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Perspectives on the care of individuals with intellectual and development disabilities have 
shifted towards a human rights-based framework. This has been reflected in a policy shift 
toward community-based care and deinstitutionalization. Efforts have been made to develop 
new measures of success, such as Quality of Life (QOL) indicators. However, more study 
is necessary to validate Canadian policies; the lack of domestic research means that the 
success of Canadian community-based care policies is only presumed, based on findings 
in other jurisdictions. 

Introduction
Over the last quarter century, views regarding the care of individuals with intellectual and 
developmental disabilities (IDD) have shifted toward a human rights-based framework. This 
shift has been reflected in public policies that moved from crisis-driven, ad hoc response 
mechanisms to measures that emphasize a client service delivery model prioritizing social 
integration for individuals with IDD. This paper will place these policies in context and 
evaluate their success in promoting societal integration for individuals with IDD on the basis 
of Quality of Life (QOL) indicators.

Developing measures of effectiveness in intellectual and developmental disability 
policy
An initial lack of disability policies: 1860 – 1960

Prior to the twentieth century, Canada had no stated policies that meaningfully addressed 
the needs of individuals with IDD.  Such individuals were either cared for at home or they 
were routinely imprisoned for societal disruption. For those in prison, no efforts were made 
to distinguish between the criminal population and the individuals with IDD (Allodi and 
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Kedward 1977). However, between 1860 and 1890, a new viewpoint began to emerge: 
it was suggested that individuals with IDD were not simply dangerous, but also in need of 
protection. This led to the preference of institutionalization in asylums over imprisonment 
for individuals with IDD. Public policy regarding IDD was based on medical and economic 
models of care, in which disability was an innate, clinical condition requiring the charitable 
provision of medical care. Individuals with IDD were still considered a danger to public 
order, however institutionalization served as a means to protect both those individuals and 
the general public (Jongbloed 2003). 

Human rights, institutionalization and a new policy agenda: 1960 – mid-1980s

 Wolfsenberger’s ‘normalization’ and a dramatic policy shift

Canada’s contemporary policies of deinstitutionalization reflect a broader fundamental shift 
in Canadian values. The human rights movement of the 1960s raised awareness about 
the living conditions in asylums and the social aspects of disability. Various newly formed 
patients’ rights groups began to advocate for deinstitutionalization. The final push was due 
largely to the work of Wolf Wolfensberger, a German-American academic (Buell 2003). 
His widely circulated 1972 publication, The Principle of Normalization in Human Services, 
argued that the goal of treating people with IDD should be normalization. He believed that 
people with disabilities have an inherent right to participate in all aspects of society like their 
“normal” peers, and that the role of human services should be to provide them with the skills 
to do so. Wolfensberger contrasted this novel concept of normalization, with the individual 
with a disability cast as the client, against the traditional sick patient medical model. In 
his seminal work, Wolfensberger writes that “we must endeavour that, with the aid of our 
services, the handicapped attain their potential, and we must formulate roles for them that 
discourage dependency and encourage growth” (Wolfsenberger 1972). 

The new conceptualization of IDD initiated a fundamental change in Canadian disability 
policy. Wolfsenberger’s particular influence on Canadian policy may be partly explained 
by the fact that between 1971 and 1973, during which time The Principle of Normalization 
in Human Services was published, Wolfsenberger resided in Canada as a Visiting Scholar 
at the National Institute of Mental Retardation in Toronto, Canada. After 1972, service 
delivery models moved away from isolation and institutional care to community-based, 
deinstitutionalized care. The Coalition of Provincial Organizations of the Handicapped 
(now known as the Council of Canadians with Disabilities) formed in 1977 and was the 
first politically active organization to represent the interests of people with IDD on a 
national level (Jongbloed 2003). In 1981, the Canadian government officially promoted 
deinstitutionalization when the House of Commons Special Committee on the Disabled 
and the Handicapped published Obstacles, and the 1982 Charter of Rights and Freedoms 
designated people with disabilities as a disadvantaged group (Ibid.).
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 Defining deinstitutionalization in Canada: A continuum of community-based   
 services

