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ABSTRACT ~
' ¢

¢ Deinstituﬁionalization ;S‘a voncept affecting the lives of many
mént ly retarded individuals and their families. Although the deinsti-
tutionalization moveﬁent has been sanctioned and Suppofted by govermment.
ministries and wmany professionals in the field‘zf mental retardation,
there is a growling belief that families of- the -mentally retarded indi-
viduals do not "always accept the concept of community living. Few stud-
les were found which specifically attempted tg describe or identify

family members” attitudes toward the deinstitutionalizatipn'of their

mentally retarded relatives.

{
This ' research project 1s a quantiﬁktive-descriptiye study of the -

~

a;titu&es of family members of mentally retarded individuals toward
deinstitutionalization;

A total of 67 family members of-‘ﬁenéallx\retarded individuals wﬂc
have‘been discharged from the Oxford Regional Centre, Woodstock, Ontar-
lo, and placed }n a community residénce responded to a questionnaire
designed to 'elicit their attitudes toward deinstitutionalization.

Just over half of the éamily members were initially py about
deinstitutionalization but the majorit§ reported being ppésently happy
‘about deinstitutionalization. -

The family memgers' attitudes toward severﬁl variables concerning the

discharge process, the rehabilitative capabilities of their mentally

retarded relatives and community living were identified as being associ-

' T .-iv-‘
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\ .
ated with their attitudés toward deinstitutionalization. Mbst‘ of the
family members were sat{sfied with.the manner in which their mentally

retarded relattves were &ischarged and mest felt their mentally retarde¢

.

relatives were capable of increased. learning and develgpment iaaxgpr\

canmunity residence. Similarly, most family members felt thelcammuﬁity

placanent—offered more to their mentally retarded relatives than did the

-

institution. Many family members were concerned about public exploita-

.

tion and what would happen to their mentally fetarded relative when they

2’,__\\j>were no longer alive. ’ . .
" As a result of the review of litezséyre and the research findings of -

this study, several implications and recommendations for social workers

iavolved with families of the mentally retarded are developed.

1
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: ) h Chapter I

FROBLEM IDENTIFICATION AND FORMULATION
*

: ]
1.1 PROBLEM IDENTIFICATION
' : » .
Mental re;ardation 1s a social problem which manifests d1tself iIn

the lives of a number of individuals even though the prevalence of

mental retardafion is 6n1y 1 percent of thé general population'(See Note
1). The comn uences of mental ' retardation are not however, gonfined
only to the mentally etarded individuals themselves but where the
effects proliferate into the lives of .the Othér.family memberé. A chron-
ic question for families of the mentally retarded has been "If my
mentally retarded relafive cannot live at home, where can s/hq Iive and
receive adequate and f;umane care?" ' Many families ha?e attempted to
resolve this question by placing their relative in an institution for

the metally retarded. : -

In the past, when a family institutionalized its mentally ;étarded

. . -r
family membé;; it was generally expected that the placement represeqted.
the best available solution and that it would be a permanent placeaéﬁt
(Stedman, 1979). Families generally adopted the notion that they could

be assured that their mentally retarded family member would receive

adequate care for life i1n the institution.

-

Dﬁring the‘ﬁaét ten years, incfeasing emphasis has been placed on
community living for the mentally rétarded. From this emphasis grew the

deinstitutionalization movement which includes the process of returning
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or discharging ﬁréviously institutionalized mentally retarded persons to
commmity settings. Thus families of the ~menta11y‘retarded .are, 1n

- increasing numbers, being faced with either the possible or actual

diachaige of their mentally retarded relative from'lafge institutions to

-

smaller commmity residences.

A

This study.has developed from the researcher’s interest and experi-

ence.in the field of mental retaydation and more specifically, from hig
work with parents and families of the men;ally retarded. Through both
direct aﬂd indirect involvement and experience in discﬂarging a number
of meqtélly retarded individuals from institutions to comnmmity
settings, the researcher became intgrestéﬁ in how the parents and family
members of these deinstituéionalized mentally retarded persons actually
felt about.the discharée and ‘the fact that their mentally retarded rela-
tive was living in a community residence.

Social workers in institutions forrthe mentally retarded are gener-
ally the direct implementers of the deinstitutionalization process where
they are active in initial service procurement, pre—discharge prepara-
tions and post-discharge follow-up. As well, socilal workers generally
maintain the most direct contact with families of the mentally retarded.
Thus it 1is important for social . workers to know and acknowledge the
family”s attitudes and concerms regarding deinstit;tionalization in
order to makelthe trahsition from institution te community successful
for Soth the mentally retarded individual and his/her family.

Although many professionals actively suppert the concept of deinst-
itutionalization of mentally retarded.persons, there is a growing belief

~ -
that parents and families of such persons are questicning the concept of
3
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deinstitutionalization and commmity living. Researqhers have acknowl-
edged that parents may be in opposition to deiﬁstitutionaiization an&
have even pointed out fhat‘research is needed to assess theilr attitudes

(Meyer, 1980; Roos, 1980). As yet, few studies have attempted to satis-

fy these suggestions.

1.2 PROBLEM FORMULATION

Macdonald (1960), in speaking of social work research stated:
the function of social work research is to contribute to the
development of a depermtiable body of knowledge to serve the

goals and means of social work in all its ramifications. (p.
1) »

By determiping the attitudes of family members toward theldeinsti-
_tutionalization of their mentally retarded family member, social work’s
body of knowledge can be augmented to better serve this population of

-

families.

Ripple (1960) also spoke of social work research stating zsat:

the purpose of all problem-solving efforts is to move from a

situation characterized by doubt or ambiguity to a situation

.in which the uncertainties have been removed. (p. 24)

This study 1s an attempt to remove the uncerfainty, doubt and ambi-
guity manifested in 'professionals’ views toward families’ attitudes.
toward the deinstitutionaliation of their mentally retarded family

member .

In the development of this project, several research questions were

developed: \\

1. Do family members agree with community living for their mentally

retarded relative?



oy
2.' what are.the bfamily's concerns regarding the fact éhat their
meﬁtally retarded relgglve iﬁ living in the community? .
3. Are family members satisfied with the actual d}scharge process
from an institution to a commmity nfsideqce? . :
.4. Do family members agree that their mentally retarded relative is.
capable of living successfully in a éommunity residence?

To accomplish the goals of this gesearch_ project; thé researcher
reviewed the relevant literature ana identified'major concerns oY family
members regarding commﬂnit§-living for their mentally retardeé rela-
tives. These concerns will be found in chapter two. Also, in chapter
t;o, the researcher will present the development of the deingtitutional-.
ization movement in Cntario, review the definitions of deinstitutionali-
zation, and examine the effects of deiﬁstitutionalization on families of
the mentall& retarded. Finally, in this chapter, “social work’s role in
the fleld of mental retardation and specifically, in the deinstitution
alization process will be reviewed.

In the .third chapter of this stu&y, the research design, the
ratlonale for its aselection, the development of the data gathering
instrument and the method of data collection will bhe presented. Also, in
this chapter, a description of the operational definitions, the sampling
procedure and the limitations of the research design will be found.

In chapter four, the results of the data analysis will be present-
ed. The results of the questionnaires will be computer tabulated and
_analyzed using the Statistical Analysis System. The demographic charac-

teristics of both the responding family members and the discharged

mentally retarded individuals will be described statistically as well as
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the respondents’ .attitudes toward the questionnaire statements. finally,
the research hypotheses will be dﬂgéussed. | | (\

The findings of the study ir relation to the available literature
will be discussed in chapter five.

In the final chapter, chapter six, the major fiﬁdings of the
research study will be summarized and its limitaéions recognized and
discussed. Implications of the research will be diséussed and recommen-
dations will be made for social worﬁers invoIved in Qorking with fami-
lies of those mentally regarded persons who are sbout to be discharged
from institutions to coommity residgnces. Finally, recommendations for

fyrther research will be suggested.
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Chapter II

REVIEW OF LITERATURE

2.1 HISTORICAL PERSPECTIVE - ' .

Institutions for the Mentally Retarded

In order to define and understand the concept of deinstitutionali- .

»

-

zation and 1its goals, 1t is necessary to illustrate the very concept

which deinstitutionalization attempts to counteract - that 1is institu-

tionalization.

Historically, the institutionalization og‘mentally retarded persons
has attempted to serve several>purposes. Institutions have been used to
"cure" the mentally ;etarded, ‘to protect the mentally retarded from the
rest of societ§ and to protecf society from the mentélly retarded.

During the 1920°s, commitment to an institution was seen as appro-
priate in order to protect:  the family from the burden and disruptive
influence of having a mentallly retarded family membe;. The p;rposes of
institutions during this period were threefold:

1. to meet the basic 1life needs of a mentally retarded
person,

2. to shelter that person from the demands of a competi-
tive society, and )

3. to relieve soclety cf the bdurden of dealing with the
mentally retarded individual. (Gollay, Wyngaarden &
- Kurtz, 1978, p. 10)
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Duriné the‘1950’s and 1960°s, it was realized that in many cases,
mentally retarded people were capable of learning and doing things of

*which they: we;e earlier agsumed to be incapable.. The mentally.retarded

were slowly being seen as being capable of rehabilitation and ca;munigy

care was increasingly being viewed as a desireable alternative to perma=

nent institutionalization.

The deinstitutionalization movement has 1ts roots during this péri—
od, wﬁere the features of insti;utional life for the mentally retarded
became the conditions which the community care movement attempted to
overcome. The features of institutional living have been described as
deindividual}zed and regimented where a large number of people are

segregated from the rest of society with little autonemy (Welfensberger,

1971, p.14).

Ontario Developments

In 1971, Walter B. Williston presented a landmark document report-
ing the arrangements for care and supervision of mentally retarded
'persons in'Ontarie to the Onkario Ministry of Health. He described many
of Ontario s Institutions for the mentally retarded as large, overcrowd-
ed, and isolated. These institutions emphasized custady and life-long
conmitment rather.than traiﬁing, rehabilitation or enviromment enrich-
ment (Williston, 1971, p. 65).

Williston recommended tha; the large hospital institutions for the
mentally retarded be phased dowm as quickly as wasg fe;sible and pointed

out the following advantages(gghthe smaller residential community facil-

.

ities: )



1. they are more humane,

2. the mentally retarded can much more easily be integrat-
ed into society, - .

3.- they are very inexpensive as compared with an institu-
tion. (Williston, 1971, p.\?ﬁ)

- In 1974, parliament enacted the Developmental Services Act which

provided a legislative base for initlating a program toward comﬁunity
living for the mentally retarded in Ontario. The new Ministfy of Commu-
nity and Social Servicés became the co—qrdingting ministry for services
to the mentally retarded which provided for a cggnge in emphasis from
institutional to community living for them. Tge obj%itive of the Minis-
try of Community and Social Services became.the 1mp1emen;ation of many
of Eﬂé}rec;mmendations and siuggestions of the "Williston Report" (1971)
and the’ Govermment’s Green Paper, fCommuﬁity Living for the Mentally
.  Retarded in Ontario: A New Policy Focus" (1973). These two reports
emphasized the importance of:

1. developing a new community, §rientation wﬁereby compre-

«+~*%  hensive services for the handicapped would be available

) ”close to home rather than in a remote situation.

2. rehabilitating, whenever possible, residents of facili-

ties for the retarded into new or expanded community
services. (Ministry of Community and Social Services,

1974, p. 1)

The ministry developed a "reorientation mission", the targets or
goals of which included the implementation of a new community orienta=
tion and a ﬁlan to de-emphasize long-temm institu;ionalization.L A long
term goal became the planning and establishment of delivery systems

providing local services that would enable the return of all persons
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capablé of rehabilitation to their own cunmunitieé. The Ministry esti-
mated that they could reduce the institutional population by 50% within
5 years Sﬁinistry of Community and Social Servies, 1974, p. 4).

. The Ministry recognized the need to complement this community
thrust wigh an expansion, promotion and improvement of conmumity-based
resources and services that would service those returning to the commmu-
nity from the meq;al retardation institutional fgcilities.

Ih&s by 1974, the Ontario governmedﬁ had committed itself to the
deinst;tuqionalization movement through 1ts adoption of policies to
phase down‘large aﬁd remo;é institutions while simultaneously developing
a wide range of community based services. This cémmitment can be 11lus- -
tréted by a reductioﬁ-of 1,150 residents of provincial facilities for
the mentally retarded between ﬁhe years of 1974 to 1980 (Ministry of
Community and Social Services, 49cth Annual Report, 1980).-

The Ministry’s commitment to nommalization and deinstitutionaliza-
tion was adopted b; each of Ontafio's Schedule I facilities. The setfing
for this study, the Oxford Regional Centre, 1is one of 17 Ontaric Sched-
ule I fadflities. The goals and philosophy of the Oxford Reglonal Centre
reflect this commitment through its aim to:

asslst every client/resident as far as he can along the

continuum frem dependency to independent living ‘and re—~entry

into community life. (Oxford Regilonal Centre, Standards for
Care, Treatment and Training Manual, 1978)
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2.2 DEINSTITUTIONALIZATION
In reviewing the litepature, m?ny definitions of deinstitutionali-
zation were * found. The termrdeingtitutionalization has come to mean
anytﬁing from the negative concept of "dumping" vast numbers of unpfe—

pdred, formerly institutionalized hentally retarded persons into unpre-

pared community neighbourhoods to the positive concept of integrating

prepared,.- fommerly institutionalized mentally retarded persons into

canmunities which will foster social and emotional growth and fulfill-

ment .

Scheerenberger (1974) has stated that deinstitutionalization

involves three interrelated processes:

1. the prevention of admission by finding and developing
alternative community methods of care and training,

2. the return to the canmumnity of all residents who have
been ' prepared through programs of habilitation and

training to function adequately in appropriate local
settings, and

3. the establishment and maintenance of a responsive resi-
dential enviromment which protects human and civil
rights.and which contributes to the expeditious return
of the individuals to nommal commumity living, whenever
possible. (p. 8)

For the purposes of this research, the researcher accepts the.

concept of deinstitutionalization as expounded by Scheerenberger in
numbers 2 and 3 abave. Specifically, déinstitutionalization has been
viewad as the process of returning or discharging rehabilitated, former-
ly institutionalized mentally retarded persons to community settings

which emphasize their individuality and basic human rights.
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There af} ee philosophical. concepts which are.idplicit .in ﬁhe

poli@y of deinstitutionalization.. Bruininks (1980) desc 1be§ these
cpnceptshasf‘i) normalizatiah:‘Z) the least restrictive al ernative, and

3) the developmental model of programming.

Normalization -

,

The ﬁrinciple of normalizéiio plies that all developmentally
disabled persons should be treated and have acéess to ways and experi-
ences that are as normal as possible;‘This includes living in a communi-
ty setting. Speaking of deinstitutionalization and normalization,
Ferrara (1979) has stated tﬁat:' |

implicit in the success of deinstitutionalization efforts is--
the assumption that retarded individuals will, after training,
acquire behaviour patterns that will ensure their full or
partial integration into the “normal” life setting and will be

able to meet some or all of the expectations of society. {p-
145) k

Sproger (1980) has suggested that there are positive changes in
mentally retarded persons Vafter_they have been d;schargéd to commumity
settings.  Sproger (1980) contends that "nomal enviromments" enhance
persoﬁ;1 growth and competence where, ‘“persons in these enviromments
seen more spontaneous, energetic and happier than their institutional-
ized counterparts™ (p. 200).

However, there are opposing views concerning the normalization
principle. The researcher contends that to lead as much of a "normal"
life as possible is recognized as an iﬁherent human right. It‘is a right
to live in a community and it is a recognized right to have access to
conmmity services. In opposition, the researcher points out that some

discharged mentally retarded persons can be given this right"to normal-
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1zed living only to lead lonely, mprodu}:tive livgs with i:l._ttle commun 1~
ty support or orientation. Menolascino (1978) has challenged ;ESEE in
mental retardation not to ﬁgump" mentally retarded persons onto commumi-

ties as was done by some professsionals in the mental health fleld (p.

-
-

599).

The term normalization does not attemﬁt to testify that mentally
retarded persons are "gzrmal". They will always require special needs
and services, perhaps even more when placed in the cummuni£y. The
researcher contends that normalizatien, and specifically community
living, as a human right is impera;ive and %i:intial; gut is dependent

upon the capabilities of the individual, his/h subsequent ﬁraining and

the support services available to him/hér in<the community.

Least Restrictive Alternative

The second concept which Bruilninks describes as being implicit 1in
the policy of deinstitutionalization 1is tﬁe concept of tztf\}hast
restpictive alternative. - This concept suggests that of the possible
services and.living arrangeménts, the one selected ghould be the least
limiting or confining (Bruininks, 1980, p. 57). -

Again, the researcher points out that the mentally retarded require
specialized services, and that although the services and living arrange-

"t

ments should not unnecessarily confine, restrict or limit, they should,
as 1s with the nommalization principle, be dependent upon the capabili-

ties of the individual and support services available to the mentally

retarded individual. _ -

e



13

-Develgggental‘Programmigg

The concept of developmental -programming is }based on the belief
that all -developmentélly disabled individuals h;ve the potential for
increased growtg, learning and development (Bruininks, 1980). This
concept contradicts the belief that%%hs conditions of mén;al retardation
are permanent and challenges the—appréach ‘that the mentallylretarded

need to be protected from an  sbundance of roles and situationé (Dpwney,

) —_—~ %=
1963) . § v Lot

This concept 1s perhaps the most‘pivotal aspect when considering

deinstitutionalization. This pot%FEial for increased gr@wth; learning

and development may suggest that a mentally retarded person can reqph-ér
¢

maximum potential in the imstitution, but still be capable of growing,

~ learning and developing to meet a higher potential in the coomumity.

-

This "develépmental potential™ 1s an lesseﬁ%iai go&%onent of the princi-
plés of n;fﬁalizaﬁion gnd the least reéirzgtivg_gﬁvironment, but again
i1s dependent upon the capabilitiés of the individual and the available
support services.

In order to focus the review of the ‘available literature, the
researcher has made the assumption that deinstitutionalization can be an
acceptable, 1f not an advantapeous alternative to life-long institution-
alization of mentall& retarded persons. This assumption is based on two
fundamental suppos;tions- One assumption is that those discharged have
been adequately trained and prepared for life in the community. Another
assumption {is Fh;t the community and the residences theﬁselvgs will

adequately support and promote the orientation and integration of the

discharged individual into the commumity. It is-assumed by the research-
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er that after placement, there will be sufficient follow-up services,

supervision and continued training and rehabilitation.
A concensus of opinion is found in the literature where the authors.
agree that deinstitutionalization represents more thén a simple physical

of

removal .of a mentally retarded peréon from an institution. It has been
long recognized that deinstitutionalization reéuifﬁﬁr?r,ggzgonal trans-
ition for the mentally retarded'perg?n; a/;EEﬁdéitionbetween institu=’
tional life and the commumity. Reéézzéhefg ﬁéve begun to consider the
conmunity’s attitudes, including their resistances'té having mentaliy.
retarded persons placed in their neighbourhoods _(Kgstner, Répucgi &
Pezzoli, 1979). Researchers are just beginning to appreciate that the
families of the mentally retardgd must also be considered when proposing

deinstitutionalization (Meyer, 1986; Stedman, 1979; Menolascino, 1979;

Bradley, 1978; Willer, Intagliata & Atkinson, 1978; Payne, 1976). Sted-

s
«

man (1979) states:that a bqnding' process between person, family and
commumity 1s required to assure: sﬁccessful deinstitutionalization.
Professionals ané researchers in the field of mental retardation are now
beginning to acknowledge anq consider this hecessary "bonding".

2.3 DEINSTITUTTONALIZATION AND THE FAMILY

Scheérenberger {1976} has stated that present parents of the

mentally retarded can be divided into two groups:

i

l. those whose retarded children have been born within
recent vears and who are receptive to the idea of main-
‘taining their child in the local community, and

'
2. those whose retarded children were born a number of

years ago and are now confronted with the prospect of
deinstitutionalization. ( p. 167)
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The focus of this review of literature and subsequent study has
been focused on pareﬁts and families of the second group or m;re specif-
ically, those families who institutioénalized their mentally retarde&
family\ffﬁifg/'iq the ;ast and are now confronted -with the fact that
their fanMily membes has been returned to fhe conmunity via thg process

of stitutionalization.

complesing the process of deinstitutionalization. He believes that

“family und refers to the fact that deinstitutionalization general-

.1y involves "a' painful reversal and revisitation of earller decisions to

., Separate the child from the family" (p. 8). Therefore, to understand
fully the impact of deimstitutionalization on the fémily, it is neces-
sary to consider the impact of the initial diagnosis of mental retarda-

8

tion and the subsequént institutionalization.

p;agnosis represents perhaps the most difficult érisis event for
families of the mentally retarded. From the diagnosis, many parents may
consider their child as abnommal, permanently handicapped and even inhu-
man. Typical reactigns include guilt, grief, denial, repressioﬁ; and
overprotectivenes:s ‘(Ii ler, Intaglie.tta 31(1 Atkinso.n,' 1978, p. 2).

