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Themgority of personswithintellectud disability
(ID) livewiththeir familiesthroughout childhood and
well into adulthood. Whereasinthe 1970’ sand
1980’ s, most personsplaced in community residential
settingsmoved therefollowing yearsof
ingtitutionalization and limited contact with their families,
at the present timethereisincreasing placement of
adultswith ID directly into resdentia settingsafter
decadesof living with their parents. Often, this
placement is propelled by the aging of the parental
generation, although thetransition to non-parental care
maly precede parental death by many years. Littleis
known about the extent of parenta involvement after
placement, a though the complex factors associated
with how older parentsof adultswith ID planfor the
residential future of their son or daughter hasreceived
increased attention in recent years (Essex et a ., 1997;
Freedmanetal., 1997; Heller & Factor, 1991).

Theimportanceof thisissueisderived fromthree
phenomena. First, becausefamily-based careisthe
dominant residential arrangement for personswith 1D
(Fujiura& Braddock, 1992), thereisasizeable
popul ation of familieswho must eventualy decide how
to makethetrangition from the parental hometo anon-
parental placement for their son or daughter with ID.
Second, most individua swith D now outlivether
parents, resulting in asizeabl e popul ation who enter the
forma residentia servicesystemfor thefirsttimewdll
into adulthood. Third, therearegrowingwaiting listsfor
residential serviceswithinalmost every state (Hayden,
1992), resulting in bottlenecksin service accessand
producing even more pointed pressureson familiesto
develop variousoptionsfor thefuture.

In our past research, we havelearned agreat deal
about thefactorsleading up to the placement of adults
with 1D out of their parental homes. However, to date,
no research has been conducted to document the
frequency of contact between aging parents, adult
sblings, andtheindividua with 1D after placement, the
qudlity of thesefamily relationshipsafter theresidential
relocation, thelikelihood that thefamily memberswill
continueto provideany direct or indirect care, or the
consequencesof varying levelsof family involvement
after placement for thewell-being and quality of life of
theadult with ID. Thesearetheissuesthat will be
addressed in the proposed proj ect.

Purposeand Objectives
1. Whatistheextent of family involvement?

2. How have patternsof parental and sibling
involvement changed during thefirst threeyears
after placement?

3. What arethefactorsthat predict varying levelsof
family involvement after placement?

SamplePopulation and M ethodol ogy

Thisstudy isasecondary analysisusing data
collected at each of the eight points of datacollection.
Threedomainsof datawere analyzed: 1) indicators of
theextent of family involvement, 2) predictorsof family
involvement, and 3) outcomesof family involvement.

Sample. Thisbuildsonan ongoing study of 461
familieswho havean adult son or daughter with 1D
(Essex etal., 1997; Freedmanet a., 1997). About half
of thefamilieslivein Wisconsin, whiletheother half live
in Massachusetts. At the outset of the study in 1988, all
adultswith ID lived a homewith their aging mother
(age55-85) and father (if dive). During theensuing ten
years, 124 adultswith |D moved out of their parents
hometo ahome of their own. Becausefamilies
continueto participatein our study after the placement
of the son or daughter, we have assembled a
longitudinal database uniquely appropriateto
addressing questionsregarding the predictors, aong




withtheextent and consequencesof family involvement
after placement.

Familieswererecruited for theresearchin 1988
viathreestrategies. For the mgjority, recruitment was
accomplished with the assistance of the state agency on
aging and the state or county agency responsiblefor
providing servicesto personswith ID. Otherswere
referred by serviceproviders, and still otherswere
nominated by participating family members. All families
volunteered to participate.

Whenrecruited for the
study in 1988, themothers
ranged in agefrom 55to0 85
yearsof age (mean=65.52,
SD =6.55). Their sons (54%)
and daughters (46%) with ID
ranged in agefrom 15to 66
years (mean = 35.55, SD =
7.61). Atthepresent time,
theseindividualsare 10 years
older, sothemothersarein
their mid-seventieson average,
andtheadultswith ID are
about 45 years of age. Most of
theadultsinthissamplehad a

after theadult with | D moved away from the parental
home, and in such caseswe asked additional questions
about family involvement after placement. Insome
familiesin our study, themother, father, or both died
during the course of theresearch. In such instances, the
roleof primary respondent shifted tothefamily
member who wasmost involved with theindividua
with D, usudly asibling. Thus, therewas continuity of
information about family involvement Sarting fromthe
point at which theadult lived at
homewith the parentstothe
trangition to an out-of-home
residential placement, and beyond
thepoint of parental death.

