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" Group Homes as Resources for the Future: What'do Parents Want?

The question of what will become of a handicapped child when -

the parents are no longer able to provide full-time care is of‘

concern to all parents of such children. Worry in regard to who

'will care for @ handicapped dependent when parents become'disabied

‘has been mentioned in articles by Birenbaum (1971), and others in
“the early 1960s and 19705.. Systematic atfempts,to study parentai

plans and hopes for the future have been minimal or nonexistent.

Unless a parent applies for community residential services, service

providers have difficulty estimating the size of their potential

clientele.

Although parents may be concerned gbout what will hanpen to

their child in the event of their own illness or death during any

4

stage of the family 1ife cycle, the need to formalize financial,

legal, and living arrangements becomes increasingly important as

the parents and handicapped child age. Families do have causeigof

be concerned about the effect of the disability or death of th:

primary careiaker on the lifestyle of the mentally retarded adult

who lives at home. Failing to make or-even -discuss—future-1iving

arrangements with siblings or service providers may result in the

community and siblings being unprepared to take responsibility fer

the full-time care of a mentally retarded adult. In the worst

case, the handicapped dependent becomes the responsibility of state

government and is removed from family and friends through placement

in a public facility.




Group Homes

3

Group homes present an alternative for the mental]y_retarded.
add]t“fo Tiving in a public residential facility or with a’sig1ing.
§uch an_a1terna£ivé,"how;ver, is not equally available in all .
Zommunities to persons with severe or modéfate mental retardation.
In ruraf communities, group hohes may not exist as an a]terhative
to Tiving with a sibling. Usually in urban areas a wide range of
community residential services exist, from intermediate care
facilities to sheltered apartments. Parents in urban areas may
also be more familiar with persons ijing in group homes throuéh
. the adult day programs that their child may-attend. Rural parents
“may be less familiar with the nature of group homes, and therefore
less willing to consider them as alternatives to living with family
members, especially if there is no group home in their communit}.
If a parent wants their handiggpped adult to live in a group
home after théy can no longer provide fulli-time care, some advanced
p1énning is required. Llengthy waiting lists necessitate thag

formal plans be made to assure the transition to a comnunity‘

C 0 -

residential program. N
The present study considers whether older parehts are making
formal living arrangéments for their adult mentally retarded sons
and daughters. Questions addressed in the present study were:
(a) the wi]]ingqg§§ of parents to consider a group home as an
aiternative to care by siblings, and the nature of those plans

‘with a group home or siblings, and (b) has an applicaticon been

e ki it a et i s o S
c i - R RS

o x s i

Lo

B
Cresn
£
et
TR
=
o)
e
-2
3

i EE L T R RT3 S S TS LT T YA OIS S S N S VR S ST PEST VORI



- BT e e P ST e il = i 0P AW D B AR PR MED

SRR Y R R R TR N L A R T R, PR

N A
l . ) -

Group Home
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made with a=group home or have the parents discussed their plans

e

with thé*§3b1ing who will become the caretaker of the future.

-

The data presented in this paper are part of a larger research
project ihvo]ving many aspects of life p1ahning for menta11y

retarded adults, including legal and f1nanc1a1 arrangements and

" the formality of such plans. Upon comp1etwon of th1s project,

80 families will have been interviewed.

Method

¢

Subjects

Interviews were conducted with 35 families of severely and
moderately rétgrded”adu1ts tiving in middle Tennessee. All v
mentally retarded adults lived with their parents and were over
age 21. Their average age was 32.3 years, with a range of 21 to
45 .years. Fifteen of the 35 mentally retarded adults were
sovere1y handicapped, 5 were not finvolved in a full-time program.
A requirement for inclusion in the present study was that at least
one parent be aged 55 or older. Sixty parents were interviewed,
11 were surviving spouses, th ir ages ranged from 44 to 78, with
an average age of 61.1 for mothers, and 61.6 for fathers
Seventeen fam111e¢ were 1iving in rural commun1t1es, 18 Tived in
an urban area.

Parents were recruited through adult day programs, local

Associations for Retarded Citizens.and ;hfough other parents.

'Dué to the nature of thé subject population, a random sample
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was not possible. The sample was chosen to be representative of

vary1ng income levels and educat1ond1 backgrounds.

