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Vision:

We have a vision of families being agents of
positive social change so
that people with developmental disability
have inherent value as members of a just
and inclusive society.

Mission:

To attain positive social roles for people who
have a developmental disability through the
development and support of advocacy by
families and by strengthening the
knowledge, role and influence of the family.
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Deinstitutionalisation: 1 Review of Literatnre

Executive Summary

Introduction

The 1998 NSW Govemment decision to close mstitutions was hailed as a socially just
decision. It provided hope for a better future for the 2,600 residents and for the
thousands of children, young people and adults with disability who may have been placed
in these institutions for want of alternative options in the community.

The decision rested on the seminal work of the then NSW Community Services
Commission that exposed the draconian state of NSW institunons which failed to
protect the human and legal nghts, safety and dignity of residents with intellectual
disability. The Performance Auwdit Report of Large Residential Centres for Peaple with a Disability in
NSW recognised that even if minimum standards and adequate policies are developed,

there are other factors which are inherent to institutional models of care that are
difficult to remedy. These include the whole of life umbrella approach to the delivery
of services, the custodial and impersonal nature of care, their segregation from the
commmnity, their inabikity 1o provide a howmelikee environvrent and their increased
difftculty in meeting the plysical, emotional, social and skill developrrent needs of
residents. :

These features of fnstitutional care mean that even if centres met the reguirements of
basic safefy and rights, institutions conld never naeet the individual needs of people
with a disabifity or provide the quality of ife envisaged by the Disability Services
At 1993 (Audit Office & Community Services Commission:1998:ix).

Since that time, the implementation of minimum standards has diverted attention away
from the need to close institutions and hence the government decision to redevelop
rather than close three institutions, has largely passed unnoticed.

The purpose of this paper is to use the evidence of research to remind govermment of
the original reason for closing institutions. That is, at minimum, to protect the human
and legal rights, safety and dignity of people with disability and to meet the requirements
of the NSW Disability Services Aut, 1993 (DSA). The DSA requires services to enable
people with disability to achieve their maximum potential and positive outcomes such as
increased independence, employment opportunities and integration into the community.
In addition, it requires services to be provided in such a way as to provide a positive
image of persons with disabilities and to enhance their self esteem.

Key messages from the literature of deinstitutionalisation

Major studies in the UK, Ireland and USA have examined the outcomes for people with
disability who are relocated from large residential centres to live in the community. Such
studies report a substantial reduction in the numbers of people living in lagge residential
centres confirming clearly that the practice of deinstitutionalisation has been accepted
and adopted widely in the USA and mostif not all European countries (Hatton &
Emerson:1996:17).

This report draws on evidence presented by Emerson and Hatton (1996) in their meta-
analysis of the UK research literature on the effects of deinstitutionalisation, published
between 1980 and 1994, on evidence presented by Kim, Larson and Lakin (2001) in their
meta-analysis of US literature on behavioural outcomes of deinstitutionalisation between
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1980 and 1999 and on the as yet unpublished analysis by Lemay of the literature in
Canada. -

In total, these reviews present the evidence of over 100 studies reported in peer reviewed
journals that indicated that:

Smaller, community based residential services were generally, though not inevitably
assoctated with increased user engagement in ongoing activities, increased contact with care
staff, increased sse of community facilities, increases in adaptive bebariour, reductions in
observed challenging bebavionr, increared opportunities for choice, increased contact with
Jamily and friends, a better material standard of lving and an increased acceprance by the
commrdty. (BEmerson & Hatton:1996:17)

Studies that examined family attitude to deinstitutionalisation have found that:

s parents who were initially opposed to deinstitutionalisation were almost always
satisfied with the results of the move to the community after it occurred (Larson |
& Lakin:1989; Larson & Lakin:1991);

e family preference for community based services mcreased significantly over time
(T'ossebre:2006);

o family contact increased significantly when people moved out of institutions into
the community and remained higher even after several years of placement in the
community (Stancliffe & Lakin:2006);

* when many people had moved out of the institution, family contact decreased for
people who stayed in the institution (Stancliffe & Lakin:2006).

