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® Summary: How did deinstitutionalisation affect the lives of people with intellectual
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literature review on the consequences of deinstitutionalisation for the target groups,
their social network and society at large. PubMed and Online Contents were searched
from 2004 till February 2016. Inclusion criteria were (I) article describes (a) conse-
quence(s) of deinstitutionalisation, (2) in Western countries and (3) the target group(s)
include people with psychiatric or intellectual disabilities. Sixty-one papers were found

and analysed to establish positive, negative or mixed results.
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® findings: The positive effects pertain to the quality of life of people with disabilities
after deinstitutionalisation. They learned adaptive skills and receive better care.
Negative effects relate to more criminal behaviour by the target groups, victimisation
of the target groups and physical health issues. Life for the most severely afflicted
people with disabilities deteriorated when they moved to smaller group homes in
the community. Mixed effects were also found. It is not clear whether deinstitutional-
isation leads to real inclusion in the community. It is equally unclear whether it is
cheaper than large-scale institutional care. Only a few studies investigate the effects
on family members but some show they are overburdened.

® Applications: Social workers catering for people with disabilities should pay attention
to risks for their health and safety and keep an eye on family members. Those who are
asked to advise on deinstitutionalisation should consider that this may not benefit the
most severely afflicted.

Keywords
Social work, community care, disability, long-term care, social inclusion, systematic
review

Introduction

Within the context of disability studies the term deinstitutionalisation generally
refers to this deferment of care for people with disabilities from hospitals to
community-based settings (Kunitoh, 2013). Deinstitutionalisation pertains to the
technical operation of the dismantling of large hospitals, but it also entails an ideal,
namely the normalisation, social inclusion and participation of people with dis-
abilities (Bouras & Ikkos, 2013; Chow & Priebe, 2013; Kunitoh, 2013; Nicaise,
Dubois, & Lorant, 2014). The move towards deinstitutionalisation started in the
1950s in the UK, the USA and Italy and then rapidly spread to the remainder of
continental Europe, Scandinavia and the Antipodes (Novella, 2010). Three causes
for the move have been identified in the literature. The first cause was the devel-
opment of effective psychotropic drugs in the 1950s (Becker & Kilian, 2006, p. 9).
These enable patients with a psychiatric disability to live a relatively normal life in
the community, supported by outpatient care facilities. The second cause was the
emergence of a civil rights paradigm for disabled people. It states that they should
be treated in the least restrictive environment possible. This principle of normal-
isation was affirmed in the United Nations Convention on the Rights of Persons
with Disabilities (Chow & Priebe, 2013; Overmars-Marx, Thomése, Verdonschot,
& Meininger, 2014). Large institutions usually do not qualify as ‘least restrictive
environment’, as they may lead to hospitalisation and tend to increase dependency
(Novella, 2010, p. 223; Trappenburg, 2013, p. 3). Moreover, institutionalised
people risk (sexual) abuse: they are not just vulnerable, but completely dependent
on staff; isolated as they are from the outside world (Crossmaker, 1991). Living in



Bredewold et al. 85

the community, by contrast, is taken to lead to recovery and rehabilitation, and to
the social integration of patients (Bouras & Ikkos, 2013; Novella, 2010). The third
cause of deinstitutionalisation was the hope of cost reduction, since institutional
care is notoriously expensive (Chow & Priebe, 2013; Parker, 2014).

Following the move towards deinstitutionalisation various forms of living in
the community have been developed, usually amounting to either supportive
independent housing (for people with intellectual disabilities and for people with
a psychiatric background), transitional therapeutic communities in congregate
residential programmes (for people with a psychiatric background) or community
homes with 3-10 residents with continuous or variable staff support (for both
groups). Sometimes supported living arrangements or group homes are clustered
in small ‘communities’ with 20-100 residents living on a small site. Severely
afflicted people with intellectual disabilities sometimes still reside in large-scale
facilities. The ideal of social inclusion is to strive for social participation in
ordinary workplaces (rather than specialised sheltered work) and mainstream
organisations, but this is hard to accomplish, due to characteristics and capacities
of people with intellectual disabilities or a psychiatric background, lack of support-
ing staff or hampering elements in mainstream society.