Parents are frequently told to dnstitutionalize thei; child as soon
as possible and to forget that they ever had the child (Gollay et. al,
1578). The child 1s seen as a burden to the family and institutioneli-
zatlon 13 seen as a solution_to the problem of raising and caring for

2
the child.

There have been many studies which have focused on the parental and

familial reactions and asttitudes toward the Institutionalization of a

Stedman (1977) has considered the factor bf‘"family undoing™ whéB///
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mentally retarded family member (Fotheringham, Skelton & Hoddinott,
1972; Caldwell & Guze, 19605. Family homeost::is can be threatened and
parents have been shown to encounter feelings of gullt and failure when
'a.member is institutionalized (ﬁlller et al., 1978, p. 12). - _

As with the study by Willer et al. (1978), Klaber (1969) d;scribes
the self-images of the parents of institutionalized mentally retarded
}ndividuals as a poor one, where parents see themselves as overprotec—
tive, neglectful, guilt-ridden and ineffectual (p. 178).

In the past, when a family institutionalized its mentally retaxded
member, the institution generally represented the only availahle alter—
native to family care. Community residences and canmunicy support
services were not as abundant as they now are. Thus, the family made the
decision to institutionali;é the mentally‘retarded relative, convincing
themselves that it was a legitimate decision. Then they continued with
their lives, satisfied that the mentally retarded member would be cared
for for life in the institution. Now an institutional employee, which is
generally a social worker, initiates the notion that their family member
can indeed functio% in the community and the family may feel gullty that
they perhaps had made al mistake 1in institutionalizing the individual.
Few people appreciate b ing shown or proven wrong, which can in effect,

be what parents or famflies perceive.

.

Willer, Intagliata and Atkinsdn (1980) describe deinstitutionaliza-
tion"as a crisis event for families and feel that this crisis event 1s
predictablée on the basis of how the family dealt with past erisis peri-

ods Including diagnosis and institutionalization.

{

o-\
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Although the deinstitutionalization movement has been sanctioned
and supported by govermment winistries and professionals in the field of
mental retardation, there is a growing bglief that parents of mentally
retarded individuals do not always accept the concept of commumity
living. As Williston (1971) had predicted over 10 years’ ago:

many parents who have become accustomed to having their prob-

lems stowed a long way away would now be shocked at the

prospect of the return of their child. (p. 69)

Over the past 10 yearg, this prediction has become a reality to many

—parents. | '

“ This parental or familial cpposition to the trend toward éeinstitu-
tionalization has been described as the "parent veto" (Turnbull & Turn-
bull, 1975), "a barrier to deinstitutionalization" (Henolascino, 1577)
and "the deinstitutional backlash" (Payne, 1976). In speaking of "Cana-
dian Developments", Roeher (1980) has stated that

parents inherently do not want to move their of fspring from

the setting in which they are settled, even when the situation

1s less than reasonable or ideal. (p. 178)

Several authors have a;tempted to determine parents’ and families”’
attitudes toward the possible deinstitutionalization of their mentally
retarded family member. Several researchers have studied the parents of
institutionalized mentally retarded individuals and their attitudes
toward deinstitutionalization (Meyer; 1980; Halﬁin, 1973; Payne, 1972).
The concensus of these reSgarchers and their subsequent writings has
been that families and parents of mentally retarded individuals do not
always agree that normalized community 1iving is an acceptable alterna-

tive to a life-time in an institutional setting.
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As Ferrara (1979) pointed out, there i3 a discrepancy between whag
parents think and what professionals think parents think. In the case of
deinstitutionalization, the discrepancy lies in the fact that, although
professionals and their agencies way support the concept, and believe
that ;;kents and families do likewise, in reality parents are not always
in agreement with commumnity living for tﬁeir mentally retarded family
members. A -

For example, in Halpin’s "Family Survey" in 1973 of families of
mentally retarded individuals living at the Rideau Regional Eentre,
Smith Falls, Ontario, ' well over one-half indicated that the§ did not
wish to discuss any type of relocation. In fact, only 19.2% of the fami-
lies surveyed were interested in the relocation of the family member to
their community in suitable accommodation (1973, p. 22).

Meyer”s study of attitudes of parents of institutionalized mentally
fetarded individuals seven years later duplicated the findings of Halpin
(1973). Meyer’s survey of parents found 83% believing that the larger
institution was the best presently available placement for their mental-
ly retarded children (1980, p. 186).

In reviewing the literature, a mulititude of authors suggested that
parents and families of mentally retarded persons are not. passively
accepting the movement of their family members from institutional to
community settings. With this thought in mind, 1t is notable that no
studies can be found which specifically attempt to determine and assess
the attitudes of these parents and family membgrs towards the moveéent
of their mentally retarded family members after the discharge has taken

placé. There have been many assumptlions with wvery little concrete

research testing.
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Researchers have identified few condistent variables which appear
to influence parents’ or families'lattitudes toward either nommalization
or deinstitutionalization. Ferrara (1979) found that. age, sex and level
of retardation of the child have no significant effect on parents” atti-

tudes toward nomalization activities. In his use of wvariables which

included relationship to resident, age of respondent, sex, age, func-

tioning level of the resident and length of {nstitutional care, Meyer

(1980) found the only significant variable to be the age of the respon—

dent, where younger respondents were more likely to prefer community

placement.

2.4  FAMILY REACTIONS TO THE RELEASE

_Numerous authors have discussed the reactions of family members to
the release of a mentally retarded relative from an institution. Scho-
dek, Liffiton-Chrostowski, Adams, Minihan and Yamguchi (1980) have stat-
ed that deinstitutionalization challenges the family’s adapéion and
stability to the mentally retarded individual which was gained through
institutionalization. Bergman (1975) echoed this belief when he
described deinstitutionalization as a potential threat to family balance
that had been gained while the mentally retarded person was removed from
the family through institutionalization. These thoughts are in coatra-
diction to the research by Fotheringham (1970) who found that families
who institutionalized their child showed no changes in family function—
ing over the year since the child had been admitted.

In their studies of families of deinstitutionalized mentally

retarded persons, Willer et al. (1978) found the primary emotion was
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guilt and the feeling of inadequacy in institutionalizing the individual
in the first place. Many families feared that after placement En;a
conmunity residence, the next step might be placement back in the fami-
ly“s home.

Turnbull aﬂd Turnbull (1975) explained the family’s emotion of
guilt in terms of the family’s perception that discharge to a community
placement could mean that other persons are capable of caring for their
mentally retarded family member in the community while they themselves
are not. Thus, deinstitutionalization could confirm their feelings that
they are failures as ﬁarents or failures as supportive family members.

Parents frequently are concerned that community residences do not
offer the protection and security of the large, govermment-operated
ins;itutions. Bradley (1978) has reported that parents protest that
privafe or community agencles make no lang-term commitment to their
children and that parents seriously desire assurance that the state will
continuk to ‘advocate for their children. Parents view the institutional -
setting as a gtable, secure, permanent and progressive provider of care
(Schodek et al., 1980; Bergman, 1975). Parents also strongly agree that
a large institution is better for retarded persons simply because it is
the "tried and tested way" of caring for them (Payne, 1976).

Meyer (1980) described parents’ satisfaction with the care provided
by institutions serving the mentally retarded. Literature has described
parents” concerns regarding the supervision, protection, security, and
safety on a 24-hour basis which they feel the institution provides to

| .
greater extent than does a community placement (Baker & Selteer, 197

-
b

Bergman, 1975). Parents may resist coumumity placement because of an
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overconcern for the safety of the mentally retarded person. Institu=-

21

tional settings are also seen as a means of protecﬁing the mentally
retarded person from the stresses of community life (Payne, -1976).

The concgs;raiion of mental retardation experts and the availabili-
ty of medicai and behavioural specialists_are other reasons cited'by
parentg as reasons why their mentally retarded children should remain in
an institutional setting (Meyer, 1980; Payne, 1376). Klaber (;969) has
noted that parents perceive institutional "attendents" in uwnrealistical-
ly favourablé and even "quasi-religious" terms which he deséribes as a
Eeality distortion.

Many familjes regard their mentally retgrded family member as happy
and well-adjusted in the institution, not wishing to have him/hér adjust
to a new life in the community (Meyer, 1980}. In arguments favouringlthe
institution, parents have stated that mentally retarded individuals are
happier among other ﬁentally retarded persons, Ffeeling that it woudd be
upsetting for them to have to interact with other members of the commu-
nity (Payne, 1976; Klaber, 1969).- -

Many families strongly feel’ that Eheir mentally retarded family
member has reached his/her potential in the institution aﬁd is incapable
of functioning in the community (Meyer, 1980). Families often resist
community placement while underestimating the mentally retarded person’s
abilities and learning potential. These two thoughts challemge the
"devel opmental model*~wgich suggests that the mentally retarded have the
potenéial for increased growth, learning and development.

Ferrara (197?), when studying parents’ attitudes toward nommaliza-

tion activities, found that parents are more positive toward nomaliza-
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tlon activities vhen the reference is to ‘the mentally retarded in
general, rather 'than when the reference is - specific to their child.
Parents therefore, may accept a general conceﬁt but fhey may not accept

its impljication to their specific child.

It is essential to note these parental or familial reactions to the

release of a mentally retarded family member from an dinstitution. .

Intrinsic to these reactions are the realistic and - practical implicae-
tions of discharging a previously institutionalized person to a communi-
ty setting. These reactions must be acknowledged and considered when

considering the movement of a mentally retarded person from an institu-

éional to commumity setting.

2.5 FAMILY CONCERNS REGARDING COMMUNITY CARE

The literature has pointed out that when faced witﬁ the possibility
or actual reality of the deinstitutionalization of a mentally retarded
relétive, many families have expressed their thoughts and concerns about
the future care of the&r family members in thé community.

Stedman (1977) has sugpgested .that most families, when, institution-
alizing their mentally retarded relatives, assume that the institution
will be a permanent placement. Thelr concerns for the future of their
relative are dulcified by the guarantee that the stable, protective and

perpetual -nature of the institution will care for the relative for life.

"After placement in the community, many parents see these guarantees

being forfeited.

A study conducted by Gollay et al. (1978) revealed that families

often perceive institutional training to use conmumity resources as



N

23
inadequate. Families question the staﬁility and availabiiity of communi-
ty resources and services. Many families fear that their mentally
retarded family member may be exploited 1in the conmuniity and that the
coomun ity may not even accept the relative (Bradleyj 1978},

When considering the future care of their mentally retarded child
in the cammunity, an alarming concern of parents is what will happen to
their child when they are no longer alive, especially if the present
ccmmunity;pla;ement proves-unsuccessful or inadequate. This fear or
concern doesAnot liﬁit itselflto the parents of the mentally retarded,
but also manifests itself in the concérns of siblings. Schodek et -

al.(1980) have stated:

upon the deaths of both parents, a g;bling-is often expected

to take a more active role which, for someone who has never

done so, can be very anxiety-provoking. (p. 70)

Like the family reactions to the Qelease of their mentally fetarded
family member from the institution, it is imperative to note family
concerns regarding the future care of the relative in the canmunity.
Like the family’s reactions, these fears, concerns and hesitations are
realistic and concrete and suggest some of the objective issues related
to the movement of mente%ly retarded persons from institutional to

community settings.

™

2.6 FAMILY INVOLVEMENT IN DEINSTITUT IONALIZATION

According to Downey (1963), professional evaluation of the family’s
role in the rehabilitative process has produced contradictory therapeu-

tic directives:

l. the family is a disruptive force and a permanent sepa-
ration of the patient and family 1is advised, or
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2. the family is a positive, therapeutic agent and inti-
mate relations should be maintained. (p. 186)

To understand fully the family’s involvg%gnf in deingtitutionaliza-
tion, it is necessary to review the family’s involvement in the institu-
tionalization of its mentally retarded family member. In many iﬁstances,
family involvement in inétitutionalization appears to be representative
of Downey’s first directive where parents afe advised to institutional-
ize their mentally retarded child as soon as possible and then told to
forget they ever had the child (Gollay et. al., 1978). Egué, family
imvolvement with the mentally retarded family member after institutiomn—
alization may not be supported, éither by the family mgmberé themselves,
or the institution. Families therefore, can be totally wmaware of their
relative’s activities, and the prospect of community living may pose a
complete surprise or ev;n shock to them.

Family involvement in the deinstitutionalization process, according

to Schodek et. al. (1980}:.

ranges from the families” passive receipt of the information

that deinstitutionalization is about to take place “to their

active support of or oppposition to the <4ndividual’s antici-

pated move into the cammwmity. (p. 67) ’

-~

The family is being seen, more and more, as a positive and thera-
peutic agent in the rehabilitative process. The Importance of parental
attitudes in the habilitation and treatment of the mentally retarded is
increasingly being recognized, although a study of families of
discharged mentally retarded persons by Willer et. al. (1978) concludes

that the families '"felt little control and received little or no infor-

mation or preparation" (p. 17).
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Turnbull and Turnbull (1975) have discugsed th;fzzgkitution's role
in preparing parents for deinstitutionalization in terms of an emerging
legal -problem. Bradley (1978) has stated that involvement of the client
and guardian in the selection of service and residential setting
contributes to the';uccess of predischarge planning.

The family of the mentally reﬁarded should be consulted, counselled
and informed regarding the standards and accountability of coonmumity
residential programs. The advantages as well as the fears about communi-
ty life should be addressed. Ferrara (1970) has cited studies which

indicate that:

parental attitudes can not only influence children’s behav-

iour, but can, in fact, undermine the acquisition of behaviour

skills identified by legislators and professionals as being
desirable. (p. l47)

In his study of parents of institutionalized mentally retarded
individuals, Payne (1976) fourld strong agreement from parents that if
both institutional and community facilities were available, the parents
should have the right to decide where their mentally retarded child
should live. Payne found even a stronger assertion that:

parents should always .be consulted, but that professional

staff who work with the retarded operson daily should make the

final decision of what is ‘the best residential facility for

that person. (p. 44)

In order to successfully monitor, evaluate, diagnose and plan
service, the client and his/her family should be involved in the deinst-
itutionalization process. Schodek et. al. (1980) have stated that the
family can represent a constant source of support for the mentally

retarded individual, especially at a time when ties are being changedl

from institution to community. If the individual looks to his/her family
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for support, their imvolvement in the deinstitutionalization process

¥
should be maximized. There should always be a family-resident relation-

ship assessment to determine the deg;;e of family involvement’ wvhere
levels of family involvement should be determined on .a ‘case-by=case
basis.

The concensus of various authoré 1s ' that families of mentally
retarded persons who have.been discharged to commmity. residences should
be actively imvolved 1in the selection of service aﬁd fesidential
settings before the discharge takes place (Meyer, 1980; Schodek et al.,
1980; Stedman, 1979; Bradley, 1978; Payne, 1976). If the family contact
since institutional admission has been minimal or nomexistent, an
attempt may be maae to Te-acquaint the family with the entally retarded
family member. Research. has shown that families géi:rally do desire
lovolvement and sever;l authors have suggested that this involvement can
represent a source of support to the discharged mentally retarded indi-
vidual (Schodek et al., 1980; Payne, 1976; Stedman, 1976)., It is impor-
tant that the family"s fears and conce?ns about bii:iing involved be
realized and 'counselling should be provided to, ass

he family that

the community placement 1s or was done in the méngsi}y retarded person’s

best interest.

2.7 SOCIAL WORK INVOLVEMENT IN DEINSTITUT JONALIZATION

Proctor (1976) feels that the traditional emphasis of social work
in working with parents and families of the mentally retarded has been
limited to intervention at the time of diagnosis. She has stated fhat:

social work practice and theory, then, may not have moved far

beyond issues related to diagnosis, and may reflect a view of
retardation as an irreversible, relatively static condition to
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which acceptence at times, and resignation, seem& the only
"possible respopses. (p. 260)~‘%.

Beck (1969) has also remarkéd ;ﬁ mental retardation agd tﬂe profes-
‘sion ;f social work, suggesting that a "seeming lack of promise of -
returns from work 1in the field of mental retardation has hamﬁered
.3rofessioual involvemég%s" (p; 1o1).

Socizl work practice, despite its numerous Opportunities,.'has not
concerned itsélf to any great depth with the issue; of mental retarda-
~ tion. Nonetheless, soclal workers 1n institutions for the mentally
retarded are seen as tﬂe mandated implementers oé the detnstitutionali-
zation process. Soclal work’s preoccupation with individuals and their
families and social. enviromments appears to depict the very core of the
deinétitutionalization movenent.. Social workers therefore, must begin to
acknowledge the vast opportunities for practice in the field of mental
retardation, and more specifically, in regard to the i§ ve of deinstitu-
tionalization and commumity living for the mentélly retérded. |

~In a study conducted by Lippman (1977), respondents which included
both parents and soclal workers perceived a need for., socia} workers to
provide counselling and other helping services to mentally retarded
persons and ‘their families. In his study which included families of
discharged psychiatric patients, Goldstein (1979) peinted out that
"parental expectations were more realistic in those parents why had
high-intensity social work involvement" (ﬁ- 3;7). Parents can be used as
collaborators in the helping process and as a potential support system.
Schodek et‘al. (1980) felt that deinstitutionalization challenged family
stability and represented a reversal of family poliéy. They feit that
this had several implications for the social worker’s role with fami-

lies. They stated that:
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the social worker must acknowledge the reversal, explaiﬁvthe
reasons behind the change, and elicit its impact on families

_whose resident members are being considered for commumn ity

placement. (p. 70)

. The role of social work is best descrihed as the "liason" between
the family and the institution. The family should be kept involved in
the planning with the meﬁtally retarded family member and social workers
should be responsible for communicating and neéotiating with the?faﬁily,
the decisions end plans that concern the mentally retarded individual.

Soclal work imvolvement in deinstitutionalization‘ thus represents
the "uneapped potential"”. The role of soeial work is. uelimitee in-not
only helping to prepare the actual individual who ie about.to be
discharged, but also 1in preparing the family members whose sﬁpport is
recognized as being so very i1mportant. Social work invelvement in
deinstitutionalization can elicit the concerns and attitudes of families
when confronted with the issue of canmunity living, helping the family
to accept the'movemeqt as an acceﬁtable and adﬁantageous alternative to

continued institutionalization.

2.8  SUMMARY

The researcher has endeavoured to provide the reader with a brief
history of the development of Ontario’s deinstitutionalization movement.
The concept of deinstitutionalization was defined as well as the major
philosophical concepts implicit in the policy of deinstitutionalizationm
Through the review of literature, the major concerns of family members
regarding community 11ving for their mentally retarded relatives and the

|

effects of deinstitutionalization on the ‘families of the meetally

retarded were presented. The role of social work in the?field of mental

L]
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retardat§on and. 1its. specific role ip deinstitutionalization was
reviewed.

The subsequent chapter will detail the research design and method-

ology imvolved in this study of family members’ attitudes toward deinst—

itutionalization.



Chapter IIT

METHODOLOGY

This chapter discusses and explains the research design and method-
ology that were used in this study. Specific topics to be discussed are:
classification of the research, research questions and hypotheses, oper-

t

ational definitions, the population, the sample, the development of the

instrument and its administration and the limitations of the study.

3.1 CLASSIFICATION OF THE RESFARCH

In the development of the methodology of this study, the researcher
used a.quantitgtive-descriptive desigﬁ of the population description and
hypotheses testing suBtypes.

Tripodi, Fellin and Meyer state that a geﬁeral purpose of thé quan-
.titative—-descriptive study is that of describing quantitative relations
among specified varilables, where there are two objectives:

l. to measure a series of specific variables in order.to
answer specific questions posed by the research study,
2. to search for relationships among disignated variables

in order to articulate more precise hypotheses for

subsequent investigation. (Tripodi et al., 1969, p.
24=35) .

This research study iIncludes two methods to ag?anplish its objec-
tives and can be classifiable into two subt pes of research. The

research study is amenable to the subtypes of population description and

- 30 -
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hypotheses testing research. Tropodi et al. have defined populéﬁion

description studies as

those quantitative-descriptive studies which have as their
primary function the accurate description of quantitative
characteristics of selected populations, organizations,, or
other collectivities. . .some of these studies are descriptive
of characteristics of designated populations such a
functions, needs, attitudes, .and opinions. (Tripodi et al
1969, p. 42) . )

Tripodi et al. have defined hypothesis testing st

- those quantitative~-d®scriptive studies wvhich contain in their
design of research explicit hypotheses to be tested. The

hypotheses . . . maybe . . . Statements of association
between two or more variables without reference to a causal
relationship. (1969, p. 39)

3.2 RESFARCH QUESTIONS

There were six specific research questions which were developed
from the literature reviewed in Chapter 1I:

l. What are the demographic ;ﬁéracteristics of the mentally retarded
persons who have been discharged from the Oxford Regional Centre
to a community residence?

2. What are the demographic characteristics of the family-members of
these mentally retarded persons?

3. What changes, 1if any was there in the family members’ first reac—
tions and present feelings concerning deinstitutionalization?

b What. are the family members’ attitudes toward the discharge
process?

5. What are the family members” atéitudes toward the capabilities of

\
the discharged mentally retdrded individual?
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6. What are thq family members’ attitudes toward community liﬁing

for their mentally retarded relatives?