The deinstitutionalized service delivery model led to the creation of a large number of 
community-based services dedicated to assisting with the integration of people with IDD who 
were released from institutions in the 1970s and the 1980s. The preferred service delivery 
model in the early years of deinstitutionalization was a “continuum of service” approach 
(Pedlar, Hutchison, Arai and Dunn 2000) that provided people with services and supports 
that graduated from a highly restricted environment to the least restricted environment, 
or full integration in the community. The continuum approach drew criticism for assigning 
labels to people and making arbitrary decisions about progress largely without oversight 
from professionals, and in some cases, creating environments that amounted to “community 
institutionalization” (Pedlar et al. 2000). While the deinstitutionalization of people with IDD 
was generally considered to be an improvement from a human rights perspective, the goal 
of normalization was not well defined from an implementation perspective. It was criticized 
for being based on anecdotal evidence and case studies instead of empirical evidence, and 
for emphasizing the need for people with IDD to alter or overcome their limitations in order 
to fit into society (Jongbloed 2003). 

Nevertheless, the trend toward deinstitutionalization has been widespread throughout 
Canada and among numerous Western nations. Since the 1960s, the number of individuals 
with IDD living in an institutionalized setting has fallen in Canada, the United States, England, 
Australia, and Sweden (Chowdhury and Benson 2011). In the U.S., census data revealed 
that the number of psychiatric patients in mental hospitals fell by 80% between 1960 and 
1986 as 400,000 patients entered the general community (Morissey 1989). A parallel trend 
was noted in Canada, where over 40,000 patients have been released from such institutions 
over a similar time-frame (Ibid.). As of 2006, only 3,873 individuals remained in institutional 
settings in Canada (Lemay, 2009). 

The change in Canadian policy toward deinstitutionalization necessitated and was 
accompanied by the development of new services to support the increasing number of 
individuals with IDD living in the general community (Aviram 1990). Thus, beginning in 
the 1960s, community residential support programs and facilities expanded from virtual 
non-existence to widespread use throughout Canada. The number of individuals living in 
community-based group homes in the United States rose from 40,000 in 1977 to 125,000 in 
1988 to over 435,000 in 2007 (Alba et al. 2008). The Ontario government’s 1987 decision to 
close all 16 of its residential institutions for individuals with developmental disabilities over a 
period of 25 years led to 7,000 individuals being transferred to community settings (Lemay, 
2009). By 1999, 23,855 individuals with IDD were being supported through the Canadian 
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community residential care system (Braddock et al. 2001).1 Figure 1 shows the breakdown 
of community residential supports in Canada as of 1999. 

Figure 1: Breakdown of community residential support system In Canada by 
Ppercentage, 1999

Source: Pedlar et al. 2000

 Social role valorization and the development of disability policy: Mid-1980s -   
 present

In 1983, Wolfensberger refined and evolved his 1972 publication into the concept of Social 
Role Valorization (SRV).  SRV is based on the premise that positive life experiences are 
associated with holding a valued societal role. People with IDD are either devalued or at risk 
of being devalued by society and therefore are more likely to be systematically subjected 
to negative experiences over their lifetime, such as being dismissed or rejected by society, 
cast into negative social roles, segregated from peers (physically or socially), and being 
subjected to abuse or violence (Osburn 2006). SRV aims to decrease the likelihood of 
negative experiences by enhancing the way an individual is perceived by society and the 
development of competencies (Ibid.). This was a marked improvement over the vague 
prescriptions of Normalization as it provided a coherent framework for implementation, from 
a high-level theoretical foundation through to practical strategies and specific measures of 
the effectiveness of services. 