Many social workers work with psychiatric patients, both in what remains of
large-scale institutions and in ambulatory care or outpatient facilities. Many other
social workers work with people with an intellectual retardation in various settings
(Cree & Davis, 2007; Davies, 2013; Forenza & Eckert, 2017). Often social workers
are consulted or in charge of policies regarding people with psychiatric conditions
or intellectual disabilities. Therefore, it is important that social workers are
aware of the pros and cons of deinstitutionalisation. To establish these we
performed a systematic literature review on the consequences of deinstitutionalisa-
tion for people with intellectual and psychiatric disabilities and their wider social
environment like family members, neighbours, community members and society at
large. We searched English-language peer-reviewed articles included in PubMed
and Online Contents between 2004 and February 2016. Inclusion criteria were (1)
article describes (a) consequence(s) of deinstitutionalisation, (2) in Western coun-
tries (a comparison to non-Western cultures goes beyond our expertise) and (3)
the target group(s) include people with psychiatric or intellectual disabilities.
We found and analysed 61 articles.

Our research question is: What are the positive and negative effects of deinstitu-
tionalisation for disabled people (people with intellectual and psychiatric disabilities)
and their social environment? The next section describes the methods used for this
study. The ‘Results’ section presents the findings. In ‘Study limitations’ section
we reach a final verdict on deinstitutionalisation and reflect on the merits and
limitations of our findings.

Various researchers conducted (systematic) literature reviews on the effects of dein-
stitutionalisation, but they mostly focus on specific aspects, such as resident—staff
interactions (McConkey & Collins, 2010), community integration (Forrester-Jones
et al., 2006), costs (Knapp, Beecham, McDaid, Matosevic, & Smith, 2011) or
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behaviour patterns in different residential settings (Kozma, Mansell, & Beadle-Brown,
2009). Most reviews pay relatively little attention to the consequences of
deinstitutionalisation for the social environment surrounding disabled people: family
members, neighbours, community members and society at large. Since social work is a
professional discipline which tries to take the whole client and his or her environment
into account, we feel that a more encompassing review will be useful to evaluate the
effects of deinstitutionalisation.

Methods

Many different methods for synthesising articles have been developed in which the
merits of different studies are compared in a sophisticated, quantitative way. Our
broad research question requires a comparison of studies that differ hugely in
focus, method and research question. Thus, we do not attempt to compare and
weigh them in quantitative formulas. Instead we opted for a so-called meta-aggre-
gative approach. Meta-aggregation takes the complex nature of the phenomenon
under scrutiny (in this article deinstitutionalisation) into account. The studies
are assessed to propose particular lines of action (Hannes & Lockwood, 2012,
pp. 21-23). In our case we propose lines of action for social policymakers and
future researchers.

We conducted a systematic literature review consisting of three phases with
different search terms so as to be as thorough as possible. The search process is
depicted in the flow chart in Figure 1. In the phase I, we searched PubMed and
Online Contents using the search terms ‘deinstitutionalization’ (3718 hits) and
‘deinstitutionalisation’ (172 hits). For practical reasons, the search was limited to
a decade 2004—February 2016 and to articles written in English. This limited the
total number of hits to 342 that seemed relevant for our research question. From
these articles, titles and abstracts were studied, after which 32 articles remained in
the selection. Inclusion criteria were (1) article describes (a) consequence(s) of
deinstitutionalisation, (2) in Western countries (a comparison to non-Western
cultures goes beyond our expertise) and (3) the target group(s) include people
with psychiatric or intellectual disabilities. We included studies based on original
qualitative or quantitative research, but also literature studies focusing on certain
aspects of deinstitutionalisation. In analysing the results, articles focusing on social
integration seemed under-represented. This might be a consequence of the search
terms that were used and the databases that were searched.

Thus, in phase 2, we searched the databases PubMed and Online Contents,
using the search terms ‘social inclusion’ and ‘disabled’ (combined). The initial
search produced 326 results. Limiting the search to English articles published
between 2004 and 2016 resulted in 203 potentially relevant articles. From these
articles, the abstracts were studied using the same inclusion criteria mentioned
above and double articles were excluded. Twenty-five articles remained in the
selection. These articles provided relevant information about the social position
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Figure I. Flow chart.

of people with intellectual or psychiatric disabilities, but provided little insight in
the consequences for the other people in the community.