3.3 RESEARCHE HYPOTHESES

In an attempt to describe the family members’ attitudes toward
deinstitutionalization, the following hypotheses were developed from the
underlying concepts of the review of literature: |

l. The family members’ attitudes. toward the following wvariables
concerning the‘discharge process are associated with both their
first reactions and present feelings concerning deinstitutionali-
zation:

a) the preparation and information they received régarding the
discharge.
b) the mentally retarded relative’s readilness to bg discharged
when the discharge tqok place.
c)_the information and advice they received regarding the
discharge.
d) the training their mentally retardéd relative received before
. being discharged. )
e) the say or control they felt concerning the discharge.
2. The family members” attitudes toward the following , variables
////// concerning the capabilities of the mentally retarded relative are
associated with both their first reactions and present feelings
concerning deinstitutionalization:

a) the relative’s potential to learn more in’ the community
A}

LY

setting. ]



b)

c)

d)

33
the relative’s progress since discharge. e
the relative’s capabilities of learning more despite his/her

level of retardation.

the relative’s capabilities of living M¥ccessfully in the

canmunity.

The ~ family members’ . attitudes toward the following variables

concerning community living are associated with botH their first

reactions and present feelings concerning deinstitutionalization:

a)

b)

c)

d)

e)

£)

g)

h)

i)

3
k)

normalized community living.

the effects of the discharge on their family.,

the menﬁally retarded relative’s quality of life in the commu-
nity\getting.

the personal attention their mentally retarded relative
réceives in the commumity setting.

the mentally retarded relafive's opportunities for growth and
learning in the canmumnity setting.

the care and supervision their nentally retarded relative
receives in the community setting.

the services and professionals available in the commmnity
setéing.

the strength of their relationship with their mentally r?tardn
ed relative since dischargg.

the number of friends their mentally retarded'relative has in
the community setting.

the adequécy of trained staff of canmunity residences.

the protection offered by the cammunity setting.
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1) the care and programs avaiiable to the mentally retarded in |
the canmunity setting.
m) their concerns regarding gublic exploitation.
n) their concerns regarding publig ac:eptance-
o) their concerns about what will happen to the mentally retardeé
relative when they die.
P) their mentally retarded relative’s héppiness with other

mentally retarded persons.

3.4  OPERATIONAL DEFINITIONS

An operational definition conslsts of "steps, actions, ‘operations’
one performs in order to relate the concept to events in the real world"
(Polansky, 1975, p. 23). The following definitions will make explicit

the meaning of the terms used within the context of this study.

v Family membgrs include one of the following: a mother, father,

brother, sister, aunt, uncle, grandmother or grandfather.

The Oxford Regional Centre is a 554 bed institution for the'menpal—

 ly retarded which is operated by the Ontario Ministry of Commumity and
Social Services. The centre is located near Woodstock, Ontario, and
serves seven 'counties., The Centre ministers to the mentally retarded of
all levels of retardation who are eighteen years of age or older. The
aim of the Centre is to "assist every resident/client as far as he can
along the continuum from dependencyhto independent living and re—entry

into community life" (Oxford Regional Centre Standards for Care, Treat-

-ment and Training Manual, 1978, p. 1).
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Deinstitutionalization d{nvolves "the return to the conmunity of

residents of institutions who have been prepared through programs of
hahilitation ﬁnd training to function adequately in appropriate local
settings". (Scheefenberger, 1978, p. 2)

The term conmunity implies "the imvolvement of the mentally retard-
ed with other members of society in programs that emphasize their needs

as individuals". (Welch, 1973, p. 2) Community residences are generally

small in size and number of residents and are located in conmunity
neighbourhoods. (Gollay et al., 1978)

Webster’s Third International Dictionary (1976) defines an attitude

as "behaviour representative of feeling or comviction:. a disposition
that is primarily grounded in affect and emotion and is expressive of
opinions rather than belief". Shaw and.Wright (1967) define an attitude

as:

a relatively enduring system of affective, evaluative reac-
tions based wupon and reflecting the evaluative concepts oOr
beliefs which have been learned about the characteristics of a
social object or class of social objects. (p. 16)

3.5 POPULATION ‘

The populatidn of this study i; derived from family members of all
the mentally retarded adults who were discharged from the Ontario Sched-
ule I facilities. There are 17 Schedule I facilities in the province of
Onta;io. Schedule T facilities are operated by the Ontario Ministry of

Community and Social Services and are legislated by the Developmental

Services Act. These facilities are generally large in size, highly

structured, often isolated and provide most of their care and programs

within the grounds of the facility.
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To be considered éligibie for this population, the family member

had to have a mentally retarded relative who met the following criteria:
1. The mentally retarded relative had to have been discharged to a
canmunity residence of fering treatment programs; .therefore

excluding nursing home, parental, and "Homes for Special Care"

pPlacements.

2.  The mentaily retarded relative had to have been discharged during
the period May 1, 1974 to March 31, 1981 and not beén re—admit—
ted to an institutional facility,

3. The mentally retarded relati;e had to have been diagnosed as
mentally retarded, therefore e&xcluding psychiatric diagnoses.

4, The mentally retarded relative had to have'been‘institutionalized
for a minimum of ope year.

These criteria were formulated under several assumptions., It was
assumed that Fhé mentally retarded Person required a minimum of one year
of institutionalization in order to benefir from any type of discharge
Planning and also 1in o;def for family memberg to become acquaiﬁted with

s

institutional services and pProgrammes. s

It is recognizéd that a reduction in the number of individuals
residing in institutions does not necessarily mean that the individual
is no longer residing in an institutional setting. Many mentally retard-
ed dndividuals are. discharged or merely transferred to settings which
are as large, restrictive, segregated, highly structured or sheltered ag
the institution from which they were discharged. Examples of these

settings include nursing homes, chronic care hospitals, '"Homes for

Special Care", and Ontario Schedule II facilities for the mentally
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.fetarded. Thus, in order for the family members to compare the institu-
tional residence and the commumity residlnce, only placements to commu—
nity residences vwhich offered treatment programmes were included. The
‘assumption was made that withgut treatment programmes, conmumity place-
ments offer little conmundty orientgtion or rehabilitative training.

Psychiatric diagnoses were omitted as it was realized that these diagno-

ses could pose a realm of unique and distinct maﬁifestations of their

OWIL «

3.6 SAMPLE

The sample consisted of 118 simgular family members of mentally
retarded bérsons who were discharged from the Oxford Regional Centre and
whé met the above criteria. Tﬁe family members’ names and addresses were

obtained from the closed files of the Oxford Regional Cen

family members were selected on their basis of being tiE

retarded individual®s closest next-of-=-kin.

A purposive sampling procedure was utilized 1in this study.
.Concerning the purposive sampling type, Selltiz et al have stated:

The basic assumption behind purposive sampling is that with
good judgment and an appropriate strategy, one can handpick

the cases to be i1ncluded in the sample and thus develop
samples that are satisfactory in relation to one’s need.
(Selltiz et al., 1976, p. 521)

The selection of a purposive sample permitted the researcher to

choose cases which meet the above c¢riterla as established by the

Ll
researcher.
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3.7 DEVELOPMENT OF THE INSTRUMENTS

The Case Review Schedule ' .

"The case review schedule was developed to gather infomation avail-
able from the Oxford Regional Centre. The information gathered included
the age, sex, and level of retardation of the discharged mentally
retarded person. The information also included the total number of years
of institutionalization, date of discharge, and name and location of the
canmunity residence where the mentally retarded individual was

discharged.

L

The @gﬁtionnajre N

The questionnaire, as a data collection instrument was selected for
several reasons:

1. it is relatively inexpensive,

2. 1t gathers required information quickly,

3. because gf anonymity, respondents feel freer to express views,
and

4. it places 1little pressure on the respondents for immediate
response (Selltiz et al., 1976).

The questionnaire included demographic data regarding the respond-
ing family wenmber such as relationship to the discharged-individual,
address by city, age, and frequency'of visitation to both the former
Institution and present community residence.

The researcher developed a Likert-type questionnaire which included

2 statements adapted from Willer’s Family Questionnaire (B), (1978).

Several soqdial workers with direct experience in the field of mental

retardatioy were consulted in the development of the questionnaire.
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Selltiz et al. have suggested several advantages to the likert=type

scale:

It permits the use of items'that are not manifestly related to

the attitude being studied...it is simple to construct...it 1is

\

generally reliable... it permits the expression of several
degrees of agreement/disagreement and it provides precise
information...(Selltiz et al., 1976, p. 419)

The questlonnaire statements were grouped into three categories as

- A

follows:

1.

2.

statements directed at family members’ involvement, reactioms and
attitudes toward the actual dicharge process of the mentally
retarded ;elative from the Oxford Regional Centre to ;he conmumn 1=
ty residence.

statements directed at family members” attitudes toward the reha-

!

bilitative capacities of their mentally retarded relative, and
statements directed at family members’ attitudes concerning the
fact that their mentally retarded relative is now living in a

canmunity residence after living in an ifstitution. -

The questionnaire was standardized with a series of. structured

questions where respondents answered the same questions in the same

order. The questions permitted only fixed alternative responses. Selltiz

et al. state that

a

“fixed alternative’ (or ‘closed’) question is one -in which

the responses of the subject are limited to stated alterna—
tives. These alternatives may be simply ves or no, or they may
provide for indicating various degrees of approval or agree-
ment. (1979, p. 310)

The alternatives which the family members could select were strong-

ly agree, agree, undecided, disagree, strongly disagree and don”t know.

The "don"t know' alternative was included as it was assumed by the
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researcher that there might be a significant number of family members
who might not have sufficient information concerning the ﬁentally
retarded family member and his/her living arrangements in order to
express any level of agreement:or disagreement.

A section was included in the questionnaire which allowed the fami-~
1y members an oppo.rtunity to ‘comment on areag which they might not have
felt were included in the questiomnaire.

When completed, the preliminary questonnaire was presented to five
“gocial workers with experience in working with the mentally retarded and
their families. Tﬁé questionnaire was also presented ‘to the Oxford
Regional Centre Research Committee. A total of 10 professionals with
experienée in working with the mentally retarded were asked to comment
on the questionnaire’s glarity, simplicity, and relevance. Appropriate
changes, adéffions, and deletions were théﬁ made. ‘

Because many of the names and addresses of the family members
obtained from the Oxford Regional Centre were over 5 years old, 1t was
expected that many of the family members migh%‘have died or moved leav-
ing no forwarding address. Due to the age of ‘these records, a low
response rate was anticipated and the researcher chose not to reduce the
available sample by using the family memebers in a pretest. Selltiz et
al. have suggested that the pretest should ideally be in the form of
peréohal interviews (1976). Due to time limitationé and the fact that
the family méﬁbers were scattered throughout Ontario, the researcher
felt that it would be difficult to contact and interview them.

One hundred and eighteen questiounnaires were sent out. In an

. attempt tokinduce as great a response rate as was possible, the ques-
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tionnaire included a stamped return envelope. Also, in an attempt to
prompt the sample to complete the questionnaire, a covering letter with
a hand=-written signature, an explanation of the social utility of the

research, and an appeal to help the researcher conduct and complete the

-

study was included.
Two weeks after the questionnaires had been mailed, & second cover-
ing letter and questionnaire was mailed to those family members who had

not yet returned their completed questionnaltres.

3.8  INSTRUMENTATION

¢

The questiounalre was designed so that statements could be scored_

on a five point scale. The five possible responses weighed 1-2-3-4-5 or
5-4-3-2-1. A score of five consistently represented a favourable atti-
tude towards community living, the discharge process, and the rehabili-
tative capacities of the discharged mentally retarded iIndividual. The
continuum was reversedg in approximately half the statements. That is,
approximately half the statements were worded so that a strongly agree
response Indicated a favourable or positive attitude towards the three
categories, while the other half of the statements were worded so that a

strongly agree response indicated an unfavourable or negative attitude.

3.9  ANALYSIS OF THE DATA

v

The data obtained by the questionnaires were computer analyzed

using the Statistical Analysis System. In the followlng chapter, the

demographic characteristics of the discharged mentally retarded individ-
vals and the responding family members will be described using frequency

distributions.

Y
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The responding family members’ attitudes toward the questionnaire’s

-

+ 25 statements will also be described. with the use of frequency distribu-~

tions.

The hypotheses were tested using the Spearman Correlation Test

(Rs). The Spearman Rs was used because of its easiness to compute and
-. ) ' '5 ..--

because of its appropriateness in measuring the assoclation 4retween

ordinal level variables (Siegél, ‘1956l;" Levels of significance of .05

and .0l were used in testing the varié@s hypotheses.

3.10 LIMITATIONS OF THE RESEARCH DESIGN

There are. limitations inherent in any ;resgarch study. Several
limitations of this'particular research desigﬂ :have been recognized.
Because the-sampling method was purposive, the representativeness.of:the
-seYected sample is determinant only to the extent that the Oxford

. Regional Centre sample approximates dindividuals discharge.db from other
Ontaric Schedule 1 fagilities. Since all mental retardation facilities
are sanctioned and régylated under one Covermment Ministry and one act
of legislation, it is assumed that discharge pract#ces and available
canmunigy services are similar. Tﬁerefore, the external validity or the
extent to-which the results cén be generalizéd beydnd the specific
sample‘is also relative to these assumpiions. A larger sémple, involving
more institutional facilities, would have allowed Ereer generalizations
of the Findings. |

Since the questionnaire was ‘constructed of fi#ed—alternatives,
respondeﬁts were nét‘ ablé to ‘explain thei% answers or -to introduce new

ideas. With the use of this type of data- gathering instrument, the

Pl
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respondents may have been forced to choose a response that may not

conform to their actual opinion.

Another recognized ‘limitation originated from factors which might
influence families’ attitudes toward deinstitutionalization and which
were beyond the control of the researcher. Issues such as past experi-

ences with institutional or commmity personnel and personality factors '

-

of the discharged individual or the responding relative could have

il
affected the respondents” attitudes toward deinstitutionalization.

Finally, because the questionnaire included a écvering letter writ-

ten on Oxford Regional Centre stationary and because 1t ihcluded an

authorization statement from the Chief Social Worker of the Centre, the

respondents’ answers may have been positively influenced.

3.11  SUMMARY
This chapter examined the components of the research design and -

a4

methodology used in the study. \

. ‘ Fe :
The following chapter presents an analysis of the data.



Chapter IV

ANALYSIS OF DATA

4.1  INTRODUCTION

In this chapter, the data are presented in four major sections. In

the first section, the charactéristigs of the discharged mentally
retarded persons are described. In the second section, the characteris-
tics of the sample population of responding family membgrs are present-
ede. In section three, the re;pondents' attitudes toward the
questionnaire’s statemeqtg regarding the discparge process, the capabil-
ities of the diScharged.mentally retarded reiative, and deinstitutional—
ieation or community living are presented and described. 1In .the fourth

section, the associations between the respondents’ attitudes toward the
questionnaires’ statements and 'theingirst reactions and present feel-

ings concerning deinstitutionalization are described.

.

4.2  DESCRIPTION OF THE DISCHAR&ED INDIVIDUAL
hge .

Mentally retarded 1individuals ;ho were 30-39 years of age repre~
sented 44.78 percent of those who were discharged froﬁ the Oxford
Reglonal Centre to a carmunity residence. Figure 1 shows that 50 or

74.63 percent of the individuals were 20-39 years of age.

- 44 =
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" AGE ' FREQ CUM. PERCENT  CUM.
FREQ PERCENT
’ 20-29 5******************** . 20 20 29.85 29.85
30-39 I****************************** 30 50 44.78 74 .63
. 4049 i********* 9 59 13.43 88.06
50-59- l'**gc***- "6 65  8.96  97.01
60-69 }* N 1 66 1.49 98,51
70+ E* : 1 67 1.49  100.00

FREQUENCY

R

Figure 1: Age of discharged individuals

mode = 30-39

Of the total discharged individuals, 55.22 percédnt were male and

44.78 percent were female. Figure 2 shows the sex distribution of the

individuals.
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SEX . FREQ CUM. PERCENT  CUM.
FREQ PERCENT
! .
FEM | ®#xkkkkkirkhdhrrirtrkkkdhhkihd 30 30 44.78 44,78
[
MALE [*%kkkkkkkkkhkhkkhkrhkhkkkkrhkhihkrkkrhk 37 67 55.22  100.00
f ‘

5 10 15 20 25 30 35

FREQUENCY

-

Figure 2: Sex of discharged individuals

mode = male

Level of Retardation

Figure 3 illustrates the frequency distribution of the five levels
of retardation. It can be seen that there were 31 (46.27%Z) individuals
that were diagnosed as moderately retarded. Mildly retarded individuals
were represented by 23.88 percent of the individuals ' and severely
retarded individuals constituted 13.43 percent of the individuals. The
extreme high and low levéls of mental rétardation of borderline and

-

profound retardation were represented by 11;94 percent and 4.4B percent

respectively.
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LEVEL _ FREQ CUM. PERCENT CUM.
FREQ PERCENT
PROFOUND 1*** 3 3 4.48 4,48
SEVERE %********* ) . 9 12 | 13.43 17.91
MODERATE 1******************************* 31 45 46.27 64.18
MILD }f*************** 16 59 23.88 éa.os
BORDERLINE E******** s | 8 67 11.94 100.00

-
L
"
+

5 10 15 20 25 30

FREQUENCY

Figure 3: Level of retardatlon of discharged individuals

mode = moderate
f-

Length of Ingtitutionalization

Of the total discharged individuals, 15 or 22.39 percent had been
institutionalized for 15-19 years. Length of institutionalization ranged
from 1 year to 35 years or more. Figure 4 shows that 71.64 percent of

the individuals were institutionalized for 1-19 years.
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YEARS .  FREQ CUM. PERCENT  CUM.
" FREQ PERCENT
L 04 ,-_{**3******************* 11 11 16,42 16.42
5-9 I***¥;***¥****¥********** 12 23 17.91 34.33
10-14 %********************' | 10 33 14.93 49.25
1519 }******i******;**¥*¥;¥§;¥*§£*¥* 15‘ E 46” 29.39 71.64
20=24 E********************** 11 59 16.42 88.06
25-29 a****** . 3 62 4.48 92.54
30-34 H** 1 63 1.49 94.03
35+ ‘ | FFd ALK ) B 67 ° 5.97 100.00C

2 4 6 8 10 12 14

FREQUENCY

Figure 4: Number of years in institution

mode = 15«19

Time in Community Residence

Figure 5 shows the frequency distribution of length of time since
the individual was placed in the community residence. Of the total
individuals, 62.69 percent.: have been living in the conmumity residence

less than 3 years.
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YEARS " FREQ CUM. PERCENT  CUM.
| FREQ PERCENT

SN T YT 77 10445 10.45
2-3 %***********************;***********‘ 35 49 52.24 62 .69
45 {******f***** | 12. 54  17.91  80.60
6-7 E************* : 13 67 19.40 100.00

FREQUENCY

Figure 5: Number of years since discharge

mode = 2=3

4.3 CHARACTERISTICS OF THE RESPONDENTS

Response Rate

Questionnaires were mailed to 118 family members of mentally
retardéd persons who were discharged from the Oxford Regional Centre to
a canmunity residence. Of the 118_questionnaires, several were wman-
swered or returned and were therefore wable to be used in the studdy.
One questionnaire was wanswered because the mentally retarded person
had been readmitted to the Oxford Regional Centre and therefore did nor
meet the sample requirements. One mentally retarded person was deceased

S

and one mentally retarded individual had no living famiy members. One

family declined to answer the questionnaire because of illness and 22
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questionnaires were returned because the family had moved leaving no
forwarding address. Therefore, a total of 93 family members were contac-

table. Of the contactable individuals, 67 questionnaires were réturned,

representing a response rate of 72.1 percent. -

Age of Respondents -

Of the total sample, 14 or 21.54 percent of the responding‘family
members were within the 50-59 year sge range, 25 or 38.46 percent were
within the 60-69 fear age range and 12 or 18.Agnpercent were within the
70—79 year age range. Thus the respondents were of an older age where

51 or 78.45 percent were 50 years of age or older. Figure 6 illustrates

the age distribution of the respondents” ages.
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YEARS FREQ CUM. PERCENT  CUM.

: . FREQ PERCENT
30-39 }*** ' 3 3 4,62  4.62
40-49 {*********** 11 14 16.92  21.54
50~59 /'1************** 14 28  21.54  43.08
60=69 ;************************* 25 53 38.46 = 81.54
70-79 E************ 12 65  18.46  100.00

FREQUENCY -

Figure 6: Age of respondent

mode = 60-69

Relationship of Respondents

The respendents’ relationships to the discharged mentally retarded
person are illustrated ‘by Figgre 7. Figure 7 shows that 41 or 61.19
percent of the iInvolved family members were mothers. Of the total
respondents, fathers rep;esented 13 or 19.40 percent. It can therefore
be suggested that parents (80.59%) represénted the majority of the

responding relatives in the study.
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RESPONDENT _ FREQ CUM. PERCENT  COM.
: FREQ PERCENT
BROTFER ‘*** 5 5. 7.46  7.46
FATHER }******* 13 18  19.40  26.87
MOTHER ' E********************* 41 59 éL.lQ 88.06
SISTER %**** - 766 10.45  98.51
UNCLE E* . 1 67 1.49 " 100.00

160 20 30 40

FREQUENCY

Figure 7: Relationship of respondent . !

r

mode = mother

Visitation to Institution

The frequency of the respoﬁdents' visitation with the mentally

retarded relative while 1living in the institution is 1llustrated by

Figure 8. It is pertinent to note that 31 or 50.00 perd\Qi\vof the

respondents visited 0-4 times per year where 3 respondents never Wisited

at all.
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VISITS/YEAR . FREQ CUM. PERCENT CUM.

