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James H . DeOre 
President
National Foundation for the Handicapped 
340 W. Butterfield Read 
Elmhurst, Illinois 60126

Dear Mr. DeOre:

Thank you for the additional information you sent on November 14, 
further clarifying the design of the Self-Sufficiency Trust (SST) of 
Illinois in relationship to cash-assistance programs for the mentally and 
physically disabled. The- intent of the National Foundation, to conduce a 
cooperative program to augment such benefits with private funding in order 
to assise the disabled population in Illinois, is commendable.

You asked two questions; one related to Medicaid eligibility and the- 
oeher to Federal financing. In regard to your questions, we have v
determined that in mose cases SST principal and interese will not coune in 
determining Medicaid eligibility. However, we must advise you that under 
the following circumstances, the principal and interest could be counted 
in determining Medicaid eligibility. This would occur if the trust is set 
up by the disabled individual or his spouse using his or the spouse’s 
funds (or with his funds by an individual who is acting on his behalf in 
the capacity of his guardian or legal representative). This should not be 
a problem because your literature notes that the donors^ are usually the 
parents of the participating beneficiaries (rather than the beneficiaries 
themselves).

We are still reviewing the information previously provided, aicng with 
the supplemental information you sent, to resolve issues regarding 
reimbursement and claims for federal financial participation (FFP). We 
must ensure that any potential conflicts between Medicaid requirements and 
the Self-Sufficiency Trust are identified. I expect to respond on those 
remaining matters in the near future. If conflicts are identified, you 
will have our fullest cooperation in trying to resolve them.

\
Sincerely,

f ) s y .
W i l l i a m  L. R o c e r ,  M.D.* f. A d m in i s t r a t o r

Correspondence



DEPARTMENT OF HEALTH & HUMAN SERVICES Social Security Administration

Olfiseof the Regional Commission?' 

300 South Wacker Orive 

Chicago. Illinois 60606

June 29, 1987

Terrence M, Sheen ' -Daniels 5 Sheen LTD 180 West Park Avenue Elmhurst, Il l inois 60126
Dear Mr, Sheen:
This 1s 1n final response to your letter of April 8, 1987. The Office of General Counsel (0GC) reviewed the materln and determined that, based on current regulations, the trust assets w1l i not count as resources 1n determining eligibil ity under the Supplemental Security Income (SSI) program.
As for the income, as we have advised you 1n the past, 1f the Individual does net receive cash, but receives 1 n-k1 nd support or maintenance ( I . e . ,  food clothing, or shelter, Income 1s charged only up to a presumed maximum value (PMV) (currently $133.33 for an eligible Individual, the'PMV increases with each cost of living increase). Medical and/or social services provided an individual are not income for SSI purposes.
I f  further changes are made 1n the Self-Sufficiency Trust, I t  may'be necessary to reevaluate the effect on SSI eligibi l ity and payments. An additional OGC review would be necessary at that time. I f  you have further questions, please contact Jo Ellen Luscombe, Director of th> Chicago SSA Region's SSI Branch at 353-9835.

Sincerely,

r r\& y .u L ^ rm -Marlene M. Moleskl Regional Commissioner
cc: James DeOre
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M E M O R A N D U M  

Ma r c h  17,  1939

TO :  SE^iATO^R^PTttH^ .FiscHER,  Ch a i r
rALTH ,  Ed u c a t i o n  & S o c i a l  S e r v i c e s  Co m m i t t e e

FROM: S e n a t o ^
s

SUBJECT: S e n a t e  B i l \ 5 0 ,  An a c t  r e l a t i n g  t o  p e r s o n s  who  a r e
HANDICAPPED OR MENTALLY I L L .

I  REQUEST  THAT YOU SCHEDULE SB 5 0 ,  TRUST  FUND FOR THE
D i s a b l e d , f o r  a  h e a r i n g  b y  t h e  HESS Co m m i t t e e  o n  Ma r c h  29, 1989. 
Pa u l  Me d l i n  f r o m  t h e  Na t i o n a l  Fo u n d a t i o n  f o r  t h e  Ha n d i c a p p e d  w i l l
BE IN  TOWN ON THAT DAY AND AVA ILABLE  TO T E S T I F Y .  S lN C E  THE
Fo u n d a t i o n  f u n d s  a r e  l i m i t e d , I  w o u l d  a p p r e c i a t e  y o u r  s c h e d u l i n g
THE B I L L  FOR THAT DAY.

S e n a t e  B i l l  5 0  w i l l  e s t a b l i s h  w h a t  i s  k n o w n  a s  a  " S e l f  
S u f f i c i e n c y  T r u s t " (SST) t o  b e  p a i d  f o r  b y  t h e  p a r e n t s  o f
D ISABLED  CH ILD R EN .  CURRENTLY PARENTS OF SUCH CH ILDREN  ARE NOT 
ABLE  TO E S T A B L I S H  TRUST  FUNDS TO PROVIDE FOR THE CURRENT OR
FUTURE CARE OF T H E IR  CHILDREN WITHOUT JEO PA R D IZ IN G  THE C H I L D ' S  
E L I G I B I L I T Y  FOR GOVERNMENT D I S A B I L I T Y  A I D .

T h e  S t a t e  o f  I l l i n o i s  w a s  t h e  f i r s t  s t a t e  t o  e s t a b l i s h  a  
S e l f  S u f f i c i e n c y  T r u s t  p r o g r a m  f o r  i t s  r e s i d e n t s  i n  1986. T h e
PROGRAM WAS DES IGNED  AND I S  MAINTAINED Bv  THE NATIONAL FOUNDATION
f o r  t h e  Ha n d i c a p p e d . T h e i r  m a i n t e n a n c e  e f f o r t s  i n c l u d e  i n s u r i n g
THAT THE PROGRAM DES IGN  CONTINUES TO RETAIN  C L I E N T  E L I G I B I L I T Y  
FOR FEDERAL B E N E F I T S .

T h e  S e l f  S u f f i c i e n c y  T r u s t  w o u l d  b e  e s t a b l i s h e d  i n  t h e  S t a t e  
T r e a s u r y  t o  b e  m a n a g e d  b y  t h e  De p a r t m e n t  o f  R e v e n u e . S i n c e  t h e
SST I S  B A S IC A L LY  A PR IVATE SECTOR I N I T I A T I V E ,  A NONPROFIT  
CORPORATION WOULD E ST A B L I S H  A TRUST  AGREEMENT WITH THE PARENTS OF 
EACH D ISABLED  CH ILD  WHO D ES IRE  TO PA R T IC IP A TE  IN  THE PROGRAM.
T h e  n o n p r o f i t  a g e n c y  w o u l d , w o r k i n g  i n  c o n j u n c t i o n  w i t h  t h e
PARENTS ,  D ES IGN  S E R V IC E S  TO AUGMENT THOSE PROVIDED TO THE CHILD  
BY SO C IA L  S E R V IC E S  A G EN C IE S .

D istrict C



S e n a t o r  P a u l  F i s c h e r

J a n u a r y  18, 1989
Pa g e 2

T h e  D e p a r t m e n t  o f  He a l t h  a n d  S o c i a l  S e r v i c e s , a s  t h e  l e a d
AGENCY IN  PRO V IS IO N  OF S ER V IC E S  FOR THE HANDICAPPED ,  WOULD ENTER 
INTO  TRUST  AGREEMENTS WITH THE NONPROFIT  AGENCY FOR EACH C H ILD .
Un d e r  t h e  t e r m s  o f  t h e  b i l l , t h e  u s e  o f  t h e  t r u s t  m o n e y  t o
ENHANCE THE QUAL ITY  OF THE D ISABLED  C H I L D ' S  L I F E  W IL L  NOT AFFECT
OTHER a s s i s t a n c e . B y  u s i n g  t h e  t r u s t  m e c h a n i s m  f o r  p r o v i s i o n  o f
ONLY N O N -B A S IC  CARE ,  E L I G I B I L I T Y  OF GOVERNMENT PROGRAMS I S  
R ETA IN ED .