Hence, in phase 3 we used the search terms community, neighbor, neighbour,
disabled and disability (1617 hits). When limited to articles published in English
between 2004 and 2016, 910 hits remained. After studying the abstracts of those
articles, using the same inclusion criteria and removing double hits, 19 additional
articles were included. This resulted in 76 articles in our initial dataset.
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We screened all studies. We included empirical studies with a clear description
of the sampling strategy, the methodology chosen, the data collection procedures
and the type of data analysis considered. We also included substantive literature
studies and literature reviews. This led to a dataset of 61 articles.

We reviewed the 61 articles and coded them according to group (psychiatric or
intellectual disability), research design, instruments, sample size, geographical areca
and aim of the study. Thirty-seven studies pertained to people with psychiatric
disabilities and 24 dealt with intellectually disabled people. Twenty-nine
studies were quantitative, 13 were qualitative, five were based on a combination
of quantitative and qualitative methods and 14 studies were literature reviews.
The measurements used are very different. Data were gathered through question-
naires, interviews, focus groups and databases. Data were gathered during various
time periods and in various countries (most researched countries: Australia 10,
United Kingdom 8, Canada 5, USA 5, Sweden, 4). An overview of the included
articles can be found in Table 1.

The articles in our dataset were coded by the three authors independently in a
three-step procedure. We first studied whether the articles drew a largely positive
or a largely negative conclusion or somewhere in between. We then inductively
categorised (with the three authors) the type of effects described in the study, which
was usually related to the research question of the study: e.g. quality of life, quality
of care, number of people with psychiatric disabilities that were victims of crimes.
We then sorted our articles to see how many studies on a certain type of effect of
deinstitutionalisation drew a largely positive conclusion and how many ended with
a negative verdict. For example we sorted all studies investigating changes in the
quality of life of disabled people and found that most of them drew a positive
conclusion. We sorted all studies investigating criminal behaviour by people with
an intellectual or psychiatric disability before and after deinstitutionalisation and
found that the majority reported increased criminal behaviour, thus ended with a
largely negative conclusion about deinstitutionalisation. If studies on a topic did
not provide an overall positive or negative picture we put them in a category
‘mixed effects’. Thus, we found the following positive effects: improved quality
of life, improved skills needed to live in society, better quality of care. The follow-
ing negative effects were found: decreased health and well-being, more criminal
behaviour and victimisation of disabled people, increased care burdens on family
members and redistribution within target groups (deinstitutionalisation sometimes
being to the detriment of more severe disabled people). Studies into social inclusion
and financial consequences of deinstitutionalisation were categorised as reporting
mixed effects. The categories are presented in Table 2. We finally analysed
our findings to produce cross generalisations that led to recommendations for
policymakers and future research.

In Table 3 we present an overview of positive, negative and mixed outcomes per
category and per article. As explained above the labels pertain to the aggregate
picture of the studies on a topic. This entails that some studies categorised as
positive found large effects whereas others found no significant improvements.
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Table 2. Effects of deinstitutionalisation.

Positive effects Negative effects Mixed effects

Improved quality of life Decreased (physical) health and Inclusion in the community
well-being

Improvement of skills Criminal behaviour and victimisation Financial consequences

Better quality of care Increased care family members

Redistribution within target groups

Likewise, studies categorised under negative effects mostly found reported negative
findings but sometimes found hardly any significant change after deinstitutional-
isation. Some studies discuss several topics; for example, a study examines the
social contacts of disabled people and the increased care responsibilities for
family members. These studies are registered in both categories.

Results

Positive effects of deinstitutionalisation

Tables 2 and 3 present an overview of the effects of deinstitutionalisation. Before
discussing the positive consequences in detail, it is necessary to make a general
observation. Many of the positive effects that were found require a well-
functioning community care system. For example, Knapp et al. (2011) state that
community care is more cost effective, but only when it is properly set up and
managed. Kozma et al. (2009) found that community care generally offered more
choice and opportunities for self-determination, but add that staff practices and
empowerment are crucial to attain this result. The community care system needs to
meet certain requirements in order to accomplish these positive effects.