Stancliffe and Lakin suggest that carefully supporting family (re)involvement during the
relocation process may be associated with stable long term family contact (Stancliffe &
Lakin:2006).

It is time to apply evidence based practice to services for people in large residential
centres. The unequivocal message from research is that people who have moved out of
mstitutions have a better quality of life and better outcomes than people living in
mstitutions.

The evidence provides two important lessons for government. Firstly, that people with
disability have better lives, measured in a myriad of ways, when they move out of
institutions. Secondly, that whilst most families oppose the move to close institutions
(change is always hard), families change their mind about its benefits after the move and
become more and more committed to community living as time goes by.

In this context, the redevelopment of institutions into a village for seventy people with
challenging behaviour, a retirement village for a hundred people with intellectual
disability and a twerity bed unit for people with complex health needs cannot be justified.
These Australian citizens deserve better. Even if part of the pressure for redevelopment
comes from families of current residents, “considerations of intergenerational equity
require their cosure so that redevelopments of today do not put a noose around the neck
of the future generations who will be placed in institutional care in spite of wanting a
community based option.” (Bostock:2001:53).
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Introduction

Major studies in the UK, Ireland and USA have examined the outcomes for people with
disability who are relocated from large residential centres to live in the community. The
studies report a substantial reduction in the numbers of people living in large residential
centres confirming clearly that the practice of deinstitutionalisation has been accepted
and adopted widely in the USA and most if not all European countres (Hatton,
Emerson & Kieman, 1995 in Emerson:1996:17).

Despite the depopulation and closure of institutions, deinstitutionalisation continues to
be a controversial topic in states that operate such services (Kim, Larson &
Lakin:2001:36). The reasons for the controversy are multiple. The best interests of
people with disability must battle conflicting interests of more powerful groups. Families
of current residents are nervous: forced to relive the tension at the time of placement,
they distrust government commitments to provide long term support; staff of institutions
are nervous that they will find it hard to reodent themselves to the new demands of
community living or will lose their jobs when institutions close; towns in which
institutions are situated are nervous at the impact of closure on the economic and social
fabric of the community and people with little prospect of government funded
accommodation support wonder why all this fuss is made on behalf of people ‘who at
least have something’.

Among this controversy and conflict, the neglectful and abusive situation of life in
mstitutions is forgotten. In NSW, it was the seminal work of the then NSW Commnunity .
Services Commission exposing the draconian state of NSW institutions for people with
disability that led the Minister for Disability Semces in 1998 to commit to close
institutions over twelve years.

The work to close the institutions progressed slowly, although thirteen institutions have
closed since that ime (DADIC:2007:2). In 2007, 1720 people with intellectual disability
continue to live in thirty three institutions. Any govemment enthusiasm for closure has
dimmed and significant new resources have been committed to the redevelopment of
three large residential centres that in 1998 had been prorities for closure.

It is not surprising that the interests of people with disability were unable to withstand
the onslaught of conflicting powerful interests. The faltering processes of government
led to doubt that government had the knowledge and skills to successfully accomplish
the closures and the sxgmﬁcant unmet need for accommodation support made many
question the monumental size of the task.

The case for closure is based on three elements:

e Human nghts considerations require that people with disability are afforded the
same opportunities as other citizens;

e There is a requirement for evidence based practice. DADHC claims adherence to
this principle in the NSW Government Aavmmodation and Suppors Paper (2006)
with its commitment that “Research and evidence will inform service
developrnent and practice” and “Accommodation and support options will build
on practice that works for people with disability — both nationally and
internationally.”

® Thereis a need to ensure “inter-generational equity and sustainability in housing
options so that redevelopments of today do not lead to a noose around the neck

ADVvVOLCALY | _
' Page 4




Deinstitutionalisavion: A Review of Literarure

of the future generations who will be placed in institutional care in spite of
wanting 2 community based option.” (Bostock:2001:53

The report draws on evidence presented by Emerson and Hatton (1996) in their meta-
analysis of the UK research literature on the effects of deinstitutionalisation, published
between 1980 and 1994, on evidence presented by Kim, Larson and Lakin (2001) in their
meta-analysis of US literature on behavioural outcomes of deinstitutionalisation between
1980 and 1999 and on the as yet unpublished analysis by Lemay of the literature in
Canada. In total, these reviews present the evidence of over 100 studies reported in peer
reviewed joumnals that indicated that “smaller, community based residential services were
generally, though not inevitably associated with:

¢ increased user engagement in ongoing activities;
e increased contact with care staff;
® increased use of community facilities;
o increasesin adaptive behaviour;
e reductions in observed chaIlenéing behﬁviour;
s increased opﬁommities for choice;
s increased contact with family and friends;
e abetter matenal standard of living; and

e increased acceptance by the community.” (Emerson & Hatton:1996:17)

Finally, the paper reviews research that demonstrates that parents who were initially
opposed to deinstitutionalisation were almost always satisfied with the results of the
move to the community after it occurred (Larson & Lakin:1989; Larson & Lakin:1991)

‘The conclusion of the research, which must underpin evidence based practice is
unequivocal. The best interests of people with disability are served by the closute of all
large residential centres.

* The studies included in this review show a diverse range of approaches to measuring the
impact of deinstitutionalisation on the quality of life of service users. To provide a basis
on which to make comparisons, measures of outcomes wete categorised according to the
following general domains.

Engagement

Studies typically define engagement as either appropriate non social activity (such as
participation in leisure activity, personal care, domestic activity or an appropnate
tesponse to a formal program) or social interaction between the user and others.
Engagement has been the most frequently used measure of outcome in UK research
since the 1980s and is measured as the extent to which users are actively engaged or
participating in every day ongoing activities. It is measured by the direct observation of a
person not involved in the group (direct non participant observation). (Emerson &
Hatton:1996) '

Even though a substantial variation occurred within each type of service, results indicate
that overall, the type of service had a significant effect on the level of engagement.
People in staffed houses had a higher level of engagement than people in units/hostels
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who in tum had a higher level of engagement than people in NH hospitals /institutions.
(Studies by Emerson, Cooper & Hatton:1995; Felce et al.:1980; Felce, de Kock, & Repp:
1986; Mansell:1994; Felce, Kushlick & Mansell:1980, Emerson et al.:1995 (reported in
Emerson & Hatton:1996), Hatton, Emerson Robertson, Henderson & Cooper(1996)

Staff contact

Twenty six studies examined the extent and nature of contact received by users from care
staff, most frequently employing non-participant direct observation (Emerson, Beasley,
Offord & Mansell:1992; Felce, Mansell & Kushlick:1980; Felce et al.:1986, Mansell: 1994
reported in Emerson & Hatton:1996).

Overall levels of staff contact were higher in staffed houses than either units/hostels or
NI hospitals/institutions. Again however, substantial vasiation was apparent within
models. Whilst tlie small number of studies evaluating staff contact in hostels and units
makes the assessment of the statistical significance of differences across all types of
services impossible, a comparison of institutions with staffed houses revealed that users
in staffed houses received significantly more staff contact than users in NHS hospitals.

Opportunities for choice

Twelve studies contained some consideration of the opportunities for choice available to
service users across different types of services. Methods used to evaluate opportunities
for choice varied widely and included qualitative interviews with service users (Flynn:
1989), families (Emerson et al:1995) and staff (Dockerall, Gaskell, Rehman & Normand,
:1993), quantitative rating scales (Beswick:1992), physical indicators assumed to
correspond to service user choice (Felce, Thomas, de Kock, Saxby & Repp:1985) and the
amount of time services users’ living arrangements were locked (Murphy, Holland,
Fowler & Reep:1991) (reported in Emerson & Hatton:1996).

Studies using a loose definition of autonomy and those which have focused on choice
over routine daily activities have typically reported greater autonomy and choice in less
institutional settings, although this may be more restricted than the general population
(Hmerson & Hatton:1996:28).

Studies concerning choice over important life decisions report users as having little
choice over these brodd aspects of their lives (Cattermole, Johoda & Markova, 1998)

Relationships

Ten studies investigated some aspect of relationships between service users and others.
The studies recorded contact between service users and family/frends though diary
records of caters (de Kock et al.:1988; Lowe & de Paival991; Cattermole et al:1988;
Fleming & Stenfert Kroese:1990) and through interviews conducted with service users or
with relatives (Cattermole et al., 1988; Flynnn:1989 reported in Emerson & Hatton:1996).

