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DEINSTITUTIONALISATION IN AUSTRALIA
PART IlI: RESULTS FROM A LONG-TERM STUDY

Louise Young and Adrian F. Ashman

Introduction

Early longitudinal studies of deinstitu-
tionalised populations reported successful
community placement for younger people
with less severe intellectual disability and
higher levels of adaptive behaviour while
unsuccessful relocations were due to inap-
propriate social behaviour, inadequate
nutrition, and poor home maintenance
(e.g. Schalock et al., 1981a: 1981b). Hence,
it was believed that community relocation
was not an option for older residents and
those with more severe levels of intellec-
tual disability and/or challenging behav-
iour. The beneficial effects of relocation for
aging residents with severe and profound
intellectual disability have only recently
been highlighted (see e.g. Heller et al.,
1998a,b; Stancliffe and Lakin, 1998) and
this paper provides further evidence for
the benefits of deinstitutionalisation for
those who are ageing, have severe levels
of intellectual disability and have been in-
stitutionalised for most of their life.
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The study reported here was under-
taken for three reasons. First, the intent
was to follow residents over a number of
years to provide insights into the merits of
living in a community setting rather than
an institution as suggested by Cullen et al.
(1995). To judge the effectiveness of the
deinstitutionalisation process, data were
collected over a 2.5 year period (from 6
months before the relocation to 2 years
post-relocation in the community). Data
collection required selection and develop-
ment of instruments suitable for determin-
ing adaptive and maladaptive behaviour,
choice-making, and objective quality of
life.

Second, the effectiveness and/or value
of deinstitutionalisation for people with
severe and profound disabilities has not
been definitely established (Erb, 1995).
Previous research has shown that reloca-
tion, especially in older adults with intel-
lectual disability can result in increased
mortality, adverse physical effects, and
emotional, behavioural and mental health
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difficulties (Heller et al., 1998a; Heller,
1988). There may be beneficial transition
effects for older and younger people
(Heller et al., 1998a) but there may also be
complications because many of those relo-
cated had severe levels of intellectual dis-
ability, cerebral palsy and/or epilepsy and
health problems.

Third, it is clear that adaptive behav-
iour typically increases in community set-
tings but this depends upon the nature of
opportunities and services provided. The
frequency and severity of maladaptive be-
haviour, such as aggression and self-injury,
may not necessarily decrease as a result of
moving into the community even though
community residences provide more fa-
vourable staffing ratio and are said to pro-
vide better outcomes when compared
with institutions (Stancliffe and Lakin,
1998). However, positive outcomes for
community living are not always favour-
able in terms of adaptive behaviour and
residents who remain in institutions may
be no worse off than those who are relo-
cated in terms of some objective benefits
(see e.g. Stancliffe and Lakin, 1999; Cullen
et al., 1995). Choice-making was also se-
lected as a dependent variable as the avail-
ability of choice is considered integral to
quality of life (Kearney et al., 1998). To
evaluate the overall effectiveness of dein-
stitutionalisation it seems important to
monitor these changes over time.

In this project the intention was to
monitor changes in skills and life circum-
stances of adults with intellectual disabil-
ity as they were relocated from an
institution to community homes and to
record any changes in quality of life issues
that might be considered equivalent to the
experiences of others in the community
without intellectual disability. Other stud-
ies (e.g. Cullen et al., 1995, Cummins and
Dunt, 1990; Heller et al., 1998b) have incor-
porated this type of longitudinal approach
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using one baseline measure and repeated
measures so there are established prec-
edents for the current design. Internal va-
lidity was established as each individual
acted as his/her own control so that
changes in, for example, adaptive behav-
iour or community access were due to
changes in the provision of residential
services for a specified individual.

The research took place in Queens-
land, Australia, between 1995 and 2001. In
1993 the government of the day decided
to close the government-run institution,
Challinor Centre, and relocate its residents
to community based housing. The study
involved the long-term follow-up of the
population of residents who once lived in
the centre and who were relocated into
community homes located in outer subur-
ban areas of Brisbane and provincial areas
along the east coast. Descriptions of the
relocation process and details about the
new residential arrangements have been
described elsewhere (see e.g. Young et al.,
2001, 2000) for descriptions of the institu-
tion and community service provisions.

Method

Participants

The 57 males and 47 females in this
study were relocated from the institution
to community accommodation for at least
24 months. At the time of their initial as-
sessment in the institution, the residents
ranged from 21 to 84 years of age (mean =
47 years, SD = 15 years) and had spent
from 2 to 70 years (mean = 26 years, SD =
16 years) living in institutional care and
from 2 to 70 years at Challinor (mean = 19
years, SD = 13 years). All had a primary
diagnosis of intellectual disability. Based
on a review of facility files, 15 individuals



were classified as having mild intellectual
disability, 26 had moderate intellectual dis-
ability, and 63 had severe or profound in-
tellectual disability. Fifty residents also had
additional disabilities, involving vision,
hearing, or mobility impairments. Over
half the group had one or more socially
unacceptable challenging behaviours and
most had little or no experience in com-
munity living arrangements. This was a
population requiring high support be-
cause 74% of the group had severe intel-
lectual disability, challenging behaviours,
specific health needs and/or had been in-
stitutionalised long-term. The research
was designed to evaluate changes in adap-
tive and maladaptive behaviour, choice-
making, and objective life quality for a
population that was considered problem-
atic for community living.