Better quality of life. The most prominent effect of deinstitutionalisation seems to be
an improved quality of life of disabled people. Many studies that compared the
situation before and after deinstitutionalisation found an increase in quality of life.
Housing conditions improved: people moved from shared facilities (bathroom,
toilet and bedroom) to individual accommodations (Bigby & Fyffe, 2006;
Young & Ashman, 2004b). Moving to the community enabled former residents
to establish proper daily routines (Young & Ashman, 2004b). However, Picardi
et al. (2006) found that the quality of life of psychiatric disabled people living in
residential facilities is not significantly poorer than their counterparts who live
independently or with their families.

Improved skills. Some behaviour is not desirable in society like stereotyped and
hyperactive behaviour, self-abusive behaviour or disturbing interpersonal
behaviour. Living in society requires certain skills such as self-care, independent
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Table 3. Positive, negative and mixed effects of deinstitutionalisation

per article.

Authors

Positive effects
Quality of life

In general
Physical domain

Adaptive behaviour

Quality of care

Negative effects
Health and well-being
Physical health

Substance abuse

Emergency care/revolving door

Social isolation

Redistribution within target groups

Criminal behaviour and victimisation
Criminal behaviour

Picardi et al. (2006)

Young and Ashman (2004a)
Bigby and Fyffe (2006)
Young and Ashman (2004b)

Hamelin et al. (2011)
Kozma et al. (2009)

Young and Ashman (2004b)
Kunitoh (2013)

Killaspy et al. (2012)
Young and Ashman (2004b)
Sealy (2012)

Salokangas (2007)
Schmetzer (2007)

Slayter (2010)

Schmetzer (2007)

Kalucy et al. (2005)
Bruffaerts et al. (2008)
Saz-Parkinson et al. (2011)
Machado et al. (2012)
Livingston et al. (2011)
Heila et al. (2005)
Matheson et al. (2005)
Thiblin et al. (2004)
Nilsson and Logdberg (2008)
Martinsson et al. (2012)
Hall and Hewson (2006)

Arvidsson and Ericson (2005)
Csipke et al. (2014)
Simpson et al. (2004)

Kramp and Gabrielsen (2009)
Schmetzer (2007)

Wallace et al. (2004)

Raphael and Stoll (2013)

Toib (2006)

Psarra et al. (2008)

(continued)
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Table 3. Continued

Authors

Fuller Torrey (2015)
Davis et al. (2012)
Victimisation Short et al. (2013)
Teplin et al. (2005)
Schmetzer (2007)
Burden of care: family members
Family burden Tossebro and Lundeby (2006)
Basta et al. (2013)
Wang (2012)
Chan (2011)
Gray et al. (2014)
Avieli et al. (2015)
Mixed effects
Social inclusion
Kozma et al. (2009)
Duggan and Linehan (2013)
McConkey and Collins (2010)
McConkey (2007)
Forrester-Jones et al. (2012)
Young and Ashman (2004a) and
Young and Ashman (2004b)
Forrester-Jones et al. (2006)
Amado et al. (2013)
Community participation: Dusseljee et al. (2011)
Social distance Ouellette-Kuntz et al. (2010)
Wiesel and Bigby (2014)
Rossow-Kimball and Goodwin (2014)
Van Alphen et al. (2010)
Hall and Hewson (2006)
Community access Van Asselt-Goverts et al. (2013)
Young and Ashman (2004a)
Young and Ashman (2004b)
Financial consequences
Sealy and Whitehead (2004)
Power (2013)
Knapp et al. (2011)
Martinez-Leal et al. (2011)
Hamelin et al. (2011)

functioning, taking responsibility, self-direction and social skills. Several authors
studied the improvement of these skills of disabled people after their relocation,
sometimes in relation to a decline of maladaptive behaviour (Hamelin, Frijters,
Griffiths, Condillac, & Owen, 2011; Kozma et al., 2009; Kunitoh, 2013; Livingston
et al. 2011; Young & Ashman, 2004b). Kunitoh (2013) reviewed recent literature in
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order to understand the influence of deinstitutionalisation on discharged long-stay
psychiatric patients. He found that people who received rehabilitation training
improved on social functioning. Deinstitutionalised patients who did not receive
training did not improve. Hamelin et al. (2011) conclude that ‘the data from the
meta-analysis clearly [illustrate] the general habilitative effects associated with
deinstitutionalisation and community living’ (p. 67). Kozma et al. (2009) had sim-
ilar findings and found in addition that people who remained in congregate settings
were more likely to experience a decline, whereas movers maintained or improved
their abilities depending on the quality and characteristics of the facilities
they lived in.