DataAnalysis

In thisstudy, we conducted
secondary analysesto examine
family involvement with adults
who havelD followinga
residentid transitiontoanon-
parentd living Situation.
Specificaly, weexamined the
extent of materna involvementin
the process of rel ocation,
including sdlecting theresidence

diagnosisof mild (38%) or
moderate (42%) mental
retardation, while 15% had severe and 6% had
profound mental retardation. Morethan one-third
(38.7%) had Down syndrome.

Data Collection and M easur es

Datawere collected fromfamiliesevery 18
months. Therewere multiple respondentsin each
family. Themother wasthe primary respondent and
participated in anin-homeinterview and completed a
set of self-administered questionnairesat each wave of
datacollection. Withintwo weeksof themother’s
interview, thefather wasinterviewed separately by
telephone and a so compl eted the self-administered
guestionnaires. The s blingwho wasmost involved with
thebrother or sister with I D was surveyed by mail asa
part of the Time 3 and Time 6 pointsof datacollection.
Thesemethods of datacollection were continued even

andfadilitating thetrangtionfrom
the parental home and patterns of
materna involvement changeduringthefirst 3to4
yearsafter the adult son or daughter moved away from
home. Lastly, weanalyzed patternsof sibling
involvement change after theadult with 1D moved
away from the parental home.

Our first research question, which examined the
extent of family involvement in the placement process,
used primarily descriptive statisticsto quantify therole
of aging parentsand adult siblingsinfacilitating the
trangtion from parental hometo placement.

For our second research question, which asked
how patternsof parental and siblinginvolvement
changeduring thefirst threeyearsafter placement, a
threeyear period was selected asthetimeframefor
thisanalyss. Thistimeframe providesasufficiently
“longlens’ ontherelocation processand subsequent
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adaptationto giveavaid estimate of family
involvement after placement. A three-way repeated
measuresanaysisof variancewasused to addressthis
guestion for the parents. Therewerethree repeated
measures of levelsof involvement (at thefirst, second,
and third pointsof datacollection following placement).
A contrast group wasincluded, consisting of parents
who did not placetheir son or daughter at any pointin
the project period. Thiscontrast ispossible because
the samemeasuresof family involvement areavailable
on both familieswho have placed their son or daughter
andthosewho still co-reside.

Dataabout sbling involvement areavailableat two
pointsintime, Times3 and 6. Thus, adultswholived at
homeat Time 3 but who were placed at Times4, 5, or
6 congtitutethe samplefor theanalysisof changein
sblinginvolvement after placement. Again, athree-way
repeated measuresANOVA was the approach to data
anaysis, with two repeated measures(Time3and Time
6) and two groups (placed, home) contrasted with
respect to sbling involvement.

Toaddressour third research question, which
investigated thefactorsthat predict varying levelsof
family involvement after placement, weused multiple
regressiontechniques. Characteristicsof thefamily,
measured prior to placement was used to predict
the extent of family involvement after placement.
Thesampleusedinthisanalysiswasrestricted to
thefamilieswho have placed their son or daughter
during the study period.

In responseto our fourth research question,
which examined the consequencesfor thewell-
being of theindividud with ID of varying levelsof
family involvement after placement, the samplewas
restricted to thefamilies of adultswho had been
trangtionedto anonparenta living Situation. Inthis
case, theindependent variableswerethelevelsof
involvement after placement and the dependent
variableswereindicators of thewell-being of the
adultwith ID.

Findings

Maternal involvement in the relocation
process. To answer our first research question, “What
istheextent of maternd involvement intherelocation
process, including sdecting theresidenceand facilitating
thetransition from the parental home?’, we examined
datafromtheresearchinterview after theadult with ID
moved away fromthe parental home. On average, this
interview occurred 9.2 monthsafter therelocation.

