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» ABSTRACT
The purpose of this study was to- prov1devqualltatlve,
narrative data on pr1mary~oaregluers' vlewseconcernlngl
,future planning‘for:adults wlth"developmehtal disabilities.

This research explored their perCeptiohs.of stress and‘

‘ famlly functlonlng pertalnlng to the plannlng process ' It‘..f'

is expected that the results from thlS study w1ll help to:r
»brlng about an 1ncrease 1h awareness of the 1mportance of
permanency’plann1ng~by-famlllesdahd.to~a581st serv1celhr
prov1ders ln thelr efforts to dlscuss thls process‘w1th

famllles of adults w1th developmental dlsabllltles

iii
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PROBLEM STATEMENT
Whenﬁparents of chlldren w1th developmental
ldrsabllltles.enter.old.age, they face a. multltude of
challenges assoc1ated w1th the needs of thelr adult chlldren
"i(Cook and Cohler, 1986) g Researchvhas‘documented the |
stresses and gratlflcatlons assoc1ated w1th thls "perpetual
barenthood" (Grant 1988 Greenberg, Seltzer, and Greenly,v-k

jf1993) Many of these parents worry about how they are g01ng

P

‘3‘3to contlnue to care for thelr adult chlldren as thelr own"

.jhealth falls and who w1ll care for thelr son or daughter
fafter they are gone -

The 1ncreaSlng attentlon to re51dentlalitran51tlons.‘
‘l!}from the homes of aglng caretakers to out -of- home |
jplacements, reflects a broad recognltlon ofvthe aglng of
the Amerlcan populatlon and the accompanylng aglng of
ffamlly caretakers;(Freedman,‘Krauss,'&rSeltzer, 1997
liHeller & Factor, 1991) “JOver one- quarter of those

‘1nd1v1duals w1th mental retardatlon llVlng 1n famlly

.ui;fsettlngs (excludlng llVlng w1th a spouse and 1n one s own:

'Tresidence) re51de in households headed by a famlly member'5T"

::ygT60 years of age or older : Another»35%gllveA1n‘the,‘Eil

‘households of mlddle age caretakers, forkWhommtransition'fﬂ
Tlssues are near term con51deratlons'(Fujlura,,1998)

Due to cutbacks in fundlng for 1nstltutlonal s




facilities,‘there has been an 1ncrea31ng prevalence’of
adult persons wlth mental retardatlon remalnlng w1th iﬂ
mthelr natural famllles most of thelr adultillves(selﬁze:;i:
:'QV&“Krauss, 1989),7The natlon}s long—term care re31dé££i5iyff;""
.systems serve only a small proportlon of all persons
vw1th_mentalvretardatlon;andtclosely related | !
".idevelopmental dlsabllltles Thefformalfout;of;home’

f,res1dent1al carevsystem in 1991 supported approx1mately -
: 338 OOO 1nd1v1duals (Braddock, 1995) of the estlmated_is
' 2 97 mllllon persons w1th mental retardatlon fhéjvastf,""
' majorlty Werevsupported in famlly res1dences by parents,&“z
.frelatlve, or. other benefactors H |

These hlgh numbers may be attrlbuted to the fact . that ‘

_permanency plannlng for adults w1th a developmental
;dlsablllty is a complex process ‘Smlth Tobln, and Fullmer
(1995)‘state that resrdentlal plannlng 1s the most l
'emotlonally laden component of permanency plannlng because

older parents must acknowledge that thelr sons or daughterS'

f;may some day not re31de 1n thelr llfe long home '(p;~487),n;.a~w'

i%In most: famllles w1th adult chlldren who have mental
v?retardatlon,‘thrs 1ssuellsﬁnot addressed untll there rs a
7tcr1sls,‘whlch motlvates famlly members to begln to cons1derv
dalternatlve‘lryrng arrangementsuy Due to delayed plannlng,‘LL

serv1ce coordlnators spend an enormous amount of tlme trylng



to make emergency placements, families face long waiting
lists, and too often, few satisfactory options are found
(Heller & Factor, 1991; Janicke, Otis, Puccio, Rettig, &
Jacobson, 1985).

Careful planning for the future or permanency planning,
that considers the entire family’s needs and concerns 1is
likely tobbe very helpful. Siblings are important sources
of support for adult—childreﬁ with mental retardation and
can assist in the process of future planning (Seltzer,
Begun, Seltzer, & Krauss, 1991). Sibling relationships are
often important, extensive and lifelong (Seltzer et al.,

0 1991). In families with adult-children with mental
retardation, siblings can act as parental surrogates and
caretakers (Lobato, 1983) .