Assessment materials

Data collection required selection and/
or development of instruments to assess
changes in: (a) adaptive and maladaptive
behaviour, (b) choice-making, and (c) ob-
jective life quality. Felce’s (1997) theory of
quality of life provided the theoretical ba-
sis and rationale for selection and use of
the Adaptive Behaviour Scale (Nihira et al.,
1993), Resident Choice Assessment Scale
(Kearney et al., 1995), and the Life Circum-
stances Questionnaire. Only objective as-
pects of life quality were evaluated and an
indication of life quality is also reflected
through assessments of adaptive behav-
iour and choice-making (Emerson, 1985).
The assessment materials are described
below.

Adaptive Behaviour Scale

The AAMR Adaptive Behaviour Scale -
Residential and Community 2nd Edition
(ABS) (Nihira et al., 1993) provided an as-
sessment of adaptive (Part I) and maladap-
tive behaviour (Part II). Ratings of
adaptive behaviour are made in a number
of domains including independent func-
tioning, physical development, economic
activity, domestic activity, self-direction, re-
sponsibility and socialisation. The Adap-
tive Behaviour Scale Part II has ratings of
maladaptive behaviour in domains that in-
clude social behaviour, conformity, stere-
otyped and hyperactive behaviour,
self-abusive behaviour, and disturbing in-
terpersonal behaviour. The scores re-
corded for the study were domain scores
and total scores for ABS Parts I and II.

This assessment was chosen because it
has established reliability and validity in
determining the behaviour of adults with
intellectual disability, alpha coefficients
ranging from .82 to .98 (Part I) and .81 to
.94 (Part IT), and it was the most suitable
tool to use because of the age range and
level of intellectual disability of the partici-
pants. In the present study, the overall in-
ter-rater reliability coefficient for 10% of
the sample established at each data collec-
tion point was .94 (Part I), ranging from .59
(Self direction) to .94 (Independent func-
tioning) on each of the domains, and .67
(Part II), ranging from .36 (Social engage-
ment) to .81 (Social behaviour).

Resident Choice Assessment Scale

Opportunities to exercise personal
preferences and freedom of choice are im-
plicit in the principle of normalisation
(Nirje, 1985). So, a measure of the degree
to which individuals were involved in
making choices was necessary to indicate
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changes in lifestyle from institution to
community. As the model under which
participants were relocated paid greater
attention to individual needs, choice-mak-
ing was a way of recording whether this
was occurring. Size of residence is not the
only factor that influences choice availabil-
ity but it is also the provision of opportu-
nities for self-determination (Vandergriffe
and Chubon, 1994). A model of service
that encourages opportunities for self-de-
termination will be reflected in increased
choice-making. The opposite is environ-
mental restrictiveness (Kearney et al., 1998)
and if levels of choice-making decrease
after relocation, then only the place of resi-
dence and not the lifestyle has changed.

Choice-making was assessed using the
psychometrically validated 25-item Resi-
dent Choice Assessment Scale (RCAS) de-
scribed by Kearney et al. (1995). Example
questions include “Does the client choose
the time that he/she gets out of bed in the
morning?” and “Does the client choose
his/her own recreation activities?” Ques-
tions are rated on a 1 (Never) to 7 (Always)
Likert scale (Likert, 1932) and mean scores
(range 0-7) were calculated. The RCAS was
selected because of its demonstrated test-
retest ((91) and interrater (.84) reliability
and construct validity (Kearney et al,
1995) and it is valid for use by direct-care
staff in rating the extent of choice available
to adults with developmental disabilities.
In the present study inter-rater reliability
was .73.

Life Circumstances Questionnaire

Information on various aspects of a
person’s lifestyle would indicate whether
life conditions have changed over time in
the community. As most participants have
severe and profound intellectual disability,
a limited behavioural repertoire, and/or
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limited communication skills it was
deemed inappropriate to use validated
quality of life assessments such as QOL-Q
(Schalock and Keith, 1993) or Com QOL-
ID (Cummins, 1993) that require participa-
tion by individuals with intellectual
disability or multiple staff participation in
individual assessments over repeated as-
sessment sessions. Only objective informa-
tion was evaluated owing to difficulties
with the use of subjective evaluation in
people with intellectual disabilities such as
stability of their objective perceptions over
time, unreliability of longitudinal subjec-
tive perceptions and the difficulties associ-
ated with collecting reliable subjective
evaluations from this population.