For themgjority of families, materna
involvement began beforethe adult moved out of the
parental home. Well over half of the mothers (61%)
reported that their son or daughter wasonawaiting list
for residential servicesprior tothemove. Inaddition, it
wasthenorm for themother to visit theresidence
before the son or daughter moved, with fully 87% of
themothershaving madeat |east onevisit. Mothers
typically visited the residence about threetimes prior to
themove (mean =2.97). It wasal so common for
mothersto facilitate visitsby theadult with 1D tothe
residence, with over threefourths of the adults (78%)
making suchvists. Theaverage number of vistsmade
by the son or daughter to the new residence was 3.26,
of which about one(mean=1.3) wasanovernight visit.

Maternal Relationship following
Relocation of Adult with ID

Mothersreported thefollowing:

Increasein maternal satisfaction withthis
level of contact

Remain highly involved emotionally with

their son or daughter

Reductionintheir level of worriesabout his
or her future care

Decreasing levelsof direct caregiving and
contact with residential staff




Duringtheinitia period following themove away
fromthe parental home, over one quarter (27%) of
themothersreported daily contact either in person or
by phonewith their son or daughter, another third
(36%) reported between five and eight contacts per
month, two fifths (21%) reported weekly contact, and
theremaining 14.3% had lessthan weekly contact.
Only onemother had no contact with her adult child
after the move away from home. Thus, frequent
contact between the mother and the adult son or
daughter wasthennormfor thefamiliesin our study,
during the periodimmediately after the move. Most
motherswerehighly involved intherel ocation process
andfacilitated actively thetrangition fromthe parenta
hometo the adult’ snew residenceby visiting
beforehand, arranging for the son or daughter to visit,
and by having frequent contact either in person or by
phonewith theson or daughter during theperiod
immediatdy after he or shemoved away from home.

Changes in maternal involvement following
rel ocation. We examined datafrom the 64 mothers
who participated inthefirst threeresearchinterviews
after theadult with |D moved away from the parental
home, each 18 months after the previousone. Our goal
insdecting thissub-samplewasto investigatelevel s of
involvement among motherswhowereinreatively
good healthwhen their son or daughter moved awvay
from homeand who remainedinfairly good hedlth
during the 3- to 4-year period after relocation.

Thissampling decisonreflected our interestin
investigating maternd involvement inthe context of
more normeative patternsof relocation (i.e., launching)
rather than relocation in the context of acrisis(such as
declining materna health). Wechecked mothers hedth
ratingsacrossthe pointsof datacollection usedinthis
anaysisand found that mothersof individuaswho
moved away from home, on average, were stableor
improved intheir health statusduring thisstudy period.

Theresultssuggest that contact is stableand
frequent between the mother and the son or daughter
after relocation. Also, thereisaconcomitant increasein
maternal satisfactionwiththislevd of contact, anda
decreasein maternal contact with residential staff.

Sibling Relationship following
Relocation of Adult with ID

Adult siblingsreported thefollowing:
Improved sibling relationshipsover time

Increaseinthefrequency with which
siblings* do thingstogether”

Lessworried or pessimistic about the
future care of the brother or sister with ID

Although mothersrdinquishthehands-oncaregivingrole
totheforma servicesystem after thedaughter or son
movesd sawhere they remainhighly involved emationdly
withtheir daughter or son and experienceareductionin
their level of worriesabout hisor her future care.

Changesin sibling involvement. For our third
research question, “How do patternsof sibling
involvement change after theadult movesaway from
theparental home?’, weincluded 26 sblingswho
participated in both wavesof our sibling study and
whose brother or sister with ID moved away fromthe
parental homeduring theinterval between thesetwo
wavesintheanayss. Thoses blingswhosebrother or
sster remained living inthe parental homethroughout
the study period reported greater levelsof emotional
involvement than thosewhose brother or sister moved
away fromhome. In addition to thisgroup difference,
therewasasignificant increasefor both groupsfrom
Time3to Time6inthesbling sfeding of emotiona
involvementinthesbling relaionship.

For siblingswhosebrother or sister moved away
fromthe parental home between Time3and Time6 as
compared with siblingswhose brother or sister
remained at home, thefollowing divergent pattern over
timewas observed:

1) adggnificantincreaseinthefrequency withwhich
sblings*“dothingstogether” and
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2) ghlingsfetlessworried or pessmistic about the
future care of the brother or sister with 1D
followingrelocation, p=.056.