Little is known about how families plan for the future
and make decisions concerning the future care of adult-
children with mental retardation. There has been even less
research focused on the siblings of these adult-children and
sibling involvement in parental decisions concerning the
future planning and placement process (Blacher, 1990).
Previous research on siblings has emphasized the amount of
sibling involvement at adulthood, rather than the sibling’s
opinions and expectations of caregiving. In addition to

this, prior research has studied the factors affecting



’parental7decisions to,placeladultechildrenuWith'mental7
retardatlon 1n out of the home placements 1n group homes or
ylnstltutlonal~arrangements, rather than hav1ng them llve

fyw1th Slbllngs and other famlly members (Heller & Factor,fsf“'

"ff.1988 Sherman, 1988 Taus1g, 1985)

Whlle there is a grow1ng amount of llteratureh(éeltZerb”'v

‘ &!Krauss, 1994) on the. c1rcumstances of parents who prov1detl{“
lllfelong care. to a‘famlly member w1th a dlsablllty, much“
yless is known about thevconsequences for the adult 31bllngssb

'"yln these famllles , When parents are no longer able to carefrf

dr»for the famlly member who has a dlsablllty, theb

"igfrespons1blllty of care may rest on the 51bllng (Seltzer,""

-dGreenberg, Krauss, Gordon, & Judge, 1997) ~ The role of
‘s1bllngsj(Krauss, Seltzer, Gordon, &vFrledman,_l996)‘1s.an.
f,“lmportant theme not addressed 1n current research leen:'

5the 31ze of the baby boom cohort and the transfer of

yﬂresources and famlly respon51bllltles from one generatlon to}d_g

”:the‘next 81bl1ng based famlly support 1s an actlve 1ssue oflbﬁ’p_

vyupotential 1mportance that deserves addltlonal research

.quujlura, 1998)

Due to shortages 1n state and federal fundlng and an f3‘35;

n flncreased demand for serv1ces, the socral serv1ce system has:'

Slbeen unable to help famrlles suff1c1ently in carlng for

”'-thelr adult chlldren w1th mental retardatlon Long term and"'°‘
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ytraditional‘servioes, such as group homes and otheri;v‘:
'”communlty fa01llt1es, have not been able to meet the needs

wof adults w1th mental retardatlon (Dav1s, 1997) o It 1s.7

“'"fexpected that the results from thlS study w1ll help to brlng

an 1ncreased awareness of the 1mportance of permanency‘
plannlng by‘famllles and to a881st‘serv1oe prov1ders“1n“
: thelr efforts-to 1mprove future plannlng and careglv1ngm
arrangementsbfor famlllesiof:;nd1v1duals.w1th mental‘
-yretardatlon‘ﬁ - | | | ‘”

The purpose of thls‘erploratory study was to learn mored
about careglvers’ VleWS concernlng future plannlng,vand ’{'
'vjthelr perceptlons of stress and famlly functlonlng
Tf‘pertalnlng to thls plannlng process 2 |

| LITERATURE REVIEW

The medlcal andvtechnologlcal advances‘overbthe past 20e3*

_.years have resulted ln the expectatlon that large numbers of

x‘f‘chlldren w1th severe mental retardatlon w1ll not only

sztsurv1ve chlldhood but w1ll llve to adulthood and old age S

' (Janlckl & Wlsnlewskl, 1985) Whlle 1t lS not known how';]fhl'

”long people w1th mental retardatlon w1ll xive;hlt'ls gh'~h7&

'lhestlmated that more than 40 percent of them w1ll surv1veﬁto:gta
page 60 . i _ celn S . . : &

| ThlS 1s an 1mportantulssue to-oonslder due to the fact‘l

‘that the number of people w1th mental retardatlon aged 60



and éldér_is-projecﬁed thdOUble tO'Kraﬁss, 1997) . The
aging of this,population plus the extreme shortage of
‘reSidential_placements means‘that our society will‘Sée mény
more two¥gene£ation hOuéeholds ofvolder peoplé with.
developmental disabilities being cared for by ﬁheir very>old
parents.

Increases in famiiies unmet needs for forﬁal supports
are'associaﬁed with.increased Caregiving burden’and,a~
greatér need for ouﬁ—of¥home plécement. Oldefvfamiligs,
iespeéially those who“have kep£ an adult’familybmember at
home over the years, are greatiy diStﬁrbéd by fhe waifing‘
:lists for‘éer&ices (Heller & Factér; 1993). Thése parents
experience concerns‘and,worries about‘theirkchild’s ﬁﬁtufé
when they, the‘parents, are no.longer able to provide the
needed care or supervision. |