////Procedure - 4 o -

The same 1nterv1ew was conducted with each family. Questions

were asked regarding such bas1c demographic information as ages of

parents and children, number of other s1b11nqs, education, and

employment status. Parents were thig asked if they had made any

plans for the time when they would nc longer be ab]e to provide

full-time care for their son or daughter. Parents were also asked

where or with whom they would like their handicapped adult to Tive

someday. All parents were asked if they had discussed their hopes

or plans with a potent1a1 provider.
~ Results and D1scuss10n
The families Werg divided into groups based on whether the
adult was on a waiting list for a residential program, the type of

facility, and whether the parents had discussed their plans with

prospeétive caretakers. Families who had not discussed their hopes

for 1iving arrangements with a provider were divided into three

groups. One group hopéd that a sibling would care ‘for the mentally

retarded adult, another group wanted the adult to live in.a group
home someday, and the third group was undecided as 10 where their

handiéapped adult should live.

Insert Table 1 about here
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In the total samp1e, parents were about equa]]y as w1111ﬂg to
consider a group home as @ p1acement for the future, as they were
to rely on ciblings as caretakers, 37.1% and 31.7% respect1ve1y. ;'f”‘
But only 5 families had made .any formal arrangements as to where |
their son or dadghter would Tive. The parents who made formal
plans accounted for 14% of the total sample.. Parents who were
uncertain as to the p1aps they should make regarding céretakers
for their handicapped adu1E accounted for 17.1% of the sample.
Thgse parents were about the same age as the parents(hho hoped
that a.sibling would.become providers in the future. The menya11y
retarded adults in the undecided group were slightly older than
the adults in the other two groups, but had about the same number
of siblings, 4.1, as the adults whose siblings were potential

caretakers.

Incert Table 2 about here

L

A When parents were divided into urban and rural groups, the
picture changed. A1l of the families who had made definiie plans
for the future lived in an urban area. They accounted for about
oné-third of the urban sample. Almost 407 of the urban parents
were hoping to place their child in a group home someday. but had
made no formal app1icati0n~for services. The mentally retarded

“adults and parents in the group hame‘sample were ydunger than the

parents and adults who had been placed on waiting lists. Perhaps




. had applied for group home services. The undecided group of ﬁ i:,p:%%ﬂsiﬁl

the parents who hoped to p]ace their adult in a group home d1d not

feel pressured due to their age to make def1n1te arrangements

The parents who hoped that a s1b11ng wou]a take respons.b111ty for

. the mentally retarded adult were about the same age (63 8 years ‘ Lk

average) and had nearly the same size family as the parents who
N

parents were the most e]derly in the urban sample, their average

age being 73. Their families were smaller and their mentaily 3\;- \\,J‘ B
-retarded children were also older, (37.3) than either the parents) \x
who hoped to place their handicapped adults in a group home or \\\ %\ :
with a sibling. “ | - | ; J ’{i

In the rural sample, no parents. had d1scussed their p]ans w1th K
a potential caretaker. The rural parents were. clearly,'e1y1ng on " v *-,; )

/ N
family members to prov1de future homes-for their hand1capped adults,

with 58.8: hoping that a sibling wculd become the caretaker. This
group of parents were the oldest in the rural samp]e with their
average age being 64.1 years, and having 7.8 years of education,
The mentally retarded adults in this group averaged 4.8 s1b11ngs
each and were an average of 36 years old. Twenty-three percent of
the rural parents indicated that they wanted their child to tive

in a group home some day. As a group these parents were the

youngest (57 years old) and the most educated (io years of

education). Their mentally retarded adults were.the oldest in

the rural sample, with an average age of 34, and had the least
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umber of s1b11ngs, 1. 7 In thecruraT samb]e, 17.6% of the parents
were undec1ded about their pTans for the future. These parents

had the 1irgest families and were similar in age and education to

the_group bf parents whose other chi1dren were targeted as
caretakers of the future. ' In rural communities a large family
may mean t%at a parent has several poss1b111t1es within the
fami1$;and ‘does not need to rely on cormunity resources for
residential services. - - . 3 Ty
In both the rural and urban communities, younger parents

