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Pooled trusts, usually operated by non-profit
organizations, areused by familiesand othersto
providefinancid carefor the personwithintellectua
disability (ID) or other disability. Inlieu of establishing
anindividua trust account for ason or daughter,
families" pool” resourceswith other familiesinone
trust. Theorganization then managesand investsthe
trust asasinglefund which reducesadministrativefees
asthereisonly oneaccount, and increasesthetotal
amount of principd for investments. Beneficiariesthen
receive earningsbased on their share of theprincipal.
Some organizationsal so operate atype of trust that an
eigibleindividua withadisability canfundwith hisor
her persona money. Pooled trustsallow familieswith
smaller amountsof money to usetrusts(inlieu of bank
truststhat usually requirelarger accounts) and are
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usua ly managed by an organization that isoperated by
or effiliated with adisability group.

Pooled trustsare especialy beneficia to people
withintellectua disabilitiesreceiving servicesthrough
Supplemental Security Income (SSl) and Medicaid.
SSI and Medicaid are usualy means-tested, meaning
the person’ sassets cannot exceed acertain amount,
and the person must usually contributetoward their
cost of carewith the proceedsfromtheir earnings, SSI
or Socia Security Disability Insurance checks. Many
of theseindividualsarethenleft with only asmall
personal careallowance (aslow as$30 per monthin
many states) for clothing, toiletriesand related items,
that parents often subsidize becausetheamount is
grosdy insufficient. If aparent then diesand leavestheir
son or daughter aninheritanceto help cover these
costs, theinheritancewill likely be considered an asset
andtheheir will becharged afull “cost-of -care’
charge, whichwould quickly depletethisinheritance
meant as supplemental funding. Pooled trust usually do
not impact theindividua’ sSSl and Medicaidinthis
manner asthetrust restrictsdistributionsto certain
limitsor usage. Thishel psto ensurethat aninheritance
to provide supplemental incomecanwill not belost.

Asdefrom fund management, pooled trustsoften
provideavariety of other beneficia future planning
services. Mogt will assist familieswithinformation
about guardianship and alternatives, referral to
professionals, information on servicesand other legal
and non-legal assistance. (Hartley & Stewart, 1993;
TheArc of Indiana, 1990).

Study Purposeand Obj ectives

Theaimsof thisproject aretoincrease
understanding of quality practicesin pooled trust
programs, to aid familiesin using trust programsor
dternatives,; and, toincreasethefamily’ sability to
devel op effectivefuture plansthat addressfinancia,
legal and service/support areas.

1. Whatinformationdofamiliesandindividuasneed
to makeaninformed choice about using pooled
trust programs?

2. How arepooledtrust programsorganized and
what servicesdothey offer?

3. What arethe experiencesand levelsof satisfaction
of familieswho have used pooled trust programs?

SamplePopulation and M ethodol ogy
TheArcconducted threestudies:

Study 1. A forum of trust program representatives,
parentswho have developed afinancial plansand legal/
financia planning expertswas convened to beginthe
processof identifying best practicesfor pooled trusts.
Through aconsensus process, participantsidentified
information, practicesand strategiesto increasethe
family’ sknowledgeand skillsin using trust program
services(or aternatives) and program quality (e.g.,
advantages/di sadvantages of apooled trust; strategies
to determine adequate trust amount; questionsand
methodsfamiliescan usetoidentify program quality).

Study 2. Trust programswere surveyed by mail to
eicitthefollowing: structureof program (separately
incorporated, administered by another organization);
governance; quality assurance mechanisms(interna,
externa evauations); popul ations served (peoplewith
ID only, cross-disability); geographiclocae served;
servicemonitoring; state-specific regulaionsthat
impact program; type(s) of trustsprovided; investment
minimums, fee structure; disposition of trust remainder
upon beneficiaries’ death; and, stepsundertakenin
developing their program. Thisinformation wasused
for backgroundin producing the pooled trust
document.

Study 3. TheArc conducted asurvey of families
who have used pooled trust programsor conducted
other financid planning to determinetheir experiences
and satisfaction with these programsor other planning
methodsused. Questionsincluded: typeof financid plan
used (pooled trugt, individual bank trust); reason(s) for
choosing plan; obstaclesto planning resources(e.g., lack
of information, lack of resources); satisfaction level with
program/plan; methodsor strategiesused or hepful in
meaking decisons(training, materids, professond’s
assistlance); family membersparticipatingin decison-
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meking (induding relativewith disability); and
demographicinformation. Thesurvey wasdisseminated
through The Arc’ snewspaper toitsmembers.

DataAnalysis

Dataanalysisresponded to research question #3:
What are the experiences and levels of satisfaction
of families who have used pooled trust programs?

Findingsand I mplicationsfor Research and
Practice

Families needsfor information on guardianship and
aternatives, trustsand planning for servicesand
supportsarewe | documented. Many fail toengagein
timely future planning were the primary respondentsto
thesurvey in study 3. Seventy-four percent of the 223
respondentshad afinancia planin placefor their family
member with adisability (Davis, 2001). Only 5% of
these respondents used apooled trust.

Many of the 26% who had not developed a
financia plan assumed that such planning for the
relativewith adisability isjust for peoplewho are
wealthy. Thissupportstheimportance of educating
familiesabout optionsother than atrust established
withafinancid ingtitution. Theuseof apooledtrustis
oneoption. However, itisnot universaly available, as
only 22 statesareknown to have pool ed trusts
operating, and not all of theseareavailabletofamilies
statewide. Familiesreported that they receive much of
their information about future planning from literature
provided by chaptersof The Arc and other agencies.
The devel opment of The Family Handbook on
Future Planning hel psbuild the capacity of familiesto
“takecontrol” of planning for their family member’s
future, acomplex areathat intimidatesfamilies. It can
guidefamiliesto develop afutureplanfor their sonsor
daughterswith cognitive, intellectua or developmental
disabilitiesthat providespersond, financid andlega
protectionsfor theseindividualsafter the parentseither
dieor can nolonger provide care or support.

Another beneficia outcome of the project’ swork
isintheareaof pooledtrusts. Theproject’ sfindingsled
ameeting of expertswithin TheArcto review concerns
and issuesrelated to pooled trusts. Asaresult, the
group devel oped aRecommended Policy for Pooled
TrustsAdministered by Chaptersof TheArc. Chapters
with pooled trustsnow haveformal guidanceon ethical
operation of suchtrusts.
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