Therewasno changein frequency of shared
activitiesamong thosewhose brother or sster with 1D
continued to livewith the parents; and, thesesibling
had no changein pessmismfor their brother or sister
withID. Thesefindingsmirror the patternsreported
earlier regarding thereduction of maternal pessmism
followingthistrangtion.

Implicationsfor Resear ch and Practice

Our secondary andyses demonstrated that aging
motherswerehighly involved intherel ocation process
and had frequent contact and continued emotional
involvement with their adult child. Mothersbecame
increasingly satisfied withtheir level of contact with
their child over time, lessworried about thefuture, and
had decreasing levelsof direct caregiving and contact
withresidentid staff. Adult siblingsreported improved
sbling relationshipsover time. Siblingswhosebrother
or sister moved out of the parental homeincreased
their shared activitiesand felt |esspessmistic about the
future.

Our study demonstratesthat thetransition fromthe
parental hometo anonparental settingisoftena
planned event, including severa steps. Most of the
adultswith 1D who moved had their nameincluded on
awaiting list for residentia services, had motherswho
visited the prospectivehome severa timesprior tothe
move, had themsalvesvisited thenew setting (including
overnight tria vigts), and had motherswho continued
activeinvolvement with them and the staff at their new
home on afrequent basi sthroughout the 3- to 4-year
study period. Thedegreeof continuity of family
involvement was, indeed, impressive.

Theresidentia relocationinvolvesagradua
transmission of direct caregiving fromthefamily tothe
resdentia setting staff. Although the mothersquickly
relinquished therespongbility for direct care, they

maintai ned frequent contact with their son or daughter,
their emotiona involvement continued, andtheir
previoudy eevated worriesabout thefuturefor their
son or daughter subsided. Furthermore, the siblings of
the adultswho rel ocated remained involved with their
brother or sister and even increased thefrequency with
whichthey did thingstogether after themove. The

rel ocation was al so associated with adecreasein
sblings worriesabout thefuture.

For service providersand policymakersinthefield
of I/DD thisstudy has several implications. Firgt, the
vaueof planned trangtionsishighlighted by our
findings. Advance planning makesit possiblefor both
themother and theindividual with 1D to havesome
familiarity with thefutureresidence beforethe
trangtion, whichmay well enhancethelikeihood of
continued family involvement. However, it wasnotable
that theindividua with 1D averaged only three pre-
trangtionvists, which may befewer than the number of
vistsmade by many adultsin thegenerd population
when they decide on anew hometo buy or rent.
Service providersshould, therefore, consider
encouraging moreadvancevisits, which may enhance
fedlingsof control and choiceinfamiliesandinthe
individua withthedisability asthey negotiatethis
sgnificant lifetrangtion.

Thefindingsaso confirmtheimportanceof siblings
tothequality of lifeof adultswith ID. That their level of
involvement with their brother or sster with ID
increases after themovesignastheir availability as
long-term sources of support. Service providerswould
bewisetofacilitate sblinginvolvement, recognizing that
thesblingtieisthelongest lasting of al relationships,
anditisthissourceof support that will remain constant
for theindividua with 1D for yearsto comeand may
buffer the stressof high staff turnover thatis
characteristic of the contemporary residentia service
sysem.

Thefindingsmight also be useful in educating service
providersabout thefidelity of family involvement




followinglifdong family care. Many agenciesthat
provideservicestoindividualswith 1D werecreatedin
theeraof deingtitutiondization and may till serve
individualswho previoudy lived in Sateingitutions
whosefamiliesmay not behighly involved. Therefore,
someservice providersmay view familieswith
ambivalence. As Stoneman and Crapps (1990)
reported earlier, and as confirmed by the present
research, thereisamarkedly different level of family
involvement whentheadult with 1D haslived at home
throughout hisor her lifeascompared withwhenthe
adult’ sinvolvement with thefamily wasaready
disrupted by indtitutionalization. Thus, it isimportant for
serviceprovidersto actively encouragetheinvolvement
of families, recognizing that historica patternsof
involvement may not be characteristic of familieswhose
son or daughter ismaking thetransition today.
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