] FREQ PERCENT
5.4 |***************g*************** 31° 31 50.00 50.00
5-9 | ARk RA AR 9 40 | 14.52 64.52
10-14 H************* 13 53 20.97 85.48
15-19 ‘*** -3 56 4.84  90.32
20-24 H** 2 58 3.23 93.55
25-29 k** 2 60 3.23  96.77
30-34 H* 1 61 1.61 ™ 98.39
35+ E* 1 62 1.61 100.00

}.
o
1
1

5 10 15 20 25 30

FREQUENCY

Figure 8: Fréquency of visitation to institution

mode = 0-4

visitation to Community Residence

The

retarded family member after
j1lustrated by Figure 9.

respondents visited 0-9

frequency of the respondents’ visitation with the mentally

visited the mentally retarded relative. \‘\\ﬁ

discharge to the community residence is
After discharge, 29 or 50.88 percent of the

times per year where 4 regpondents had not yet
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[N

VISITS/YEAR FREQ CUM. PERCENT CUM.
FREQ . PERCENT
0= 7 1******************** 20 20;— 35.09 35.09
5=9 _ }********* 9 29 15.79 50.88
10-14 }***************** 17 46 29.82 80.70
15-19 {* : 1 47 1.75 82.46
20-24 %* 1 48 1.75 84.21
2529 }* 1 49 1.75 85.96
30-34 <E* 1 50 1.75 87.72
35-39 { 0 50 0.00 87.72
40 + E******* | 7 57 12.28  100.00

FREQUENCY

.

Figure 9: Frequency of visitation to community residence

mode = 0=4

Distance From ‘Residence

The distribution of'distance between the home of* the respondents

and the caﬁmunity residence to where the mentally retarded relative was
living is illustrated by Figure 10. The Figure shows that 18 or 27.27
- percent of the respondents 1ived in the same clty as their discharged.
mentally retarded relative and that 49 or 74.24 percent lived within 99

kilometers of the community residence.
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DISTANCE (km) - FREQ CUM. PERCENT CUM.
. ' FREQ PERCENT '
SAME CITY %************it**u 18 18 27.27 27.27 )
< 49 I*******_***** 12 30 18.18  45.45
50-99 5****************#** 19 49 28,79 74.24
100-149 | I)********* 9 S8 13.64 87.88
150-199 Il**** 4 e 6.06  93.94
200-249 5 | 0 62-  0.00 93.94
250-299 ]|** 2 64 3,03 96.97
300 + ' ;** 2 66 3.03  100.00
I " " 1 L
S0 1S
' FREQUENCY

Figure 10: - Distance from responding relative to community residénce

.

mode = 50-99

Idea of Discharge

0f the total respondents, 38 or 56.72 percent indicated that the
idea of discharging their mentally retarded family membfr came from an
institutional social worker. Figure 11 2Zlustrates'that 15 or 22.39
percent of the respondents felt that the mentally retarded relative
him/herself initfated the idea of being discharged; The Figure also

shows that only 5 or 7.46 percent. of the respondenfs felt that they

-
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themselves had the first idea. It is interesting to note that 6 or 8.96
percent of the respondents did not know who 1nitiated the idea of

" deinstitutionalization.

. - *

PERSON FREQ CUM. PERCENT CUM. *

FREQ PERCENT
NO RESPONSE lr* T 1 1 1.49 1.49°
DON’T KNOW i;** 6 7 . "8.96 10.45
OTHER Ii* 2 9 2.99 13.43
M.R. . PERSON -Il******** 15 24 22.39 35.82
RESPONDENT :| Rk 5 29 7.46 | 43,28

SOCTAL WORKER|[**kkkdkkaikikakikakkk 38 67 56472 100,00
!

10 20 - 30 : -
FREQUENCY -

Figure 11: Who initiated deinstitutionalization

mode = social worker

Reactions/%eelinga to Deingtitutionalization

The first reactions of the respondents when they learned that their

mentally retarded relative was to be discharged to a coamunity residence
are shown by Figure 12. It 1s Interesting to note that 36 or 54.55

percent of the respondents were "happy" about the idea and that 30 or
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45:45 percent of the respondents were either "unot happy” (6.06Z) or had

IR
"mixed feelings" (39.397).: J
. .
. -
REACTION FREQ CUM. PERCENT  COM.
‘ FREQ PERCENT
[
NOT HAPPY . [**x : 4 . 4 6.06 6.06
- I
MIXED FEELING |*k%kiiiikisns 26 30 39.39  45.45
. !
HAPPY | $kxA%AkxEXRARERXRX 36 66 54,55  100.00
l.
10 20 30

FREQUENCY

! Figure 12: First reaction to deinstitutionalization

mode = happy

The respondents” present feelings toward the Ffact that their
men;aily retarded family member was living in a community residence are
shown by Figure .13' " The Figure shows that AZ or 71.19 percent of the
respoﬁdents were presently "happy" about the idea and that 17 or 28.81

‘percent of the respondents were either "not happy" (5.08%) or had "mixed

© feelings" (23.73%).
a’ - - :
It is important to note the- chamges in the respondents’ first reac-
tion and their present feelings about community living for their mental-

ly retarded relative. 0Of the 57 respondenté who completed both
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FEELING ' FREQ CUM. PERCENT  COM.
FREQ PERCENT
NOT HAPPY I[** 3 3 5.08 5.08
_ MIXED FEELING Il,******* ) 14 17 23.73  28.81
‘HAPPY ) .1********************* 42 59 71.19  100.00
!

10 20 30 40
'FREQUENCY

[

Figure 13: Present feeling concern{ig deinstitutionalization

mode = happy

questions about firs; reaction ‘aﬁd present fegling about commumity
.iivipg; 29 or 50.88 percent indicated that th;ir éirst reaction was
"happy" aﬁd that thelr present feeling was "happy". Table 1 illustrates °
that 11 or 19.30 percent of the respondents\had a '"mixed reactién" when
canmuhity living éas' proﬁosed g;t their bresent feeling changed to
"happy". The Table also shows that 11 or IQ;QO percent of the respomn-
derts remained to‘have a "mixed feeling' after the discharge. There were
2 respondents (3.51%) whose ‘reaction of "happy" changed to a "mixed
feeling" regérding écmmunity living. There was only 1 respondent (1.75%)
whose reaction of '"not héppy" did not change. The Table also shows thaE

there were 2 (3.51%7) respondents whose first reaction of 'mnot happy"

ghanged to a present feeling of "happ&" and only 1 (1.752) respondent



had a first reac

happy”.

59
: \'\)
tion of "happy" .which changed to a feeling of "ngt

FIRST
REACTION

 NOT
HAPPY

MIXED
FEELINGS

HAPPY

TABLE 1

h ]

First reaction versus present feeling

PRESENT FEELING -

NOT - MIXED .

‘ HAPPY FEELINGS . HAPPY
1 ' 0 2-
1.75% ' 3.517
A"
0 1S 11
19.30% 19.307
1 2 29
1.75% 3.51% 50.887%

4.4  ATTITUDES TOWARD DISCHARGE PROCESS

The questionnaire included S5 statemerits aimed at determining the

family members’ a

ttitudes toward the discharge process.
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Preparation and Information

Figure 14 shows that regarding the discharge, of the 59 family
members who gespoﬁded_to this stateﬁént, 37- or 62.71 percent vof the
respondents either disagreed (40.68%) or strongly disagreed: (22.031)
that they were not given .enough preparation and informmation ;;garding
the discharge of their mentally retarded relarive. Only 11 or 18.64
percent of the respon&ents either agreed (15.25@) oé strongly agreed

(3:391) that they were not adequately prepared and informed concerning

the discharge and 9 or 15.25 percent of the respondents ¥elt they didn’t

know.
ATTITUDE FREQ CUM. PERCENT  COM.

FREQ PERCENT

DK 5********* i 9. 9 15.25 15.25

SA }** - 2 11 3.39 18.64

A :******'*** 9 20 15.25  33.90

UN Il** 2 22 3.39 37.29

D [| ************.****t******* 24 46 40.68 77.97

SD Ir************* 13 ' 59 22,03  100.00

- 1 3 - 1-

5 10 15 20

FREQUENCY

Figure 1l4: ©Not given enough information and preparation

mode = disagree
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Readiness to be Discharged

Fig®re 15 shows that of the. 62 family members ﬁlo respc‘mded to this
Statement 39 or 62.90 percent either agreed (46.77%) or strongly agreed
(16.13%7)  that their mentally retarded relative was ready to be
discharged when the diséﬂarge took place. Only 5 or 8.07 percent of the -
respondents either disagreed (3.23%) or strongly disagreed (4.842) that
their relative was ready to be dischargea and 16.13 percent were unde-

cided. A total of 8 or 12.90 percent of the respondents felt that they

i
didn't know. ] 1.

ATTITUDE FREQ CUM. PERCENT  CUM.

. . FREQ PERCENT

DK 5******** 8 8  12.90  12.90

) }*** 311 8L 17.74

D 1** 2 13 3.23  20.97

UN 1***¥****** . 10 23 16.13 37.io

A : ***************************** 29 52 46.77 83.87

SA i********** " 10 62 16.13  100.00

Y
e
FREQUENCY

Figure 15: Relative was ready to be discharged

mode = agree
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Infomnt-ion Advice

Figure 16 showﬁ that of the 61 famiiy members who respon@ed to this
statement, 42 or 68.86 percent either agreed (57.38%) or stromgly agreed
(11.48%) that the institution had adequately informed and advised them
regarding the discharge of their mentally retarded relative. A total of
14 respondents (11.48%) disagreed and an equal number strongly disagreed
that they were adequately informed and advised regarding the diéc’harge

and 1 respondent felt that s/he didn’t know.

v
ATTITUDE : 3 FREQ CUM. PERCENT  CUM.
. FREQ PERCENT
DK ]1* 1 1 1464 1.64
SD 5**** 7 8 11.48 13.11
D ll****_ 7 15  _11.48  24.59
o II** ' 4 19 6.56  31.15
A I****************** 35 54 57.38 88.52
SA }**** 7 61 11.48 . 100.00
| 1 s s ~
10 20 30
FREQUENCY

Figure 16: Institution adequately informed and advised

mode = agree
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_Ra-aiéch;rgg Traintng

Figure 17 shows that of the 55 family members who responded to this
statement, 26 or &7.27 ﬁercent either disagreed (38.18Z) or strongly
disagreed (9.09Z) that their mentall&TIetarded relativé did not receive.
enough trainiﬁg at the institution before being discharged to the commu-
nity residence. Of the respondents, 16 or 18.18 percent either agreed
{10.91%) or strongiy agreed (7.27%) with the stagement and 18.18 percent

of the respondents were undecided. There were 9 or 16.36 percent of the

respondents who felt. they didn"t know. '

ATTITUDE FREQ CUM. PERCENT  CUM.

FREQ * PERCENE

DK l|********* “ 9 9 16.36  16.36

SA 1**** | . 4 13 7.27  23.64

A | HErkr | 6 19  10.91  34.55

N l]********** 10 29 18.18  52.73

D |I ******************ﬁ** 21 50 38_18 90.9]_

SD E****# : 5 55 9.09  100.00

FREQUENCY

Figure 17: Relative did not recelve enough predischarge training

mode ildisagree
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Say and Control

There were 61 family" mgnbefs who respondéd Eo this .gf;tggent.
Figure 18 shows that only 31 or 50.82 percent either agreed (AO.égg) or
strongly agreed (9.84%) that they had enéugh say or control concerning
the discharge of their mentally retarded relative. A total of 18 or
29.51 percent either disagreed (18.03%) or strongly disagreed (1).48%)
that they felt enough say o} control. Of the responding famil; members,

8 or 13.11 percent were undecided and 4 or 6.56 percent of the respon

dents felt they didn’t know.

ATTITUDE - . FREQ CUM. PERCENT  CUM.

FREQ PERCENT

DK E**** 4 A 6.56 6.56

) 1******* 711 11.48 18,03

D 1*********** , 11 22 18,03  36.07

UN 1******** 8§ 30  13.11 49.18

A I[ ************************.* 25 5% 40.98 - 90.16

SA i****** 6 61 9.84  100.00

FREQUENCY

Figure 18: Enough say or control

mode = agree
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" Potential to Learn

4.5 ATTITUDES TOWARD DISCHARGED PERSON -

™ There were & statements in the questionnaire which were aimed at

Y
determining . the family members’ attitudes toward the rehabilitative

capabilities of the discharged mentally retarded person.

-

Figure 19 shows that oé the 56 family members vwho responded to this
statement 43 or 76.78 perc;nt either disagreed (48.211) or stromgly -
disagreed (28.57%) that;their mentally reharded relative had reached
his/her potential while 1living at the institution and Z was incapable of
learning much more dn the community gétting. Only 3 or 5.36 percent

either agreed (3.57%) or strongly agreed (1.79%) with this statement and

5 or 8.93 percent of the family members felt they didn’t know.
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ATTITUDE FREQ CUM. PERCENT  COM.
FREQ . PERCENT
DK I]***** - 5 5 8.93  8.93
SA }* . 1 6 1.79 10,71
A }** . ' 2 8  .3.57 14.29
] 5 l]***** ' ._ 5 .13 8.93 23.21
' D I]*****'********************** 27 40 48.21 71 .43
Sh Il***********'k**** ’ 16 56 28.57 IOQ.OQ
}

T T T T T

5 10 15 20 25

FREQUENCY -

/

Figure 19: Relative has reached potential

mode = disagree

Progress Since Dischargae

The respondents wefe asked to aéree‘ or disagree with the statemeﬁt
that their rdlative had made significant progress since being dischargeq
from the institution. Figure 20 shows that of the 62 family members oo
responded to this statement, 45 or 72.58 percent either agreed (46.77%)
or strongly agreed (25.81%) that their relative had made significant
progress. .Only 4 or 6.45 percent either disagreed (4.84%) or strongly
disagreed (1.617) with this statement and 7 or 11.29 percent of the

respondents felt they didn’t know.
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ATTITUDE ) . FREQ CUM. PERCENT . CUDM.
FREQ PERCENT
I .
DK | Adksiis 77 11.29  11.29
! .
D |* 1 8 1.61  12.90
I .
D |**x . 3 11 4.8%  "17.74
& ! 1 ' )
UN | xkkkas : 6 17 9.68  27.42
|
A | Fhkkkkdkkkkrhikhkkkrhkrhkrkkk 29 . 46 46.77 74.19
[
SA | AREKERERIKEKER A 16 ° 62  25.81  100.00
I -

- - 4 - L1
T T 1 1 T

5 10 15 20 25

FREQUENCY

Figure 20: Relative has made progress since discharge

mode = agree

Capable of Learning More

Figure 21 shows that of the 64 family members who responded to this
statement, 46 or 71.88 percent either agreed (50.00%) or stroﬁgly agreed
(21.88%7) that their mentaliy retarded relative despite his/her level of
retérdation, could still learn more. Only 4 or 6.25 percent either disa—
_greed (1.56%) or strongly disagreed (4.692)l with this statement and 7
or 10.94 ﬁercent were undecided. There were 7 or 10.94 percent of the

fami{ly members who felt they didn;t know.
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ATTITUDE - ! FREQ CUM. PERCENT  CUM.
FREQ PERCENT

DK || Kk R AR _ 7 7 10.94  10.9

SD I|*** 3 10  4.69  15.63

D ‘li* | 11 1.56  17.19

UN Il******* | 7 . 18  10.94  28.13

A =******************************** 32 - -50 50.00 78.13

SA ]E************** - 14 64  21.88 100.00

) P 3 e, A!L -
T T

5 10 15 20 25 30

'FREQUENCY

Figure 21: Relative can still learn more

mode = agree

The respondents were asked .to what degree they felt their mentally

Capable of Community Living

retarded relative was capable of living successfully in the community.
Figure 22 . shows that of the 63 family membérs who responded to this
statement, 38 or 60.32 percent either agreed (46.03%) or strongly agreed
(14.292). Of the respondents, 11 or 17.46 percent either disagreed
(9.527) or strongly disagreed (7.94%) that their relative was capable of
living successfully in the community and 8 or 12.70 percent were unde-
cided. There were 6 or 9.52 percent of the respondgnts who reported they

didn’t know.

o
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ATTITUDE - _FREQ CUM. PERCENT  COM.

: - FREQ PERCENT

DK I| KRR AR 6 6  9.52 9.52

%D Il***** - 5 11 7.96 1746

D I|****** 6 17 90.52  26.98

mw ||*****¢r* 8 25 12.70 ° 39.68

A :***f@***********?************ 29 54 46.03 85.71

sA ; ARRERRERR 9 63  14.29 100.00

FREQUENCY

Figure 22: Relat;ve capable of living successfully in commumity

mode = agree _ }-

4.6 ATTITUDES TOWARD COMMUNITY LIVING

The questionnaire included 16 statements which were aimed at deter-
mining the family members® attitudes toward deinstitutionalization or

¥

community living.

ﬁormalization

Figure 23 shows that of the 60 family members who responded to this
statement, 51 or 85.00 percent eilther agfeed (55.007) or strongly agreed
(30.00%) that community residences were better because they allow

mentally retarded persons 1like their relative to live more like normal

- - . - JU + J————
\ T }'*- T e e e e e T T - LTI R M e A - b el
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people do. WNo respondents disagreed and only 4 or 6.67 percent stronsiy
disagreed with this statement. There were 3 or_5.00 percent of the fami=-

ly members who felt they didn’t know.

ATTITUDE .FREQ CUM. PERCENT - CUM.

. . FREQ PERCENT
I : '
DK | *** 3 3 5.00 5.00
‘ .
SD | Xk _ 4 7 6.67 11.67
L N '
UN | *=* = 2 9 3.33 15.00
B
A | RARRRRRRRRRARRRRRRARRRARARRARARAR 3] 42 55.00 70.00
1 ; | .
SA | RRRARRAXRRKRKKRAKK 18 60 30.00 . 100.00
| :

T A} i ¥

s 5 10 15 20 25 30

FREQUENCY. - -

Figure 23: Community allows for nommalized Iiving

mode = ‘agree’

5

Effect on Family ‘ . . \

The questionnaire included the statement that "it would have been

better for my fémily if my rela;ive had - stayed in the insﬁit;tion".-
Figure 24 shbws that of the 59 respondenfs who responded to tﬁis‘stat;—
went, 43 or 72.88 percent either disagreed (44.07%) or strongly disa-
. greed (23.812). Only 4 or 6.%8 percent of the respondents either égreed

(3.39%) or strongly agreed (3.39%) with the statement and 7 or 11.86

. N 2 F "
percent of the family members felt they didn’t know. - o

P

. -
b
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ATTITUDE PREQ . CUM. PERCENT  CUM.
‘ FREQ PERCENT
DR | #**kksxx B 7 7 11.86  11.86
SA | ** . ' 2 9 3.39 15.25
A 1** v 2 11 3.39 - 18.64
" ON l|*t*** | 5 16 8.47 & 27.12
b ) ‘]********'****************** __26 42 4[‘.07 71. 1.;
SD I| *********#******;* 17 59  28.81 100.00
l
s 10 15 20 25
g FREQUENCY - )

Figure 24: Better if relative had stayed in\institution

-

mode = disagree

-

 Quality of Life

-

Figure 25 shows that of the 55 family members who responded to this
statement, 39 or 70.91 percent eithgr disagreed (45.641) o; strongly
disagreed 657.272) that their mentally retarded relative lived a bgtter
1ife when s/he was living in the dinstitution. Only 3 ori/5.46 perceﬂt
either agreed (3.64%) or stromgly agreed (1.%2%) with this statement and
7 or 12.73errcent were undecided. There were 6 or 10.91 perdent of the .

respondents who felt they didn”t know.



72

ATTITUDE FREQ COM. FERCENT COM.