Young and Ashman (2004b) followed intellectually disabled people over a
two-year period as the institution in which they had been living was closed.
They measured independent functioning, physical development, economic activity,
domestic activity, self-direction, responsibility and socialisation. The outcome of
this research shows initial improvements in skills needed to live in society. But after
two years these skills begin to plateau in some areas, namely with regard to eco-
nomic activity, domestic activity and responsibility. Young and Ashman (2004b)
suggest that this is caused by over-controlling staff (pp. 39—40): although people
learn new skills, the opportunities to use them or to develop them further are
limited by staff, either because staff feel protective towards clients or because
staff lack capabilities or resources to let clients exercise their skills. In short, it
seems that deinstitutionalisation can result in more skills, if the residential facilities
and care programmes are designed to support this goal.

Better quality of care. Two studies (Killaspy et al., 2012; Young & Ashman, 2004b)
found that the quality of care for disabled people (therapeutic environment, treat-
ments and interventions, social interface, self-management and autonomy, living envi-
ronment, human rights, recovery-based practice) improved after their discharge to the
community. Both conclude that care in community facilities was better than in hos-
pital units. The difference is mostly explained by the fact that community facilities
provide more space for autonomy and choice-making. Killaspy et al. (2012) observe
that there is a direct link between the quality of an institution and its service users’
experiences of care and autonomy. Sealy (2012) took a broader perspective and
looked at the mental health of the whole community in Canada. Comparing
1989/1990 to 2002/2003, individuals with higher levels of psychological distress
more often accessed mental health services in the latter period. Sealy attributes this
to deinstitutionalisation, because this led to a greater availability of community-based
mental health services. Community-based facilities enable citizens to seek help without
significant travel or being separated from their social support network.

Negative effects of deinstitutionalisation

Deinstitutionalisation seems to come with unintended side effects. Our literature
review showed five categories of negative findings: negative health or well-being
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effects among the target group, redistributional effects within the target groups
(i.e. better outcomes for part of the group to the detriment of others within the
same group), negative aspects for family members because of increasing care
responsibilities, criminal behaviour among the target group and victimisation of
members of the target group.

Negative health or well-being effects. Salokangas (2007) did a review of studies into
the physical health of deinstitutionalised people suffering from schizophrenia.
They found that physical illnesses are highly prevalent among them and often
remain undetected. Schmetzer (2007) found an increased prevalence of HIV and
hepatitis among patients with a psychiatric diagnosis. Two studies (Schmetzer,
2007; Slayter, 2010) found an increased chance of substance abuse among
deinstitutionalised intellectually disabled people (Slayter, 2010) and people with
a psychiatric illness (Schmetzer, 2007). Other studies report an increased number of
visits to emergency care (Kalucy, Thomas, & King, 2005 ) or emergency psychi-
atric care facilities (Bruffaerts, Sabbe, & Demyttenaere, 2008; Saz-Parkinson et al.,
2011). According to Machado, Leonidas, Santos and Souza (2012) who did a
review study into readmissions to hospitals of deinstitutionalised patients suffering
from schizophrenia, they turn into revolving door patients, who leave a psychiatric
hospital only to return shortly thereafter. Jeppesen, Christensen and Vestergaard
(2016) drew the same conclusion in their study in Denmark: ‘the reorganization of
the mental health care system has created a problem of revolving door schizophre-
nia patients who since the 1970s have been increasingly hospitalized for shorter
periods’ (p. 1). Livingston et al. (2011), however, who did an empirical study with
335 psychiatric patients in Canada, found that most patients remained in commu-
nity care, suggesting that the revolving door phenomenon could be related to the
configuration of community care.

Three studies (Heila, Haukka, Suvisaari, & Lonnqvist, 2005; Matheson et al.,
2005; Yoon & Bruckner, 2009) report increasing suicide numbers, especially
among schizophrenic patients. One study found a slight increase in the number
of isolated deaths (Thiblin et al., 2004).