Lifestyle was assessed using the Life
Circumstances Questionnaire (LCQ) de-
veloped by the authors as a semi-struc-
tured interview and based on an interview
questionnaire developed and used by
Ashman et al. (1991) in a study of older
people with intellectual disability living in
the community. It is not a standardised
instrument and, after trialing, modifica-
tions were made based on feedback from
professionals working in the field of intel-
lectual disability. Scoring, reflecting im-
provements in life circumstances, was
based on the expectations or experiences
of adults without intellectual disability and
the scoring procedure was checked with
professionals and adults ranging in age
from 20 to 70 years for consistent, accurate
responses, and modified where necessary.
Improved or increasing conditions or ex-
periences were reflected by increasing
scores.

The LCQ is an 11 page document that
seeks information about objective aspects
of life quality. A description has been re-
ported elsewhere (Young et al., 2001, 2000).
Data were collected during a conversa-
tional interview of approximately one
hour that provided a flexible format for



gathering information about aspects of
people’s lives.

Inter-rater reliability in the present
study was .88, with averages for separate
domains ranging between .52 (Social/emo-
tional well-being) and .97 (Material well-
being). The low correlation for Social/
emotional well-being may have been
caused by variations in respondents’ (staff)
judgements about social contacts and
friendships. Respondents were asked to
rate how many friends an individual had
and there may have been discrepancies
caused by staff who named all social con-
tacts as friends even though they were in-
structed to only count a friend in the same
context as they would consider a person a
friend.

Proxy Respondents

In the present study, staff involved in
direct care were respondents for objective
information and completion of standard-
ised assessments. The use of proxy re-
spondents has been shown to have both
satisfactory reliability (Schalock and Keith,
1993; Stancliffe, 1999) and questionable
reliability (Rapley et al., 1998; Reiter and
Bendov, 1996). Proxies are not a substitute
for first-hand subjective information, but
in the present study, it was deemed appro-
priate to have proxy respondents rather
than no respondents (Stancliffe, 1999) and
they are accurate for objective issues re-
lated to quality of life (Cummins, 1998).

Reliability was established for each in-
strument. Two staff persons served as in-
formants for all assessments to obtain
inter-informant agreement data for ap-
proximately 10% of residents. Proxy re-
spondents required specific criteria
including fluent English and literacy skills
and must have been employed in direct
care activities with the resident for at least

six months. Instruments were adminis-
tered identically on every occasion. The
commercial version of the ABS and
printed copies of the RCAS and LCQ were
administered according to specified
criteria.

Procedure

The research involved an assessment
of adaptive and maladaptive behaviour,
choice-making, and life circumstances that
occurred approximately 6 months prior to
leaving the institution and then again at
1-, 6-, 12-, 18- and 24 months of commu-
nity living. All assessments were con-
ducted by the authors who administered
assessment forms and interviewed direct
care staff. Apart from the initial institu-
tional assessment, the same member of
staff was used at each time interval in the
community provided they were still in-
volved in direct-care activities. Whenever
the designated member of staff was no
longer working at the house, another per-
son was selected in consultation with the
service management, but this person must
have worked with the resident in direct
care activities for at least six months.

Assessments and interviews were com-
pleted in a two-hour visit to the residence
to collect the information. For a small
number of residents located in regional
Queensland, direct-care staff completed
the assessments independently after ver-
bal instruction and direction over the
telephone. The Life Circumstances Ques-
tionnaire was administered via telephone
and one assessment visit was made to
each regional residence at either 6 or 12
months. Ethical clearance was obtained
from appropriate bodies within the Uni-
versity of Queensland and Disability Serv-
ices Queensland to undertake the project
and agreement to the family member’s

33



participation in the study was obtained
from families or legal guardians when re-
quired.

Results

Data were analysed using Statistical
Package for Social Sciences Version 6.1
(SPSS, 1995). All quantitative data were
checked for assumptions of normality, ho-
mogeneity of variance, and sphericity. The
relatively large sample size (N = 104) com-
pensated for the non-normal distribution
of some results. Where assumptions of
sphericity have been violated the Green-
house-Geisser correction was applied to
produce a more conservative estimate of
effect. Mixed measures MANOVA results
report Greenhouse-Geisser values. As the
primary research question focuses on
change over time, a planned comparison
was used, namely, trend analysis. A rela-
tionship among means is described as a
linear trend when the relationship can be
represented as a straight line and as higher
order trends, such as quadratic with one
change of direction, or cubic with consist-
ent increases and decreases in direction
(Howell, 1997; May et al., 1990). The over-
whelming majority of results exceeded .80
of Cohen’s criteria for power which indi-
cates a large effect and all were above .50
(Cohen, 1988).