I n a d d i t i o n  t o  t h e  i n d i v i d u a l  P r i v a t e  T r u s t s  e s t a b l i s h e d  b y
THE PARENTS OF D ISA B LED  CH ILDREN ,  A CHAR ITABLE  ACCOUNT I S  ALSO 
E ST A B L I S H ED  WHICH MAY C O N S IS T  OF A S SE T S  LEFT  TO THE CHAR ITABLE
T r u s t  b y  g r a n t o r s  o f  p r i v a t e  t r u s t s  a t  t h e  d e a t h  o f  t h e  d i s a b l e d
B E N E F IC IA R Y  AND OF OTHER CO NTR IBUT IO NS  FROM PR IVATE  DONORS, 
B EQ U E ST S ,  CORPORATIONS OR FOUNDATIONS .  THESE  FUNDS WOULD BE USED 
TO AUGMENT S E R V IC E S  PROVIDED TO jLOW - INCOME  AND IN D IG E N T  PERSONS  
WITH D I S A B I L I T I E S  WHO ARE UNABLE TO P A R T IC I P A T E  IN  THE PRIVATE  
TR U ST .

T h e  S e l f  S u f f i c i e n c y  T r u s t  c r e a t e s  a n  a d d i t i o n a l  n o n - S t a t e
SOURCE OF MONEY TO PROVIDE  FOR THE NEEDS OF PEOPLE WITH 
D I S A B I L I T I E S  AND ENABLES  PARENTS TO PLAN FOR TH E IR  D ISABLED  
C H IL D R E N S '  FUTURE .  I  URGE YOU TO SCHEDULE  THE B I L L  AS REQUESTED  
AND LEND I T  YOUR SU PPO RT .

At t a c h m e n t s



FIRST COMMITTEE OF REFERRAL

Date cf 5-DAY NOTICE 3,* / 2 3 f 8 r t  
FORM RULIN ACCORDANCE WITH UNIFORM RULE 23

FURTHER FINANCE
**FISCAL NOTE(S) MUST BE ATTACHED 
IN ACCORDANCE WITH AS 24.08.035

DATE TURNED INTO OFFICE / &
1/9/89
Mr. President:

SB 50
HESS Committee considered

persons who are handicapped or mentally ill; efd 

and recommended:

[ ] replace with CS_______________________________ [] same title
[] new title

[ ] attached amendment(s) and

[ ]  letter of intent adopted

do pass 

[ ] do not pass 

[ ] no recommendation 

[ ] individual recommendations

[ ] further referral to _____________________________

FISCAL NOTE(S) attached [ ] zero gxy fiscal impact
[ ] appropriation no FN attached [ ] Gov. FN introduced w/ bill

OTHER RECOMMENDATIONS

(  f i d
Chairman signature and recommendation

[ ] C o m m i t t e e  b a c k u p  a t t a c h e d
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S T A T E  O F  A L A S K A BILL VERSION- SB 50
1 9 8 9  L E G I S L A T I V E  S E S S I O N  PUBLISH D A T E : _.l-p-3S

F I S C A L  N O T E
R E Q U E S T : _______________________ ____________________________________________________

Revision Dale: _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _
XiUc: An Act relating to persons who

a r e  h a n d icap p ed  o r  m e n ta l ly  i l l . . .  
Sponsor: Duncan  ________________________

Agency Affected: H e a lth  & S o c ia l  S e rv ic e s  
BRU: I n s t i t u t i o n s  A d m in i s t r a t ion

rnmpAnpnu • Z fental H e a l th  A d m in is t r a t io n

EXPENDITURES/REVENUES: (Thousands of Dollars)
OPERATING FY 89 FY 90 FY 91 FY 92 FY 93 FY 94

PERSONAL SERVICES 4 6 .9 4S .P 4P .P 4 c . r
TRAVEL 2 .0 2 .0 2 .0 2 .0
CONTRACTUAL 5 .0 3 .0 3 .0 3 .0
SUPPLIES .5 .5 .5 .5
EQUIPMENT 1 .0 - 0 - - 0 - - o -
LAND & STRUCTURES
GRANTS, CLAIMS
MISCELLANEOUS
TO^AL OPERATING - 0 - —0" 5 3 .4 5 2 .4 5 2 .4 5 2 .4

CAPITAL - o - - 0 - - 0 - - 0 - - 0 - - 0 -

REVENUE - 0 - - 0 - - 0 - - 0 - - 0 - - 0 -

FUNDING: (Thousands of Dollars)
GENERALFUND 
FEDERAL FUNDS 
OTHER 
TOTAL

53.4 52.4 52.4 52.4

-u- -0- -0- -0- -u- - u _

POSITIONS:

FULL-TIME 1 1 1 1

PART-TIME

T E M P O R A R Y

ANALYSIS : (Attach a separate page if necessary)

See attached.

Preparedby: Todd Risley, Director u C W A  ■ *65-3310
Division : liental Health & Developmental Disabilities
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Dale:

Approved by Commissic
Agency: Department of Health & Social Services

Distribution (by preparer):
Legislative Finance 
Legislative Sponsor 
Requestor
Office of Management and Budget 
Impacted Ageocv(ies)

Date:

page, of



Senate Bill 50

Th i s  f i s c a l  n o t e  a s s u m e s  t h a t  one p o s i t i o n  (Range 16) a n d
s u p p o r t  c o s t s  w o u l d  b e  n e e d e d  b y  t h e  Division, o f  M e n t a l  H e a l t h
a n d  D e v e l o p m e n t a l  D i s a b i l i t i e s ,  b e g i n n i n g  in F Y  91, t o  v e r i f y  a n d
m o n i t o r  s e r v i c e s  o f f e r e d  b y  t h e  D e p a r t m e n t  o f  H e a l t h  a n d  S o c i a l  
S e r v i c e s  t h r o u g h  a g r e e m e n t s  w i t h  t h e  P r i v a t e  T r u s t .  T h e  n e e d  f o r  
t h e  f i s c a l  n o t e  c a n  b e  e l i m i n a t e d  t o  t h e  e x t e n t  t h a t  t h i s  
v e r i f i c a t i o n  a n d  m o n i t o r i n g  f u n c t i o n  is n o t  p e r f o r m e d  b y
D e p a r t m e n t  p e r s o n n e l .

4 6 . 9 P e r s o n n e l
2.0 T r a v e l
3.0 C o n t r a c t u a l
.5 S u p p l i e s

1.0 E q u i p m e n t

DHSS FN SB 50 Page 2 of 2



t r u s t  f u n d  h e l p s  

I l l i n o i s  f a m i l i e s  c a r e  i 

f o r  d i s a b l e d  r e l a t i v e s
by Mary Nolan

A  new trust fund has been estab­
lished to help ease families’ anxieties 
about what the future holds for their 
disabled loved ones.

"Parents are very concerned 
about what will happen to their chil­
dren when they (the parents) die," 
said Lynn Houser of the Alliance for 
the Mentally 111. T h e  alliance Is a 
statewide coalition of advocacy 
groups for the mentally 111.

“If the parents have some money 
and they leave It to their child, they 
face the worry that their child will 
lose m e d ical benefits or disability 
pa vijien«rTTl(niserjM I ri ~~ 

he_5eW-STrfficlency Trus1 
d Iq Illinois, allows a fanrmn o  

mJritr^^tmeflrrttiHt^mnund pro- 
gramsTor their child’s special needs 
without affecting his or her eligibility 
for federal aid.

The trust enrolled Its first family 
last month. Another 500 families are 
on a waiting list to sign up. The surge 
of interest is a sign of the frustration 
m a n y  families face in making long­
term plans for a disabled relative.

"It is not wise to leave an inherit­
ance directly to the disabled because 
the windfall will leave the person In­
eligible for federal benefits," said 
5aul Medlin, vice president of the 
National Foundation for the Handl- 
apped.
T h e  foundation, based in Elm- 

urst, developed the trust concept, 
•ut it took state legislation, passed in 
186, to m a k e  the trust possible.
Prior to the change, government 
distance was not available to those 
o were beneficiaries of a trust, 
milles and organizations now can 

ipplement government services 
without Jeopardizing state and feder­
al aid for the mentally or physically 
disabled.