Meyer, Vadasy andvfeWeli (i985i writé that although
siblings frequently.haVe a life-long need for information
about fheir siblings’ disability or illﬁessvand‘ité
implicatibﬁs, siblings‘haVevfar.fewer opportunitieé‘for
thaihing inforﬁation fhan’their paréntS“do, When brothers
'Qr'siétefs gQ‘aiong withrtheir parents to a_clinic Visit’or
an educétional]ﬁeeﬁing for the sibiing, théir‘questions;
thoughts or Qpinibns ére férely.solicited.»:Seltzer,

 Greenberg, Krauss, Goraon/,&.Judgé, (1997) cbmparéd siblings



d?ofhadultsfwlthrmentalaretardationiwlth!sibllngsIof:adultsuj

‘.;wlth mental 1llnessbwlth respect to.the perva81veness ofmthe
‘.:1mpact of’the brother or>31ster on: the s1bllng s llfe, the’t
'ffcloseness‘of thelr currentbrelatlonshlp and the frequency of

lcontact w1th the brother or. s1ster w1th the dlsablllty, and‘t_;”

"the factors related’

.awell belng ResUltSf_7 A_s'study found that s1bllngs of

",adults Wlth mental retardatlon were more llkely to percelvef“
::-.that thelr brother or s1ster has a pervas1ve 1nfluence on "6 L

“f"thelr llfe dec181ons and v1ewed thlS experlence as mostly

'tlfposltlve .Thls‘populatlon of srbllngs had closer:jtj{,
*relatlonshlps w1th thelr brother or 51ster who has mental

‘i{retardatlon compared»to those s1b11ngshwhose brothervoru.y
ys1ster has.a‘severe mental 1llness 4. o - -

One of the gaps found 1n the llterature was the role o

"”Tfadult 51bllngs have 1n famllles of aglng parents who are -

"J_There were approx1matel

f,fhdlsabllltlly

elcarlng for adult chlldren w1th developmental dlsabllltles

| ’7‘:,

OOO persons w1th developmental'

tho were 1d ntlfled as llVlng‘w1th_a 51bllng in

lba demographlc study done by Fujlura (1998) He reported

‘.flthat thlS 1s a 51gn1f1cant undercount due to the
".gdlfflcultles ln llnklng srbllng relatlonshlps to other
'-:persons 1n the household These relatlonshlps were only

‘ﬁillnked to the household'head and may have excluded srbllngS-f‘

he s1bllng S level of psycholOglCalvip,,



or sbouses or‘other household members } The}studlesldone“
have not dlscussed the value.of sfbllngsias a means of
:hsupport to thelr aglng barents Very llttle 1s known about ;f
'*dhow thelr relatlonshlps w1th the 51bllng who has mentalf='na
yretardation will_affect.future caredrVIng”respon31bllltles;'
| ‘Also m1s51ng in the studles rev1ewed was the 1mbact jh:
kficultural values and bellefs had‘on the aglng parents carlngf
: for thelr adult famlly member w1th developmental | |
'?dlsabllltles.< Some research found that soc1oeconom1c :
k_-factors had an 1mpact on the level of future blannlngva.
_famlly had done There;ls_good,ev1dence that Afrlcanfjf
.:Amerlcan careglvers use fewer formal’serV1ces and possess
“less knowledgevabout.spec1f1c dlseases and dlsorders when
‘.compared w1th thelr Whlte counterparts (Ballard Nash
{iRalform,_& Darrell 1993) Most researchers attrlbute thlsff
'ftrend not to a lack of need but rather, to‘exrstlng‘{V
dbarrlers tobserv1ce useProblemsvw1th-transportatlon,'worki
:fschedules,’and stlgma have comblned in. such a way as. toiiy‘h
»'marolnallze Afrlcan Amerlcans and other mlnorlty members .
‘form recelylng Abest practlceslserylces‘(Pruchno; Patrlck
'lffBﬁrahfl 1996) . - G . B
| ﬁPrev1ous‘research‘regardlnd out= of home placementb hasr
‘:focused.on Anglo, mlddle class populatlons By the turn off