Adaptive Behaviour

A mixed measures MANOVA with re-
peated measures was performed on the
mean scores for ABS Part I for the total
population. Trend analysis allowed for a
comparison of patterns in skill level and
lifestyle of the institution population over
time. Results showing changes over time
are presented in TABLE 1.
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There was a statistically significant dif-
ference in the total mean scores for adap-
tive behaviour over time, F(1, 92) = 5.5,
p<.001. Trend analysis revealed a signifi-
cant positive linear trend in adaptive be-
haviour scores over time, F(1,92) = 10.8,
p<.001, and a significant quadratic trend,
F(1, 92) = 4.5, p<.05. A linear trend is re-
flected by increased adaptive behaviour
scores over time, however, by 24 months it
was beginning to plateau which explains
the quadratic component. Analysis of the
separate domains of the ABS revealed sig-
nificant improvements over time in Eco-
nomic Activity, Language Development,
Numbers and Time, Domestic Activity,
Pre-vocational/Vocational Activity, Re-
sponsibility, and Socialisation.

Planned comparisons revealed a sig-
nificant positive linear trend for Language
Development, F(1, 92)=6.46, p<.05;
Numbers and Time, F(1, 92) = 4.6, p<.05;
Prevocational/Vocational =~ Activity, F(1,
92) = 7.3, p<.01; and Socialisation, F(1,
92) = 25.5, p<.001. Adaptive behaviours in
these domains increased in a positive di-
rection over the two years of community
living and at this time there was no indica-
tion of a plateauing of skills.

Significant linear and quadratic trends
were recorded for Economic Activity, F(1,
92) = 8.7, p<.01 and 9.67 p<.01; Domestic
Activity, F(1,92) = 13.94, p<.001 and 11.64,
p<.001; and Responsibility, F(1, 92) = 12.2,
p<.001 and 10.2, p<.01. While the linear
trend provided evidence for the acquisi-
tion of adaptive skills, the quadratic trend
indicated that such increases were begin-
ning to plateau as time progressed.

The areas showing no significant
change over 24 months in the community
were Independent Functioning, Physical
Development, and Self-Direction. These
have remained stable. With the exception
of Physical Development, there has been
no increase in adaptive skills that encour-



Adaptive Behaviour Scale Part | Mean Scores Over Time for the Group (n = 104)

TABLE |

ABS Part | Assessment Time

Domains

(maximum Institution 1 month 6 months 12 months 18 months 24 months F
score) (df = 1,92)
Independent

Functioning M 447 46.1 47.5 46.5 45.2 451 1.15
(119) SD 28.8 26.9 27.8 27.1 27.4 27.5

Physical

Development M 15.1 15.0 15.2 15.4 15.2 15.0 .65
(24) SD 5.6 4.9 51 5.3 5.2 5.3

Economic

Activity M 2.4 3.1 3.5 3.5 4.5 3.5 2.58*
(25) SD 3.2 3.3 3.6 3.7 9.5 3.2

Language

Development M 141 14.4 14.8 15.2 14.8 15.4 2.52*
(43) SD 10.3 9.6 9.8 9.4 9.6 9.8

Numbers/

Time M 2.1 1.9 2.4 2.3 2.5 2.5 2.32*
(14) SD 3.4 3.2 3.6 3.5 3.6 3.4

Domestic

Activity M 4.3 51 5.7 6.3 6.1 6.0 7.97**
(23) SD 5.6 6.4 6.5 6.3 6.4 6.3
Prevocational/

Vocational M 2.0 25 2.5 2.7 3.1 3.0 2.85%*
(11) SD 3.2 3.7 3.6 3.7 3.7 3.7
Self-direction M 8.3 9.2 9.5 8.8 9.6 9.8 1.92
(23) SD 6.6 6.6 6.4 5.8 5.4 5.9
Responsibility M 2.8 3.8 3.7 3.9 4.0 3.8 7.26**
(10) SD 29 3.1 3.3 2.9 2.8 2.9
Socialisation M 11.6 12.2 13.3 12.7 14.2 14.2 8.34**
(26) SD 6.2 6.0 5.6 5.6 3.9 41

Total M 107.4 1141 118.0 117.2 119.5 118.9 5.46%**
(318) SD 66.3 64.0 65.0 61.8 60.3 60.2

*n<.05 **p<.01 ***p<.001
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age independence and self-reliance which
suggests that staff are still over-controlling
residents.

Maladaptive Behaviour

A mixed measures MANOVA with re-
peated measures was performed on the
total mean scores for the group. Scores
over time are shown in TABLE II. Analysis
revealed there was a significant change in
the overall level of maladaptive behaviour
after 24 months of community living, F(1,
92) = 3.55, p<.01, but post hoc tests re-
vealed no linear or quadratic trends indi-
cating the changes were not in any
consistent or favourable direction. Scores
on the ABS Part II showed a significant
decrease in the amount and severity of
challenging behaviour after one month,
t(96) = 3.36, p<.001, compared to the rates
before leaving the institution but after this
initial decrease scores began to increase
and by the two year follow-up were nearly
back at the institution levels.

Analysis of the individual domains of
ABS Part II showed significant negative
linear and quadratic trends for Trustwor-
thiness, F(1, 92) = 6.03, p<.05 and 6.75,
p<.05, and a quadratic trend for Sexual
Behaviour, F(1, 92) = 4.4, p<.05. Over 24
months of community living residents had
become more trustworthy and were exhib-
iting less inappropriate sexual behaviour,
however, the quadratic trend suggested
these results were beginning to plateau.