Under current rules, a disabled 
person loses supplemental security 
income and medical benefits if they 
accumulate more than $1,800 in as­
sets. If they receive a direct gift, they 
must spend that money before they 
are entitled to disability benefits.

"Through the trust, the inheritance 
can be preserved over tne person’s 
lifetime to provide a small, butsteady 
stream of income,” Medlin said.

Rather than direct care like food, 
clothing or housing, the trust funds 
are to be used to enhance programs 
or expand the services that the disa­
bled receive.

For i .istance, the family of a m e n­
tally retarded person m a y  designate 
the money for recreation, like out­
ings to a ball game or the theater.

"If the parents always took their 
son to the state fair, the trust uldbe 
used to continue that annual lltlon 
when the parents pass away,’• ?dlin 
said.

The money also m a y  be used (o 
hire a Job coach for a mentally 111 
person w ho has difficulties holding 
down a Job, he said. ;

“The trust fund will have an im­
pact on state agencies, because it will 
be a new source of Income for pro­
grams. As more families participate, 
they will exert considerable pressure 
on local and state agencies to meet 
demands for quality programs." 
Medlin said.

Trust participants will develop’a 
life care plan with specific steps out­
lined to implement the family’s dfe- 
sires.

Other states are exploring the trust 
to improve the lives of millions of 
Americans w h o  are mentally ill, 
physically incapacitated or develop­
mental^ disabled. Maine expects to 
enroll families in a program based on 
the Illinois model later this year. * 

The trust consists of three funds. 
Participating families pool assets 
Into a federally Insured private trust 
fund for Investment. The investment 
interest is put in an account adminis­
tered by the state to buy services for 
the disabled recipients. A  charitable 
trust fund also is being set up for fam­
ilies who aren't financially able to 
Invest.

The charitable trust fund for low- 
income or indigent disabled individu­
als is being built on contributions 
from foundations, corporations and 
private donors.

W h e n  beneficiaries of the private 
trust fund die, at least half of the prin­
cipal from the family contribution }s 
turned over to the charity fund. The 
remainder reverts to the family. I 

Medlin said the program, whldh 
uses a computer to project the needs 
of participants, will give state mental 
health officials a more accurate pic­
ture of the disabled and thfeir needs.

Advocates for the mentally ill and 
mentally retarded say Illinois has a 
poor track record for meeting the 
needs of the mentally disabled.

Five state agencies have been 
named in a lawsuit aimed at forcing 
major reforms. The suit, brought by 
the Association for Retarded Citizens 
of Illinois, charges that 3,000 retard­
ed adults are Inappropriately "ware­
housed" and receiving inadequate 
care in nursing homes meant for el­
derly people.

The trust m a y  help develop alter­
native housing to help the mentally 
retarded and mentally 11) live Inde­
pendently In the community.

Medlin, who has spoken to advoca­
cy groups for the disabled In central 
Illinois, said a local office eventually 
will be established to serve trust par­
ticipants in this area.
.For more information. Interested 

families should call 217-744-9208 or 
contact the Self Sufficiency Trust at 
P.O. Box 5227, Oak Brook, III. 60522.

Press Coverage
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I l l i n o is  G iv e s  F a m i l ie s  a  W a y  
T o  A s s is t  D is a b le d  M e m b e r s

By K A T H L E E N  T E L T S C H
SpecUl lo T h e  N e w  Y o r k  Tift i n

C H I C A G O  —  Danny and Fay Moore 
have lived with anxiety since (he births 
of their daughter and their son, both 
mentally retarded as a result of the 
genetic disorder Dow n’s syndrome. 
The Moores shape their family life 
around providing special schooling and

AiAunaird I'rrss

N rC .A .A . F in a f  T o n ig h t
D a n n y  Manning will be leading 

t Kansas against O k l a h o m a  for the 

national championship. Page 33.

counseling for Stacey, 7 years old, and 
Aaron, 4, who are growing Into adven­
turous, fun-loving children.
"Our concern is what happens to the 

children when we die,” said Mr. Moore, 
a 36-year-old food service manager. 
"We're not wealthy people."
Some of the Moores’ worries —  and 

those of other families here In Illinois 
—  have now eased with the beginning 
of an innovative trust fund to provide 
long-term care for the mentally or 
physically disabled. f 
The aim is to offer families a way to 

make a sound Investment for their cfill- 
drert’s future, without affecting eligibil­
ity for government disability aid. Im­
poverishing the family or adding a 
huge new burden on Ihe state treasury.
It is an idea already being explored 

by other states to help millions of 
Americans who are mentally ill, physi­
cally inctfpacitated or developmentally 
disai led. Maine expects to enroll fami­
lies in a program based on (he Illinois 
model later (his year.
The Illinois program, Ihe Self Suffi­

ciency Trust, is not Intended as a sub­
stitute for Social Security disability or 
Medicaid benefits —  what social work­
ers sometimes refer to as the “sheets 
and eats" government services. Rath­
er, it seeks lo insure the extra care that 
would enhance the quality of life such 
as special therapy, transportation or 
recreation.
The concept of the Self Sufficiency

('(inliniicilim I’age H. Column I

M O N D A Y ,  A P R I L  4 ,  1 9 8 8

Continued From Page I
Trust was developed by the National 
Foundation for the Handicapped, based 
In the Chicago suburb of Elmhurst. Ac­
cording to James H. DeOre, the group’s 
executive director, the aim was to 
eliminate a Catch-22 situation that 
hampered relatives from bettering the 
lives of disabled family members. 
M a n y  wanted to provide Income or 
make bequests, hut doing so risked a 
cutoff or reduction of government aid 
restricted to those with limited re­
sources.
At least.four million disabled A m e r­

icans now receive Federal benefits, but 
the Federal Department of Health and 
H u m a n  Services has estimated that the 
country has 35 million disabled resi­
dents.

Illinois’s Self Sufficiency Trust actu­
ally consists of three trust funds. Par­
ticipating families will pool assets Into 
a federally Insured Private Trust Fund 
for Invest ment. The interest earned on 
these investments will be transferred 
to a State Trust Fund, and spent on 
services for the disabled family m e m ­
bers, beginning soon after enrollment 
in the program. A  Charitable Trust 
Fund is being set up for families not 
financially able to Invest.

Developing a Care Plan

In joining the program, relatives or 
guardians and the trust’s guidance 
counselors develop a life-care plan for 
Ihe disabled family member. The pro­
gram uses a computer data base in as­
sessing the disabled participant s abli-

M a i n e  p l a n s  a  

s i m i l a r  p r o g r a m  

a n d  o t h e r  s t a t e s  

a r e  w a t c h i n g .

ities and needs and in projecting the 
cost of current and future services.
The family then deckles, in consulta­

tion with the program officials, what 
services are wanted for the disabled 
family member. The amount of the In­
vestment and whether it is immediate 
or delayed, lump sum or periodic, are 
determined In these negotiations. 
There is no minimum investment re­
quired, but families who want more 
services would have to Invest more.
The services provided to the disabled 

family m e m b e r  are not regarded as 
"Income" and thus do not affect eligl1 
blllty for other government help.
Eight families are expected to be en­

rolled in the Private Trust Fund by 
mid-April and 50 families by the year's 
end, when assets in the Private Trust 
Fund are expected to reach $10 million.

Charily Fund for Others 

The Charitable Trust Fund will pro­
vide equivalent services for low-in- 
come or indigent disabled individuals 
who do not have financial support from 
relatives to enroll Ihem in the Private 
Trust Fund. This fund is being built on 
contributions from foundations, corpo­
rations and private donors. In addition.