Four studies found social isolation among deinstitutionalised patients: Nilsson
and Logdberg (2008) looked at the fate of schizophrenic patients in Sweden and
found that they were prone to substance abuse and social isolation. Martinsson,
Fagerberg, Lindholm and Wiklund-Gustin (2012) did a small-scale, in-depth
research on the well-being of elderly intellectually disabled people in Sweden.
Their respondents felt powerless, vulnerable and disrespected at times. Hall and
Hewson (2006) did a longitudinal study among intellectually disabled people in the
UK. Shortly after leaving residential care they were an isolated group. Ten years
later the researchers found no significant improvement.

Redistribution within target groups. Several studies conclude that community care is
less suitable for more severely disabled people. Davis, Fulginiti, Kriegel and
Brekke (2012) found that community care is most beneficial for mildly disabled
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people. Arvidsson and Ericson (2005) studied psychiatric care use after deinstitu-
tionalisation in one Swedish district. They report that good care for people
suffering from schizophrenia was accompanied by a decrease in care for patients
with other psychiatric needs. Csipke et al. (2014) found a marked deterioration
of inpatient care during 50 years of deinstitutionalisation in the UK. Possibly
deinstitutionalisation of patients goes to the detriment of those remaining in
residential care who are offered less activities than their predecessors 50 years ago.

Criminal behaviour and victimisation. Several studies point out that deinstitutionalisa-
tion may lead to, in terms of Gostin (2008), ‘new places of confinement’. Former
patients no longer waste away in residential care but spend a large part of their
lives in prison instead. Kramp and Gabrielsen (2009) found a significant correla-
tion between deinstitutionalisation and the rise of crime (notably arson and
homicide) in Denmark; they argue that people suffering from schizophrenia are
guilty of the crimes for which they are committed but that they are also victims of a
deficient system of mental health care. Schmetzer (2007) reports a rise in violence,
citing studies that show that the number of psychiatric disabled people in prisons
has risen in the United States and that more psychiatric disabled people, who live
in the community are arrested for a crime. Substance abuse plays an important role
in these arrests and convictions, and, as stated above, deinstitutionalisation has led
to increased substance abuse problems. Fuller Torrey (2015) reports a growing
number of incidents of violent behaviour, including homicides, committed by
untreated psychiatric patients in the US since the deinstitutionalisation began.
According to Davis et al. (2012) who investigated the fate of former residents
after deinstitutionalisation, psychiatric patients who are seriously ill are often
reinstitutionalised in less suitable institutions such as prisons and nursing homes.
However, Simpson, Mckenna, Moskowitz, Skipworth and Barry-Walsh (2004)
found that deinstitutionalisation in New Zealand could not be associated with
an increased risk of homicide by psychiatric disabled people.

Wallace, Mullen and Burgess (2004) studied criminal records and found a rising
number of convictions among schizophrenics in Australia. Raphael and Stoll
(2013) report a high prevalence of psychiatric disabled people in US prisons.
These findings suggest that psychiatric disabled people who live in the community
risk ending up in prison instead of receiving treatment which could prevent their
crimes. Toib (2006) and Psarra et al. (2008) argue that extra forensic care and
police training are necessary to take proper care of psychiatric disabled people,
since police officers do not always know how to deal with this target group.

Three studies found that mentally disabled people become victims of crime after
deinstitutionalisation. Short, Thomas, Luebbers, Mullen and Ogloff (2013) com-
pared schizophrenic patients with ordinary citizens in Australia and found that the
mentally ill were much more likely to become victims of crime; similar findings
were reported for the US by Teplin, McClelland, Abram and Weiner (2005).
Schmetzer (2007) also points at the possibility of victimisation.
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Increased care given by family members. Basta et al. (2013) found in a study in Crete
(Greece) that when the psychiatric hospital was closed most patients returned to
their families which significantly increased care given by family members which is
sometimes felt as a burden, as a large majority of the former patients did not find
paid employment. Wang (2012), Chan (2011) and Avieli, Smeloy and Band-
Winterstein (2015) also found an increased burden of care on family caregivers,
as did Gray et al. (2014) who specifically resecarched parents of adults with intel-
lectual disabilities in Australia. They conclude: ‘Parents caring for their adult child
reported high levels of mental health problems and dissatisfaction with the long-
term care arrangements for their child.” Tossebro and Lundeby (2006), however,
found that while family members are sometimes critical about the present state of
community care services, most family members prefer community care over insti-
tutions before and after resettlement.

