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Dueto lifelong support needs and the structure of
government benefitsand services, planning for the
futureisparticularly important for individuaswith
developmentd disabilities(1/DD) and their families
(Heller & Factor, 1993; Freedman, Krauss, & Seltzer,
1997). Key aspectsof planning that typically need to
be addressed includefutureliving arrangements,
guardianship and lessredtrictivedternatives, financia
planning, futurevocational and recreational desires, and
general lifestylechoices. Without adequate plansand
supportsin place, individua swith devel opmental
disahilitiescanface unfortunate Situations of emergency
placementsininappropriate settings and inadequate
financid andlegd safeguardswhen primary caregivers
can no longer provide care.

Despitethese concerns, researchindicatesthat
fewer than haf of familiesmake plansfor futureliving
arrangements (Heller & Factor, 1993; Freedman,
Krauss, & Seltzer, 1997). Familiesfacemany
systemic and emotionad barriersto planning (Heller &
Factor, 1991). Furthermore, many familiesdo not
discussfuture planswiththeir relaiveswith
developmental disabilitiesor other family members
(Heller & Factor, 1994; Smith & Tobin, 1989).

Whilethe need to support familiesinfuture
planningiswell documented, the best waysto do so
aredill unclear. Merdly providinglegd andfinancid
information hasnot proven to beeffectivein promoting
actud planning outcomes (Preston & Heller, 1996).
Psychoeducational and peer support intervention may
bemoreeffectiveinfacilitate planning (Smith, Mg eski,
& McClenny, 1996). However, whilesevera future
planning proj ects have been devel oped acrossthe
United States, littleisknown about approachestaken
and very littleempirical evidenceexigtsastotheir
effectivenessin promoting planning outcomes.

Study Purposeand Obj ectives

Thisproject addressesthefollowing research
questions

1. What arethe current best practicesfor fostering
futures planning among personswith devel opmental
disabilitiesand their families?

2. What istheeffectiveness of apeer support family
future planning intervention for adultswith
developmentd disabilitiesand their families?

SamplePopulation and M ethodol ogy
A. ldentification of Best Practices

Sample. Modd future planning projectswithinthe
USand Canadawereidentified through theinternet
and phone callsto UCEsand Arc chapters.

Study methodology. Telephoneinterviewswith
project coordinators of future planning training projects
were conducted and requests madefor thetraining
materias.

Dataanalysis. Exploratory, descriptive
information was compiled on thetypes of approaches
used. Findingswere published and used to construct
theintervention.

B. Intervention Study

Sample. Familieswererecruited for the
intervention from 6 community service provider
agenciesinlllinoisserving adultswith developmenta
disabilities. One-day legd/financid training sessons
were hosted where attorneys covered the topics of
government benefits, guardianship and lessredtrictive
aternatives, and specia needstrusts. Families
interested in theintervention were randomly assignedto
either theintervention or control group. Familieswere
alsorecruited for the control group through one-day
legd/financia sessionsconducted at two additiona
randomly selected agencieswheretheintervention was
not offered.

Thefind samplecons sted of 56 familieswho
completed both pre-test and follow-up surveys—29
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familieswho participated intheintervention and 27
familieswho were part of the control group. There
wereno significant differencesbetween the control or
intervention group on any demographic variables.
Overdl, for theentire sample (N = 56) theaverage age
of primary caregiverswas 64 yearsof age, with ages
ranging from44to85. Theaverageageof individuals
with DD was 37 yearsof age, with agesranging from
18t058. Twenty-five percent of the samplewas
African-American and 14.3% wasHispanic.

Study methodology. Theintervention consisted
of 5 additiona workshops, following aone-day lega/
financial training session conducted
by an attorney. Theintervention
adopted person-centered planning
toolsand focused onthe
development of aletter of intent.

Pre-test and one-year follow-up
surveyswere conducted with the 56
family caregiversinthe control and
intervention groups. Measures
included futureplanning activities
(specid needstrugt, residentia
planning, guardianship, and | etter of
intent), caregiving appraisas(burden,
satisfaction, and self-efficacy), discussion of planswith
individua swith developmental disabilities, and choice-
meaking of individua swith devel opmenta disabilities.
Pre-test and follow-up interviewswere a so conducted
with 18individua swith developmenta disabilitieswho
participated in the intervention and were capabl e of
participatinginaninterview. Measuresincluded
curriculum knowledge, unmet needsfor leisure
activities and lifesatisfaction.

