by themselves. But
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the issue is more complicated when it comes to individuals with
profound intellectual disability.

Our intention here is not to provoke, let alone suggest that
we should start giving persons with PIMD alcohol with the in-
tention of getting them drunk. We merely wish to point out the
problematic nature of age-related norms and the principle of age-
appropriateness in relation to persons with profound intellectual
disability. If we think that it is acceptable to offer them, for ex-
ample, coffee, why could we not offer them a glass of white wine
to go with fish? While alcohol may not be a matter of right, and
one can well lead a good life without being able to enjoy, say, whi-
te wine, alcohol does perhaps constitute a complication regarding
the meaning of youth and adulthood of persons with PIMD. For,
if we think that abstinence is the only possibility for adults with
PIMD (other than for possible medical reasons), disability scho-
lars and policymakers promoting the principles of normalisation
and age-appropriateness would need to accept that they are not
fully fledged adults with a right to pursue things and activities
generally valued in their culture.

Thus, the meaning and significance of youth and adulthood is
far from clear with persons with profound intellectual disability.
That becomes even more evident in the case of sexuality, the topic
of the next chapter.






Chapter 6: Sexuality

Introduction: confronting the denial

This chapter explores the difficult issue of sexuality in people
with PIMD. The need for writing this chapter arose from an
embarrassing realisation of ignorance and negligence regarding
the possibility of erotic life for this group of people. One of the
main intellectual and ethical commitments of our research project
from the very beginning was to represent the lives of the research
participants in their full complexity. It was only after the field-
work that Simo realised that the ‘full complexity’ of their lives
had not included sexuality — it was not at the centre, not even
on the fringes of the initial research agenda. This chapter is a part of
the process of understanding and coming to terms with the sub-
conscious exclusion of a crucial element of humanity from a rese-
arch that had the intention of providing a thorough picture of the
lived experiences of profound intellectual and multiple disabilities.

Our failure to consider the possibility of sex in the lives of per-
sons with PIMD is by no means a rare fault in disability studies,
which as a research field has focused on examining various soci-
al and structural practices and mechanisms that exclude disabled
people from mainstream society. Since PIMD is a phenomenon
virtually absent from disability studies, it is unsurprising that the
sexual experiences of people with these conditions have not been
given consideration. Still, literature on sexuality with reference
to ‘milder’ forms of intellectual disability does exist in relation to
issues such as abuse, autonomy, consent, family planning, gender
expectations, identity, inappropriate behaviour, parenthood, fa-
mily and staff member views, sterilisation and vulnerability (e.g.

How to cite this book chapter:

Vehmas, S. and Mietola, R. 2021. Narrowed Lives: Meaning, Moral Value,
and Profound Intellectual Disability. Pp. 135-154. Stockholm: Stockholm
University Press. DOI: https://doi.org/10.16993/bbl.f. License: CC-BY 4.0.


http://https://doi.org/10.16993/bbl.f

136 Narrowed Lives

Abbott, 2015; Banks, 2016; Booth & Booth, 2000; Desjardins,
20125 Evans, McGuire, Healy, & Carley, 2009; Hamilton, 2010;
Hollomotz, 2010; Lyden, 2007; McCarthy, 2014; Turner & Crane,
2016; Wilson, Parmenter, Stancliffe, & Shuttleworth, 2o11). The
absence of people with PIMD in this research literature is striking
but also unsurprising due to some serious ethical and methodo-
logical concerns. These include, for example, uncertainties about
the criteria of consent and abuse, as well as how to make reliable
judgements about the ability to consent (Brown & Turk, 1992).
Apart from independent private masturbation, the almost inevi-
table notion regarding sex and PIMD appears to be something of
an absolute no-no. At least, this is the mentality that Simo caught
himself having subconsciously.