Those studies that have examined the frequency of contact between service users, friends
and relatives have generally reported an increased frequency of social contacts in less
mstitutional settings (de Kock et al.:11988; Lowe & de Paiva:1991). They have also
teported however, that frequency of such contact, particularly with people who are not
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other residents, staff or relatives, remains very low in community settings (Lowe & de
Paiva:1991; Cattermole et al.:1988; Fleming & Stenfert Kroese:1990).

Those studies that have examined the depth of social relationships have reported that
relationships with people without developmental disability outside the family are either
superficial or generally not existent (Cattermole et al.:1988; Jahoda et al:1990).

Satisfaction

Seven studies evaluated either users’ satisfaction with the services they were receiving or
their satisfaction with life in general, primarily through qualitative interviewing techniques
(Flynn:1989; Jahold et al:1990). Overall, studies have reported improvement in user
‘satisfaction with services associated with moves from hospital to community based
services. Studies also reported similar improvements in satisfaction with lifestyle and life
in general (Beswick:1992; Cullen et al. in Emerson & Hatton:1996).

Social indicators

Social indicators are those measurable ‘objective’ indices which, by consensus are thought
to be associated with a better quality of life. Seven studies examined some aspect of
physical environment of settings. Not surpusingly, such studies reported that community
based services are more ‘normalised’ than hospital settings, and that the quality of the
physical environment in community based settings is higher than the quality of the
physical environment in the hospital settings (Beswick:1992; Conneally et al:1992;
Flynn:1989; Sinson:1990 reported in Emerson & Hatton:1996). ‘

Adaptive behaviour

‘T'wenty six UK studies examined some aspect of the personal competence of service
users prmarly through the use of questionnaires and rating scales.

Whilst the majority of studies (67%) reposted increased personal competence following
the move to less institutional settings, a significant minosity (33%) reported no such
difference. The few studies that have evaluated changes in pessonal competence of
service users over an extended perod of time (Cambridge, Hayes & Knapp, 1993;
Hemming, 1986, Lowe, de Paiva & Felce, 1993 reported in Emerson & Hatton:1996)
have tended to report a ‘platean’ effect, in which large initial gains resulting from the
move to community based services are followed by few additional changes once service
users are living in the community based services. Such results suggest that increases in
adaptive behaviours may reflect the increased opportunities available to service users in
community settings, rather than the continued development of the competence, skills
and abilities of setvice users over time.

US studies note that overall adaptive behaviour was almost always found to improve with
movement to community settings from institutions (Larson & Lakin:1989; Larson &
Lakin:1991). The meta-analysis of 11 studies of specific adaptive behaviour skills found
that self care skills, and to a lesser degree, communication, academic skills, social skills,
community living and physical development improved significantly with
demnstitutionalisation (Lynch, Kellow & Wilson, 1997 in Kim, Larson & Lakin:2001:36).

[/
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Twelve US studies compared people who moved from institutions to small residential
settings with a ‘contrast’ group of people who stayed in the institution {(Kim, Larson &
Lakin:2001:39).

‘The findings regarding outcomes within specific domains of adaptive behaviour among
the contrast group studies showed movers with either statistically significant
improvements relative to stayers or with improvements that did not reach statistical
significance. As the Lynch et al (1997) meta-analysis reported, self care or domestic skills
domain of adaptive behaviour showed most consistent statistically significant

1mp rovements. Other adaptive behaviour domains that showed statistically 51g1nﬁcant
improvements in at least two separate studies included academic skills, community living
skills, social skills and vocational skills (Kim, Larson & Lakin:2001:39).

Other US studies measured changes in adaptive behaviour over time (longitudinal
studies). Twenty two longitudinal studies examined changes in adaptive behave among
people who had moved from institutions. Thirteen reported statistically significant
improvements in overall adaptive behaviour associated with moving to a small
community setting and two reported significant declines (Kim, Tarson & Lakin:2001:39).