Data analysis. McNemar tests were conducted
to compare the numbers of familieswho had
completed future planning activitiesover time.
McNemar testsindicated that familiesinthe
intervention group developed al etter of intent,

established aspecia needstrust, and took actionon
residentia planning over time, p<.05.

Anaysesof variance compared the groupsover
time on thefoll owing measures (caregiving burden,
caregiving satisfaction, caregiving self-efficacy,
discussion of planswithindividua swith developmentd
disabilities, and daily choice-making of individuaswith
developmental disabilities). Compared with the control
group, caregiver burden significantly decreased over
timefor caregiversintheintervention group, F (1,54) =
7.97, p<.05. Therewereno significant differences
between theintervention and control group over time
oncaregiving
satisfaction or
caregiving sdf-
efficacy.
Discussonof
futureplanswith
individudswith
developmenta
disbilities
sgnificantly
increased over
timeinboththe
interventionand
control groups.
Compared with the control group, choice-making of
individua swith developmenta disabilitiessignificantly
increased over timefor familiesintheintervention
group, F (1,51) =6.20, p < .05.

Themost frequently identified barrierstofuture
planning wereexplored. Thetop barriersidentified
were: 1) difficulty trusting the servicesystemand
professonas(37.5%); 2) difficulty affording financia
costsof atorney (35.7%); 3) difficulty finding helpful
contact personswithin the service system (33.9%); 4)
emotiona barriersfighting the service system (32.1%);
and 5) emotional barriersinvol ved with thinking about
ownmortaity (32.1%).




McNemar testswere a so conducted on outcome
measuresfor the 18 individua swith developmental
disabilitieswho compl eted pre-test and one-year
follow-upinterviews. Therewereno significant
differenceson curriculumknowledgeor lifesatisfaction.
However, therewasasignificant decreaseinthe
number of unmet needsfor desired leisureactivities.

Implicationsfor Resear ch and Practice

I nformation on projectssupporting familiesinfuture
planning acrossthe United States and Canadawas
compiled and publishedinapolicy brief for the
National Center for Family Support (Heller, 2000)
and abook chapter (Sterns, Kennedy, Sed, & Heller,
2000). Thisinformation was also used to develop an
intervention to support familiesand individua swith
developmentd disabilitiesin futureplanning. Key
aspectsincluded peer support and inclusion of
individuaswith disabilities. Theintervention significantly
contributed to familiescompleting futureplanning
activities, decreased caregiving burden, decreased
unmet el sure needs and increased choi ce-making of
individua swith developmentd disabilities.

Thecurriculumtitled The FutureisNow (DeBrine,
Caldwell, Factor, & Heller, 2003) wasproduced. This
curriculumisavailablethroughthe RRTCADD
Clearinghouse and has been used by service provider
agenciesto conduct additional intervention. Weadso
collaborated with thelllinois Department onAging
(Administration on Aging Senior Caregiver Initigtive) to
providethiscurriculum to senior caregiversacross
Illinois. In addition to the curriculum, aresource guide
was produced withinput from familiesinthe
intervention (Caldwell, L opez, DeBrine, Factor, &
Héller, 2003). Over one hundred and fifty copiesof the
resource guide have been distributed to familiesand
serviceproviders. Theresourceguideisavailableto
order or can be downloaded for freeon the
RRTCADD website.

Articlesabout the project were published in
newd etters (ADD/Vantageand American Association
onAging). Resultsof theintervention are currently being
submittedto apeer-reviewedjournd for publication.

The project hasa so received considerablemedia
attention. Oneof thefamilieswho participatedinthe
project did atelevisoninterview with Tamar Heller that
appeared onthelocal Chicago news. Several
newspaper articles have been done onthetopic of
aging family caregiversand future planning, referencing
Tamar Heller andthe RRTCADD. Thismediaattention
hasraised awareness of aging caregiversand extensive
waiting listsfor resdentia services.

Findly, theproject included individuaswithDD in
meaningful waysthroughout theresearch. An
unexpected outcome of the project wasthe
establishment of asalf-advocacy chapter through
collaboration with PeopleFirst of Illinois. Inadditionto
including peoplewith disabilitiesinfutureplanning, itis
asoimportant to include siblings, who most often
assumefuture caregiving roles. Thisproject hasled to
the development of thenew RRTCADD project to
promotetheinclusion of sblingsinfuture planning.
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