,_the,century, Lat;nos wlllqbe‘the.largestgmlnorrty grqupfln,



"‘the Unlted States (Chan, l99ll;iltisbcriticalvthat*servlceu‘
_:dellvery dec181onsvbe based on culturally approprlate
f:lnformat;on.. Addltlonal research needs to be done to betterl
understandfthe,needs of_famllles,w1thmdlverse‘cultures_and_b;
‘pbéiiéfs . O , , :
B Studles 1n Callfornla have shown that the placement
'rate for Latlnoilndlv1duals who have mental retardatlon at
call ages and levels of ablllty ‘are lower than for Anglo dr
- African Amerlcanfgroups. Uslng a famlly ecology perspectlve,‘
';(érnic, Frledrlch & Greenberg, 1983), potentlal placements :
bln Latlno famllles might be affected by parents relatlonshlp"'
‘to communrty*agencles and:profes51onals,_languagevbarrrers,
nuncertainimmigrant‘status[ and level of;acculturationl
'There is*a need for reSearch that'loORs"at the ‘“S
relatlonshlp‘between s1bllngs wrth and w1thout dlsabllltles"
_1n Latlno famllles, both before and after placement, Thesegb
'ns1bllng s language skllls and level of acculturatlon oftenb
'fexceed-those.of~the1r‘parents;» Therefore, they may play‘aj
fgmore cruC1al role ln placement 1nvolvement and 1nteractloni;vf
ﬂfw1th.serv1ce dellvery systems than do Anglo s1bllngs |
| There were confllctlng flndlngs regardlng the role of\
‘iformal and 1nformal support systems in famllles future:f"
bplans.‘ Heller and;Eactor-(1991, 1993)-found that greateri

.Euse'of‘formal supports and high levels of unmet service



needs correspondea with femily preference er out—of—home
placement requests and deCisieﬁs. It'was‘aiSo found that
greater service use and heip from other relatives were
significant predictors Qf staée of future planning in
families. ‘Mothere of;aduits with meﬁtal tetardation'
reperted}having¢considerably large sﬁpbert networks and they
perceiVed their family'environment to‘be eignifiCahtly
supportive. - |
Other issues associated_Withisupbort Systemsvof

families with adult children with‘mental retardation focus
on negative interactions in family iifeb(e.g. family
coﬁflict), which ampiifies the ekperience Qf stress‘for
aging‘perents whe ate caring-for their adult children with
vdevelobmental disabilities. Greenberg, Seltzet, & Greenly
(1993) reported that most caregiving reseatch has painted a
portrait of the‘elderlyfas frail and dependent, with the
iflew ef family assistance traveiing‘up the generational
ledder. However, their study approached the tOpic,from a
etrengths perspective. Their,findings suggest that elderly
parentS-derived gratifiCatiQﬁ.in‘their relationshipsiwith
their adult,chiidreﬁ with mental retardation énd they viewed
‘this as a positiVe experience. ‘Thesevpateﬁts serted as the
mainstay ef their child'S'life;'ptOViding both instrumental

assistanee‘and support to them. It’s important that the

10
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social service field not lose sight of the fact that the.
majority of oider persons are healthy and indeoendent and.
that they are more likely to be a force that stabiiizes the
family rather than taking away from the integrity of the
family.

Some of the limitations found in the research is that
these studies rarely asked siblings ano parents to report
separately on their opiniohs. Researchers have relied more
heavily on the parents' views of sibling behaviors and
attitudes versus having.the siblings voice their own views
(e.g., Seltzer et. el., 1991). Siblingsewhovpartioipated in
the studies were selected»by-their mothers as being the most.
involved with their brother or sister:with mental
retardation; which could bias the results of the study.
These siblings have a plah about whether or not‘they
‘~anticipatedvliving together or aoart form their brother or
sister.

 Generalizability isvlimiteo to this group. Findings
obteined from suoh studies are likely to have analyses based
entirely on.the sihlings’iprojections of future roles; but
'theSe'pians-may shift in response to changes in the
circumstances of perents, siblings, the adult'with mental’
retardation} and the ser&ioeidelivery system. In some

families, there was only one sibling to the person with

11 .



'deyelopmental,disabilities,vtherefore, it is difficult to
generalize the findings to parents who had at least two
siblings. Another population that was not in these samples
isvsiblings who have infrequent or irregular contact with
their!siblingSHWith:mentalfretardation or thoae fromfhighly
stresSed'orwnnhealthy families. It seems that most‘of'the
parents and siblings were interested in the studies and from
a healthy family.

There are many theoretical‘perspectives thatvhave
guided preyious‘research regarding siblings and families of
children with mental“retardation;h They arefthe‘streSS
proceSs model’(Pearlin, Mullan, Semple, Skaff; 1990), the
ecological‘theory'nsing a case management model,.family
systems theory,'(Minuchin, 1985) and the model of family
stress and coping (Crnic,’Friedrich, & Greenberg, 1983).
Thie Study ueed the‘family'eystems theory for
conceptualizing the strees of families that include a child
with mental retardation. The ecolooical perspective
recognizes the importance of examining the needs of families
‘in relationship to their culture and community, their
ability to get needed goods and services and support
»systems.'.This theory lends itself well_to thisvresearch
because it views the individUal;»family, community and

environment as interconnected into a whole system. Problems

12



arise out of the‘inability-of families to effedtiveiy adapt
to internal aﬁd externai stressors due.td the lack of
reséurcesf Thesé réSources-would‘include familial,j
'finandial; legal,'as well as”social ser&ices.