Trend analysis of the individual ABS
Part I domains with significant changes
over time revealed no linear or quadratic
trend for the domains of Social Behaviour,
Sexual Behaviour, Social Engagement and
Disturbing Interpersonal Behaviour indi-
cating that while scores had changed at
some time during the relocation (usually
in the early weeks following transfer from
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the institution to the community residence
and in the honeymoon period when both
residents and staff were testing each
other), by 24 months they were not signifi-
cantly different from the Challinor levels.
One reason for fluctuating scores may be
that staff notice behaviours more fre-
quently in the smaller, more confined sub-
urban houses and are less tolerant or
accepting of annoying behaviours indicat-
ing higher expectations of normality. At
Challinor there was always much back-
ground noise that may have masked bi-
zarre behaviours, staff could isolate
themselves from residents in locked
staffrooms and they may have been more
accepting of maladaptive behaviour over
time.

Choice-making

A mixed measures ANOVA was per-
formed on the mean RCAS scores for the
total group and scores over time are pre-
sented in TABLE III. Results indicated sta-
tistically significant changes over time
with residents in the community having
increased choice-making opportunities
from a mean of 3.0 everyday choices to 4.3
after 24 months, F(1, 92) = 57.96, p<.001.

Trend analysis revealed a significant
positive linear trend, F(1, 92) = 156.05,
p<.001 and a significant quadratic trend,
F(1, 92) = 31.85, p<.001. After an initial
positive increase, the amount of choice-
making plateaued. However, as residents
are making just over 60% of every day de-
cisions for themselves at 24 months it
would be desirable for the linear trend to
continue to a score of seven for choices in-
volving everyday decisions. Whilst the re-
sults from the RCAS indicated that
opportunities for choice-making have in-
creased consistently over time, with indi-
viduals now making more than half of



TABLE Il

Adaptive Behaviour Scale Part Il Mean Scores Over Time for the Group (n = 104)

ABS Part Il Assessment Time
Domains Institution 1 month 6 months 12 months 18 months 24 months F
(df = 1,92)

Social M 13.6 10.6 11.6 14.3 13.1 135 3.42*
Behaviour SD 13.5 111 10.8 13.5 11.6 12.4
Conformity M 8.2 6.0 7.0 7.7 6.9 7.4 2.13

SD 8.0 6.3 7.3 7.8 6.4 71
Trustworthiness M 7.7 4.6 5.0 5.6 4.7 4.9 6.17***

SD 8.7 6.1 6.2 7.6 55 55
Stereotyped/
Hyperactive M 10.4 10.0 11.7 12.2 10.6 11.8 1.90
Behaviour SD 8.5 7.4 8.2 8.6 7.7 9.3
Sexual M 4.0 2.2 3.0 3.0 29 2.9 4.79*
Behaviour SD 5.4 41 51 5.6 4.8 5.1
Self-abusive M 5.4 41 5.1 5.6 4.8 5.1 2.15
Behaviour SD 5.1 4.3 5.1 5.2 4.5 4.4
Social M 8.2 7.8 8.6 8.3 6.5 7.2 3.15*%
Engagement SD 5.7 5.2 5.7 5.9 5.2 5.3
Disturbing
Interpersonal M 7.4 6.0 7.4 8.0 7.3 8.2 2.29*
Behaviour SD 7.6 6.7 7.0 8.4 6.9 8.3
Total M 65.9 51.7 59.0 64.6 57.3 61.5 3.55***
(318) SD 45.0 35.9 38.1 44.6 36.0 41.2
*p<.05 **p<.01 **%*p<.001

TABLE il

Resident Choice Assessment Scale Mean Scores Over Time for the Group (n = 104)

Assessment Time

Institution 1 month 6 months 12 months 18 months 24 months F*
(df = 1,92)°
(p<.001)
Resident
Choice M 3.0 3.8 4.0 41 4.3 4.3 57.96***
Assessment SD 1.34 1.45 1.32 1.24 1.21 1.21
Scale
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their own everyday decisions but there is
still the challenge for services and support
staff to find ways of facilitating opportuni-
ties for choice-making all of the time.

Objective Life Quality

Mixed measures MANOVA was per-
formed on the total result and individual
domains of the LCQ to determine changes
in objective life quality. Results are pre-
sented in TABLE IV. Trend analysis of the
overall result revealed a significant posi-
tive linear trend increase, F(1, 92) = 166.42,
p<.001, indicating aspects of their life
changed over time and a significant quad-

ratic trend, F(1, 92) = 28.07, p<.001, indi-
cating these positive changes were begin-
ning to plateau. Significant positive linear
and quadratic trends were reported for the
domains of Material Well-being, F(1,
87) =1016.9, p<.001 and 24.2, p<.001;
Community Access, F(1, 92)=410.2,
p<.001 and 154.9, p<.001; Routines, F(1,
92) = 60.5, p<.001 and 116.4, p<.001; Self-
determination, F(1, 92) = 142.5, p<.001
and 45.9, p<00.1; Social/Emotional Well-
being, F(1, 92) = 131.7, p<.001 and 27.2,
p<.001; Residential Well-Being, F(1,
92) = 907.4, p<.001 and 624.4, p<.001 and
General factors, F(1,92) = 75.2, p<.001 and
333.6, p<.001. Residents had more per-
sonal possessions; increased variety, fre-