NATIONAL EDI
W ashington and Oregon: I 
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when participants in the Private Trust 
fund die. at least half the principal 
from the family contribution is turned 
over lo the charity fund. The rest of the 
principal reverts to the family.
The legislation was sponsored in Illi­

nois by Lee Daniels, a state legislator 
who has a handicapped 23-year-old 
daughter. The program was inaugu­
rated at ceremonies March 29 when 
Dr. Dennis O'Connell, superintendent 
of a Chicago school district, contrib­
uted $10,090 to Ihe trust for his 25-year- 
old son, John.

Young Mr. O'Connell has Touretle’s 
syndrome, a neurological disease af­
flicting 100,000 Americans and charac­
terized by involuntary muscular 
spasms, verbal outbursts and Intense 
restlessness. He works for a food dis­
tributor and receives Social Security 
disability aid. He now lives with his 
parents at home, but because of the 
trust program, in July he and 14 other 
handicapped residents will move into a 
new supervised housing complex.
The prospect of living on his own 

with friends is "exciting,” he said.
The Moores also plan to create the 

m a x i m u m  possible independence for 
their children when they grow up. They 
want them to live in some semi-super­
vised environment but to know "they 
slid have family," Mr. Moore said.

i Plans (or IVJore Group Homes

1 For now, the opportunities for place­
ment in group residences are limited, 
and there is a waiting list. However, 
Mr. DeOre said the foundation was 
seeking grants and loans to develop at 
least four additional group homes.

I Developing the trust so that a dis­
abled participant’s entitlement to gov­
ernment benefits will not be Jeopard 
ized involved satisfying a dozen agen 
ties and working through a tangle of 
3,000 pages of rules and regulations, 
said Ann Kiley, director of the Illinois 
Department of Mental Health and 
Developmental Disabilities.
The department helped pay for the 

foundation's development of the trust 
concept. A number of state agencies, 
including Ihe Attorney General's office 
with its legal expertise, are supervising 
the operations.
An incidental benefit of the program 

is tha! the computer data base heing 
used will give Illinois officials a more 
accurate picture of the state's disabled 
population and its needs, thereby allow­
ing improved government assistance. 
Illinois has lieni nraised for nuineer

imfs/$teve Kagan
D a n n y  and F a y  M o o r e  with their daughter, Stacey, left, 7 years old, and son, Aaron, 4, at the R a y  G r a h a m  

Association in Elmhurst, III. T h e  children, w h o  have D o w n ’s syndrome, received special schooling there.

ing the trust concept, but critics say the 
state lugs behind man y  others in 
providing group residences for the 
mentally ill and menially retarded.

‘MoreThan the Bare M i n imum’ 

l.arry Russell, executive director of 
the National Alliance for Research on 
Schizophrenia and Depression, said 
five stale agencies itad been sued for 
failure to provide adequate carc. The 
suit, brought by the Association for Re­
tarded Cilizens of Illinois, charges lhat 
3,000 retarded adults are inappropri­
ately "warehoused” and receiving 
inadequate rare in nursing homes 
meant for elderly people.

Mr. Russell Intends to enroll his 40- 
yenr-old son, Jon, in the trust program. 
He said the son now lived in a group 
home In Auslin, Tex., because there 
was no such place for him in Illinois.

Harold Unger, a Chicago chemical 
engineer who is the trust progrum's 
secretary, said he and his wife. Doro­
thy, were preparing to enroll their 24- 
year-old daughter, Carol Ann, who has 
Down’s syndrome. She works in a shel­
tered workshop operated by Ray Gra­
ham  Association for Hie Handicapped 
and in her spare time enjoys playing 
the piano.
"We want a quality of life fur her that

will supply more than the bare mini­
mum," said Mr. Unger. “That is what 
the Self Sufficicnry Trust is all about."
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S E L F -S U F F IC IE N C Y  TRUST SUMMARY

T h e  S e l f - S u f f i c i e n c y  T r u s t  (c) is a c o m p r e h e n s i v e  l i f e - c a r e  p l a n ­
n i n g  o p t i o n  d e s i g n e d  to m e e t  t h e  s u p p l e m e n t a l  s e r v i c e  n e e d s  of 
p e o p l e  w i t h  d i s a b i l i t i e s  n o w  a n d  i n  t h e  f u t u r e .

M o r e  t h a n  a p o o l e d  i n c o m e  t r u s t ,  t h e  S e l f - S u f f i c i e n c y  T r u s t  is a n  
i n n o v a t i v e  p r i v a t e  s e c t o r  s e r v i c e  f i n a n c i n g  m e c h a n i s m  w h i c h  a l l o w s  
p a r e n t s  a n d  f a m i l i e s  to p l a n  a s e c u r e  f u t u r e  f o r  t h e i r  d i s a b l e d  
d e p e n d e n t  w i t h o u t  t h e  f e a r  o f  l o s s  of g o v e r n m e n t a l  b e n e f i t s  or 
i n v a s i o n  o f  t h e i r  t r u s t  p r i n c i p a l .

T h e  S e l f - S u f f i c i e n c y  T r u s t  p r o v i d e s  a m u t u a l l y  b e n e f i c i a l  p u b l i c /  
p r i v a t e  w o r k i n g  r e l a t i o n s h i p  b e t w e e n  f a m i l i e s  o f  d i s a b l e d  i n d i v i d­
uals, t h e  s t a t e ,  a n d  t h e  c o m m u n i t y - b a s e d  h u m a n  s e r v i c e  n e t w o r k .  
E n a c t e d  i n t o  s t a t e  law, t h e  S e l f - S u f f i c i e n c y  T r u s t  b e c o m e s  a 
s t a b l e  f i n a n c i n g  m e c h a n i s m  w h i c h  o p e r a t e s  t h r o u g h  i n d i v i d u a l i z e d  
p r o g r a m s  ( L i f e - C a r e  Plans) t o  a r r a n g e  f o r  s u p p l e m e n t a l  s e r v i c e s  
f r o m  e x i s t i n g  p r o v i d e r  n e t w o r k s .  T h e  e x i s t i n g  s e r v i c e  d e l i v e r y
s y s t e m  is s u p p l e m e n t e d  a n d  t h u s  e x p a n d e d   a l l  f o r  t h e  n e e d -
s p e c i f i c  b e n e f i t  of  i n d i v i d u a l s  w i t h  d i s a b i l i t i e s .

T h e  S e l f - S u f f i c i e n c y  T r u s t  e v o l v e d  f r o m  t h e  r e s e a r c h  a n d  s u p p o r t  
o f  t h e  N a t i o n a l  F o u n d a t i o n  f o r  t h e  H a n d i c a p p e d  u n d e r  t h e  d i r e c t i o n  
of  Mr. J a m e s  DeO r e ,  w i t h  p a r t i a l  f u n d i n g  f r o m  t h e  I l l i n o i s  D e p a r t­
m e n t  of M e n t a l  H e a l t h  a n d  D e v e l o p m e n t a l  D i s a b i l i t i e s .  I n  1986, 
t h e  I l l i n o i s  L e g i s l a t u r e  b y  u n a n i m o u s  v o t e  e s t a b l i s h e d  t h e  f i r s t  
S e l f - S u f f i c i e n c y  T r u s t  i n  t h e  c o u n t r y  fI l l i n o i s  R e v i s e d  S t a t­
u t e s  C h a p t e r  91  1/2, S e c t i o n s  5 - 1 1 8  a n d  5 - 1 1 9 ] . M a i n e  f o l l o w e d  m  
t h e  s p r i n g  o f  1987 (HP 3 3 1 - L . D .  430). I n  b o t h  cases, t h e  S e l f -
S u f f i c i e n c y  T r u s t  w a s  s e e n  a s  a m a j o r  d e v e l o p m e n t  i n  n o n -  
t r a d i t i o n a l  e s t a t e  a n d  f u t u r e  c a r e - p l a n n i n g  w h i c h  w o u l d  r e p l a c e  
t h e  u s u a l  " c a t c h  22" p r o b l e m s  f a c e d  b y  f a m i l i e s  w i t h  a v i a b l e  a n d  
c o m p r e h e n s i v e  m e a n s  t o  i m p a c t  t h e  p r e s e n t  a n d  p l a n  f o r  t h e  f u t u r e  
o f  t h e  i n d i v i d u a l  w i t h  d i s a b i l i t i e s .