~This study was bﬁilt‘upon:the_previéusiy»diScusséd
research, by contihuiﬁg to address the stressors_aging
caregivers face and how‘this affects future planning with
ﬁheir adult-child with ﬁental retardation. It expldred the
special role siblings play in this process and expanded on
the relationships they have with their brofher or‘sister
with developmental disabilities. This research used a
strengths perspective‘to study this iﬁportaht topic.

| METHOD
This purpose of this study was té explore and describe
issues that primary carégivers (parents, siblings or other
relatives) face concerning future planning for adults with
mental retardation.. The study:employed a Qualitétive
research design utilizing face-to-face interviews.

JThe individualé who partici?ated in this study were
caregivérs or adult siblings of adults‘With mental
retardation. Study participants were recruited from various
- parent-to-parent organizations/associations and social
service aéencies that serve adults with developmental

disabilities using a snowball sample. The study

13



participantsvwere selégted on ﬁﬁe basis of.age, blace of
fesidence;»ahd ethniéity,v All patticipahtsvwére 18,years’0fv
‘age and older aﬁd identified as being the'caregiver'd?
sibling of anrihdividual who has developmental.disabilities.
The study’s éuthor‘éonfacted participants by phone to set
up an interview date and ldcation'cohvehient for théﬁ.
Tﬁree of the thirteen interviews wére'cdmplétéd oVér,the
telephone and the remainder.weré face—to—face,intérviews
..condﬁcted by'thé'author‘iﬁﬁeach participant’s hdme,

‘iThere are six quesfions'the'author‘aSked each
interviewee in Order tQ explore caregiveré’ percéptions énd
views of_permanéndy plénning for individuéls‘with_mental
retardation. 1) Has your family COntempiated long—fefm
planning foi‘your_édult'child with developmental‘
disabilitiéé?).YZ) If yés, what discuséions havé takeﬁ place
between.family members (paféﬁts,and édult siblings?). 3) In
bthe event you are no longervable to care for your
son/daughter or sibiing who has méntal retardation;that
.typé'Qf living arrangements would'you like to see made‘for
him/hér?). 4)‘What role-do you, as the parent, percei&e your .
son/daughtér‘withéut mehtal retardation to aéSume,when you
are no iongér1able to provide care for your aduit cﬁild with
méntal,retardation?). 5) How do ybu perceive YOurbrole in

the event your parents are no longer able to provide care

14



for.your‘sibiing with mentalvfetardatién?). 6) What
information has'been shared amongst family members régarding
»fhe types of social‘services and agencies involved with the -
adult Withbmental retardation?);‘ | |

-Thé participants were asked to teéd énd sigh an
informed consent before the‘intérview (Appendix A). They
were asked fhe above mentioned exploratory type Questions
regarding’permanéﬁcy planning,and their perceptiéns
‘surrOunding thié process.

| Each participant wéé also aSked Séme‘demograbhic
questions: égévof parent or sibling; gender and age'of the
adult with mentai retardation and their current livin§ 
v'arrangémeht} éndvthe natﬁfe vathe disability.‘

A Debriefing.Stateﬁent (Appendix B) was given‘to'each
Of'the'study's §articibantS Qﬁo»sﬁecified resources for
support or iﬁ'the eveﬁt fhat the participant»should be
caused éﬁy_stréss.or pSychological_discoﬁfort'due'tb the
'interﬁiewi |

‘RESULTS
Thirteep partiCipanfs were intérviewedh;Eight of these
participants~were»pafents and:fivé Were'adult'siblings‘of.
indiVidualsbwithimeﬁﬁél.retardation. The participants who
were paréﬁfs included:‘twd married:couples,'two moﬁhefs who

were married, and one ,single mother, and one widow. All of

- 15



the sibling participénts wete feﬁéle; three of them were
single and‘tWOIWeré married.‘ Three of the five siblings had
parénts who élSo participated in this study. »Twelve-Qf the
adults with mental retardation lived at his or her parents’
residence. Only one male adult with ﬁental‘retérdation
lived in a group-home setting. The ages bf the parents
interviewed ranged from 50 to 88 yéats old and the siblings‘
interviewed ranged in ages from 29 to 60 years old. The
adults with mental retardation_tanged from 19 years old to
59 years old. Eleven of the participants identified as
Caucasian and two as Latino.