1. A complete explanation for the disparity between the number of individuals in Canadian commu-
nity residential care systems as of 1999 (23,855) and the number released from institutions into the 
community (40,000) is not immediately apparent. However, it is partially explained by the fact that 
deinstitutionalization led to a dramatic increase in demand for specialized housing for individuals with 
IDD, and the supply of such housing across Canada could not keep up with the new demand (Aubry 
and Myner, 1996). For example, a 2009 report commissioned by the Centre for Addiction and Mental 
Health for found that the community-based supports supply problem continued to persist in Ontario 
(Butterill et. al., 2009).



Volume 4, Issue 2, Winter 2013

34Public Policy and Governance Review

The social model of disability that developed in the late 1970s and early 1980s and reflected 
in SRV theory forms the basis of contemporary Canadian disability policy. It places an 
emphasis on what society can do to accommodate the needs of people with disabilities to 
enable them to participate, rather than how people with IDD can overcome the disabilities 
that limit them from participating in society (Jongbloed 2003). An example of this is The 
Education Amendment Act of 1982. This Ontario legislation ensured that children with IDD 
would receive special needs education in community schools rather than in segregated 
special needs schools (Buell 2003). 

The intellectual and developmental disability landscape in Canada 
2006 Statistics Canada survey 

The Participation and Activity Limitation Survey: Disability in Canada (Statistics Canada 
2010) provided a clearer picture of the contemporary Canadian IDD social landscape. The 
2006 survey found that nearly half a million Canadians age 15 or older were living with 
“less-visible” forms of disability. This group was made up of individuals with disabilities of 
an emotional, psychological, or psychiatric nature (2.3%), memory problems or periods 
of confusion (2.0%), and learning disabilities (2.5%). The survey faced difficulties in data 
collection as gathering survey evidence of such disabilities requires awareness and reporting 
by individuals with IDD.  Thus, although the percentages of individuals with IDD reported 
are much lower than the number of Canadians living with visible or physical disabilities, it 
is difficult to estimate what percentage of individuals with IDD is not accounted for due to 
survey inadequacy. Figure 2 shows the disability rate of individuals with IDD for adults 15 
years of age or older in 2001 and 2006 (Ibid.).  

Figure 2: Disability rate by type of disability for adults 15 years of age or older, 
Canada 2001 and 2006

Source: Statistics Canada, Participation and Activity Limitation Survey, 2001 and 2006.
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Among children, difficulties in detecting disabilities prior to age five confounded results, 
as intellectual or developmental disabilities could often only be described as delays 
in development.  Among school-aged children, a learning disability affected 3.2%. 
Developmental and psychological disabilities affected 1.4% and 1.6% of children, 
respectively. It should be noted that many individuals in these groups overlap, since most 
school-aged children with at least one reported disability reported multiple disabilities 
(Statistics Canada 2010).

Intellectual and developmental disability in an aging population

In general, the number of Canadians who reported disabilities increased from Statistics 
Canada’s 2001 survey. The increase was partially attributable to the aging of the general 
population. Between provinces and territories, demographic make-up had a large impact 
upon reported disability rates, with age differences explaining most, though not all, of the 
interprovincial and territorial variations (Statistics Canada 2010). Canada’s aging population 
base can be expected to create additional stress on the system as overall disability rates will 
most likely increase. In addition, the proportion of individuals with IDD living at home with 
their families also diminishes with age (Bigby 2010). 