H O W  DOES T H E  T R U S T  W O R K ?

* T w o  w h o l l y  s e p a r a t e  p o o l e d - i n c o m e  t r u s t  f u n d s  e x i s t  as  p a r t  of 
t h e  S S T  s t r u c t u r e .  E a c h  o f  t h e  t w o  f u n d s  h a s  a p u b l i c  s e c t o r  
or  S t a t e  T r u s t  F u n d  b y  v i r t u e  o f  t h e  p u b l i c  l a w  e n a c t e d  b y  
e a c h  s t a t e .

* A  v o l u n t e e r  B o a r d  of T r u s t e e s  is a p p o i n t e d  f r o m  the p r i v a t e  
s e c t o r  ( p a r e n t s  a n d  p r o f e s s i o n a l s )  t o  m a n a g e  a n d  c o n t r o l  t h e  
P r i v a t e  T r u s t  Fund. T h e  p a r e n t  o r  f a m i l y  m e m b e r  w h o  e s t a b­
li s h e s  a t r u s t  is c a l l e d  t h e  G r a n t o r ,  a n d  h i s / h e r  d e p e n d e n t  is 
t h e  T r u s t  B e n e f i c i a r y .  T h e  G r a n t o r  o r  h i s  d e s i g n e e  s e r v e s  as 
C o - T r u s t e e  a n d  s h a r e s  i n  t r u s t  d i s b u r s e m e n t  d e c i s i o n s .
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* I n e  P r i v a t e  T r u s t  F u n d  a c c e p t s ,  h o l d s ,  a n d  i n v e s t s  t h e  " p o o l e d "  
a s s e t s  o f  e a c h  f a m i l y  p a r t i c i p a t i n g  in t h e  SST. A l t h o u g h  
a s s e t s  a r e  c o m i n g l e d ,  a l l  r e t u r n s  o n  i n v e s t m e n t s  a r e  c r e d i t e d  
p r o p o r t i o n a t e l y  t o  e a c h  " p r i v a t e  t r u s t " . I n t e r e s t  e a r n i n g s  o n  
P r i v a t e  T r u s t  F u n d  a s s e t s  a r e  t r a n s f e r r e d  a t  t h e  d i r e c t i o n  o f  
t h e  T r u s t e e s  a n d  t h e  p a r e n t s  or  g u a r d i a n ,  w h o  s e r v e  a s  C o -  
T r u s t e e ,  to t h e  c o u n t e r p a r t  S t a t e  T r u s t  F u n d  w h i c h  i m m e d i a t e l y  
d i s b u r s e s  t h e  a s s e t s  f o r  t h e  s u p p l e m e n t a l  g o o d s  o r  s e r v i c e s  t o  
b e  p r o v i d e d  t h e  T r u s t  B e n e f i c i a r y .  T h e  s t a t e ' s  M e n t a l  H e a l t h  
D e p a r t m e n t  m a y  b e  d e s i g n a t e d  t o  h o l d  t h e  S t a t e  T r u s t  F u n d  a n d  
t h e s e  f u n d s  a r e  g e n e r a l l y  d i s b u r s e d  b y  t h e  s t a t e  t r e a s u r e r .  
T e c h n i c a l l y ,  f u n d s  d i s b u r s e d  f r o m  t h e  S t a t e  T r u s t  F u n d  b e c o m e  
" s t a t e "  m o n i e s  a n d  a r e  n o t  v i e w e d  a s  e a r n e d  o r  u n e a r n e d  i n c o m e  
t o  t h e  d i s a b l e d  T r u s t  B e n e f i c i a r y ,  t h e r e f o r e  n o t  a f f e c t i n g  
p u b l i c  e n t i t l e m e n t  e l i g i b i l i t y  u n d e r  S u p p l e m e n t a r y  S e c u r i t y  
I n c o m e  (SSI) or  M e d i c a i d .

* A  s e g m e n t  of t h e  t r u s t  f u n d  c o n t r o l l e d  b y  t h e  B o a r d  o f  T r u s t e e s  
is t h e  C h a r i t a b l e  T r u s t  Fund. T h i s  f u n d  is a r e p o s i t o r y  to 
a c c e p t  r e s i d u a l  a n d  d o n a t e d  a s s e t s  e a r m a r k e d  f o r  l o w - i n c o m e  a n d  
i n d i g e n t  p e r s o n s  w i t h  d i s a b i l i t i e s  w h o  a r e  u n a b l e  t o  p a r t i c i­
p a t e  i n  t h e  P r i v a t e  T r u s t .  T h i s  i m p o r t a n t  p a r t  o f  t h e  S e l f -  
S u f f i c i e n c y  T r u s t  m o d e l  is s u p p o r t e d  by:

1) A s s e t s  l e f t  t o  t h e  C h a r i t a b l e  T r u s t  F u n d  b y  g r a n t o r s  o f  
p r i v a t e  t r u s t s  a t  t h e  d e a t h  of t h e  d i s a b l e d  b e n e f i c i a r y ;

2) C o n t r i b u t i o n s  f r o m  p r i v a t e  d o n o r s ,  b e q u e s t s ,  c o r p o r a t i o n s  
o r  f o u n d a t i o n s ;

E a r n i n g s  on t h e  p r i n c i p a l  of t h e  C h a r i t a b l e  T r u s t  F u n d  c a n  be  
t r a n s f e r r e d  t o  t h e  S t a t e  T r u s t  F u n d  a l l o w i n g  p a r t i c i p a t i o n  of 
l o w - i n c o m e  a n d  i n d i g e n t  d i s a b l e d  i n d i v i d u a l s  in t h e  c o n c e p t .

* A  L i f e - C a r e  P l a n  is d e v e l o p e d  for e a c h  T r u s t  B e n e f i c i a r y  w h i c h  
e m b o d i e s  t h e  w i s h e s  of' t h e  p a r e n t  (Grantor) a n d  d e f i n e s  t h e  
s c o p e  a n d  n a t u r e  o f  s u p p l e m e n t a l  s e r v i c e s  t o  b e  p r o v i d e d  t h e  
d i s a b l e d  i n d i v i d u a l .  T r a i n e d  S e l f - S u f f i c i e n c y  T r u s t  c o u n s e l o r s  
p r o v i d e  t h e  d i r e c t i o n  f o r  p a r e n t s  t o  d e v e l o p  a r e a l i s t i c  a n d  
n e e d - s p e c i f i c  p l a n .

* T h e  S e l f - S u f f i c i e n c y  T r u s t  c o m p u t e r i z e d  d a t a  b a s e  a s s e s s e s  e a c h  
T r u s t  B e n e f i c i a r y ' s  p r e s e n t  f u n c t i o n a l  a b i l i t i e s  a n d  s e r v i c e  
ne e d s ,  p r o j e c t s  f u t u r e  c a r e  r e q u i r e m e n t s  a n d  c o r r e l a t e s  p r e s e n t  
a n d  f u t u r e  c o s t s  b a s e d  on  e x i s t i n g  r e s i d e n t i a l  p e r  d i e m  
s c h e d u l e s .  T h i s  p r o c e s s  p r o v i d e s  e a c h  f a m i l y  w i t h  a r e a l i s t i c  
p r o j e c t i o n  o f  t h e  p r i n c i p a l  n e c e s s a r y  to  p r o v i d e  a f l o w  of 
i n t e r e s t  i n c o m e  s u f f i c i e n t  t o  f u n d  t h e  i n d i v i d u a l  s u p p l e m e n t a l  
s e r v i c e  L i f e - C a r e  P l a n .