Fourteen US studies examined changes in adaptive behavior in specific domains. Whilst
contrast group studies found the most consistent pattern of improvements in self care or
domestic skills, among longitudinal studies, social skills showed most consistent
improvement. Six of the seven longitudinal studies that measured social skills found
statistically significant improvements after movement to community and the seventh
found improvements that did not reach statistical significance. Five studies looked at
community skills and reported statistically significant improvements while an additional
four studies reported statistically significant improvements in vocauonal skills associated
with deinstitutionalisation (IKim, Lasson & Lakin:2001:39).

Challenging behaviour

In the UK studies, two complimentary approaches have been taken to evaluate the
impact of deinstitutionalisation on the extent and nature of challenging behaviour shown
by sérvice users. The majority of studies used standardized rating scales to solicit

. information from key informants, such as care staff (Murphy & Clare:1991). A smaller
number of studies directly observed the service users over varying pedods of time to
measure changes in the amount of time users exhibited challenging behaviour (Emerson
et al:1992; Mansell:1994 reported in Emerson & Hatton:1996).

‘The two different approaches give vesy different results. The use of information from
third parties suggests that the move from more to less institutional settings is associated
with no change in the challenging behaviours shown by users. For a minority of
comparisons between hospitals and staffed housing, this approach resulted in the
reporting of a significant increase in challenging behaviours following the move to
smaller community based services.

In contrast, those studies which directly observed service users reported an overall
reduction in challenging behaviour associated with the move to community based
services although this was only the case for three of the seven compardsons.

Emerson & Hatton (1996) identify a number of factors that may account for these
discrepancies. These include: differences in skills, expectations and experience between
informants in the institutional and community-based settings, increased opportunity for
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certain forms of challenging behaviour in less institutional settings, increased social
disruption caused by certain forms of challenging behaviour in less institutional settings,
increased rates of some eliciting events (eg social demands) in community based settings
and differential sensitivity of measurement approaches to different forms of challenging
behaviour,

* 'The twelve US contrast studies (compared people who moved from institutions to small
residential settings with a ‘contrast’ group of people who stayed in the institution (Kim,
Larson & Lakin:2001:39) found that only one study reported a difference in challenging
behaviour between stayers and leavers that was statistically significant. In that study,
movers stayed the same while the stayers had overall challenging behaviour ratings that
declined significantly.

Longitudinal measures of general challenging behaviour found the same variability as
reported for contrast group studies. Ten studies showed improvements in challenging
behaviour after the move, including three studies in which changes were statistically
significant after 6, 9, 36 and 72 months. On the other hand, six studies reported
increased levels of challenging behaviour after the move, including two studies (in 1980s)
that reported significant increases.

The more recent US studies have noted somewhat different outcomes in relation to
challenging behaviour than the results of studies in the 1980s. Since 1990, twelve studies
tested changes in overall challenging behaviour associated with movement to community.
Three studies found statistically significant improvements whilst the rest found no
change. Kim et al (Kim, Larson & Lakin:2001} argue that these findings are important
because a common argument against deinstitutionalisation is that challenging behaviour
will deteniorate when the person moves. Studies of deinstitutionalisation in the US in the
1990s indicate that challenging behaviour either improves or has no change (Kim, Larson
& Lakin:2001).

Other outcomes

Other outcomes reported from studies of people who have moved from institutions into
the community include improved matenal well-being and community integration (Apgar,
Cook & Lerman:1998); improved social presence and significantly higher overall quality
of life, satisfaction, productivity, independence and integration (Conroy, Lemanowicz,
Feinstein & Bemotsky (1991); more opportunities to make to make choices
(Conroy:1995) and increased use of community spaces, engagement in moxe social
activities, more personal integration and more family contacts (Stancliffe & Lakin:1998)
reported in Kim, Larson & Lakin:1991:46).