Parents and Siblings Discussions of Permanency Planning

‘Parents and siblings were asked whether or not they
had discussed alternative living arrangements for their
family members with mental retardation in the event the
current caregiver could no longer provide for their care.
From the thirteen parents and siblings interviewed, one
couple responded that they had never thought‘about it nor
had they discussed this with their adult children. The
father stated, "We adopted M. after our daughtérs‘left‘home
and were starting families of their own. If she had‘been‘a
biological sibling, we would have expected the older sisters
to assist us more." He further replied, "They could say,

'you knew what you were getting into when you adopted her.'”
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Ris wife went on to say, “I don’t know what we’ll do when
’:hefhasetofgobln for hls‘cancer'surgery ”f Both”parents“werev
4woOnoernedgabout thlS lack of support but contlnued to be
reluotant;about asklng thelr adult chlldren for assrstance
”T:‘?Fiveiof the elght parents 1nterv1ewed}sald‘they dld notf°'\
rwant to burden thelr other chlldren w1th‘the respon81blllty-
g'of carlng for thelr slbllng w1th mental retardatloni eNoneiyfv
:mof these parents had made formal plans for the.adult ”

v’erlbllngS to assume careg1v1ng respons1bllltles when the

' ‘parents were no. longer able to do so. The remalnlng threeffgolf

"l-parents belleved that even though it w1ll be dlfflcult forfﬂh_

,;the srbllngs; they v1ewed thlS more as a responsrblllty to7””:”
-another famlly member
-One mother sald '"Famlly 1s not a burden , While~sheg_35

lfhas‘taught her chlldren that famlly takes care of thelr own,.f

-faﬁshe has told her adult chlldren that “they have a rlght to A

'hfyséybno to taklng over the careglv1ng responsrbllltles when e
V"jifm-no longer able to do. so' B B ' |

e Out of the flve adult‘51bllngs“1nterv1ewed all of

‘;:them reported that they are w1lllng to take over

'-_careg1v1ng respon81blllt1es when thelr parents are‘nou

4::longer agreed to thlS arrangementl only one of themh“

‘reported that~her parentS'have“taken_legalractron.tokadda‘

| herdnameras her"brotherfsfconservatOrpin the*event’thatiﬁdf


http:respon.sibilrti.es

theyiare no longer”oapable“of'dolng thlSl'vThls 51bllng
y'statedvr“Thls 1s a. great deal of responsrblllty and‘.
bisometlmes I feel overwhelmed by ‘the magnltude of what 1t
L:entallS¢a' Accordlngvto another srbllng,,élt doesn't :
»matter what my mom wants, I plan to take care of my
551ster when my mom isn t able to anymore |

1‘Future lelng»Arrangements,.vf

i‘ AfLatino mother,descrlbed*her husband’sdplan‘foruf”‘\

hpermanency plannlng when he told her,‘"lfiyou~werefnot*f

around to take-care-of.the\boys, I would have them placed

' out of home rlght away ‘1 Therefore,»she_ﬁprays’to‘god.eachﬁ

fidday to keep her healthy and allve rnuorder to,carebfor;her}’
“three chlldren w1th dlsabllltles | o B I

| SlX of the elght parents 1ndlcated that whlle they

‘would llke thelr non- dlsabled adult chlldren to take over

f?“the careg1v1ng respons1blllt1es for the adult Chlld w1th

imental retardatlon, none of them had put thlS 1nto wrltlng b;
‘d Four parents had set up a trust fund for thelr adult
chlldren w1th mental retardatlon so that they are not a

'nfflnanC1al burden to the 31bllng they are llVlng w1thﬂdfflf

"'u”have arranged to have funds avallable to my daughter?in: “

btorder~for.her~to flywdowngheregto<see:herhbrotherglf;hegisﬂh~'ua

not living with herif

v'Two_mothers§3ald;ffMy'daudhter:saysﬁshé‘iiftakefpareioff'”




Vher brother, but I don t thlnk she can handle 1t ”* Anotherk B

,fmother commented "I would never come out and ask my daughter’

fto take in her three 31bllngs, but I am relleved that she has‘yf’

‘»offered to doiso
More than half of the parents stated they foreseev

the need for someone out31de the famlly to come in to
1:?help w1th the burdens of carlng for the 1nd1v1dual Wlth

l‘mental-retardatlon'f ThlS seemed:tomhelp them comeetohr'
"~sgr1ps w1th the tremendous respon31blllty“the1r non—lf
’ dlsabled adultbchlldren are- w1lllng to take on 1nkcar1ngv
:rfor thelr 51bllng w1th mental retardatlon |

| Almost all of the SlbllngS reported haVInd‘some

:awareness of the serv1ces belng prov1ded to thelr 3

Jﬁh;slbllngS w1th mental retardatlon, bUt most parents had

o nnot 1ncluded them in . thlS 1nformatlon loop Two s1bllngs
'who have been more lnvolved 1n thls area expressed a"

:IdlSllke of the Reglonal Center system One of these R

"s1bllngs has actlvely advocated on behalf of her 31ster‘ﬁ Ffjr'