T h i s  d a t a  c o l l e c t i o n  s y s t e m  is a l s o  v e r y  i m p o r t a n t  t o  t h e  
St a t e s .
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1) V i a  t h e  S S T  i n t a k e  p r o c e s s ,  d i s a b l e d  p e r s o n s  of a l l  a g e s  
w h o  a r e  n o t  c u r r e n t l y  i d e n t i f i e d  w i t h i n  t h e  p r o v i d e r  s y s t e m  
m a y  n o w  be  a c c o u n t e d  f o r  a n d  i d e n t i f i e d ^  b y  d i s a b i l i t y  
(type, s e v e r i t y ) , age, r e s i d e n t i a l  a n d  d a y - m o d e  p r o g r a m  
n eeds.

2) T h e  d a t a  g e n e r a t e d  w i l l  a l l o w  e a c h  s t a t e  t o  m o r e  a c c u r a t e l y  
p l a n  f o r  s t a t e  s e r v i c e s  b a s e d  o n  v a l i d  n e e d .  A p p r o p r i a t i o n s  
m a y  b e  s o u g h t  u s i n g  r e a l  s t a t i s t i c s .

* T h e  u n i v e r s a l  c o n c e r n  of p a r e n t s  a n d  f a m i l i e s  w i t h  d i s a b l e d  
d e p e n d e n t s ,  " w h o  w i l l  c a r e  f o r  m y  d e p e n d e n t  w h e n  I a m  g o n e ? " ,  
h a s  b e e n  a d d r e s s e d  b y  t h e  S e l f - S u f f i c i e n c y  T r u s t .  P e r s o n a l i z e d  
a d v o c a c y  a n d  s u c c e s s o r  g u a r d i a n s h i p  s e r v i c e s  a r e  a n  i n t r e g a l  
p a r t  o f  t h e  T r u s t  o p e r a t i o n  e n s u r i n g  c o n s i s t e n c y  a n d  q u a l i t y  o f  
care. I n  I l l i n o i s ,  PACT, Inc., a p r i v a t e  a n d  i n d e p e n d e n t  
g u a r d i a n s h i p  a g e n c y  is u n d e r  c o n t r a c t  b y  t h e  B o a r d  o f  T r u s t e e s  
t o  b r o k e r  a n d  m o n i t o r  t h e  s u p p l e m e n t a l  s e r v i c e s  a n d  o n g o i n g  
c a r e  o f  S e l f - S u f f i c i e n c y  T r u s t  B e n e f i c i a r i e s .

In total, t h e  S e l f - S u f f i c i e n c y  T r u s t  o f f e r s  p e r m a n e n c y  a n d  f l e x i­
b i l i t y  t o  a d a p t  t o  c h a n g i n g  g o v e r n m e n t a l  p o l i c i e s ,  e s t a t e  p l a n n i n g  
a n d  m a n a g e m e n t  e x p e r t i s e ,  s e c u r i t y  a g a i n s t  l o s s  o f  e l i g i b i l i t y  f o r  
p u b l i c  e n t i t l e m e n t  b e n e f i t s ,  a n d  p e a c e  o f  m i n d  t h a t  c o n c e r n e d  a n d  
k n o w l e d g a b l e  p r o f e s s i o n a l s  w i l l  e n s u r e  t h e  q u a l i t y  p e r s o n a l i z e d  
c a r e  t h a t  w i l l  b e  p r o v i d e d  for y o u r  d i s a b l e d  d e p e n d e n t  n o w  a n d / o r  
in t h e  f u t ure.

H O W  DOES P A R T I C I P A T I O N  A F F E C T  P U B L I C  B E N E F I T S ?

T h e  H e a l t h  C a r e  F i n a n c i n g  A u t h o r i t y  (H.C.F.A.) o f  t h e  D e p a r t m e n t  
o f  H e a l t h  a n d  H u m a n  S e r v i s e s ,  W a s h i n g t o n ,  D.C. h a s  r u l e d  t h a t  in 
m o s t  c a s e s  S e l f - S u f f i c i e n c y  T r u s t  p r i n c i p a l  a n d  i n t e r e s t  w i l l  n o t  
c o u n t  in d e t e r m i n i n g  M e d i c a i d  e l i g i b i l i t y .

R e g i o n  V  o f  t h e  S o c i a l  S e c u r i t y  A d m i n i s t r a t i o n  h a s  d e t e r m i n e d  
that, b a s e d  o n  c u r r e n t  r e g u l a t i o n s ,  t h e  S S T  a s s e t s  w i l l  n o t  c o u n t  
a s  r e s o u r c e s  in d e t e r m i n i n g  e l i g i b i l i t y  u n d e r  t h e  S u p p l e m e n t a l  
S e c u r i t y  I n c o m e  (SSI) p r o g r a m .

T h e s e  t w o  f e d e r a l l y - f u n d e d  e n t i t l e m e n t  p r o g r a m s  a r e  t h e  p r i m a r y  
s o u r c e s  o f  s u p p o r t  t o  t h e  d i s a b l e d  p o p u l a t i o n .

T O T A L  L I F E - C A R E  P L A N N I N G  O P T I O N S

T h e  S e l f - S u f f i c i e n c y  T r u s t  c r e a t e s  i n c e n t i v e s  f o r  a  f a m i l y  to  
b e g i n  f i n a n c i a l  a n d  c a r e  p l a n n i n g  f o r  t h e i r  d e p e n d e n t  w h o  is 
d i s a b l e d .
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A  S e l f - S u f f i c i e n c y  T r u s t  p e r m i t s  f a m i l i e s  to:

1. E n h a n c e  s e r v i c e s  w i t h  f a m i l y  res o u r c e s .  ^
2. H e l p  s e c u r e  t h e  q u a l i t y  of c a r e  t h e y  d e s i r e .
3. H e l p  m a i n t a i n  c o n t i n u e d  q u a l i t y  o f  l i f e s t y l e  a f t e r  t h e  f a m i l y  

i t s e l f  c a n  n o  l o n g e r  d o  so.
4. E n h a n c e  a c c e s s  t o  h o u s i n g .

T h e  S e l f - S u f f i c i e n c y  T r u s t  e n a b l e s  the f a m i l y  t o  c o n t r i b u t e  a s s e t s  
—  savings, i n v e s t m e n t s ,  r e a l  estate, i n s u r a n c e ,  etc. —  f o r  t h e  
b e n e f i t  o f  t h e i r  r e l a t i v e  w h o  is d i s a b l e d  a n d  o t h e r s  w h o  h a v e  
s i m i l a r  d i s a b i l i t i t e s .

A D V O C A C Y  C A R E

L i f e l o n g  c a r e  a n d  t h e  q u a l i t y  o f  t h a u  c a r e  is a p r i m a r y  c o n c e r n  
f o r  all f a m i l i e s  w i t h  r e l a t i v e s  w h o  a r e  d i s a b l e d .  F a m i l i e s  n a t u r­
a l l y  d e s i r e  t h e  a s s u r a n c e  t h a t  t h e i r  d i s a b l e d  r e l a t i v e  r e c e i v e s  
a l l  t h e  s e r v i c e s  t o  w h i c h  h e  or  she is e n t i t l e d .  F a m i l i e s  a l s o  
w a n t  t o  i m p r o v e  t h e  l i f e s t y l e  of t h e  d i s a b l e d  p e r s o n  b y  p r o v i d i n g  
e x t r a s  to m e e t  i n d i v i d u a l  p e r s o n a l  needs, l e i s u r e - t i m e  a c t i v i t i e s ,  
t r a i n i n g ,  c l i n i c a l  s e r v i c e s ,  a n d  t r a n s p o r t a t i o n .

S e l f - S u f f i c i e n c y  T r u s t  p a r t i c i p a t i o n  c a n  p r o v i d e  a d i s a b l e d  d e p e n­
d e n t  e n h a n c e d  c a r e  a n d  a p e r s o n a l  advoc a t e ,  e v e n  a f t e r  t h e  d e a t h  
o f  a p a r e n t  or g u a r d i a n .