Mixed effects — Positive and negative

Social inclusion. Social inclusion and participation in the community are central
goals of deinstitutionalisation. The development of an individual’s network of
informal social relationships is one of the key means to achieve these aims. An
informal social network is supposed to meet social, emotional and instrumental
needs of disabled people. Social networks can be seen as the vehicle through which
informal social support might be exchanged (Bigby, 2008, p. 148, 2012).

When it comes to social inclusion of disabled people the outcomes found in this
literature review are diverse and ambiguous. Various authors are positive about
the social inclusion and conclude on the basis of a literature review that people
who live in the community have larger social networks and more friends than
people in institutions. Their networks are not just larger, but also include
more members who are neither staff, nor family nor others with disabilities.
These authors suggest that the closer the living arrangements approximate inde-
pendent living, the larger and more active social networks tend to be (Duggan &
Linehan, 2013; Kozma et al., 2009; McConkey, 2007; McConkey & Collins, 2010;
Young & Asman, 2004b). Dusseljee, Rijken, Cardol, Curfs and Groenewegen
(2011) conclude that people living in non-campus settings have more opportunities
to have social contact with people without an intellectual disability, because they
are more involved in the community. Ouellette-Kuntz, Burge, Brown and
Arsenault (2010) measured the social distance of adults in Ontario, Canada
towards intellectual disabled people. The results of the study indicate that, overall,
respondents have remarkably positive attitudes towards intellectually disabled
individuals; suggesting that social distance should be minimal, which in turn
ought to increase chances for social integration of intellectual disabled people.

However, other researchers are not so optimistic when it comes to the social
networks of disabled people. The studies of Hall and Hewson (2006), Duggan and
Linehan (2013), Forrester-Jones et al. (2006), Forrester-Jones et al. (2012), Van
Asselt-Goverts, Embregts and Hendriks (2013) and Amado, Stancliffe, McCarron
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and McCallion (2013) indicate that disabled people tend to have small social net-
works typically consisting of paid caregivers, family members and other disabled
people. Staff members when included in the study comprise a considerable pro-
portion of the network.

Several studies observe that disabled people do not easily integrate in the com-
munity. Wiesel, Bigby and Carling-Jenkins (2013) observed encounters
between intellectually disabled people and others and found no genuine convivial
encounters. In another Australian-based study Wiesel and Bigby (2014) found that
intellectually disabled people are often ignored or excluded in the social realm.
Rossow-Kimball and Goodwin (2014) found that people without disabilities in a
Canadian leisure centre hosting a Retirement For All program did not feel they
should include intellectually disabled people in their activities, not even when
urged to do so by the centre’s staff. Van Alphen, Dijker, van den Borne and
Curfs (2010) found that neighbours without disabilities are generally positive
about their intellectually disabled neighbours but want to keep some proper
distance and lack support and mediation in coping with unexpected behaviour.
Bigby (2008) found that friendships with non-co-resident friends or people without
disabilities decreased over time and the initial increase in informal network
size and family contact after the relocation was not sustained. However, a small
portion of intellectually disabled people managed to form new friendships in the
community. Another small group had a key informal person in their network who
kept in touch and actively checked their well-being.

Financial consequences. Which type of care is most cost effective: grouping people
together in large numbers with qualified staff or provide community care, assisted
living and ambulatory treatment? The literature does not provide a clear answer.
Knapp et al. (2011) did a systematic review on the economic aspects of deinstitu-
tionalisation and conclude that community care may be better for former residents
but does not lead to great savings. A few studies in our dataset report slightly
negative financial outcomes of deinstitutionalisation. Sealy and Whitehead (2004)
report that decreased spending on hospital care in Canada is equalled by an
increase in spending on community care. Power (2013) argues that special places
for disabled people are very important and should not be abolished to save costs.
Although these are not outright negative results, it is necessary to stress in addition
that many studies point out that adequate community care requires additional
costs. Two studies found that the level of care for intellectually disabled people
strongly influences their health (Martinez-Leal et al., 2011, in a comparative study
in Europe) and skills needed to live in society (Hamelin et al., 2011) and underline
that good care requires additional costs.