TABLE IV
Life Circumstances Questionnaire Mean Scores Over Time for the Group (n = 104)

Assessment Time

Domains Institution 1 month 6 months 12 months 18 months 24 months F*
(df = 1,92)2
(p<.001)
Material M 9.8 18.4 24.4 30.3 35.9 40.6 655.2%**
Well-being SD 3.21 3.93 5.28 6.52 7.44 8.61
Physical M 171 12.9 14.6 15.2 15.1 15.6 16.9***
Well-being SD 3.67 3.37 3.71 3.94 4.20 3.62
Community M 30.4 52.7 65.8 70.4 68.3 70.6 161.3***
Access SD 12.46 19.11 20.37 18.76 17.65 15.95
Routines M 23.3 47.5 48.2 48.3 47.6 48.9 60.5***
SD 16.26 17.72 14.28 15.05 16.65 15.39
Self-determination M 21.5 31.2 36.7 36.6 38.3 39.8 65.2%**
SD 16.60 14.63 14.24 14.05 13.58 15.72
Social Emotional M 21.8 28.6 34.5 34.3 36.3 37.2 42.4%**
Well-being SD 14.61 15.29 15.21 14.13 14.19 12.59
Residential M 14.3 30.7 30.9 31.5 32.4 32.4 552.7***
Well-being SD 3.76 3.30 3.86 3.62 3.28 3.15
General M 4.6 11.4 13.1 11.6 11.3 10.2 110.2%**
SD 2.22 3.15 2.99 3.13 3.54 3.39
Total M 133.1 225.0 258.4 270.3 276.9 289.5 352.4%**
SD 54.92 58.67 59.78 51.02 49.99 48.04
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quency and opportunity for accessing the
community; increased self-determination;
increased contact with family and friends;
and improved residential circumstances.

Physical well-being showed significant
negative linear and quadratic trends F(1,
92) = 23.38, p<.001; and 8.55, p<.01, indi-
cating that in terms of medical visits resi-
dents were making fewer trips to the
doctor whereas, in the institutions, every
person had three monthly medical ap-
pointments whether they were required
or not. Reduced medical appointments
and medication, and fewer accidents could
also be an indicator of improved health
but this would require further investiga-
tion. Even a reduction in medical visits is
evidence of a more normalised lifestyle in
the community as citizens without intel-
lectual disability do not visit the doctor on
a regular three monthly schedule unless
they are ill or require regular review for a
health condition.

Discussion

Adults from 21 to 84 years, with intel-
lectual disability were each followed over
a two year period as the institution in
which they had lived for many years was
progressively closed. All residents were
relocated into homes in the community
and the changes in their lives were moni-
tored in a repeated measures study. The
study focused on four aspects of change -
adaptive behaviour, maladaptive behav-
iour, choice-making and objective life qual-
ity - to determine if relocation from an
institution affected their lifestyle in the
community.

The repeated measures analyses of
adaptive and maladaptive behaviour,
choice-making, and objective life quality
provided evidence that residents were

more active and participated more in the
community than when they lived in the
institution. Residents now lead lives that
are more similar to those of people with-
out intellectual disability. The most signifi-
cant finding from this study was the
increased levels of adaptive behaviour,
choice-making, and objective life quality,
and stable levels of maladaptive behaviour
over 24 months of community living for
the 104 residents. However, all areas as-
sessed showed individual outcome vari-
ability over time. Implications of the
findings are discussed below.

Adaptive Behaviour

The outcome of this research shows
initial increases which, after two years, are
beginning to plateau in some areas. This
suggests that a lifestyle in the community
based on the principle of normalisation
requires more than just relocation to main-
tain and enhance adaptive behaviour. The
plateauing of skills after 24 months might
be indicative of a prolonged honeymoon
period where there is a loss of interest by
both residents and staff in joint participa-
tion in activities of daily living such as
meal preparation or housekeeping. As
well as an increased recognition of indi-
vidual rights experienced in the commu-
nity and because staff allow residents to
make most daily choices from a known set
of limited options, there is often no con-
comitant increase in an individual’s re-
sponsibility to perform tasks or for staff to
encourage or facilitate participation in ac-
tivities. Staff seem to find it easier and
quicker to do things for the residents with-
out expecting them to participate.