(1ess than 60 years old) with s11ght1y more education and
smaller families yerelwi11in§ to_éonsider a group home for their
son or daughter. whi1b.a11 bﬁt 175 of the faﬁilies in both
samples were able to identify a prospective cqretaker, only a
smail group of parents actua11y made any formal arrangements. - L o
Very elderly parents 1n the city ‘who were over 70 years old w1th

afsma11 family were 1ikely to be undecided about 1iving arrangeinents

~—for their sons or daughters. This uncertainty could be a‘result ‘. ]

oT many factors, inciuding: 4 Eack of information regarding
community resources, or a reluctance to separate from their
handicapped child who had lived at home for many years. The
mentally retarded dependents of these elderly'parents are probably |
most at risk for having their lifestyle disrupted if a parent

suddenly became disabled. Unlike the mentally retarded depéndent

"of the undecided parent in the rural community, there are fewer

possible caretakers within.the family.




t:ggzggxn;nitbéxpresentes,ddyn,thregm sultshi

soc1a1 problem of finding: caretakers 1n the co;ﬁyn1ty for the

.

L ' severe1y or moderate1y retarded adu]t whose parents become

-

dlsab1ed or d1e 6“) very few parents had def1n1te p1ans for

11v1ng arrangements for the1r menta11y retarded son or daughter,

(b) even fewer parents had dis cussed thelr hopes or expectat1ons
‘ w1th potent1a1 caretakers, and ( ) the urban-rura] split g1ves an

1nd1cat1on of how . the s1ze of Lhe fam11y affects parenta1 hopes

regarding potential providers. In the cwty, the elderly parent

w1th a sma11 fam11y will probab]y need to re]y on the community

or state 1nst1tut10n as potential caretakers. Ln rural areas,

o]der parents had 1arger fam111es and may rely on resources

w1th1n the familv for he]p In the rura1 community, it may be the

f;' ‘ under aged 60 parent with a smaller family who w111 be depend1ng
on the community to care for the1r handicapped adult offspr1ng
W1th1n the next severa’ years. |

If the parents in the present study are representat1ve of
cther older parents with menta]]y retarded adu]ts, then commun1ty

) providers will have d:ffxcu1ty estimating the actual need for

community residential services‘. One-third of all parents hoped to
place their son or daughter in a group home but had not applied 1

for services. Without an application for services, the commnunity mh;
provider has no basis from whioh to predict future need: Siplings

. may alsc'need advanced notice to be prepared to care for a mentally
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C \ petarded brother or sister. - Without some advanced plamting, the AN

’sudden.disgbﬁlity of a parent may mean at least temporary‘resfdence

-
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in a state institution for the mentally rétarded adult.
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' Preferred Residential Placements:/ Tota? Sample L
o . | N

Age: MR Age:
Percent N Adult Parent FEducation Siblings

+

Waiting list for
public residential
faciTitg , , 8.6 3 30.3 62.8 12.5 0.6

Waiting Tistefor: : o .
group home - ¥ - - 5.7% 2 37f0 63.7 - 10.2 2.0

Sibling : 37,12 13 30.2 6.0 - 89 = 43 | .

Hoped Group Home  31.70 11 28.1 57.0 11.3 1.9 i
_ Undecided  * 17.15 6 33.0 65.5 . 8.4 41 2
N o= 35
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L Table2

Preferred Placements: Urban and Rural Parents

Age: MR "~ Age: R '
Percent N Adu1t_ _Parent Education Siblings

Urban

Waiting list for _
public residential : ‘ ,
facility 16.6" 3 30.3 62.8 12.5 0.6

.Naiting list for

 growp home 1.1 2 37.0 637 ' 10.2 2.0

E foped §ibling  16.6., 3 30.0 - 63.8 12.0 - 2.3

o 7 ,
3

Hoped group home 35.87 24.7 57.1 12:8 2.2

Undecided 16.6.

.37.3  73.0 9.0 1.6 i
N=18 " | ST : o _Qii

Rural

: - Waiting list for
public residential e
. facility 0.0 -t

Waiting list for ' . =
group home .0.0 "

Hoped sibling 58. 87 10 30.3 64.1 7.8 4.6

Hopad groupvhéme 03,67 4 34.0 57.0 10.0 17 o ﬁé
Undeci ded 7.6 3 26.3 . 61.0 8.0 6.7

3  N=17
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