I whenever there lS an 1ssue regardlng serv1ces from

2‘_;Reglonal Center (RC)Vor‘In Home SupportlvevServlces
IIIHSS) '"Momvtrles to make sure I m- there whenever she'f

hﬁ??has tohdeal:wlth staff.fromzeltherkofvthese agenC1es.‘
1F"I get dlsgusted when serv1ce prov1ders‘say.my s1ster

can' t beneflt from thelr serv1ces or that she doesn t



hﬁquallfy because of her.behav1ors>
. Therevwere‘other‘flndlngs 1n thls‘study that werevnotf,
vfound 1n preylous researchv The 81bllng of the only adult
‘iﬂW1th.mental retardatlon;mho is not llVlng w1th hlS parents
h*hsald "parents who have?thelr llfe and whole world focuseddﬁv
vdon the adult chlld w1thmental_retardat1on are;lessgllkelyhl
‘:to have thlS Chlld llveyaway from them fhelr'wholefij‘
:.1dent1ty and belng 1s centered around‘thls Chlld =~Thlsvlsvhh
‘how they flnd meanlng and purpose 1n‘llfev F One dlvorced
mother demonstrated just how enmeshed a parent can- become‘
"w1th a Chlld mho has severe: dlsabflltles ' She openly
"stated, fMY life?reYOlyes;arounde,JI‘don t date:and-I donltl
‘haye any'frlends.tolspeak_of,lfwho wantsda'50eyear—old‘womany
‘».uith a’paraplegic“son?;Ifcantt}separatevfromdM. he s my: }”7
Slamese Tw1n Wherever;lugo; he’goes toor"
| The older 51ster of a. severely dlsabled young woman ‘
:said ‘"One. reason my.mom has never placed L ‘1n out-of—home
."placement ls that she has become accustomed to the income
she recelves from Supplemental Securltyblncome (SSI) and In ;
'Home Supportlve Servrces (IHSS) for keeplng myv51ster in the’l
famlly home " ThlS 81bllng referred to thls as dlsablllty
'welfare and said that thlS has encouraged and supported her
dlvorced mother‘ln not seeklng galnful employment outside

’the home. Her mother s maln source of 1ncome is from the
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SSI and IHSS sheireceiveé pnvher dnughter’s behalf.‘ While
notzoftén addressed in the iiterature, tnis is an important
and real issuevin the lives of familiés caring for an adult
with mental retardation.

DISCUSSION

The present study has limitations, which include its
reliance on primarily Caucasian non-Latino sample and‘the
potential that a volunteer sample might not be
representative of the population of aging parents‘of persons
with mental retardation. |

There are other limitations to tne study's. design that
should be'considered in interpreting the findingS; Most
pafticipants were connected in some way with a‘social
service system. The findings are‘notigeneralizable to
siblings who have infrequent or irregplar contact with their
siblings with mental retardation or highly stressed or
unhealthy families. All of the siblings were female which
made the sample less diverse.

This was a study of predominatel§ Caucasian, middle-
class families. The results should snbsequently not be
generalized to families in other cultural backgrounds and
sdcioeconomic‘status because previous research indicates
‘that ethnicity is associated with different patterns of

family caregiving and sibling relationships (Heller &
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Factor, 1988). More attention needs to be dirécted to
understanding how culture influences variations in
caregiving and permanency planning for persons with mental
retardation.

In this exploratory study, data were assessed regarding
caregivers' perceptions of permanency planning. The majority
of siblings and parents believed that the families should be
responsible on a long-term basis fér the care of family
members with mental retardation. Most siblings reported that
they were willing to assume future caregiving
responsibilities for their brothers/sisters with mental
retardation. However, parents were reluctant to have them
take on caregiving. Previous research has also documented
that female, rather than male, siblings are more likely to
assume the caregiving role (Edmundson, 1985) and are more
often chosen by parents for this responsibility (Coward &
Dwyer, 1990). The fact that all of the siblings in this
research were female was consistent with this finding.