FREQ _ PERCENT

© DK ll****** 6 6 10.91 10.91

SA :* T 1 7 1.82 12.73

K l| *x - | 2 9 3.64 16.36

o I| ArRARER 7 16 12.73 29.09

! D ll khkkkkkkkhkkkkhkkkhkkkkhkk 24 40 43.64 72.73
, SD :l kkkkhkkhkkkkkikikk o 15 55 27.27 100.00

FREQUENCY

Figure 25: Relative 11“Fd better quality of life in institution

mode = disagree

.Parsondl Attention N

Figure 26 sbows that strong agreement was found witﬁ a statement
concerning personal attention from the community residence. 0f the 60
familyjmembers who responded to this statement, 40 or 66.67 pércent
elther agreed (45.00%) or strongly agreed (21.67%Z) that community resi-
dences give more personal attqntioﬁ to the menEally retarded « than do
institutions. There were no'respoudents vwho disagreed with this state-
ment, 3 or 5.00 percent of the respondénts strongly disagreed and 8 or

13.33 percent of the respondents were undecided. There were 9 or 15.00

. percent of the family ﬁémbers who reported.that they didn”t know.
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ATTITUDE ' FREQ CUM.
FREQ

DK Il********* 9 g

D Jeas 31

R ll******** ‘ . . 8 20

A ! *RXKARRIRRKRKIAERARRERARKRE 27 47

SA I Kk d ke k ok kK Rk 13 60

5 10 15 20 25

FREQUENCY

PERCENT CUM.
PERCENT

15.00  15.00

5.00  20.00
13.33  33.33
45.00  78.33

21.67 100.00

Figure 26: Community residence gives more personal attention

mode = agree

Growth and Ledrning
/ £y

Figyre 27 shows that of the 61 family members who respaonded to this

statedent, 43 or 70.49 percent eilther agreed (44.26%) or strongly agreed

-(26.23%) that the community residence provided more opportunities for

growth and learning than the institution did. Only 4 or 6.56 percent

either disagreed (3.28%) or strongly disagreed (3.28%) with this state—

ment and 8 or 13.11 percent were undecided. There were 6 or 9.84 percent

of the respondents who felt they didn’t know.
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ATTITUDE FREQ CUM.
' FREQ
DK I|****** 6 6
SD II** 2 8
UN 5******** 8 18
A !I Kk ok ddodode e e d vk ok de vk ok e ok ok ok ok 27 45
SA {**************** 16 61
| 1 N 3 1 1.
’ 5 10 15 20 25 _
FREQUENCY

-" PERCENT CUM.

PERCENT
9.84' 9.84
3.28 13.11
3.28 16.39

13.11  29.51

44,26 73.77

£ 26237 100.00

Figure 27: Community provides more opportunities for grdwth

Care and Superviﬂﬂ

mode = agree

4

The questionnaire included the statement that,

recelved better care and supervision in

"my relative

the institution than s/he now

receives in the community residence". Figure 28 shows that of the 59

family members who responded to this statement,

either disagreed (49.15%)

or strongly disagreed (15.25%).

38 or

64.40 percent

of thg total

respondents, 7 or 11.86 percent either agreed .(6.78%) or strongly agreed

(5.08%), 8 or 13.56 percent were undecided and 6 or 10.17 percent felt

they didn’t know.
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“aar

ATTITUDE ' FREQ CUM. PERCENT CUM.

FREQ PERCENT
DK _ &****** | 6 6  10.17  10.17
sA {*** 3 9 5.08  15.25
A f**** 4 13 6.78  22.03
TN |Htkkakks C 8 21 13.56  35.59

D =**************¥************** 29 50 49.15 -+ 84.75
sD }****5}*** - ' 9 59 15.25 100.00

5 10 15 20 25
FREQUENCY

Figure 28: Received better care and supervision im institution

mode = disagree

Sarvices and Professionals

Figure 29 shows that of the 62 familj members who responded to this
/
statement, 35 or 56.46 percent elther agreed (41.94%) or strongly agreed

(14.52%) .that there were more services and professionals avallable to
the mentally retarded relative since placement in the community resi- '
dence. Of the total respondents, 7 or 11.29 percent were wndecided and 7
or 11.29 pefdent either disagreed (8.06%) of strongly disagreed (3.23%)

with this statement. There were 13 or 20.97 percent of the respondents

who felt they didn”t know.
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ATTITUDE FREQ CUM. PERCENT  CDM.
FREQ PERCENT
DK I]*****:******* 13 13 20,97 20.97
SD I|='=* ' 2 15 3.23  24.19
)] 5***** & 5 20 8.06 32.26
N [[f****** 7 27 11,29 43.55
A E****ﬁ********************* 26 '53 41.94 85.48
SA I TREX KKK 9 62  14.52  100.00

! 2 1 1 3 L

5 10 15 20 25

. FREQUENCY

Figure 29: More services and professionals in cammunity

)

- s

mode = agree

: .

Family Relationship - AN

S——

Figure 30 sﬁows that there were 59 family members who responded to
this statement. Of the total réspondents, 39 or 66.10 percent either
agreed (45.76%) or strongly agreed (20.34%) that they had a stronger
re}ationship with the relative since placement in the community resi-
dence. Of those who completed this statement, 8 or 13.56 percent were
undecided and 9 or 15.25 percent either disagreed (6.78%7) or strongly

disagreed (8.47Z) with the statement. There were 3 or 5.08 percent of

the family members who felt they didn’t know.
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ATTITUDE | ) FREQ CUM. PERCENT CTM.
FREQ PERCENT
DK ‘*#* j ' 3 3 5.08 5.08
Sh %***** ) 5 8 8.47 13.56
D ‘**** , 4 - 12 6.78 20.34
N }******** . .8 20 13.56 33.90
’ A ‘}**********#***&************ 27 47 45.76 79.66
e SA 'i************ 12 59 20.34 100.00

-5 10 15 20 25

FREQUENCY

Figure 30:, Have stronger relationship since discharge

mode = agree -

Number of Friends

The questionnaire included the statement "my relative had more
friends when s/he lived in the institution". Figure 31 shows that of the
58 family members who responded to this statement, 28 or 48.27 percent
either disagreed (37.937) or strongly disagreed (10,34%f. The Figure
also shows that 18.97 percent:of the respondents were undecided and 6 or
10.35 percent either agreed (é.QOZ) or strongly agreed (3.45%Z) with this

statement. There were 13 or 22,41 percent of the respondents who report-

ed that they didn’t know.
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ATTITUDE © FREQ CUM. PERCENT - COM.
_ FREQ PERCENT
DK }************* 13 13 22.41  22.41
SA {** : 2 15 3.45  25.86
A }**** 4 19 6.90  32.76
) ON | *kkdkxkkiikk -~ - 11 30‘ . 18.97 51.72
D E**f******************* 22 52 37.93 89.66
SD E****** 6 58  10.34 100.00

FREQUENCY

" Figure 31: Relative had more friends in institution

mode = disagree

Trained Staff

Figure 32 shows that a tof;i‘of 58 family members responded to the
statement that "institutional staff lare!better trained than staff of
commmity residences". The Figure also shows that 15.52 percent were

“ﬁndecided and 23 or 39.65 percent either disagreed (31.03%Z) or strongly
disagreed (8.62Z). Of the total respondents, 5 or 8.62 percent either
agreed (5.17%) or strongly.agreed (3.45%2) that institutional staff were

better trained than staff of community residences. There were 21 or

36.21 percent of the respondents who felt they didn’"t know.
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ATTITUDE | FREQ CUM. PERCENT  COM.

FREQ . - . PERCENT
DK 1************#******** 21 21 36.21 36.21
SA I** T2 23 3.45  39.66
A 1[*** 326 5.17  44.83
N }********* ' 9 35 15.52 60.34
D I[****************** 18 53 31.03 91.38
SD é***** o : 5 58 8.62  100.00

FREQUENCY

Figure 32: Staff of institutions are better trained

mode = don’t know

Protection

Figure 33 shows that of the 57 family members who responded to this
statement, 32 or 56.14 percent either disagreed (40.35%) or strongly
disagreed (15.79%) that institutions were better than community resi-
dences because they protect the mentally retarded. Of the respondents,
11 or 19.30 percent were wndecided, 10 or 17.55 percent either agreed
(14.04%) * or strongly agreed (3.517) with the statement and 4 or 7.02

percent of the respondents felt they didn’t know.
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ATTITUDE FREQ CUM. PERCENT CUM.

FREQ PERCENT

DK 5**** | 4 4 7.02 7.02
SA }** g _ 2 6 3.51 10.53
A ;******** 8 14  14.04  24.56

N 5*********** 11 25  19.30  43.86
D ll kkkkhkkkhkkhkhkkkkhkhkkkhkkhkkk 23 48 40.35 84.21

SD E********* 9 57  15.79 100.00

FREQUENCY

Figure 33: Institutions are better because they protect
1

mode = disagree

Care and Programs

The questionnaire included the statement, "institut%ons for the
mentally retarded are outdated and do not provide as‘ngod care’ Or
programs as do community residences". Figure 34 shows ‘that there were
56 .family members who responded to this statement and 25 or 51.79
percent either agreed (33.93%7) or strongly agreed (17.86%). The Figure
also- ghows .that 23.21 percent ;ere undecided and 9 or- 16.07 percent
elther disagreed (12.50%) or strongly disagreed (3.57%) with the state—
ment. Thereé were 5 or 8.§3 percent of -the family members who reported

that they didn’t know.

-
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ATTITUDE FREQ CUH.:‘:' PERCENT (:".UH.
. . °FREQ PERCENT
DK ;***** 5 5 8.93 8.93
Sb ;** 2 7 3.57 12.50
D |Adkenxx _ 7 14 12.50  25.00 .
ON }************* 13 27 23.21 48.21 )
A {********&********** 19 46 35.93 82.14
SA }********** 10 56 17.86 100.00
| | | 47.
s 10 1s
FREE)UENCY ’

Figure 34: Institutions do not provide as good care or programs

mode = agree

Public Exploitation

Figure 35 shows that of the 61 family members who responded to this
stateﬁent, 26 or 42.62 percent either disagreed (29.51%) or strongly
disagreed (13.11%) that they were concerned that the public may, take
advantage of their mentally‘retarded relative now that s/he lives in the
community residence. Of the total respondents, 7 or 11.48 percent were
undecided and 16 or 26.32 percent either agreed (16.39%) or strongly
agreed (9.84%) with this statement. There wére 12 or 19.67 percent of

the respondents who felt that they didn’t know.
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ATTITUDE ' FREQ CUM. PERCENT  COM.
FREQ PERCENT
| DK }************ S 1212 19.67  19.67
SA: ’l****** 6 18  9.84  29.51
A ':********** _ 10 28,  16.39  45.90
N {******* 7 35  11.48  57.38
D %****4************* 18 53 29.51 86.89
SD i******** 8 - 6!  13.11 100.00
| o . '
5 10 15
FREQUENCY

Figure 35: Public will exploit relative

mode = disagree

Public Acceptance

»

The questiohnaire included the statembnt,l "I am concerned that the
public wiil never accept my mentally retarded relati&e". Figure 36 shows
that of the 56 family members who responclled to this statement, 15 or
26.79 percent either. disagreed (25.00%) or strongly disagreed (1.79%7).
The Figure also shows that 21.43 pé;hint were wmdecided and that 20 or
35.72 percent either agreed (26.79%) or strongly agreed (8.93%7) with the

statement. There were 9 or 16.07 percent of the respondents who reported

not knowing.
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" FREQ CUM. PERCENT

ATTITUDE
|
DK I Fede e de g e de e e o de e e e e ok e e g
SA ia********* -
A } ******************************‘ 15
N II *****.******************.*' 12
D ; Khkkhkkkkkhkkhhhhiihhiihiihikt 14
. 1
I . & e 1 3 1
T e
FREQUENCY
Figure 36:

FREQ
9
14
29
41
55

56

16.07

8.93
26.79
21.43
25.00

1.79

3

CUH-
PERCENT .

16.07
25.00
51.79
73.21
98.21

+ 100.00

Concerned that public wikl never accept relative .

mode = agree

Death gglReapondent

-

Flgure 37 shows that of the 60 family members who responded to this

r

Statement, only 14 or 23.34 percent either disagreed (16.67%) or strong-
ly disagreed (6.67%) that they were coﬁéérned about what would happen to
the discharged relative wﬁéﬁ”;ﬁey were no longer aliYe. 0f the respon-
dents, 16.67 percent were undecided and 28 or, 46.67 percent either
agreed'(SO.DOZ) or stongly agreed (16.67%) with the statement. There

were 8 or 13.33 percent of the family members who felt they didn’t know.
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ATTITUDE - FREQ CUM. PERCENT  CUM. .
) FREQ . PERCENT
DK 1******** - 8 8 13.33 13.33
SA }********** - 10 18 16.67 30.00
A’ :******************' 18 36 : 30.00 50;00
N I[*‘********* 1x . 46 16.67 76,67
D l]*****‘***** C 10 56 16.67  93.33
SD I;****- - 480 667 100000
L ' /\
5 10 15 ' .
"FREQUENCY
Figure 37: Concerned of what will.happen when they die
‘ ' ~ -
3 . . mode = agree
Happiness With Other Mantally Retarded
_&he éueétionnaire included the statement,  "my relative is happier

when s/he 1s with other nentally retarded persons." Figure 38 shows that

of the 56 family members who responded to this statement, t2 or 21.43
i .

percent disagreed and no respondents strongly disagreed. Of the respon-

dents, 32 or 57.14 percent either agreed (44.647) or strongly agreed

(12.50Z) with this statement and 6 or 10.71 percent of the respondents

felt. they didn’t know.



ATTITUDE : - FREQ CUM. PERCENT  COM.
FREQ PERCENT

DK II iaiadakot | 6. 6 10,71 10.71

SA I***‘**** - © 7 13 12.50 ;23.21

i A - {************************* 25 381 44.64 67.86‘
UN 5****** - © 6 &k 1071 78.57

D :l************ ‘ 4 To12 56 21.43 106.00

FREQUENCY

Figure 38: Relative is happiér with other mentaily retarded

—

mode = agree

4.7 HYPOTHESES

The researcher was interested in assessing the associaticn between

several variables and the respondents’ first reactions and present feel-

[
~

ings concerning deinstitutionalization. Twenty—-five hypotheses were
developed from 3 major hypotheses in order to test for significant asso-
ciationsihbetweep‘ the respondents” | attitudes towapd the discharge
procéss; the mentally retarded. rgi?tive's capabilities and community
living and “both their first reactions and present feelings concerning
-deinstisutionalizatidn- The‘Spearman Correlation Test (Rs) was used to

determine whether there was a signf%icant agsoclation between the repom—

dents’ agreement or disagreement with the 25 statements included in the
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questionnaire and their first reactions and present feelings concerning

deinstitutionalization.

Hypotheses COnéégz}ﬁé;fff’Eifchﬁrag Process

The family members’® attitudes toward the following variables

concerning the discharge process are associated with both their first
reactions and presgut feelings céncerning deinstitutionalization:
1. the preparation and information they received regardiﬂg the
discharge. | N
2. the mentally retarded relative’s readiness Bp be discharged when

4
the discharge took place.

3. the information and advice thgy received regarding the discharge.
4. the training their mentally retarded [relative received before

being discharged. o | .

5. the say or éontrol they felt concerning the discharge. -
Table 2 {llustrates that of the S statements concerﬁing the
disharge process, oniy the respondents’ attitudls toward their say or
control, preparation and information,l and their perception of the rela-
tives’ readiness to be discharged were found to be associated with their
first reactions to the deinstitutionalization of their mentally retarded
relatives. )
Table 3 4illustrates that of the 5 statements concerning the
d%s?harge process, the respondents’ attitudes toward their say or
control, preparation and information, advice and pgfception of the rela-

tives’ readigess to be discharged were found to be associated with their

present feelings concerning deinstitutionalization. <

- A
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TABLE 2 oLt .

First reaction and attitudes toward discharge process

Rs t
Readiness to be discharged 456 3.66%*
Say or control 318 2.46%% -
Preparation and information .298 2.14*
Information and advice . 104 -789
Pre~discharge training -.037 =.243

¥s
* p < 0050

** p < .01,

TABLE 3 . 2

& . N

Present feeling and agtitudes toward discharge process

[
.

Rs . t
Readiness to be discharged ) .598 5412%%
Say or control - <460 3.66%%
Preparation and, information <459 J.43%*
Information and advice - - 405 3.16%%
Predischarge training . .115 <732 -

-~

The hypothesis.which jst;ted.that the family members’ attitudes
toward the.preparatioﬂ and information they received regarding the.
discharge arersignificantly associated with both their figst reactions
and present feeliugs concerning deinstitutionplization was accepted The

assbclations were significantly positive..

!
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The hypothesis concerning the 'family, members’ atFitu&es toward
their mentally retarded relative®s readiness to be discharged was also
accepted. ' ThHe family members® attitudés toward theirlrélative's readfi=
ness to be discharged were found to be associated with both their first
reactions_and ‘present feelings concerning deiqstitutiénalization. The
assoclations were significantly positive. - |

The hypothesis which stated- that the family members” attitudes
toward the say or control they felt concerning.tha dischagge are associ-
ated with both their first peactions-'and present feelings concerqihg
deingtitutionalization was also aéceéted. The assoclations were ;?gnifi— :
cantly positive.

The hypotﬁesis which stated that the family members’ attitudes
t;ward the information and advice they received regarding the.dischar&e
are assoclated with both their first reactions and present feeliqgs\
.concerning deinstftu;ionalization waé-h?t a;cepted. The Aull hypothesgis
that the family menbers’ attitudes toward the information .and advice
they*reééi;ed are not .associatéd witﬁ both their first ‘reactions and
p;eseﬁt feel{pgs c;ngérniﬁg deinstitutionalization was therefore accept-
ed. .
The hypothesis concerning the training the mentally retarded person
received before.being discharged was not aécepted. The null hypethesis
that the family members’-asttitudes toward the tféining their mentally
retarded relative receivéd befote being discharged are nunot assoclated
with both their first reactions and present feelings’concérning deinsti-

¢

tutionalization was therefore accepted.
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Eypotheses Concerning Capabilities of Reélative : .

-

- kS

The family members’ attitudes toward ‘the followini/;variables
concerning the capabilities of the mentally retarded relative are asso—'

ciated- with both their first reactions and present Eeelings eonperning

deinstitutionalization: > ' _ : f

1. * the relative’s potential to learnm more in the c&mmuqity setting.

I3

2.. the relative’s progress since &iécharge.
3. .the relative’s capabilities of ‘leapning more despite his/her.

level of retardation. L . LT ’
. .

4. the relative’s capabilitieséLf living successf@ily in the commu-
nity.~ ’ . N
Table 4 illustrates that of the four Statements concerning the

capabilities of the discharged mentally retarded inaividuals, only the

LY

respondents” attitudes toward the relative’s potential to learn and

their progress since discharge - were found to be associated with the
réspondents’ first reactions to deinstitutionalization. :
L9 -

TABLE 4

First reaction and attitudes toward capab;lities'of relative

Rs t

Potential to learn <442 3 41k
Progress since discharge 2263 1.97%
Capable to learn more -158 1.18
Capable of community living .151 ‘1.12

* P < -05-
** p < .0l.



90

Table 5 iliustrates that of the 4 statements concerning the capa-
biligites of  the ﬁentally retarded individual, énl} the respondents’
attitudes ioward the relatives"potential to lehrn, progress since
discharge and capability of community living were found to be assoclated

with the respondents present feelings concerning deinstitutiqualiza—

tion-

TABLE 35

Present feeling anH'at;itude toward capabilities of ‘relative

Rs t

Progress since discharge ) 574 T4.70%%
Potential to learn ' <377 2.70%%
Capable of community living - .286 . 2.05%*

Capable to learn more +228 1.16

* p < 005-.
*% p < oolt

The hypothesis which stated that the family members’ attitudes

toward their mentally retarded relative’s potential to learn more in the
canﬁunity are assoclated with 'both their first reactions gnd present
feeliﬂés concerning deinstitutionalization was écéepted. The associa-
tions were significantly positive.

Significant positive‘as;ociations were found between the family

members’ attitudes toward their mentally retarded relative’s progress

since discharge and both their first reactions and present feelings
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conéerning deinstitutionalization. The hypothesis that the family
members’ attitudes toward thedir relative’s progress sinée discharge are
associated ;ith both their first reactions and present feelings concern-

ing deinstitutionalization was therefore accepted.

. { '
The hypothesis congerning the family members’ attitudes toward

their mentally retarded relative’s capabilities to learn more despite

his/her level of retardation was not accepted. The null hypothesis that

)

the family members’ attitudes toward their relative’s capabilities to

learn more despite his/her level of retardation are not associated with
both their: first reactions and present feelings concerning deinstitu-

tionalization was therefore accepted.

-

The hypothesis which stated that the /family members’ attitudes

toward thelr mentally retarded relative’ capabilities of living
successfd&lylin the conmunity are associated th both their first reac-

t 4
tions and present feelings concerning deinstitutionalization was not

accepted. The null hypothesis that there is no association wascherefore

-~

accepted.

Hypothegses Concerning Community Living.

‘The family members’ attitudes toward the -following variables
concerning community living are associated with both their first reac-
tions apd present feelings concerning deinstitutionalization:

1. nomalized commun ity 1iving=.
2. the effects of the discharge on éheir fémily.
3. the mentally retarded relative’s Huality of 1ife in the community

setting.

S em e e e ————
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4._ the personal attention their mentally retardéd relative receives
in the conmunity setting.
5 the mentally retarded relative’s opportunities for growth and
learning in the community setting.‘

6. the care and supervision their mentally retarded relative

recelves<in the canmunity setting. ' .