Family attitudes

US research demonstrates that families of people with developmental disabilities oppose
deinstitutionalisation, but that they change their minds after resettlement has taken place.
In a review of twenty seven studies of pareital attitudes on the deinstitutionalisation of a
family member with disability, Larson & Lakin (1991) found high levels of satisfaction
with institutional placement and opposition to deinstitutionalisation, whereas studies of
community placements found high levels of satisfaction with community placements and
retrospectively reported lower satisfaction with institutional placements.
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This US pattern of initial opposition and ‘after the fact suppott is largely replicated in
Scandanavian research by Tossebro (2006) whose longitudinal study found that the
preference for community services was long term. Collecting family data before re-
settlement and at five and ten years, Tossebro found that prior to resettlement only 17%
of families preferred community care, five years later, 73% of farnilies preferred
community care and ten years later, 76% of families preferred community care. These
results are supported in other studies (Grimes & Vitello, 1990, O’Brien, Thesing, Tuck &
Capie, 2001; Spreat & Conroy, 2002; Conroy, Spreat, Yuskauskas & Elks, 2003 in
Lemay:2006) which report that within as little as six months and up to seven years later,
families who had opposed deinstitutionalisation had, at the very least, become reconciled
to it and in some cases very supportive of community living,

Australian research conducted by Tabatabainia (Lemay:2006) identified four reasons why
families opposed de-institutionalisation; namely:

o fear of a deleterious impact on their family life believing they would once again be
responsible for the deinstitutionalized resident;

o concern for the welfare of the deinstitutionalized resident fearing change might lead
to trauma and that relocation might be worse;

o fear that community services were inadequate and not up to the job of caring for
their handicapped family member and relatedly that there was insufficient funding to
ensure adequate services;

o satisfaction that institutional services were “very good”.

Tabatabainia suggested that, at least in this case, the govemment had not done a good
job of informing parents about the deinstitutionalisation process and the services to be
found in the community, and had not done a good job of educating parents about
normalisation and the proposed outcomes of deinstitutionalisation” (Lemay:2006:3).

Studies by Spreat & Conroy (2002) and Stancliffe & Lakin (2006) report that family
contact increased when people moved out of institutions into the community and
remained higher even after several years of placement in the community. Wolfensberget
(2003) argues that family presence and patticipation in a handicapped person’s life can be
the single most important safeguard for the security and service quality and serves as a
protective factor.

Stancliffe & Lakin (2006) examined the frequency and stability of family contact with
long term institutional residents during a major deinstitutionalisation project. Whilst there
was no difference in family contact prior to the move, data provided at four annual
assessments demonstrated that family contact increased significantly for people whao
moved and decreased for people who stayed. :

Stancliffe and Lakin suggest that carefully supporting family (re)involvement during the
relocation process may be associated with stable long term family contact.

Discussion and Conclusion

The twenty first century is the time for evidence based practice in hurnan services. Evety
proposal, every tender begins with the documentation of evidence to support the
intended direction.

It 1s time to apply evidence based practice to services for people in large residential
centres. Even though there has been some varation in the experiences of people within
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different service types, the unequivocal evidence from research is that people who have
moved out of institutions have a better quality of life and better outcomes than people
living i institutions.

The varation within models is testimony to the fact that size of living arrangement
makes a difference but does not of itself guarantee good outcomes. Other research
(Mansell:2005; Felce:1998) demonstrates the critical nature of inter-related aspects of
staffing, These include the size of the staff:resident group, the staffiresident ratio, how
staff are deployed (planning how to allocate staff to support resident activity) and how
staff are trained and assisted to provide effective support to help people who lack skills
to accomplish an activity.

In addition, there is some evidence that large initial gains resulting from the move
community based services are followed by few additional changes once setvice users are
living in community based services. This plateau effect suggests that increases in adaptive
behaviours may reflect the increased opportunities available to service users in
community settings rather than continued development of competence, skills and
abilities of service users over time. Even if improved adaptive behaviour is due in'part to
changes in envigonmental opportunities, one of the reasons that deinstitutionalisation is
such a important policy is that it seeks to maximise inclusion for people with disability.

Demstitutionalisation has fargely been accepted in the US, UK, most of Europe and most
of Australia and this paper has provided the evidence of its efficacy and effectiveness.
This provides two important lessons for government. Firsily, that people with disability
have better lives, measured in a myriad of ways, when they move out of institutions. And
secondly, that whilst most families oppose the move to close institutions {change is
always hard), families change their mind about its benefit afier the move. Evidence
confirms that families become more and more committed to living in the community as
time goes by. ‘ ‘
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