Study limitations

This article provided an overview of positive and negative effects that have thus far
been identified. Due to the broad range of studies included in this chapter, it is
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difficult to pinpoint the size of the effects. Different configurations of (community)
care in different countries codetermine the outcomes of deinstitutionalisation.

In terms of generalisability of the findings of the studies, it is important to
acknowledge that most of the included studies are limited in terms of target
group, type of residential facility, outcome measure, studied effects and time
period. In addition, studies come from a variety of Western countries. The specific
effects mentioned in Table 2 are all covered by multiple articles, which allows for
some degree of comparison in the extent and direction of the effect. Comparing
articles from different categories proves more difficult, especially when studies are
limited in geographical location, target group and type of residential facility.

Even then, it remains difficult to paint a generalised picture of the effects of
deinstitutionalisation, since the studies are different in goals, subject, geographical
location (which in turn influence care configuration) and research method. This is a
limitation of this study. In order to effectively synthesise findings from different
studies, it would be necessary to limit the variation of studies or to do separate
reviews on all of the mentioned effects. However, this would have gone to the
detriment of the comprehensiveness that we aimed for in this article.

Conclusion

The foregoing sections show that deinstitutionalisation has both positive and neg-
ative consequences for different groups of people involved.

Positive effects of deinstitutionalisation seem to be an improved quality of life —
i.e. quality of living conditions and well-being — of the disabled people themselves.
Quality of care has also increased, mostly because community care allows for a
higher level of autonomy and choice-making than hospital care. We also found
robust positive outcomes with regard to skills needed to live in society. Skills such
as self-care, independent functioning, taking responsibility, self-direction and
social skills improve when people move to society, due to rehabilitation training.
These positive effects may not be feasible for all disabled people: people living in
less restricted settings are often those with less severe disabilities. Moreover,
improvement seems to be dependent on quality and characteristics of facilities
and staff. There are some indications that health care has improved for the broader
community as well: community (mental health) care is more accessible and avail-
able for everyone to use.

We found more studies which reported negative effects of deinstitutionalisation.
As community care becomes the most important type of care, patients who remain
in institutions are worse off. Some disabled people become revolving door patients
in mental hospitals, or worse: end up in the criminal justice system. Living in the
community provides this target group with risks they were previously sheltered
from, such as undetected (physical) health problems, substance abuse, social iso-
lation, victimisation of crimes and isolated death. Patients make more visits to
emergency (psychiatric) care. Families of deinstitutionalised patients often resist
deinstitutionalisation because they do not think that their disabled family member
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can cope with the demands of independent living arrangements and because they
assume that the care they need to give will increase significantly. In the wider
community, citizens lack knowledge and skills about how to interact with intellec-
tually and psychiatric disabled people as neighbours or as people they meet during
leisure time. It seems health care institutions can undertake more steps to mediate.
Some studies suggest a rise of crime committed by people with psychiatric or
intellectual disabilities.

Recommendations and implications

What do these findings imply for social workers who (organise) care for people
with intellectual disabilities and psychiatric conditions? It seems wise to acknowl-
edge the downsides of deinstitutionalisation. Abusive situations and exploitation
need to be fought. So do health problems and substance abuse among the target
groups. Also, social workers need to recognise the increased burden of care that
befalls the family members of disabled people in a regime of deinstitutionalisation;
they may try to organise more professional help or widen the circle of potential
caregivers. As social integration will not arise spontaneously as is proven by var-
ious studies, inclusion sometimes needs to be organised, for example, by organising
programmes to take away stigma and prejudice.

For researchers, we might conclude that the effects of deinstitutionalisation on
skills needed to live in society and quality of life for moderately disabled people
have been sufficiently researched. Other issues warrant more attention. The fate of
the most severely disabled in traditional residential care and in sheltered housing in
the community seems to be a research gap. The same holds for the financial pros
and cons of deinstitutionalisation, which also seems to be an under-researched
topic. Most urgent perhaps is the need for further research into what increasing
the burden of care means for family members, neighbours and other network
members. Moreover, we think that broader studies that aim to identify all possible
consequences of deinstitutionalisation would be helpful in weighing and reducing
negative consequences for disabled people and for society at large. In addition,
more long-term studies are necessary that can show how the situation develops
over time and whether effects are permanent or change over time.
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