Though the quality of available evidence is poor, existing data suggests that the needs of 
the elderly with IDD have not been specifically or sufficiently addressed in Canada. This 
is borne out by the fact that the need for policies tailored to the aging population has not 
been recognized in policy frameworks at a national level, despite the overall trend toward 
deinstitutionalization (Bigby 2010). A fully developed policy of deinstitutionalization would 
ideally confront the need to replace primary care delivered through family supports with 
in-home support, supported accommodation or alternate housing solutions. Policies would 
also ideally be designed to avoid placing individuals in residential aged-care or nursing 
settings that are not designed to address their particular needs (Bigby 2010; Bigby 2008; 
McCallion and McCarron 2004). A 2000 survey of agencies in Toronto found that 54% 
reported that existing services were inadequate to meet the needs of elderly individuals 
with IDD, suggesting that even the greater breadth of community services available in 
urbanized areas may be insufficient (Sparks and Temple 2000). It is important to recognize 
that a failure to address the specific needs of the elderly with IDD may impair an otherwise 
comprehensive IDD deinstitutionalization strategy.
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Defining the Canadian policy question: Is deinstitutionalization effective at 
improving quality of life for individuals with intellectual and developmental 
disabilities?
Development of the QOL indicator to measure effectiveness of deinstitutionalization

The shrinking welfare state of the 1990s prompted Canada to adopt a policy of the 
commodification of disability, defined as occurring when “first, monetary value is placed 
on meeting needs that arise from a disability, and, secondly, services for individuals with 
a disability are directed, not toward meeting those needs, but rather toward realising that 
monetary value” (Pedlar and Hutchinson 2000). This put increased pressure on the providers 
of community-based services for people with IDD to provide evidence that their programs 
were effective, and to define “effective”. Quality of life (QOL) indicators, broadly defined as 
measurements of goodness of life, wellbeing and life satisfaction, have emerged as the 
primary measure of the efficacy of community-based programs. In fact, the development 
of QOL as a field of social scientific research paralleled the human rights movement in the 
1960s, as governments looked for data to support the new policy directions that began 
to emerge (Schalock et al. 2011). The development of QOL measurement tools is thus 
conceptually linked with normalization, social role valorization and integration in the context 
of deinstitutionalization (Schalock et al. 2011). QOL measurements have now been widely 
accepted as a policy decision tool for governments to evaluate whether the needs of 
individuals with IDD are currently being met (Schalock et al. 2011; Townsend-White et al. 
2012). 

The relative importance of subjective and objective QOL factors and measurement 
challenges

Early development of QOL indicators focused almost entirely on subjective components, 
determined through survey responses (Townsend-White et al. 2012) and ignored objective 
assessments. The World Health Organization defined QOL as “individuals’ perceptions 
of their position in life in the context of the culture and value systems in which they live 
and in relation to their goals, expectations, standards, and concerns” (The World Health 
Organization Quality of Life Instruments 1997). Subjective evaluations have been found 
to provide better information than objective measures, since individuals’ perceptions and 
judgments of their own lives are the most meaningful indicators of quality (Chowdhury and 
Benson 2011). However, relying solely on subjective QOL indicators is also problematic, 
particularly when surveying individuals with severe IDD; biases such as acquiescence 
(answering affirmatively regardless of the question) have been shown to damage findings. 
One study found that individuals with IDD contradicted themselves nearly 50% of the time 
when answering the same question worded oppositely. Experts question “whether questions 
posed to [individuals with IDD] are yielding valid answers or whether, instead, they are 
telling us more about systematic response biases than about their actual circumstances, 
perceptions, and wishes” (Sigelman et al. 1980). Despite the identification of reporting 
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issues early in the development of QOL measurement tools, a recent review found that 
no QOL survey tools in use today have fully addressed the acquiescence and bias issues 
associated with surveying individuals with severe IDD (Townsend-White et al. 2012). 

Nevertheless, in recent years, the role and development of QOL measurement has continued 
to expand and QOL now forms a superior conceptual framework for evaluating the results 
of programs, guiding social program practices, and determining the success or failure of 
various service delivery models (Schalock et al. 2008). The mature QOL framework, as 
described in Table 1, has been developed to control for many of the problems associated 
with measuring successful outcomes for individuals with IDD. Remarkably, an international 
consensus has emerged about the dimensions of QOL and eight core domains have been 
identified and validated (Schalock et al. 2008; Brown and Brown 2009; Townsend-White 
et al. 2012). The framework deliberately focuses on “personal outcomes” as opposed to 
societal concerns such as “public order” which dominated earlier IDD policies as noted 
above. The framework also measures both subjective and objective indicators of QOL in 
the same measurement scale, attempting to control for the surprising lack of correlation 
between the two. Finally, the framework calls for sensitivity to both universal and culture-
bound QOL domains and indicators. 