This unreflected prejudice of sex for people with PIMD as
unacceptable seemed wrong and needed to be analysed. So, what
we wish to do here is to confront this prejudice in the light of our
ethnographic observation and interview data. We will do this by
using Simo’s experiences and prejudices as a starting point,™ and
analyse them through the project’s empirical data, as well as with
some reflections on the ethically justified ways to enhance sexual
pleasure for this group of people.” The personal plays a signifi-
cant role in the general discussion of this chapter. Exposing the
personal in this context is only appropriate as we are in the posi-
tion to produce knowledge about persons who cannot do it them-
selves. This kind of power imbalance needs to be acknowledged
as non-disabled academics have a special responsibility ‘to pay
particular attention to issues of their own identity, their own pri-
vilege as non-disabled people, and the relationship of these factors
to their scholarship’ (Linton, 1998, pp. 152-153).

In addition to the very limited cognitive and communicative ca-
pacities, our research participants also have physical impairments

 The reason why Simo’s role in this chapter is so prominent is that it
was motivated and directed by his personal experience and thinking. It is
also a way to ascribe responsibility to him of its somewhat controversial
contents.

9 For the analysis in this chapter, episodes representing physical affection
that were not part of nursing or care were separated from the ethnograp-
hic data. References to the data are based on these episodes, as well as
Simo’s discussions with Reetta and Sonja.
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that restrict their mobility or ability to act independently. For ex-
ample, Frida and Hugo are entirely dependent on other people
regarding any activity; they are not capable of wheeling themsel-
ves and their hand movements are very limited, which means that
they cannot feed themselves, let alone masturbate independently
should they wish to do so.

During his previous encounters with people with profound
intellectual disability, Simo had become aware of their expres-
sions of sexuality but he had apparently pushed that knowledge
somewhere into the subconscious. This might have been due to
the inappropriateness of some of these expressions (e.g. public
masturbation). Sexuality in the lives of people with PIMD appa-
rently did not appear to Simo to be something positive, a sour-
ce of pleasure and affirmation. Rather, the positive potential of
sexual pleasure for them was overrun by his own anguish. The
main concern was not, in fact, to protect persons with PIMD from
exploitation and abuse but to protect Simo himself from the unp-
leasant feelings their sexual manifestations caused him.

Considering that the founding ethical conviction of this pro-
ject was the recognition of the inalienable worth of persons with
PIMD as fellow humans (Vehmas & Curtis, 2017), as well as an
ambition to understand what makes a good life for them, it is ne-
cessary to address the issue of sexuality — better later than never.
An account that dismissed a basic entitlement such as sexuality
would be defective as it would fail to do justice to their person-
hood, and their equal value as humans with the possibility to ex-
plore and express their sexuality.

Finally, it needs to be remembered that intimacy and physical
affection are continuously present in interactions with people
like our research participants because they need constant care
and support in all everyday routines. In other words, they are
constantly touched by other people, whether it is about toileting,
washing, being dressed or being moved from place to another.
However, while their everyday lives are filled with intimacy in
terms of nursing, only rarely did Reetta and Sonja witness other
moments of physical closeness or affection. This may be related
to the institutional culture of some group homes and day centres,
where our research participants spent a lot of time alone, with
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very few opportunities to express or receive physical affection or
to interact with other people.

Interpreting communication and consent

We approach the issue from a secular liberal viewpoint. In terms
of sex, this position would imply that virtually anything done vol-
untarily between two or more people is morally permissible. The
possibility to express one’s sexuality and form erotic relations with
other people is seen as a fundamental entitlement to all citizens
and often crucial to their well-being. Concerns about the possible
naturalness or perversity of any kind of sexual activity are insig-
nificant in this view; what matters morally is whether something
that took place was in line with that person’s preferences, and
whether it brought about pleasure or suffering (Primoratz, 1999;
Soble, 2002). This kind of general live-and-let-live maxim as an
ethical guideline undoubtedly leaves room for interpretation in
individual situations, especially when it comes to people whose
capacity for autonomous choice is questionable, things are far
from simple. So, even assuming that anything done as a result of
free and informed consent is permissible, various difficult ques-
tions remain. For example, how explicit and specific must consent
be? That is, when can we infer in the case of non-verbal persons
with limited or no mobility that they have consented to sex, and
must we know in advance in exactly what kind of acts, caresses or
positions they have consented to?

In our study, all our participants seemed enigmatic to other
people. Anna, a non-verbal woman in her 20s with very little
movement but who had recently learnt to wheel short distances
by herself, was the most challenging of the research participants
when