7. the services and professionals available in- the community

setting.
8. the strength of their relationship with their mentaily retarded
relative since discharge. 4

9. the number of friends their mentally retarded relative has in the
' ‘

ccmmurgity setting.
10. the adequacy of trained staff of ccmmur-lit‘y residences.
ll. the protection offered by the community setting.
' 12. the care and programs available to ¥%the mentally retarded in- the
commm ity setting.
13. their concerns regarding public e:kploitation.
l4. their concerns ‘regarding public acceptance.
15. their concerns about what will ‘happen to ‘éhe mentally retarded
relative when they die. -
16. their mentally retarded relative’s hai)piness with other mentally
retarded persons. | .
VTable 6 1llustrates that of the 16 statements .concerning deins;:itu-
tionalization or com'munity liviné, only the respondents” attitudes
toward quality of 1life, protection, fam:{iy relationshilp, staffing, care

-

and supervision, death of respondent, nomalization, growth and ]_.earﬁing

e e ik gt i
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and public exploitation were found to be associated with the respon=

dents’ first reactions to deinstitutionalizatiou.

i ' | TABLE 6

First reaction and attitudes toward commmity living

. , Rs t i
Quality of life - «491 3.74%%
Family 433 - 3.40%*
Protection .355 d 2.69%
Family relationship «319 2.47%%
Staff ~, «382 2.41%
Care and supervision T ..293 2.17% N
Death of resSpondent _ <294 2.15%
Normalization »260 .1.98%
Growth and learning . .233 1.73*
Publiec exploitation 247 1.73%
Personal attention .231 l.64 :
Happier with other mr . 2220 1.55 ¢ *
‘Services and professionals’ .221 1.54 «
Public acceptance .291 1.51 - )
Friends Tou215. L 143\

Care and programs 172 1.21

* P < u05-
%k p < -01-

Table 7 i1llustrates that of the 16 statements concerning deinstitu-
tionalization or community living, only the responding family members’
attitudes toward public acceptance and the relatives”’ happiness with

.other mentally retarded persous were not found to be associated with the

respondents’ present feelings concerning deinstitutionalization.

~
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. . . TABLE 7

v

Present feeling and attitudes toward.canmunity living

~»

Rs t

Family . «590 5,12%%.

. Care and supervision + 544 4. 63%%

- Protectlon N— .523 . 4.16%% .
Services and prpfessionals +546 4.07%%
Care and programs «517 4,05%%
Growth and learning - 467 3.73%*
Quality of life 477 3.56%*
Staff - : . 515 3.55%*
Death of respondent © T 469 3.4B%%
Family relationship ~.435 3.31%% °
‘Normmalization ' 2411 3.12%%
Personal attention «403 3.08%*
Friends . ) 377 2.,51%%
Public exploitation «292 . 2.00%
Public acceptance - 187 1.22
Happiness with other mr .097 «639

* p < .05,

** p < ,0l.

Significant positive associations wére found between the family

members” attitudes toward nommalized community living and both their
first reactions and present feelings concerning deinstitut}onalization.
The hypothesis that the family members’ attitudes toward normalized
caonmunity ‘living are associated with both thedr first reactions and
present feelings concerning deinsti%utionalization was therefore accept-
ed. .

~ The hypothesis ﬁhich stated that the family members” attitudes

toward the effects of the discharge on thelr family are assoclated with

| B
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"thelr first reactions and present feelings concerning ‘dBinstitutionali-
zation was accepted. The associlations weré significantly positive.

. . . i

The hypothesis concerning the family members’ attitudes toward the

mentglly retarded relative’s quality of life in the .community was also °

accepted. Significant positive associations allowed the. researcher to

accept the hypdthesis that the family members’ first reactions and pres-
N

ent feelings concerning’ deimnstitutionalization are associated with their -
attitudes toward their mentally retarded relative’s quality of life.
Significant positive assoclations were found between the family

members” attitudes toward their mentally retarded relative’s opportuni-

ties for .growth and learning 1in the conmunity setting an both their

first reactions and present ﬁeelings concerning deinstitutionkhlizatiocn.
The hypothesis that the family members’ attitudes toward their
tiyg’s opportunities for growth and learning ére associated with both
their first regktions and pregent feelings concerning deiﬁstitutionali—
zation was therefore accepted. . v

. The hypothesis which stated that the family members” first reac-
tions and present feelings concerning deinstitutionalizafion are associ-
ated.with their attitudes t;ward'the care and supervision their mentally
retarded relative recelves in the commumity setting was also accepted.
The assoclations were significantly positive.

The hypothesis concerning the family members® attitudes toward the

strength of their relatioﬁship with their mentally retarded relative
since discharge was accepted. Significant positive associlations allowed

the researcher to accept the hypothesis that the family members’ atti-

tudes toward the strength of thelr relationship with their mentally

e iad)
.
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retarded relative since discharge are associated with both their first
'_reéctions and present feelings concerning deinsﬁitutionalization.

: Significant positive associations were 81;9 found_between the fami-

1y membérs' fiTst reactions and present feelings concerning deinstitu-

tionalization and their attitudes toward the adequacy of trained staff

in the community residence. Tﬁe hypothesis that.the family members’

attitudes toward the adeﬁuacy of trained staff in cénmunity residences 7

are associated with both tﬂeir first reactions and present feelings

concerning deinst}tutiOﬂalization was therefore accepted.’ .

.The hypothesis which statedifhgt the family members” attitudes

”;oward the protection offered by community residences are assoclated
with both their first reactions and present feelings concerning deinsti-
tutionalization was acceﬁted. The assoclations were significantly posi-
tive.

The hxpothesis concerning the family members’ attitudes 'tcward
their concerns about public exploitation was accepted. Significant posi-
tive associatlons allowed the researcher to accept the hypothesis that
the family members’ first reactions and present feelings . concerning
deinétitutionalization are associated with their attitudes toward their

" concerns gbout public exploitation.

Significant positive associations ., were found between the family
members” attitudes towawrds their concerns about when they die 3nd both
their first reactions and present feelings concerning deinstitutionali-
zation. The hypothesis that the f;mily members’ attitudes toward their

concerns about what will happen to thelr relative when they die are

agsoclated with both their first reactionsg and present feelings concerm

- ~——

ing deinstitutionalization was therefore accepted.

e i L
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The hypothesis concerning tye family members; attitudes toward the
personal attention their mentally retarded relative receives in the
conmunity residence was not accepted. The null hypothesis- that the fami-

ly members’ first reactions and present feelings concerning deinstitu-

‘tionalization are not associated with their attitudes toward the

»
personal attention thei*j relative receives 1n the community residence

was therefore accepted.

The hypothesis ﬁniéﬁ stgted that the family members’ attitudes
toward the services and professionals available in the commnity are
associate% with both their first reactions and present‘feelings concern—
ing deinstitutionalization was not accepted. The null hypothesis that

thgre is no association was therefore accepted.

The 1lack of significant associatlons caused the researcher to
accept the 'null hypothesis_ that there 1is no associatfén between the
family members’ attitud;s toward the number of friends l;heir mentally
rétarded relative has in the community and both their ﬁ}rst reactions
an&_present feelings concerning deinstitutionalization.

The hypothesis concerning the ‘faﬁily members’ attitudes toward
canmum ity care and programs was not accepted. The null hypothesis that
the famil;'mgmbers' first reactions and. present feelings concerning
deinstitutionalization are not a;sociated with their attitudes toward

canminity care and programs was therefore accepted.

The hypothesis which stated that the family members’ attitudes

 toward their concerns regarding public accepiance are associated with

both'their first reactions and present feelings concerning deinstitu-
tionalization was not accepted. The null hypothesls that there is no

association was therefore accepted.



fhe hypothesis which stated that there is an association between
the family membefs’ first reactions and present feelings concerning
diinstitutionalization and their attitudes toward the mentally retarded
relativé's happ¥ness with other mentally retarded persons was not

accepted: The null hypothesis that there is no association was therefore

-

accepted. | . )

4.8  SUMMARY

This chapter presented the analysis of.the data. Tﬂe discharged
mental}y retarded individuals and their responding family members were
’demographically described. The responding' family members” attitudes
toward the questionnaire’s statements were presented. The associations
. between the respondents’ attitudes toward the qugstionna;re's statements
and their attitudes toward deinstitutionalization were described.

The subsequent chapter will discuss and interpret the research

Eindingg. '
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DISCUSSION OF FINDINGS

. . . | ™
o . Chapter V P/r<<:::l‘

5.1  INTRODUCTION

The purpose of this chapter 1is to discuss and interpret the

research findings based on the data presented and analyzed in the previ-

ous chaptef and the available literature. The purpose of this research

has been to describe family members” attitudes toward the deinstitution

alization of their mentally retarded family members. The researcher was

interested in attempting to answer the following research questions:

1-

What are the demographic characteristics of the mentally retarded
persons who have been discharged from the Oxford Regiomal Centre
to a community residence?

What are the.deﬁographic characteristics of the family members of
these mentally retarded persons?

What changes, 1f any, were there in the family mgmberé; first
reactions and pPresent feelings concerning deinsﬁ?pupionalization?

What are the family members” attitudes toward the discharge

process?

-
What are the. family members’ attitudes toward the capabilities of

the discharged mentally retarded individual?

What are the family members’  attitudes toward community living

for their mentally retarded relatives?

- 99 -



The researcher was aiéo interested in testing thebfcllowing hypoth-

egsesg:

1. The family members’ attitudes toward the .discharge process are

significantly associated with both their first reactions and

present feelings concerning deinstitutionalization.

2. The family memberg’ attitudes toward the caﬁabilities of their
wentally retarded relative are significantly assogiated with both
their first reactions and present feelings concerning deinstite

tionalization.

1

3. The family members’ attitudes toward comnunity living for their
mentally retarded relative are significantly associated with both

their first reactions and present feelings concerning deinspitu-

tionalization. \ -

\
- N

5.2  DEMOGRAPHIC CHARACTERISTICS OF THE DISCHARGED PERSON

The discharged mentally retarded individuals were generally young
adults and were generally of the moderate level of mental retardation.
The frequency of males and females were almost equal with a small predo-
minance of males. Most of the discharged individuals had been institu-
tionalized less than lé years where the mode was 15-19 years. Most of

. the ind;viduals had been living in the coarmunity residence” less than 3

years.

i00
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5«3 DEMOGRAPHIC CHARACTERISTICS OF THE FAMILY MEMBERS

-

The- response rate (72.1%) for a mailed questionnaire of this nature

was high. Selltiz et al. (1976). have stﬁted that returns of questiom
naires are "notoriously low - from 10 to 40 percent + .« " .(p. 80).
'The family members may have been motivated by this perhaps being their
first opportﬁnity to make known their attitudes toward the deinstitu-
tionalization of their mentally getarded relative.

The modal age range of the family members was 60-69 yearé of age
which suggests an older éample popul;tion. The l};erature points out
that the values of today’s soclety are very.different'than they were 30
or 40 years ago which may make the process. of deinstitutionalization
particularly difficult for the older parent or family member (DeHaan,
1981). Thirty or forty years ago, institutionalization wa's considgred an
acceptable, if not advantageous solution for families of the mentally
retarded (Gollay et al., 1978). Community living - for the mentally
retarded represents a new philosophy which may be difficult for “the
older family member to acc;pt. Deinstitutionalization may challenge the
adaptation of older family members when they may be less able to inte-
grate change (Schodek et al., 1980). A past study has indicated that
younger family members are more likely to prefer commumity placement
(Meyer, 1980). It may therefore be suggested that this sample popula-
tion because of their age, may have found it difficult to accept commu~
nity living for their mentally retarded family members.,

The relationship of thé respondents to , the discharged mentally

retarded person was generally that of parent, and in most cases, mothers

were the respondents. The questionnaire asked that the family member

-~

D
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most involved with ' the mentally retarded person canplete the quééhion—
naire.. In many cases vhere the quéstionnaire was addressed to the
parents of the mentally retarded person, it was the moth;r wh& ;anpleted
the questionnaire. It would appear then that m;thers were’ the famiiy
-members most involved with the mentally retarded individuai.

Appr;ximately 20 'percent of the reSpondéﬁts were family members
other thaﬁ the mentally retarded inidividual’s parents. Perhaps in such
cases the pe;rents were deceagsed and. anof‘hér family member had assumed
the role of next-of-kin. It is suggested that if the responding family
member wa§ a brothér, sister or uncle, that é/he, because the role of
next=of-~kin had been handed down, may not have been as familiar with the
mentally retarded individual and his/her various living arrangements as
was the parent.

One-half of the family members reported visiting the relative thle
‘ s/he was inséitutionalized less than 5 times per year. This may have

been due to the possibility that visits were limited to birthdays,

Christmagfor other special occasions. Few family members (14,.52%) visit-

ed more than 14 times per year which may be explained by the possibility -

that visits were carried out on a monthly basis.

Approximately one-half of the responding family members vigited the
mentally retarded relative after discharge to the canmunity residence
less than 10ltimes per year. There were a few family members (12.28%)
who visited the community residence 40 or more times per year, - perhaps
an indication of weék—ené visits throughout the year.

Visitation to the community residence may not have increased duve to

the fact that most of the responding family members were of an older
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age. These family members, because of their age may have suffered from
health and mobility problems and found it difficult to travel even short
éistances. . . _

Although iﬁ is the Ministry of Community and Social Services’ aim
to move mentaily fet;rded persons from distant institutional settings to
thei; Tocal cummunities; only 27.27 perecnt of the individuals were
placgd in the same city or community as their family members. Most
mentally retarded individuals (74.24%) were placed within a 99 kilometer
distance or sbout a one-hour automobile drive from the responding family
member. It is interésfing to note that even thougs:many of the mentally

retarded individuals probably 1lived closer to their families, that

contact or visitation to the relative did not increase to any great

e{Fent. /(
£

Most of the responding family members felt someone other than them—

gelves initiated the first idea of placing the institutionalized mental-

ly retarded individusl in a conmunity residence. Perhaps most important

1s the fact that over half of the family members felt that it was a

social worker who initiated the idea. It may be suggested that many -

families as 'well as professionals saw social workers as the primary
implementers of the dein;titutionaliza;ion process. Approximately 20
pércent of the respondents felt the mentally retarded relative initiated
the firstridea of community living. The literature suggests that many
‘families underestimate the abilities of their mentally retarded family
members (Menolascino, 1977). _ It is proposed then, that if it was the
mentally retarded individual who initiated the idea of conmunity living,

that his/her family may have underestimated his/her ability to make such

S/
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a2 decision ,and ultimately wmderestimated his subsequent ability to live

successfully in the conmmity residence. - - }

5.4 -CHANGES 13 ATTITUDES TOWARD DEINSTITUT IORALIZATION -

Near tlhe beginning of the questionnaire, the responding family
nembers ﬁere asked 1if their first reaction when they learned tﬁ;t their
relafive was to be discharged to a.ccmmunity setting was happy, not
happy or mixed. The last quéétion of the questionnaire asged the respon-
dents to Indicate 1f their present feeling con;;rning the fact that
their mentally retarded relative is living in the canmﬁnity residence
was happy, not happy or mixed.

These two qﬁesﬁions were aimed at determining whether or not the
respondents’ attitudes toward deinstitutionalization had éhanged over
time. The researcher was also Interested in what direction the respo;r
dents” attitudes toward deinstitutionalization had changed.

Approximately 70 percent of the respondents” attitudes toward
deinstitutionalization did not change. These respondents, therefore,
either had a happy first reaction and a happy present feeling, a mixed
first reaction and a mixed‘Eresent feeling or an unhappy first reaction
and an unhappy present feeling.

Over 20 percent of the respondents’ attitudes changed in a positive
direction .\ Their attitudes thus changed from an wnhappy first reaction
fo a ﬁixed or happ& present féeling or from a mixed first reaction to a
happy presént feeling concerni;g deinstitutionalization.

Only approximately 57 of the respondents” attitudes changed in a

negative direction. Their attitudes thus changed from a happy first
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reaction to g mixed or unhappy present feeling or. from a mixed first
¥ . . ’

reaction to an wunhappy present feeling concerning deinstitutionaliza-

tion. .
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There are elements which may distinguish the respondents’ first

reactions from their present feelings concerning deinstitutionalizagion.
Perhaps the respondents first reactions may have #gpg made quickly and
may have been based on a limited number of experiences. The respondents’
pfesent feelings, on the other hand, may have-been based on more of a
éeflective ﬁature where the responding famii& members had more time to
assess both their own and their mentally retarded relative s experienc=-
es since dischargeqco theé%Emmunity residencg. )

The respondents whose' attitudes changed ie a negative direction may
have had‘unrealistic expectations regarding community living for their
mentelly retarded relative. The ccﬁeunity residence may not have eet
their expectations, the-relative may not have done as well asrhad eeen

hoped or the relative may have had difficulties in the community resi-

r

dence. . 1

The respoundents whose attitudes cencerning deinstitutionalization
remained the same may not have had sufficieqt time to distinguish
between their first reactions and present feelings. The relatiye may
have been just recentiy discharged or the family member may not have hed

sufficient contact with the mentally retarded relative to cause a change

in‘ his/her attitude.

Those respondents whose attitude® changed in a positive direction

may, for exampie, have had reservations about _deinstitutionalization in
—c
the beginning, but found through time and experience that these reserva-

5 v
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tions may not have been valid. The reservations may also have been

alleviated through follow-up counselling-from Oxford Regional. Centre

’

social workers. 4

w

5.5 ATTITUDES TOWARD THE bISCHARGE PROCESS

There were 5 staéements included 1in the questionnaire which were
concerned with attitudes of the respondents toward the discharge of

.

their mentally - retarded relative from the Oxford Reglonal Centre to a
community residence. The statements atteméted t; determine the respon
dents’ perceptions as EP whether or not they felt the institution
adequately involved and prepared them In the discharge process.

Over 60 percent of the responding family members agreed that their

N i
nformed and advised

mentally retarded relative was ready to be discharged when the discharge
toock place and that the institution had adequatelj\g

B . <

them rega¥ding the discharge. Approximately omne-half of the responding
family members agreed that they had enough say or control concerning the
discharge of their mentally retarded relative. Approximately one-half of
the respondents disagreed that thelr mentally rbtarded relati;e did not
receive enough . training at the institution b f;re being diﬁcharged to
the community residence. Over 60 percent of the respondents disagreed

that they were not given 'ehough preparation and information regarding

&

the discharge of their mentally retarded relative.

‘ A number of respondents indicated that they didn’t know 1if they
recelved enough preparation and infommation (15.25X%Y, 1f the relative
received enough bre-discharge training (16.36%7), or if the relative was

ready to be discharged when the discharge took place (12.90%).
&

—
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The fact that a number of respondents felt they didn‘t know 1f the
-mentally retarded relative received enough pre-discharge training or if
s/he was ready to be giécharged is important to note. This may be due to
the possibility that because of limited visitation, the family membeg
may not have known the mentall§ retarded individual enough to determine

the adequacy of his/her training or subsequent readiness to move to the

community residence.
A number of responding family members were undecided as to whether
or not the relative was.ready to be discharged when the discharge took

place (16.13%) or whether or not the relative recelved -enough pre-dis-

charge training (18.18%).

The fact that a number of respondents indicated that they were

undecided as to whether the relative was reéé& to be discharged -when the’

discharge took place and whether the relative received enough pre-dis-
charge trailning is also imgPrtént té note. Again, 'this could have been
due to their®lack of visitation or involvement with the mentéily retaré—
>

ed person. The rESpond"Es may also have felt undecided at that point in
time, walting until both themselves and the mentally retarded relative
had had time to experience the discharge before making judgements or
opinions concerning the discharge process.

S;gnificant positive associations were found between the family
members” attitudes toward their mentally retarded relative’s realiness
to be discharged and their attitudes toward deinstitutionalization. The
association suggests that the more they agreed that their relative was
ready to be discharged when s/he was discharged, the more positive were

their attitudes toward deinstitutionalization.

i
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Thé finding that many respondents (62.901)’;greed that the mentally
retarded rela;ive was ready to be discharged when the discharge took
place may suggest that the respondents may have felt the institution had
helped the mentally retarded individual reach a potentiél and that the
relative was ready to move on, perhaps to a carmunity résiﬂence. This
finding 1is not consistent with a study by Gollay et al. (1978) which
found that families perceived inadequate training {n advanced aéeas
including crucial skills in using community resources. BKuey (1978)
reported that parents felt preparation of the mentally retarded individ-
ual is a necessary component of successful deinstitutionaiization.

The significant positive associatioﬁs found between the family
members” attitudes toward Heinstitutionalization and their attitﬁdes
toward the say or control they felt conc;rning'the discharge suggests
that the more they agreed that they had enough say or control, the m%re
positive were their attitudes toward deinstitutionalization.