While adaptive behaviour increased
for most participants the results were by
no means uniform. Some adults with mild/
moderate levels of intellectual disability
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showed few gains in adaptive skills while
skills in the oldest age group may have
levelled off due to the increasing presence
of physical disability or loss of skills in a
naturally age-related deterioration. Lack of
adaptive skill acquisition may have been
due to expectation from staff members
that relocation into a community lifestyle
would be all that was required to foster
resident development. Staff were neither
aware of the need for, nor did they have
the skills, to teach new skills related to in-
dependent functioning and domestic ac-
tivities. It appeared that it was often the
unwitting modelling of social skills that
made the most significant impact on resi-
dents. More complex skills (such as dress-
ing) required a more advanced level of
teaching expertise and did not change.

Increases in adaptive behaviour oc-
curred in houses where staff were actively
involved in teaching, facilitating acquisi-
tion of skills, providing opportunities for
participants, and behaved pro-actively in
fostering learning and individual develop-
ment. Many staff did not often demon-
strate skills or knowledge of explicit
teaching (Westwood, 1997), or operated
their house under a hotel model that
meant no responsibility or obligation was
placed on some residents to assist in daily
chores. Staff may advocate residents’
rights to make choices (reflected by in-
creased scores on RCAS) but there was no
indication of concurrent increase in resi-
dent responsibility to perform certain
adaptive behaviours (reflected by a de-
crease in ABS Part I scores). It appears that
a need exists for direct care staff to learn
and use explicit teaching techniques such
as active support (Jones et al., 1999) and to
foster responsible choice-making.
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Maladaptive Behaviour

Residents” maladaptive behaviour re-
mained at a relatively stable level as meas-
ured by the ABS, however, there was a
change in the nature of problem behav-
iours. Most residents had little experience
with community living and lacked the op-
portunity to make choices and decisions or
act independently. Many showed extreme
dependence on carers, and displayed a
range of socially unacceptable behaviours.
The separate domains of the ABS Part II
show reduction over time (physical and
verbal aggression) while other maladap-
tive behaviours increased (lack of con-
formity). These outcomes could be
interpreted as residents making their own
choices and decisions, albeit inappropriate
ones. Stereotypic and self-abusive behav-
iours did not change so it does not appear
to be the actual residential location and
reduced resident numbers that are influ-
ential. That the group total score remained
at the institutional level may be a function
of changes in the nature and degree of
maladaptive behaviour. However, the fact
that maladaptive behaviour declined sig-
nificantly at the first assessment and then
returned to the institution levels suggests
that it is possible to decrease the occur-
rence of these behaviours and further ex-
amination is required to determine why
improvements were not maintained.

In the smaller, usually quieter commu-
nity homes maladaptive behaviours are
more audible or readily observable. Most
community staff had expectations of resi-
dents’ behaviour based on societal stand-
ards that are set at a higher level than
institutional levels. It was acknowledged
that in the institutional setting many resi-
dents acted in ways that were not accept-
able by community standards and, hence,
were rated as maladaptive even though
the institution staff accepted them as com-



monplace (perhaps even normal for that
group of people).

Another explanation for the lack of
substantial improvement in maladaptive
behaviour levels were the characteristics of
the relocated individuals. All had experi-
enced long-term institutionalisation so it is
perhaps encouraging that the levels of
maladaptive behaviour did not increase in
the community. Other researchers have
reported no change in maladaptive behav-
iour (Emerson and Hatton, 1996; Larson
and Lakin, 1989) and it has been argued
that maladaptive or challenging behaviour
is not caused solely by institutional envi-
ronments (Cullen ef al., 1995; Felce et al.,
1995). However, behaviour problems do
not occur in a vacuum, are responsive to
the environment, and often result from a
shortfall in services rather than institution-
alisation or deinstitutionalisation alone
(Jacobson and Schwartz, 1983). The main-
tenance of uniform levels of maladaptive
behaviour reinforces the need for specific
behavioural programmes to modify mala-
daptive behaviour such as those based on
positive behavioural support (Koegal et al.,
1996).

Choice-making

Independent choice-making was a
relatively common experience for those
living in the community with residents
making over 60% of everyday choices (e.g.
when to get out of bed, when to take a
shower). However, there were differences
associated with the level of intellectual dis-
ability. As might be expected adults with
mild/moderate levels of intellectual dis-
ability recorded significantly more every-
day choices whilst those with severe/
profound disability, especially the younger
members of the group, although these

individuals were still making choices 50%
of the time. Choice-making behaviour was
also beginning to plateau toward the end
of the study. This could have been due to
either staff familiarity with residents or
inability by staff to facilitate greater choice-
making due to their own modest develop-
mental training skills or the nature of
staffed community houses. For example,
there are restrictions in terms of individual
preferences about meals, household rou-
tines, recreation, and leisure pursuits that
cannot always be accommodated by be-
cause of the needs of the group or house-
hold (Rawlings et al., 1995; Stancliffe,
1991). Contflicts can also occur as people
with intellectual disability may not be
aware of the consequences of their
choices, and trial-and-error learning may
be unsafe or inappropriate.