I n  I l l i n o i s ,  P A C T ,  Inc. a n  e x p e r i e n c e d  p r i v a t e  s u r r o g a t e  f a m i l y  
m o d e l  o r g a n i z a t i o n  w h i c h  p r o v i d e s  p e r s o n a l  c a s e  m a n a g e m e n t  a n d  
g u a r d i a n s h i p  s e r v i c e s ,  is u n d e r  c o n t r a c t  t o  p r o v i d e  a d v o c a c y  a n d  
s u c c e s s o r  g u a r d i a n s h i p  s e r v i c e  t o  T r u s t  B e n e f i c i a r i e s  w h e n  t h e s e  
s e r v i c e s  a r e  r e q u e s t e d  b y  t h e  G rantor. F a m i l i e s  c a n  c o n t r a c t  w i t h  
t h e  S e l f - S u f f i c i e n c y  T r u s t  a n d  PACT, Inc. as a  p e r s o n a l  a d v o c a t e  
a n d  a d v i s o r  to b r o k e r  a n d  m o n i t o r  s u p p l e m e n t a l  s e r v i c e s  a n d  a s s u r e  
t h a t  p r o g r a m s  a r e  b e i n g  p r o p e r l y  p r o v i d e d  t o  t h e i r  r e l a t i v e  w i t h  a 
d i s a b i l i t y .

R E S I D E N T I A L  N E E D S

A n o t h e r  k e y  c o m p o n e n t  o f  t h e  S e l f - S u f f i c i e n c y  T r u s t  is t h a t  
f a m i l i e s  c a n  c r e a t e  h o u s i n g  a l t e r n a t i v e s  t h r o u g h  p r i v a t e  e f f o r t s .

T h i s  m a y  e n a b l e  a f a m i l y  t o  o v e r c o m e  l o n g  w a i t i n g  l i s t s  f o r  
e x i s t i n g  f a c i l i t i e s  a n d  p e r m i t s  l o c a t i o n  n e a r  t h e  f a m i l y ' s  h o m e .

T h r o u g h  t h i s  p r o g r a m ,  f a m i l i e s  n o t  o n l y  h e l p  m a k e  a r e s i d e n t i a l  
f a c i l i t y  a v a i l a b l e ,  b u t  a l s o  d e t e r m i n e  the q u a l i t y  of  t h a t  
r e s i d e n c e .
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P a r e n t s  c o u l d  p r o v i d e  t h e  c a p i t a l  n e e d e d  for p u r c h a s i n g  a house. 
W h e r e  n e c e s s a r y ,  a f f i l i a t e s  o f  t h e  N a t i o n a l  F o u n d a t i o n  f o r  the 
H a n d i c a p p e d  w o u l d  n e g o t i a t e  w i t h  t h e  a p p r o p r i a t e ^ s t a t e  a g e n c y  to 
d e t e r m i n e  the T r u s t  p o r t i o n  a n d  t h e  s t a t e  p o r t i o n  o f  f u n d i n g  the 
c o s t  o f  c a r e  w i t h i n  e x i s t i n g  s t a t e  l i c e n s u r e  and r a t e  m e t h o d o l o g y  
g u i d e l i n e s .  C o n t r a c t s  w o u l d  a l s o  b e  n e g o t i a t e d  w i t h  e x i s t i n g  
p r o v i d e r  a g e n c i e s  t o  p r o v i d e  m a n a g e m e n t  f o r  the r e s i d e n c e .

S T A T E W I D E  D A T A B A S E

T h e  T r u s t  w i l l  c o l l e c t  i n f o r m a t i o n  a b o u t  i n d i v i d u a l s  w i t h  d i s a b i l­
i t i e s  a n d  t h e i r  c u r r e n t  a n d  f u t u r e  n e e d s .  This i n f o r m a t i o n  w i l l  
b e  c o m p i l e d  in t h e  D i s a b l e d  P o p u l a t i o n  P r o f i l e  S y s t e m  and
p r e s e n t e d  in a c o n f i d e n t i a l  m a n n e r  t o  t h e  D e p a r t m e n t  o f  M e n t a l  
H e a l t h  a n d  D e v e l o p m e n t a l  D i s a b i l i t i e s ,  t o  a l l o w  t h e  s t a t e  t o  p l a n  
e f f e c t i v e l y  for f u t u r e  n e e d s .

I n  a d d i t i o n ,  a c o m p u t e r  p r o g r a m  h a s  b e e n  d e v e l o p e d  w h i c h  u s e s  
f e d e r a l  f u n c t i o n a l  d i s a b i l i t y  c r i t e r i a  t o  p e r f o r m  n e e d - s p e c i f i c  
a s s e s s m e n t  ol p r e s e n t  a n d  f u t u r e  r e s i d e n t i a l  c o n f i g u r a t i o n s  a n d  
t h e i r  costs. F a m i l i e s  m a y  u s e  t h i s  d a t a  in p r e p a r i n g  a n  e s t a t e  
p l a n  s u f f i c i e n t  t o  g e n e r a t e  t h e  n e c e s s a r y  annual i n c o m e  n e e d e d  to 
p u r c h a s e  the s u p p l e m e n t a l  s e r v i c e s  d e s i r e d  f o r  t h e  T r u s t  
p a r t i c i p a n t .

F I N A N C I N G

F a m i l i e s  c a n . f i n a n c e  t h e i r  p a r t i c i p a t i o n  i n  the T r u s t  b y  m a k i n g  a 
c r a n s f e r  o f  c a s h  o r  o c h e r  a s s ets, e i t h e r  i m m e d i a t e l y ,  o v e r  t i m e  as 
v a r i o u s  s e r v i c e s  a r e  i n i t i a t e d ,  o r  t h r o u g h  a will. L i f e  i n s u r a n c e  
p r o v i d e s  a n o t h e r  m e a n s  f o r  f a m i l i e s  t o  f u n d  the p r o g r a m  a n d  to 
p a r t i c i p a t e  in the T r u s t .

P r o g r a m  f u n d i n g  f o r  p e o p l e  w i t h  d i s a b i l i t i e s  b e c o m e s  m o r e  
d i f f i c u l t  to o b t a i n  e a c h  year. T h i s  u n c e r t a i n t y  t h r e a t e n s  the 
s t a b i l i t y  of the s t a t e ' s  p r o v i d e r  n e t w o r k  a n d  c o n c e r n s  the 
f a m i l i e s  o f  i n d i v i d u a l s  w i t h  d i s a b i l i t i e s .

U n m e t  h o u s i n g  n e e d s  f o r  a s i g n i f i c a n t  p o r t i o n  o f  t h e  d i s a b l e d  
p o p u l a t i o n  is a w i d e s p r e a d  d i l e m m a .  L o n g e r  l i f e s p a n s  o f  p e o p l e  
w i t h  d i s a b i l i t i e s  a n d  t h e  a g i n g  o f  r e s p o n s i b l e  f a m i l y  m e m b e r s  
i n c r e a s e s  a n x i e t i e s  c o n c e r n i n g  l o n g - t e r m  c a r e  and f u t u r e  h o u s i n g  
ne e d s .

S U M M A R Y
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T h e  S e l f - S u f f i c i e n c y  T r u s t  c r e a t e s  a s t r e a m  of  m o n e y  w h i c h  m a y  be  
c h a n n e l e d  t h r o u g h  t h e  s t a t e  to h e l p  p r o v i d e  f o r  t h e  n e e d s  of 
p e o p l e  w i t h  d i s a b i l i t i e s .  ^

F i n a l l y  t h e  S e l f - S u f f i c i e n c y  T r u s t  p r o v i d e s  f a m i l i e s  o f  t h e  d i s­
a b l e d  a s t r o n g  v o i c e  a n d  p o t e n t i a l l y  p o w e r f u l  r o l e  i n  t h e  p r e s e n t  
a n d  f u t u r e  d e c i s i o n s  w h i c h  i m p a c t  t h e i r  d i s a b l e d  f a m i l y  m e m b e r s .  
P l a n n i n g  t o d a y  for a s e c u r e  t o m o r r o w  is w i t h i n  t h e  r e a c h  o f  m o s t  
f a m i l i e s  w i t h  d i s a b l e d  d e p e n d e n t s  t h r o u g h  t h e  S e l f - S u f f i c i e n c y  
T r u s t .