The . finding that approximately only one-half of the responding
family members agreed that they ha& enough say‘ or control in ‘the
discharge process is supported by a past study wvhere familles were found
g% feel little control in the discharge process (Willer.et al., 1978).
This finding is also consistent with a study which has shown that
parents may feel.the institution should make the final decision of what
is the best residential facility for their mentally retarded child
(P;a.yne, 1976). -

The significant positive aésociations found between the family
‘members” attitudes toward the prepération and information they received

regarding the discharge and their attitudes toward deinstitutionaliza-

&

iy
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tion suggests that .the more the family members believed that they

received enough preparation and information; the more positive were

-

their attitudes toward deinstitutionalization. ’ £

The "finding Fha% many respondiné family members (62.71%) .believed
that they wereséiven enough preparation and informmation regarding the
discharge is contrary tO'gps; stpdies._The literature has suggested that
parents may be dissatisfied with not being kept infoymed by the insgtitu-
tion and that many families feel they receive littler_gr no information
or preparation concerning the discharge (Meyer, 198Q7J Willer et al.,
1978) . |

R e
S

5.6 ATTITUDES TOWARD THE DISCHARGED INDIVIDUAL “\\\

There were 4 statements included 1in the-questionnﬂ}re vhich were
concerned with the responding family members’ attitudes toward the
‘dischgrged mentally retarded relative and his/he; rehabilitative capa-

4
biliteSl ‘ -/J

Over 7 ekgent of(hQ? responding family members agreed that their

mentally re;ardeﬁ relative, despite his/her level of retardation, could
still learn more ‘hni.that their relative had made significant progress

. \
" since discharge from the institution.

Over 70 percent of the respondents disagréed that their mentally
retarded relative had reached his/her potential while living at the
» -~
institution and was incapable of learning much more in the community
\) \

setting. ) " )

Approximately 60 percent of the responding family members agreed

that their m€ntally retarded relative was capable of living successfully

in the conmunity.

1
]
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A number of respondents indicated that they didn’t know if the
mentally retardeci re.lative had made sig‘nifidant progress since discharge
(11.29%), 1f th; relative was capable of living”éucgeséfully in the
canmunity (9.52%) or if s/he was cap.at_»le of le'arnmg more (10.94%). The
respondents who iIndicated that they didn’t know to these statements may
not have known-the. mentally retarded relative well enough to assess
their capabilities. Also, depending on the amount of time" since.
discharge, the respondents may not have had adequate time't:o asg@s the
refative's capabilities. The rkspondents may also not have visited the
discharged mentally retarded re;ative to any exten£ since discharge,
therefore perhaps not beir}g able to.\_assess adequately any changes since

blacement in the community reéidence.

A nufber of respondents indicated that they‘:qre umdecided as to
whether the mentally retarded reative was capable of learning more
(10.94%) or vhether s/he was capable of living successfully in the
commumnity (12.70%). These respondents may have‘ felt that at that.time,
they could not adequately determine these capabilities. The respondents
may. have been allowing the mentally retarded relative time_to experience
the community residence before voicing opinion regarding the relative’s
dépabilities.

Significant positive‘associa:ions were found between the family
members’ attitudes ;oward their mentally retarded relative’s potenti;1
to learn mo;e in the canmunity setting and— their attitudes toward
deinstitutiqnalization. The association suggests that the more the fami-

ly members disagreed- that their mentally retarded relative had reached

his/her potential in the institution and was incapable of learning much

T e L LA i e AV S
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more in the conmunity setting, hthe more positive wére their gttitudes

toward deinstituﬁionalization.
,r'(

The finding that most responding faéily members (76;781) gégggreed
that 'the%r mentally retarded relative had reached his/her pbtential
while’;iving at the institution and was incapable of learning much more
in the conmmunity setﬁing may indicate the respondents; belief in the
concept of developmental programming..&his conéept, as stated in Chapter
II, is‘ based on the belief that all developmentally disabled persons
ha;e the po%en;ial fo; increased growth, learuning and developmenf. ?he

‘evidence oﬁ the respondents” belief in their mentall& retarded rela-.
tive’s potential to learn more %P the conmmunity setting may sugges;
that most family members believed ‘the community setting pr?vided an
opportunity for increaéed learning and devélopment. The finding may also
5uggest'that the requn@pﬁts mgy have felt the inétituEion hindered or
stagnated their mentali; retardéa relative’s development. This finding.
is not supported by the literature whic; indicates- that parents of
inst%tutionalized mentally rétarded persons maintain an unrealistically
low appraisal of tﬁe mentally retarded individuasl’s abilities and learn-
{ng potentials (Menolascino, 1977). Meyer (1980) fouﬁd similar results
when he suggested that parents may f;el the mentally reﬁarded individual
reached his/her potential and has nothing to gain from the community
setting. .

The significant'positiye Aassociations found between the family
members” attitﬁdes toward the progress‘their relative had made since the
discharge and their attitudes toward deinstitutionalization suggests
that the more they agreed that progress had been made, the more positive

were their attitudes toward deinstitutionalization.
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The inding that most responding family members (72.582)_‘agreed
tﬁat their mentally retarded relative had made gignificant progress
since being discharged from %::ﬁ}néfitution may be due fo two factors.
The respondents may have felt t Fheir mentally retarded relative had
progressed because of their bel;ef: in the individual’s potential or
abllity to learn more as suggestedr by the preceding finding. Another
factor which may account for the respondents”’ attiéudes may be their
beliefnthat the community residence, including its services or program=-

mes, may have been the reason for the mentally retarded individual’s

progréss since discharge.

5«7 ATTITUDES TOWARD COMMUNITY LIVING

There were 16 statements included in the questionnaire which were
concerned with the responding family members’ attitudes toward community
living for their mentally retarded relétives. |

Over 80 percent of the responding family members agreed that commu—
nity residences were better because they allow mentally retarded
persons like their relative to live more iike "nomal" people do.

Approximately 70 percent of the responding family members disagreed
th;t it would have been better for their family d4f their mentally
retarded relative had stayed in the institution and that the relative

lived a better life when s/he was living in the £nstitution.
- Over 60 percent of the fespondentg agreed that community ;esidences
give more personal attention to thé mentally retarded than do institu-

tions, that they had a stronger relationship with the relative since

placement in the commmity residence and that the community residence
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provided more opportunities for growth and learning than the institution
did. .

Over 60 percent of the responding fﬁmily members disagreed that
their mentally retarded rglgtivé received better care and supervision in
the institution than s/he received in the conmun {ty regidence.

Approximately one=half of the respondents agreed that there were
moré services and professionals available to their mentally retarded
relativé since placement in the canmun ity residence, that institutioés
were outdated and did not provide as good care or programs as did commu-
. nity residences and that their mentally retarded :elative was happiler
when s/he was with othér mentally retarded persons. Less than one=half
of the respondents agreed that they were concerned about what would
happen to the discharged relag}we—when,they were no longer alive.

Over one-half of the. responding family members disagreed “that
institutions were better than communinty vresidences because they
protected the mentally retarded. Less than one-half of ﬁhe respondents
disagreed that their r;lative ﬁad more friends when s/he lived in the
institution and that they were concerned that the public may take advan-
tage of their mentally retarded relative now that s/he li;es in the
canmun ity residence. |

Well over one-half of the responding family‘ﬁembers -agreed that
they were concerned that the public will never accept their mentally
retarded relative.

Approximately 40 percent of the respondents disaéreeﬁ that institu~

tional staff were better trained than staff of coumunity residences.
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Over 10 percent of the tesponding family members felt they didn’t
know 1f it would have been better for their family 1f the relative had
stayed in the institution. Similarly, over 10 percent of the respondents
felt they didn’t know if their relative received better care and super-
vision in the institution, if their relati§e was happie£ with other
menta}ly retarded persons or if they were concerned sbout public accep-
tance or what would happen to the. xelative when they were no longer
“alive. Over 20 percent of the respondents felt they didn“t know if there
were more services and professionals available in the conmmity resi-
dence, 1if the relative had more friends in the institutién' or if they
were concerned that the public may take advantage of their mentally
retarded relative now that s/ﬁe is living in the commmnity residence.
The finding that a number of respondents felt they didn‘t know how
they felt about these various Statements concerning community living may
suggest that the respondents didn’t know or were mfamiliar with the
relative himself, the Oxford Regional Centre and its programs or staff,
or the preseat conmunity residence and its p;ogramé and staff. This
finding may have been due to a lack of contact with the mentally retard-
ed relative because of 1im£ted visitation. Also, the respondents may not
have had adequate time to became familiar with ghe cammunity residence
and issuves such as public exploitgtidn OT acceptance. |
Over 10 percent of the responding family members indicated that
they were undecided concerning their mentally retarded relative’s quali-
ty of lifé and the personal attention, care and supervision that s/he
feceived. Similarly, over 10 percent of the respondents feltofhey were

undecided as to which setting provided or stimulated more growth, learn-
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ing, services or professionals. Over 10 percent of t@e respondents we;e
undecided as to the adequacy of trained staff, if the public woula'
exploit the relative, if the relative was happier with other mentally
retarded persons or if they had a stromger relationship with the rela-
tive since the discharge tbok place. Approximéfely 20 percent of fhe
respondents indicated that they were undecided concerning the number of
friends their meﬁtaily retarded relative had, .whether institutions were
better because they protected or provided better care and supervision or
whether they were concerned about public acceptance or what would_happen
to their relative when they;were no longer slive. ‘

The finding that a nﬁmber of respondents were undecidéd concerning
vari;us statements concerning commumity living may suggest that the
family members, at that time, felt they could not commit themselves to a
negative or positive attitude or oplunion. The respondents may have felt
that at that time, they did not have enough infomation or they may have
felt the mentally retarded inidividual had not experienced the community
setting to a degree that they could make judgements concerning community
living for their relative. Time and experience for both the respondents
and theirl mentally retarded relatives may move them from an undecided
position to onme which 1is negative or positive concerning canmuni;y’J
living. ’

The fact that the questionnaire included a coverihg' letter which
was written on an Oxford Regional Centre letterhead and which included a
statement from the Chief Social Worker of the Centre may have caused the

respordents to be reluctant to express their attitudes concerninglfreas

such as staffing, care, services or programs provided by the institu-

N\
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tion. Because the canpleted questionnairés‘were asked fo be returned to
) the.Oxford Regional Centre and despite guarantees of confidentiality and
anqnymity, the respondents may have been<hes}tant to express negative
attitudes regarding the institution or their mentally retarded rela=
tive’s care at the Centre. The literature has indicated that parents may
express a loyalty to the institution, not wishing to condemn their
services or practices (Payne, 1976).

The significant positive associations found between the family
members” attitudes toward the effects of the discharge on their famil}
and their attitudes toward deinstitutionalization suggests that the more
the family members disagreed that it vau&& have been better for their
family if their relative had stayed 1in the institution, the more posi~
tive were their attitudes toward deinstitutionalization.

The finding that most responding family members (72.88%) disagreed
that it would have been better for their family 1f the mentally retarded
relative haﬁ stayed in the'institution may suggest that these respon-
dents felt deinstitutionalization did not pose many problems for their
families. The literature has stated that institutionaiization may serve
a family function in maintaining family homeostasis or balance and that
deinstitutionalization may ﬁe a potential threat to éamily balance
(Bergman, 1975). It appears that the responding family members may not
have felt this threat to their family functioning.

Significant positive assoclations were found between the family
menbers” attit;des toward deinstitutionalization and their attitudes
toward care and supervision. The associations suggest ghat the more

positive the attitudes were toward deinstitutionalization, the more the



-

117
family members disagreed that their mentally retarded relative received
better care and supervision in the institution than s/he received in the

cannun ity residence.

The finding that many responding family mgnbérs (64.407) dijzgreed
, :

that their relative received better care and supervision in the titu=-

tion than s/he received in the canmuQ;éy residence may suggest that
f
these respondents felt the commumity re?idence provided adequate, 1f not

.

better care and supervision. A past study has suggested that a major
.r ‘JI’ .
concern of parents of mentally retatded individuals is the quality and

B H
availability of care - and supervision from the community residence

(Meyer, 1980).

The significant positive associlations found between the family
members’ attitudes toward deinstitutionalization and their attitudes
“toward protection suggests that the more they disagreed that institu=
tions were better than community residences because they protected the
mentally retarded, the more pogitive were their attitudes toward deinst-
itutionalization. .

The findi;g that approximately only one-half of the responding
family members. disagreed that institutions were better than conmunity
residences because they protected the mentally retarded may suggest that
the respondents may have félt their relatives, to some extent, still
needed the security and protection of the institutional setting. This
finding 1is consistent with the literature which has suggested that

parents argue that community residences cannot offer the protection and

security of institutional programs (Baker & Seltzer, 1977).



The family members’ att{fudes toward their mentally, retarded relar

tive’s opportunities for growth and learning were found to be signifi-

cantly positively associated with their attitudes toward deinstitution-

alization. “he assoclhtion suggests that the more the family members -

agreed xhet the commumnity residence provided more opportunities for
growth and learuning tnan the institution did, the more positive were
their attitudes toward deinstitutionalization.

Tne evidence that most responding family members (70. 492) agreed
that the community residence provided more opportunities for growth and
learning than the institution did may be based on their perceptions that
the community residence pronoted a wider range of opportunities from
_which the mentally retarded reletive could learn, grow or develop.

The significant positive assoclations found between the family
members’® attitudes toward deinstitutionalization and their attitudes
toward their mentally.retarded relative’s quality of life suggests that
the more the family members disagreed that their relative lived a better
life when s/he was living in the institution, the more positive were
their attitudes toward deinstitutionalization. -

The finding that most of the responding family members (70.91%)
disagreed that their mentally retarded relative lived a better life when
s/he was living in the institution may suggest that the respondents felt
the canmtmity residence allowed the relative to enjoy an adequate, if
not enriched, life. The respondenhf mey have witnessed the mentally
retarded ‘relative progress, learn and develop and feel his/her quality

of live had been enhanced.
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The family members’ attitudeé toward deinstitutionalization were
Qoun& to be significantly positively aséogﬂated with their attitudes
toﬁq;dfihe adequicy of trained staff. The assoclation suggests that the
more the family members disagreed that institutional staff were better
trained than staff of community residences, the more positive were their
attitudes toward deinstitutionaliza;iou.

Less than 40 percent of the responding family members disagreed
thét institutional spaff were better trained than staff of coomunity
residences. This finding is somewhat consistent with a perhaps dated
study which found that parents of non—institutionglized mentally retard-
ed persons were not Impressed by the staff of the institution where they
frequently referred to their lack of training (Klabe?, 1970). Very few
respondents (8.62%) agréed that institutional staff were better trained
but over one-half of the responding family members either felt they
didn“t know or were undecided. ‘This finding may suggest that many
regpondents either didn’t know the staff or didn’t know the adequacy of
their traiming. It i; important alse, to note that only 58 of the total
67 family members responded to this statement. The finding that many
family members chose not to respond to this statement, or indicated that
they didn”"t know or were wndecided may indicate that the respohdents
were perhaps not comfortable in assessing the training of the staff,
kmowing that the &Lestionnaires were being returned tb the Oxford
Regional Centre. Payne (1976) found parents of 1nstitutionalized
mentally retarded persons to be satisfied witﬂ the staff of institu-

tions, and at times describing them in unrealistic terms.

\
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The family members’ attitudes toward deinstitutionalization were

found to be significantly and positively associated with tﬂeir concerns

about when they die. The association suggests that the more the family

members disagreed that they were concerned sbout what would happen to

their mentally retarded relative when they were no longer alive, the
more positive were their attitudes toward deinstitutionalization.

»

Apptoximately one-half of the responding family members agreed that

they were concerned about what would happen to the discharged relative

when they were no longer alive. This finding may indicate that many of

the respondents were concerned about who would assume the responsibilicy

of advocating for the mentally retarded relative when they die. The
respordents may have viewed the community residence as umstable, not
making any long-term commitment to caring for the mentally retarded
individual. The finding is supported by _the literature which has indi-
cated that parents may feel the institutign is aﬁpermanjft home and a
place where the mentally retarded individual can iive after the parents
die (Huey, 1976; Payne 1976).

fhe significant positive associations found between the family
members’ attitudes toward the strength of their relétionship with their
mentally retarded relative and their attitudes toward deinstitutionali-
zation suggests thif the more they agreed that they had a stfonger rela-
tionship with their relative, the more positive were their attitudes
toward deinstitutionalization.

The finding that many responding family members (66.107) agreed

that they had a stromger relationship with their mentally retarded rela-

tive since placement in a community residence may suggest that deinsti-
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tuticonalization may have been successful in re-uniting the mentally
retarded person and his/her family. This finding 1s supported by the
literature which has suggested that familié; can sometimes accept and be
closer to the mentally retarded feiative after discharge to the compuni-
ty residence (Bergman, 1975). 1t is interesting to note that although
most of the mentally retarded individuals were living closer in physical
proximity to their family members and that most famlly members felt they
had a stronger relationship with their mentally retarded relative, that
vigitation of the responding family members to the cammun ity residence
did not increase as much as might be expected. The respondents m;y have
assumed that because the mentally retarded relétive lived closer to
them, that this itself created & closer relationship.

_Significant positive assoclations were found between the family
members’ attitudes toward deiﬁstitutionalization 'and their attitudes
toward hormalized canmunity 1living. The association suggests that the
more the family members agreed that community residences were better
because they allow mentally retarded persons like their relative to live
more like nommal people do, the more positive were their” attitudes
toward deinstitutionalization.

Almost all of the responding family members (85.00%) agreed that
ccmmunigy residences were better beacuse they allow mentally retarded
persons like their relative to live more like nomeal people do. This
finding 1is supported by the literature although a past study of parents
of institutionalized mentdlly retarded individuals found only marginal
agreement that group homes enable the méntally retarded to be more a

part of nomal life in socieﬁy (Ferrara, 1979; Payne, 1976). The respon—
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dents” high agreement with this statement may have been due to at least
partial aéreement with the nomalization prinéiple. Thé i&ea of their
mentally retarded relative living in a home-1like setting enjoyed by the
rest of society may have appealed to the respondents ratﬁer than the
qualities of traditional imstitutional 1ife.

Significant positive."associations were found between the family
members’ concerns about public exploitation and their attitudes toward
deinstitutionalization. The association suggests that the more the famj=
ly members agreed that the publiclmay take advantage of their mentally

retarded relative, the less positive were thelr attitudes toward deinste
itutionalization.

The f£inding that less than one-half of the responding family
members disagreed that they were concerned that the public may take
advantage of their mentally retarded relative now that s/he is living in
the community residence may suggest that this was, or will becare an
area of concern for the respondents. This finding is suppprted by the
literature where it has been suggested that families may feégthat thedir
mentally retarded family members may be prime targets for exploitation
(Bradley, 1978). The responding family members may have felt that once
the mentally retarded individual had left the shelter of the institu-
tion, .that the individual may have been unprepared for a society which

may take advantage of him/her.



\\\'\.

-

123

5.8 COMMENTS FROM RESPONDENTS

r
A section at the end of the questionnaire allowed the responding

family members to sqasizf—j}v'areas which they may have felt were not

included in the questionnaire.

Many of the family members used this section to inform the

researcher of the many activities in which their mentally retarded rela-
tive was presently imvolved. Some of these comments were:

My relative seems to be happier now. Every Sunday he goes for
supper either at my brother’s place or mine. (Sister, 65 years
old,’bappy present feeling {concerning deinstitutionalization)

Sin living in a community residence our daughter has learned
how to do all types of housework, cooking, meal planning and
grocery shopping. We are extremely proud of the progress she
has made. (Mother, 59 years old, happy present feeling
concerning deinstitutionalization)

She travels on the bus by herself. She seems very happy and is
encouraged to be self-sufficient. (Mother, 6! years old, happy
present feeling concerning deinstitutionalization)

Many of the family members, while indicating their happiness or
satisfaction that the mentally retarded relative had been discharged,
made a point of pointing th that they were glso héppy with the care
received from the institution. Comments such as these were made;

I feel he received good care in the institution but may
recelve more personal care in (the) residence as they have
fewer to cope with. (Mother, 67 years old, happy present feel-
ing concerning deinstitutionalization)

While my brother had excellent care in the institution, he is
enjoying a happler more full life. ' (Brother, 71 years old,
happy present feeling concerning deinstitutionalization)

I feel thatmy . . » son 1s progressing wonderfully. The
staff . . . are very good. I have nothing to say but the very
best of your (Oxford Regional Centre) staff. My son also
recelved good care 1in Woodstock q0xford Reglonal Centre).
(Father, 76 years old, happy preseant feeling concerning
fHeinstitutionalization) ¢

s
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There were a number of family members who ‘made. remarks *‘such as
these on the progress made by their mentally retarded relative:

She talks now so we can understand her. (Hbthef; 46 years old,
happy present feeling councerning deinstitutionalization)

A
Since the transfer to (the) commumity, my child has reached
far beyond her expected potential. I am amazed at what she is
capable of doing. (Mother, 63 years old, happy present feeling
concerning deinstitutionalization)

I feel that the community residence provides a more homey
atmosphere and the retarded get more attention and are trained-
to theilr full capacity to be as self-sufficient as possible.
(Sister, 49 years old,  Thappy present feeling concerning
deinstitutionalization)

NP N U0 SR SIrPOT

My brother has done so well this past year‘that no one would
‘believe it without seeing it for themselves. (Sister, 34 years
o0ld, happy present feeling concerning deinstitutionalization) i

A few of the family members commented on the discharge process:

My child was transferred several times - geceived the notice
after (the) transfer. Woodstock (Oxford Regional Centre) was
the first to consult me sbout change . . . « I must admit some
of the workers are very tactless in their approach to parents’
feelings regarding their chilid . . - (in speaking of =a
boyfriend — girlfriend relationship which had developed) . . .
I feel -stromgly that parents should be advised and prepared
that a situation like this could develop if a child is trans-
ferred to commmity 11fe. (Mother, 63 years old, happy present
feeling concerning deinstitutionalization)

When the social worker infommed me as to releasing my.brother
from Woodstock Regiomnal Centre, I don"t think we were informed
enough as 1t appeared that a decision had already been made to
that effect. (Brother, 47 years old, mixed feeling concerning
deinstitutionalization)

Many family members indicated thelr present and future c¢oncerns
i'egarding canmumity living for their mentally retarded relative:

I think that she has a little too much freedom now. I don’t
think she should be out alone on streets at night. (Mother, 72
years old, mixed present feeling concerning deinstitutionali-
zatlon) -

Now that she has been moved . . . there is less.care, indif-
ference towards'her, little effort made to care for her
particular needs . . . I feel the staff are not interested in
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her, simply doing a8 job. There is little or no communication
between (the residence) and -me but nonetheless, she 13 closer _

to home, has her own room, and I can keep im touch more often.