Table 1: QOL factors, domains and indicators

Factor Domain Indicators

Independence

Personal 
development Education status, personal skills, adaptive behavior

Self-determination Choices/decisions, autonomy, personal control, 
personal goals

Social participation

Interpersonal 
relations

Social networks, friendships, social activities, 
interactions, relationships

Social inclusion Community integration/participation, community roles, 
supports

Rights
Human (respect, dignity, equality)

Legal (legal access, due process)

Well-being

Emotional well-
being

Safety, security, positive experiences, contentment, 
self-concept, lack of stress

Physical well-being Health & nutrition status, recreation, leisure

Material well-being Financial status, employment status, housing status, 
possessions

Source: Schalock et al. 2008
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A review of existing QOL outcome studies

Acknowledging the need for further development of QOL standards, it is nevertheless 
possible to draw qualified conclusions about the success of deinstitutionalization policies 
generally on the basis of QOL indicators. The reason is that most studies, regardless of 
their varied methodologies, have found consistently positive QOL outcomes associated 
with deinstitutionalization. A literature review by Chowdhury and Benson (2011) of studies 
published between 1980 and 2009 included any study in which a) individuals with IDD were 
moved from an institutional to a community-based setting, b) measuring QOL outcomes 
was a specific aim of the study, and c) QOL of individuals was compared between the 
institutional and the post-relocation community settings. The sole study that failed to show 
any improvement in QOL for deinstitutionalized individuals (Barber et al. 1994) also had the 
shortest follow-up time, measuring change just one month after relocation. 

Among the studies included in the review was a series of Australian studies by Young and 
Ashman (2004). These studies investigated the impact on QOL of the closure of an Australian 
facility called Challinor, a large government run institution in Ipswich. Challinor was closed 
after 120 years of serving individuals with psychiatric and/or intellectual disability and its 
resident population had been in decline for many decades. The Young and Ashman studies 
began in 1995, with the final closure and relocation of all residents completed in 1998, and 
followed 95 residents as they transitioned to community residences. The final report found 
significant improvements in both objective and subjective measures of QOL, with almost all 
results improving period to period at one, six and twelve months after deinstitutionalization. 
The sole indicator which fell during the study was “physical well-being,” though the result 
was only statistically significant at one month. An especially encouraging outcome was that 
former residents with severe intellectual disability showed the largest gains in adaptive 
skills and a reduction in maladaptive behaviour. Overall, the study found that “life in the 
community has generally changed in a positive way for...adults with intellectual disability 
during the first twelve months of transition from an institution to community living” (Young 
and Ashman 2004). 

Criticisms of QOL and deinstitutionalization in Canada
Overreliance on QOL as a measure of success

As noted above, subjective QOL survey measurement tools have largely failed to compensate 
for issues related to acquiescence and unreliability of survey data. One recent review of 
existing QOL measures found that proper measures still need to be developed to account for 
individuals with IDD who exhibit challenging behaviour, and calls for government investment 
into research and demonstration projects to evaluate the effects of QOL-oriented policies 
(Townsend-White 2012). These issues are compounded by the failure of most analyses 
to separately consider individuals with serious cognitive impairments, with the majority of 
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studies generalizing their findings across all dependent groups (Lemay 2009). Thus, while 
recognizing the value of QOL as a policy assessment tool, some authors have cautioned 
against the “tyranny of QOL”, arguing that QOL should be merely one among a set of 
measures forming a comprehensive system of evaluation. In particular, concerns have been 
raised that i) the measurement of QOL may actually trivialize individuals’ quality of life, ii) 
overreliance on QOL may cause evaluations to ignore any other considerations (such as 
the effects of policies on other individuals like caregivers, families or the public), and iii) a 
QOL-based social policy model may result in undue control over the lives of individuals with 
IDD (Kober and Eggleton 2009).