The slowing of choice-making fre-
quency and opportunity may reflect the
establishment of routines in the house and
staff knowledge of residents and so they
anticipate or predict choice rather than al-
lowing the person to be active in choice
situations. However, it is important for
people to have their changing needs and
preferences accepted through availability
of a high level of choice-making, a point
also made by Janicki (1990). It is not al-
ways appropriate for staff to anticipate a
person’s choices as they need to be ac-
tively involved in the process and interac-
tion. Similarly, it is inappropriate for staff
to allow residents to “do their own thing”
as inappropriate choices restrict habilita-
tion (Bannerman ef al., 1990; Crichton,
1998). However, many staff accept resident
non-participation in self-care or domestic
chores because they fail to understand
that the resident is being denied the op-
portunity to become more autonomous
through the acquisition of independent
living skills. Choice-making should be re-
lated to the capabilities of individuals,

41



with staff direction and teaching occurring
where inappropriate choices are being
made rather than absolute acceptance of
resident choice. This involves the reconcili-
ation of individual rights versus responsi-
bility issues which need to be addressed
by both direct care staff and service pro-
viders

In Australia, community support staff
seem overly conservative about their re-
sponsibilities vis-a-vis resident choice
(Parmenter, 1994) and the plateauing of
choice opportunities might reflect this con-
servatism. Hence, direct care staff need
guidelines about when it is legitimate to
stand back so that the resident learns from
risk-taking activities and their conse-
quences and when they should intervene
to maintain duty of care.

Objective Life Quality

Objective life quality (living conditions,
routines, possessions, social networks and
community access) improved for all par-
ticipants regardless of location, service
provider, age or level of intellectual dis-
ability. The residents live in modern, brick,
freestanding public housing, typical of the
surrounding neighbourhood in outer sub-
urban areas, and with more favourable
staff:resident ratios than in the institution.
Meal times are flexible and where possible
times for rising or going to bed are deter-
mined by residents. Each household is re-
sponsible for house management. There
are 15 hours of funded individual day ac-
tivities per week for each person although
there is variability in the degree of struc-
ture and all involve access to the local
community, age-appropriate activities, and
recreation. Despite these improvements in
objective quality of life (mean score in-
creased from 133 in the institution to 289
after 24 months), there is still much that
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can be done given the maximum score is
530+. While it is encouraging that life cir-
cumstances improved most notably in
standard of residential accommodation,
increased opportunities for life routines
and community access, and the develop-
ment of wider social networks, discrepan-
cies occur across services and even for
individuals within the same service. These
generally relate to the quality of staff inter-
actions and their facilitation of leisure and
recreation activities.

There was a great variety and number
of home-based leisure activities in the
early months of relocation but, by 24
months, these were declining, except in
houses where residents were kept actively
involved in leisure pursuits such as paint-
ing, puzzles, gardening, knitting, cooking
and care for a pet. Lack of maintained lei-
sure activity has been reported by other
researchers (Dagnan et al., 1998). No one in
the present study attended full-time day
services and community activities were
only attended for several hours on a
weekly basis (e.g. social groups, craft, pot-
tery, swimming). This indicates a need for
direct care staff to devise innovative ways
for enabling residents to enjoy opportuni-
ties that lead to personal competence,
development and autonomy. Other re-
searchers undertaking longitudinal follow-
up of community relocation have also
found no evidence of people who were
undertaking new or ordinary day time ac-
tivities (Donnelly, et al., 1997). With the
exception of community access activity
many houses have little structure and di-
rection from staff in terms of individual
programming and so are no improvement
on life in the institution where residents
also spent much of the time in undirected
activity.

Summing up it can be said that adults
with severe intellectual disability and who
are aging have living conditions which are



more similar to people in the community
without intellectual disability and are cer-
tainly more favourable than when they
were living in the institution. Not with-
standing this, there are substantial indi-
vidual differences in the quality and
quantity of changes that suggest that com-
munity based services may not yet be ad-
dressing the needs of all residents and
attention must be given to individual de-
velopment and especially to the quality
and training needs of staff support.

The research outcomes vindicate the
government decision to close the institu-
tion and relocate residents into the com-
munity to provide choice-making and life
quality that is similar to lifestyles experi-
enced by people without intellectual dis-
ability. Variability in individual outcomes
suggests there is not a single recipe for
successful community living but services
must be responsive to individual needs
and there appears to be some benefit in
the longitudinal monitoring of residential
lifestyles, adaptive skills, choice-making
and also the involvement of direct care
staff in residents’ lives.
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Summary

As part of an institutional closure pro-
gramme in Queensland, Australia, 104 in-
dividuals most with moderate and severe
levels of intellectual disability, who had
been institutionalised long-term, were re-
located to community-based group homes.
Each individual was assessed 6 months
prior to the relocation and then again after
1, 6, 12, 18 and 24 months of community
living. Assessments involved ratings of
adaptive and maladaptive behaviour,
choice-making and objective life quality.
The group means comparing institution to
community ratings showed improvements
in adaptive functioning but no significant
change in maladaptive behaviour. There
were also improvements in objective life
quality and increased opportunities for
choice-making following relocation to the
community. These outcomes suggest that
relocation to the community was associ-
ated with a more active and normalised
lifestyle.
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