All but one of the Caregivers in this study were caring
for his/her adult child with mental retardation. These
results were consistent with previous research suggesting
that as this population grows older and residential
placements are scarce, that many more older people with

developmental disabilities would be cared for by their very
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- old parentslessex, Seltzer & Krauss 1997)
When 31bllngs dld attend an educatlonal meetlng for

_thelr brother or 31ster w1th mental retardatlon,(thelr R

':fquestlons,sthoughts or oplnlons were rarely SOllClted - Eyeny"‘

~when 1t 1s known that these 81bllngs w1ll eventually take
.Llover the careglvlng respon51bllltles, they stlll had far
fewer opportunltles for obtalnlng 1nformatlon than thelris,
| parents dld ‘ Meyer, Vadasy and Fewell (1985) have reported
‘dthls in’ prev1ous research |

“Due to shortages 1n state and federal fundlng and.an

1ncreased demand for serylces, the'socialvserV1ce systemrhas‘
been unable to adequately a851st famllles’ln carlng forﬂg: |
thelr adult chlldren w1th mental retardatlon Although

”sibllngs.may‘be w;lllng to.take-on‘careg1v1ng,roles and .
- responsibilities;,theyfhaveﬁgenerallygbeen aﬁ5uﬁta§péd
'srresoﬁicej"‘ e IR PR
Services for‘thoselwlth.mental»retardationphaye notl.vﬁ
:ltradltlonally used or. 1ncluded srbllngs,‘norﬁhayefthey‘been‘
.rde31gned to; accommodate the‘lncreased llfe span of thefr
'fadultcllents.. As famllles ageyuserv1cepsystemsbcould‘offerl
'fntegrated multldlmenslonal famlly serv1ces,lsuchvas:ln:‘
fhomegand out—of*home resplte care,'acces51blebrecreatlonal
: programs, self advocacy programs for the adults w1th‘mental

retardation, aS“well‘as futurepand estate plann;ngl<olt‘rs



also.important for family members to have access to mental
health services and profeSsionalsvto help them deal with'the
issues of caring for adult child with mental retardation..
vThis“Will help to alleviate family distress and‘caﬁ serve to
gradually increase the independénce Qf family:members»with'
vmental retardation and pfepare them for the}future

transition of being separated from their parents.

AN
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'Appendlx A INFORMED CONSENT FORM
CONSENT TO PARTICIPATE IN RESEARCH

You have been asked to part1c1pate in a research study .
conducted by Joanne Claytor under the direction of Dr. n
fRosemary McCaslin, from the Department of Social Work. at
~California State Un1vers1ty, San Bernardlno The results ofm
this study will contribute to her research prOJect You '
‘were selected as a pOSSlble part1C1pant in this” study
because you are a caregiver or Slbllng of" an adult with
.developmental dlsabllltles Your partlc1patlon in thls»o
: study lS voluntary L '

, The purpose of thlS study is to prov1de 1nformatlon on .
"prlmary careglvers famlly members’ and possible future ‘ .
caregivers’ views concernlng future plannlng for- adults with -

“_developmental dlsabllltles

If you volunteer to part1c1pate in this study, you w1llihif

'have a face- to-face. 1nterv1ew at a time and: place of ‘your
»preference The interview will take about 60 mlnutes g .
During the 1nterv1ew, ‘you will be asked about the. permanency_j

'~ 'planning you have done in regards to the‘adult w1th

~developmental - dlsabllltles for Wthh you are the careglver
" You have the rlght to not answer any of the questlons you
 feel. uncomfortable with and may stop the 1nterv1ew at any
‘*‘p01nt durlng the process ’ ' D

_ : Any lnformatlon obtalned in connectlon w1th thls study f
w1ll remaln confldentlal ' S :

_ Your part1c1patlon is" VOLUNTARY If yOu‘decide‘tO~
participate, you are free to withdraw your consent and
fdlscontlnue part1c1patlon at any tlme without penalty

‘ If you have any questlons or’ concerns about thlS study,f*
’»please feel free to contact Dr Rosemary McCaslln at CSUSB j*
(909) 880- 5500

By my mark below, I acknowledge that I have been
_ 1nformed ‘of and- understand the nature of the study T -
~acknowledge that I am at least 18 years of age.

, Please 51gn w1th a check or X e - Date
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Appendix B: DEBRIEFING STATEMENT

DEBRIEFING STATEMENT

Thank you for participating in the study examining
caregivers views on permanency planning for adults w1th
developmental disabilities.

If your participation in this research raised any
issues you would like to discuss further, there are
resources available for you to talk with someone. The"
following is a listing of resources available to you.

If you would like more information or the results of
the study, please contact Dr. Rosemary McCaslin, Department
of Social Work, California State Unlver31ty, San Bernardino
at (909) 880-5500.

Family Service Association
3634 Elizabeth Street
Riverside, CA 92507

' (909) 686-3706

Mid-County Mental Health- Perris Office
2688 North Perris Blvd. Suites L7- Lll
Perris, CA 92571 '
(909) '657-0626

- Youth Service Center - Moreno Valley Office
6296 Rivercrest Rd., Suite B.
Moreno Valley, CA 92553
(909) 683-5193

San Bernardino County Mental Health Department
(909) 387-7171

West End Family Counseling

- 855 N. Euclid Ave. |
Ontario, CA 91762
(909) 983-2020
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