The lack of data and coordinated policy in Canada

The greatest problem with assessing the success of deinstitutionalization in Canada on the 
basis of QOL indicators is the extraordinary lack of direct evidence in Canada (Lemay 2009). 
Although there have been many recent QOL studies conducted in a number of jurisdictions 
and using a variety of methodologies, no comparable data exists for Canada. Moreover, 
Canadian deinstitutionalization policy itself has been described as “piecemeal”, a set of 
tactics as opposed to a coordinated policy framework (Prince 2004). Deinstitutionalization 
and integration have been trumpeted through a series of federal reports such as Obstacles 
in 1981, the Report of the Royal Commission on Equality in Employment (Commission on 
Equality in Employment, 1984), Equality for All (Parliamentary Committee on Equal Rights, 
1985) and the Pathway to Integration (Federal/Provincial/Territorial Review of Services 
Affecting Canadians with Disabilities 1993). Yet, no overall framework has ever emerged, 
and Prince has described the ongoing and endless discourse as the déjà vu of disability 
policy, referring to “the official declaration of plans and promises by governments and other 
public authorities, followed by external reviews of the record an then official responses with 
a reiteration of previously stated plans and promises” (Prince 2004). 

This lack of Canadian research and coordination has led to jarring failures. The 2004 federal 
report Exploring the Circle: Mental Illness, Homelessness and the Criminal Justice System in 
Canada noted that deinstitutionalization was meant to be accompanied by a corresponding 
increase in community support services, and yet those services were not developed at the 
pace required. In fact, in the 1990s, deinstitutionalization was occurring at the same time 
as many provincial governments were attempting to reign in funding for healthcare and 
community-based support services. As a result, deinstitutionalization policies may actually 
have led to both increases in homelessness and the inability for homeless individuals with 
IDD to access necessary support services (Riordan 2004). 
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Related indicators support the QOL improvement data
Despite the concerns noted above of overreliance upon QOL improvement as determinative 
of the success of deinstitutionalization, complimentary and proxy indicators of success 
such as assessments of individuals’ adaptive behaviour upon entering the community 
have also shown similar positive outcomes (Lemay 2009). A meta-analysis of 23 studies 
published in 2011 found clear evidence of positive outcomes across a variety of adaptive 
behaviour domains, methodologies and jurisdictions (Hamelin et al. 2011). In one study 
by Lerman et al. (2005), 300 institutional residents were divided into two matched groups: 
individuals who remained at the institution and individuals who moved into the community. 
Over time, those that moved showed no change in cognition, communication and social 
skills. However, individuals who remained institutionalized showed significant worsening 
in all three areas, indicative of a detrimental effect of institutionalization. Moreover, the 
deinstitutionalized group improved significantly in measurements of their self-care skills 
while the institutionalized group showed no improvement. In general, the overall data in 
support of deinstitutionalization in Canada is compelling, as individuals regardless of their 
degree of disability tend to do better (or at minimum not worse) in a community setting on 
most measures (Lemay 2009). 

Conclusion
One can be reasonably assured that quality of life tends to improve when an individual is 
removed from an institutional setting and integrated into the community. Yet, the dearth of 
Canadian research and lack of a national framework has created a disconnect between 
deinstitutionalization and integration, and it remains unclear whether these transitions have 
actually been successful in Canada. Thus, while it is clear that deinstitutionalization policies 
generally reflect Canadian values and have likely been successful in improving the quality 
of life of individuals with IDD, serious knowledge gaps persist, and as a result the most 
vulnerable groups such as the seriously disabled and the elderly remain at risk. 
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