(Mother, '53 years old, (happy present feeling concerning
deinstitutionalization) - \}\ ' S

Will these residences be maintained at the standard they are
now or will they be allowed to slip? Will these children or
young. adults be able to live out there (sic) 1life time here or
be placed back in (the) institution as they-reach o0ld age?
(Mother, 56 years old, - mixed present feeling concerning
deinstitutionalization) I

¥
I do think they should go out on streets in two’s .and three’s, -
not alone this day and age. (Mother, 79 years old, mixed pres—
ent feeling concerning deinstitutionalization)
We are concerned sbout the next step along the road to our
son”s independence = an apartment. He talks of it constantly
and that is the goal he 1s working toward. We fear that 1f the
social workers at the group home deem him ready for. such a
move, we will be put in the awkward position of dashing his
hopes. He has had enough freedom during the past 18 months
that he would be destroyed if he were sent back to an' institu-
tion. (Mother, 61 years old, mixed present feeling concerning
deinstitutionalization) g
One family member described well the Impact that deinstitutionali-

. zation has had on her family:

It dis easier on thh family when the relative lives in an
institution. Now he is close to home which is nice but our son
gets upset quite easy and he calls home at least 3 times a
week and tells of his problems. Also, he comes home most
Sundays which sometimes causes tension. But we are happy for
him arfd don”t wish him back in the institution. When a rela-
tive is 1n an institution you bring them-home once a month,
for the rest you kind of forget about them. It sounds cruel,
but it is a fact. (Mother, 44 years old, mixed present feeling
concerning deinstitutionalization)
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5.9 SUMMARY

This chapter discussed and interpreted the research findings in
relation to the available literature. -

The last chapter will summarize the research findings. The limita-

tions of the research findings will be presented and seversl recommenda=-

tions will be suggested.
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Chapter VI

SUMMARY, -CORCLUSIONS, LIMITATIONS AND RECOMMENDATIONS

This chapter 1s divided into three sections. In tﬁe first‘section
the major findings of the study. will be summarized in felation to the
research questions which were presented in Chapter III. Several conclu-
sions will be drawn in describiﬁg the family members’ attitudes toward

deinstitutionalizatian.

In the second section, fhe 1imi;ations of the findings of this
study will be presented. |

In the third section of this éhapter, the ;esearcﬁer wlll present
gsaveral recommendations based.on the review of literature and the find-
ings oﬁf;ﬁis study. The recommendations include specific suggestions
for social workers involved with famili;s of méntally retarded individu-

»
-

als about to be discharged to community placements.

6.1 SUMMARY AND CONCLUSIONS

The purpose of this étudy was to describe the attitudes of family

members of mentally retarded individuals toward deinstitutionalization.

The Respondents

A total of 67 family members completed the questionnaire which
represented a response rate of 72%. The reSponded@s in this study were

generally parents of mentally retarded individuals who had been

- 127 -
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di;charged from an institution and placed in a community residence.
Mothers constituted 60 percent of the responding family members. Most of
the family members were of an older age, where 78 percent of the respor—
dents were over 50 years of age.

There was very little increase 1n the frequency of‘the family
members’ visitation with thelr meptally retarded relative after commun i=
ty placement. Most of thgkfamily members lived within 99 kilameters of
their discharged mentally retarded relative.

" Over 90 percent of the family members felt someone other than them-
selves initiated the first idea of having their mentally retarded rela-—
tive discharged from the institution and placed 1in the comamumity
residence. Soclal workers were indentified by over half of the famiiy

members‘as‘being the initiators of the idea idea of deinstitutionaliza-

tion.

Attitudes Toward Deinstitutiomslization

The questioﬁ%aire included 25 statements regarding deinstitutional-
ization or cammunity 1living. Of these 25 statements, 5 were aimed a;
determining the family members’ attitudes toward the discharge process,
4 were 'aimed at determining their attitudes toward their menLally
retﬁrded relative’s rehabilitative capabilities and 16 statements were
aimed at determining their attitudes toward community 1living for their
mentally retarded relative.

A cuﬁparison of the family members” first reactions and present

feelings concerning deinstitutionaldzation ylelded a number of notable

findings. Of the 57 family members who indicated both their first reac—
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tions and present feelings concerning deinstitutionaslization, 56 percent
© felt their first reaction was happy, 39 percent felt their first reac-
" tion wgé mixed and 5 percent felt their first reactio; was unhappy. 1In
campar;son, 74 percent of the faﬁily members felt their present feeling
concefning deinstitutionalization was happy, 23 percent felt their pres—

ent feeling was mixed and 4 percent felt their present feeling was

unhappy. When the family members’ first reactions and present feelings
concerning deiﬁstitutiodalization were Eross—tabﬁlated, it was noted
that 72 percent of the family members’ attitudes did mot chaﬁge, 23
percent of the family members’ attitudes changed to a more positive
attitude and 5 percent changed to a less positive attitude toward
‘deinstitutionalization.

The findings suggested that the family members’ present feelings
concerning dein;titutionalization weré generally more favourable than
were their first reactions. It appeared that most of those family
members who had a2 mixed first reaction moved to a happy present feeling
concefning deinstitutionalization. The researcher has concluded that
very few family members were unhapﬁy about deinsti;utionalization.
Although most family members indicated that they were happy, a consider-
able number " indicated that they still had a mixed feeling coﬁcerning
deinstitutionalization.

The findings of this study implied that the family members” atti-
tudes toward deinstitutionalization were subject to change. Therefore,
a family with initial mixed or unhappy feelings nay evenfually come to '

accépt deinstitutionalization or conmunity placement.
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The findings of this study auggesi:ed t:ha;t a family member’s posi-
tive attitude toward deinstitutionalization did not'imply éhat s/he was
without éoncern or fear for his/her mentally retarded relative living in
the cormunity sgtting. Many family members in this .study indicated a

happy feeling concerning deinstitutionalization but expressed areas of
déep concern regarding commumity placement.

The family members’ attitudes toward the ﬁreparation and informa-
tion they received andrthe say or controi they felt concerning the
discharge of their mentally retarded relative as well as their attitudes
toward their relative’s readiness to be discharéed were found to be
significantly associated with their attitudes toward deinstitutionaliza-

tion.

.

The moderate disagreement expgéssed by the family members to the
statement that they were not given enough preparation and i&formation
regarding the discharge caused the researcher to conclude that many
fam{ly members felt they received a&quate information and prepération
concerning the discharge of their mentally retarded rélative‘ from the
instiqution to the cammunigy residence.

There was moderate agreement from the family members that théir
mentally retarded relative was ready to be discharged when the discharge
took place. The researcher therefore concluded that many family members‘
felt the institution discharged their relative at an appropriate time or
when the relative was reédy for commumity placement.®

Only approximately half (51%) of the family members agreed that

they had enough say or control concerning the discharge of their mental-

ly retarded relative. The researcher concluded that many family members
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may have desired more input, say or control in the discharge of their
mentally retarded relaE%ve to the community 3ett1ﬁg.

The family members’ attitudes toward their mentally retarded rela-
tive”s potential to learn more in the écnmunity setting and their atti-
tudes ﬁoward their ﬁentally retarded relative’s progress since being
discharged from the institution were found to be significantly associét?
ed with their attitudes toward deinstitutionalization.

There was strong disagreement from the family members that their
mentally retarded relative had reaéhed his/her potential while living at
the institution and thatls/he was incapable of learning much more in the
community setting. The researcher theréfore concluded that most family
members felt strongly éhat their mentally retarded relative was capable
of learning mo%e’in the community residence.

The strong agreement from the family members that their mentally
rétarded relative had wade significant progress since being discharged
from the institution caused the researcher to conclude that most family
.Amembers felt stromgly that the cuwggnity. placement stimulated their

relative’s growth; learning and development.
The family members’ attitudes toward nomalized conmunity living,

the effects of the discharge on their family, their relative’s growth,
learning, quality of iife, care, Ssupervision, protection, their rela-
tionship with their mentally retarded relative, the adequacy of trained
staff, public exploitation and théir concerns about when they die were
all found to be significantly associated with their attitudes toward

deinstitutionalization.

b
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There was very strong agreement from the fami;l.y members that ::cmmu-'
nity residences were better thgn institutions because they allowed
mentally retar&ed persons like their relative to live more 1like "normal"
people do. . The researcher concluded that the normalizing natufe of the
cammunity residences may have been an appealing feature of deinstitu—
tionalization or canmun ity ].iving for the family member.

The family members’ strong disagreement with the statement that it'
would have been better for their family 1f their mentally retarded rela-
tive had stayed in the institution caused the researcher to conélude
that mosﬁ respordents felt deinstit alization had little or no nega-
tive effect on their family.

The reseafcher also concluded that most family members felt their
mentally retarded relative had 1lived a better quality of life since

“being discharged to the commmnity residence. Strong disagreement was
found with the statement that their mentally retarded relative lived a
better quality of life when s/he lived at tﬁgzinstitution.

There was moderate disagreement from the family members that their
mentally retarded relative received better care and supervision in the
Institution than s/he received in the canmun Lty resi&ence. The research;
er concluded that many family members may have felt that their mentally
retarded relative received better care and supervisi;n in the conmunity
residence.

The family members’ moderate agreement with the statemenit that they
had a stronger relationship with their mentally retarded relative since
s/he was discharged to the canmunity residence caused the researcher to

conclude that deinstitutionalization may have been successful in promot-



133
ing étrouger relafioaships between many family members and their mental-
1y retarded-relatives. |

The researcher concluded that many family members either didn’t
know or were wndecided as to how adequately trained the staff of either
the institutiou or the cammunity residence were. There was low disagree-
ment and even lower agreement with the “statement 'that Institutional

Ve
staff were better trained than staff of comﬁunity residences. -

There was moderate disagreement from thé family members that insti-
tutions were better than conmunity residences because they protected ghe
méntally retarded. The researcher concluded that many family members
elther felt the protection offered by the institution was not a feature
which made 1t more appealing than the community'residence or that commu-~
nity residences protected the mentally retarded as adequately as did the
institution.

Tﬂe researcher concluded that many family members were or may in
the future be concernad . that the public may take advantage of their
mentally retarded relati;e. Low disagreement was found with the state-
.ment that they'weré concerned that the pulic may take advantage of their
mentally retarded relative now that s/he lives in the coumunity setting.

The researcher also concluded that many family members were or may
in the future be concerned about what will hapben to their mentally
retarded relative whe; they are no longer alive. The researcher conclud-
ed that many family members were concerned about who would assume
responsibility for their mentally retarded relative after they had died.
Moderate agreement was found with the statement that thg family members

were concerned about what will happen when they die.
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6.2 LIMITATIONS

Since the study {avolved individuals discharged from one institu-
tion, the external validity was restricted.

Positive bias may have been induced b& the fact that the questiom-
naire’s coveriﬁg letter was written on an institutional letterhead and
included an endorsement from the institution’s Chief Social Worker.

Althnugh the questionnaire was anonymous, the influence of "social
de§irability" and the "acquiescent response set" tendenciles may have
been sources of differences in scores among the respondents on the ques-
tionnaire statements.

The apparent variable assoclations may have been spurious because
variables‘such-as‘sex, age, level of retardation, amount of visitation
and length of institutionalization may have been involved, but were not
statistically tested.

The degree to wh;ch the 1instrumentation was effective in determin-
ing the family members” attitudes toward deinstitutionalization was

difficult to determine since it was not pre—tested on the actual sample.

6.3 RECOMMERDATIONS

Deinstitutionalization ﬁr canmunity placement should not come as a
surprise or shock to ghe family members of the mentally retarded. It is
recammended that family members, dufing intake or admission-procedures.
to the institution, be 1nfo rmed and.prepared that the time may come when
their relative may be discharged to a community placement. As commun ity -
placement becames more inevitable, the social worker should begin to

- explore the family’s feelings about canmunity placement with the ulti-
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mate goal being the family’s acceptance of the 'value of community place-
ment. Social work involvement with the families of the mentally retard-
ed shoﬁld therefore not be limited to intervention at the time bf édmis—
sion or discharge.

The findings of this study suggested that the amount of information
and preparation received by the family members ﬁas-associated with their
attitudes toward deinstitutionaiization. It 1is recommended that fami-

lies of the mentally retarded about to be discharged therefore be

informed and prepared well in advance sbout the discharge.

7 The findings of this stuéy also suggested that the amount of gay or
control the families felt in the discharge process was associated with
their attitudes toward deinstitutionalization. The researcher reccin-
mends that the family should, when appropriate, parﬁicipate in the

selection of their mentally retarded relative’s conmunity placement. It

1s recommended that the individual’s family members visit the commun ity

residence before discharge. This visit will allow them to view, assess
and ultimately undefstand first-hand, thg éoncepﬁ of community place-
ment . | -

Although family imvolvement in'deinstitutionalization is recognized
as a potentlal resource system in the transition from institution to
canmun ity residence, it 13 recommended that the level of their involve-
ment be determineq on an individual basis.

The findings of this study have confirmed the suggestions by the
literature that parents of the mentally retardeg_ggg_ concerned about

what will happen to their relative when they are no longer alive. The

researcher recommends that the siblings of the mentally retarded indi-
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vidual be imvolved in the pre and post~discharge procedures as much as
possible in brder that tﬁey may be prepared for increased involvement
when their parents die.

It 1s recommended that social workers recognize that deinstitution=
alization may pose a potential crisis for families of the mentally
retarded. The gulls that ﬁay surface should be,addressedr vhere the
family members, especially parents, should be assured that deinstitu-
tionalizaqion does not infer that they made a mistake 1in institutional—
izing the mentaily retarded relative. , }

It 1s recommended that social workers working with families of the
mentally retarded recognize that 1in many cases they have justifiable
concerns regarding community living for their mentally retaf.d'ed rela-
tive. The findings of this study suggested that many family members
were concerned about 1issues such as public exploitation . and what would
happen to their relative when they die. Pre~placement counselling should
address issues of this nature and should include assurancés that the
mentally r'etarded relative will continue to receive quality care, servi-
ces, programmes and supervision. The social worker should also address
“any questlons about the issue of continuing accountability. Education
and counselling wil} help the family members develop realisitc expecta-
tions and concerns.

The researcher reconmends that social work iuvolvement with the
families of the mentally retarded not terminate after community place:
ment. Rather, socilal work imvolvement with the family should be on-go-

ing as deemed necessary by either the family or the soeial worker.
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It is recommended that the institutional social worker personally
introduce the new community social worker and thoroughly explain his/her
furction as the canmunity or follow-up worker. It is also recommended

that the social worker stress his/hér availability in the event that
problems may arise.

_ The findings of this study suggested that family members may justi-
fiably be concerned gbout public exploitation. The researcher recom—
mends that mentally retarded iﬁdividuals be educated to assert
themselves, as necessary, as part of their pre-discharge training-

It is tecommended that further research attempt to identify vari-
ables which may influence family members’ attitudes toward deinstitu-
tionalization. _

It is also re-cﬁmended that a similar study with the use of inter-
views or open-ended statements be: dbn.e in order to identify the specific
concerns of family members concerning- community placement.

Exploratory research in order to describe the family members” atti-
tudes toward deinstitutionalization before and after the discharge is
recommended . |

Finally, further research in order to articulate familial concerns
regarding deinstitutionalization 41s also recomnmended. Realisite and-
practical concerns regarding deinséituﬁionalization should be defined
aI'ld ultimately recognized by poli'cy developers. Continued community

service development and public education may reduce these concerns.
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Ministry of Oxford — S, P.O. Box 310

\ X 1981 : Woodstock, Ontario
Community and Regional i NAS7X9
Social Services Centre

. (519) 539-1251
Ontario ‘

Woodstock, Oﬁtario,
May 1981l.

. s

.Jig

Dear Sir or Madam:

During the past several years, mény mentally retarded. persons
have been discharged from large insititutions such as the Oxford

Regional Centre, and then placed in smaller.residencés located in *the
. community.

-

As part of the requirements of my Master of Social Work progranr
at the University of Windsor, and with approval of the Oxford Regional -
Centre Research Committee, I am researching the attitudes of families

of mentally retarded individuals toward deinstitutionalization or
community living. o - .

I understand that a relative of yours has been a resident at the
Oxford Regional Centre, Woodstock, and is now living in a- community
setting. I would appreciate your consideration in completing the en-
closed questionnaire. It is short and easy to complete, and can be
returned in the enclosed envelope. T

I would like to assure you that confidentiality ‘of your responses
will be maintained. Names and any identifying data will not be available

to this researcher. Your responses will be anonymous. :
L4

Your help in aiding me to complete this study is greatly appre-
ciated and the results of this research will no doubt help professionals

to better serve mentally retarded persons and their families in the.
future. ! )

Thank you for your time and co-operation.
- .
Yoyrs sincerelyy
g @ Z{/ ~, ) "/52,{,4{/

Mark W. Benner, B.S.W.,
Researcher,

We have agreed to co-operate in this worthwhile study because
. we believe it will be helpful in planning services to families of our
residents. We guarantee that no,names will be. kept or made available
to anyone. If you have any questions regardihg any phase of this
study, please contact me at the above address.

Thank you.

E]

Yours sincerely,

Michael E. Connell, M.S.W.,
Chief Social Worker,
Oxford Regional Centre.

~
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, LALLIRETCIN | \fl . UAIL.H L¥ ' - _;gé""" "A;:t;t;:t‘;c‘;t:‘bntarlo‘
Community-and Regional N4S 7X9
: (519) 539-1251

Ontario Social Servucgs Centre

Woodstock, Ontario.

-

Dear éir or Madam:

In 9ar1y May, a questionnaire was sent to you as part of
a research project which is attempting to determine attitudes of
families of mentally retarded individuals toward deinstitutional-
ization or community living.

?his study cannot be completéd until all questionnaires
have been returned and to date, m;nf.persons have not responded
to the questionnaire. If you have not yet resbonded, it would be
greatly appreciated if you would take time to complete thisrshort
questionnaire and return it in the enclosed stamped envelope by.

June 10, 1981.

“May I point out again that you are not required to in-

clude your name and that- you or'your responses will not be identi-

fiable by this researcher.

Thank you for your assistance in helping to complete this

study.

Yours sincerely,

MB/ab ' Mark Benner, B.S.W.
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INSTRUCTIONS :

Thank you for taking the time to answer this short

questionnaire. This questionnaire ghould be‘completeq by
ONE person, preferably by the family member most involved -
with the mentally retarded person. Should there be

another family member who lives at another address who

would be in a better position to complete the questionnaire,

' please DO NOT ‘complete this questionnaire, but kindly supply

their name and address and return the unanswered question-
naire in the enclosed stamped envelope.

Alternate Relative: -

Name :
Address:
Relationship:

Please answer ALL QUESTIONS and return this questionnaire

in

1.

2.
3.

‘4-

5.

the enclosed stamped envelope by MAY 22, 1981,

What is your relationship to the discharged mentally
retarded person? (ie. mother, uncle etc.)

What city do you live in?

What is the name of the residence or group home where
your mentally retarded relative now livesg?

What is your age?

On the average, how often did you wvisit your relative
when he/she lived in the institution? times per
year,

On the average, how often do you visit your relative
now that he/she lives in a community residence?
times per year.

The FIRST idea of having my relative discharged from
the institution and placed in a community setting
came from: T
1. the relative himself
2. myself

an institutional social worker

. another institutional employee., Specify

. other (specify)

. don't know

My FIRST reaction when I learned that my relative was
to be discharged to a community setting was:
+ ——_1 was happy about the idea
2, I was not happy about the idea
3. I had mixed feelings
4. No reaction/didn't know

[SARN LIS RN
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34. My PRESENT feeling regarding the fact that my mentally
retarded relative is living in a community residence

is:
1. I am happy about the idea
2. I am not happy about the idea
3. I have mixed feelings
4. No reaction/don't know

Thank you for taking the time to answer this questionnaire,

COMMENTS :
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CASE REVIEW SCHEDULE
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Sex of discharged person

CASE REVIEW SCHEDULE

1

Code number

-

Year of birth of discharged person

Level of retardation

Number of years institutionalization

Number of months since diécharge

Relationship of next-of-kin

Place to which discharged

City to where discharged
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