F O R  M O R E  I N F O R M A T I O N :

F o r  f a m i l i e s  a n d  g u a r d i a n s  s e e k i n g  a d d i t i o n a l  i n f o r m a t i o n :

F o r  p r o v i d e r s  a n d  s t a t e  o f f i c i a l s  t h r o u g h o u t  t h e  U n i t e d  S t a t e s :

" S e l f - S u f f i c i e n c y  T r u s t "
C o p y r i g h t  19 8 6  1987 1 9 8 8  N a t i o n a l  F o u n d a t i o n  f o r  t h e  H a n d i c a p p e d  
" D i s a b l e d  P o p u l a t i o n  P r o f i l e  S y s t e m "
C o p y r i g h t  19 8 8  C h a r t e r  M a n a g e m e n t  G r o u p ,  Ltd.

C h i c a g o  Office:

H e a d q u a r t e r s : T h e  S e l f - S u f f i c i e n c y  T r u s t  o f  I l l i n o i s  
340 'il. B u t t e r f i e l d  R o a d ,  S u i t e  3C 
E l m h u r s t ,  I L  6 0 1 2 6  
3 1 2 / 9 4 1 - 3 4 9 8  
P A C T , I n c .
166 W. W a s h i n g t o n ,  S u i t e  3 0 0  
C h i c a g o ,  I L  6 0 202 
3 1 2 / 6 4 1 - 6 3 6 3  
3 1 2 / 6 4 1 - 6 5 2 4  (TDD)

P a u l  L. M e d l i n  
S e n i o r  V i c e - P r e s i d e n t  
C o r p o r a t e  D e v e l o p m e n t
N a t i o n a l  F o u n d a t i o n  f o r  t h e  H a n d i c a p p e d  
340 W. B u t t e r f i e l d  R o a d  
E l m h u r s t ,  I L  6 0 1 2 6  
(312) 8 3 2 - 9 7 0 0

P r i n t e d  i n  t h e  U . S . A . R e v i s e d  5 / 2 0 / 8 8



T H E  S E L F - S U F F I C I E N C Y  T R U S T ^

W h a t  is the S e l f - S u f f i c i e n c y  T r u s t ?

A s  a p r i v a t e  s e c t o r  i n i t i a t i v e ,  the N a t i o n a l  F o u n d a t i o n  f o r  the 
H a n d i c a p p e d  a n d  J a m e s  H. DeOre; d e v e l o p e d  t h e  S e l f - S u f f i c i e n c y  
T r u s t  c o n c e p t .  Th i s  c o n c e p t  p e r m i t s  i n d i v i d u a l s  w i t h  
d i s a b i l i t i e s  a n d  t h e i r  f a m i l i e s  p o t e n t i a l  a c c e s s  to, a n d  the 
p o t e n t i a l  c a p a b i l i t y  for d e v e l o p i n g  s e r v i c e s  a n d  p r o g r a m s  to 
s u p p l e m e n t  c u r r e n t  s t a t e  a n d  f e d e r a l  b e n e f i t s .

T h i s  p l a n  w a s  a l s o  c o n c e i v e d  t o  a s s i s t  s t a t e s ,  h a r d - p r e s s e d  d u e  
t o  l i m i t e d  r e s o u r c e s ,  w i t h  a p o t e n t i a l  m e a n s  for d e v e l o p i n g  a n e w  
i n c o m e  s t r e a m  for e x p a n s i o n  o f  b a d l y  n e e d e d  s e r v i c e s .

W h a t  d i s a b l e d  g r o u p s  a r e  c o v e r e d  b y  t h e  S e l f - S u f f i c i e n c y  T r u s t ?

T h e  S e l f - S u f f i c i e n c y  T r u s t  s e r v e s  the d e v e l o p m e n t a l l y  d i s a b l e d ,  
t h e  c h r o n i c a l l y  m e n t a l l y  ill a n d  the p h y s i c a l l y  h a n d i c a p p e d .

W h y  w a s  t h e  S e l f - S u f f i c i e n c y  T r u s t  c o p y r i g h t e d ?

T h e  N a t i o n a l  F o u n d a t i o n  r e a l i z e d  t h e r e  w a s  a p o s s i b i l i t y  for 
i n d i v i d u a l s  a n d  g r o u p s  to u s e  the c o n c e p t  w i t h o u t  f u l l y  
a p p r e c i a t i n g  the r e q u i r e m e n t s  involved. T o  a v o i d  a n y  p r o b l e m s  
a s s o c i a t e d  w i t h  this t y p e  o f  a c t i v i t y ,  a n d  d u e  to the 
s i g n i f i c a n c e  a n d  s e r i o u s n e s s  of  the p u b l i c  t r u s t  i n v e s t e d  in t h i s  
c o n c e p t ,  t h e  N a t i o n a l  F o u n d a t i o n  h a s  c h o s e n  to  c o p y r i g h t  the 
m a t e r i a l s  w h i c h  d e s c r i b e  t h e  d e v e l o p m e n t ,  t h e  i n s t a l l a t i o n ,  the 
s e r v i c i n g ,  a s  w e l l  as t h e  o p e r a t i o n s  of t h e  Tr u s t .  T h e  N a t i o n a l  
F o u n d a t i o n  for the H a n d i c a p p e d ,  c h a r g e s  e a c h  s t a t e  $ 1 , 0 0 0  p e r  
y ear, o n c e  it h a s  an  e s t a b l i s h e d  a n d  o p e r a t i n g  S e l f - S u f f i c i e n c y  
T rust. T h i s  fee is u s e d  b y  t h e  N a t i o n a l  F o u n d a t i o n  f o r  the 
H a n d i c a p p e d  for c h a r i t a b l e  p u r p o s e s .

W h a t  is t h e  role of t h e  N a t i o n a l  F o u n d a t i o n  i n  d e v e l o p i n g  the 
S e l f - S u f i c i e n c y  T r u s t ?

T h e  N a t i o n a l  F o u n d a t i o n  for t h e  H a n d i c a p p e d  p r o v i d e s  e a c h  s t a t e  
w i t h  the t e c h n i c a l  a s s i s t a n c e  for d e v e l o p i n g  its S e l f - S u f f i c i e n c y  
T r u s t .  In addition, t h e  N a t i o n a l  F o u n d a t i o n  for the H a n d i c a p p e d  
c a n  p r o v i d e  to e a c h  T r u s t  g r a n t s  a n d / o r  l o w - i n t e r e s t  l o a n s  for 
c a s h  f l o w  p u r p o s e s .  F o r  e x a m p l e ,  in t h e  S t a t e  of I l l i n o i s ,  t h e  
N a t i o n a l  F o u n d a t i o n  for t h e  H a n d i c a p p e d  m a d e  a g r a n t  to e s t a b l i s h  
s t a f f  for the S e l f - S u f f i c i e n c y  Trust.



W h a t  s t e p s  are i n v o l v e d  in e s t a b l i s h i n g  the S e l f - S u f f i c i e n c y  
T r u s t ?

T h e  a c t u a l  m e c h a n i s m s  for e s t a b l i s h i n g  a S e l f - S u f f i c i e n c y  T r u s t  
m a y  v a r y  fr o m  s t a t e  t o  s t a t e  a c c o r d i n g  to s t a t e  law. T h r o u g h  the 
l e g i s l a t i v e  p r o c e s s  of  e n a c t i n g  a s t a t e  law in e a c h  s t a t e ,  the 
b a s i s  for the S e l f - S u f f i c i e n c y  T r ^ s t  is e s t a b l i s h e d .

U n d e r  the m o d e l  l e g i s l a t i o n ,  a p r i v a t e  c h a r i t a b l e  5 0 1 ( c ) ( 3 )  
o r g a n i z a t i o n  e s t a b l i s h e s  the S e l f - S u f f i c i e n c y  T r u s t ,  a n d  a p p o i n t s  
a b o a r d  of d i r e c t o r s .  T h i s  b o a r d  is c o m p r i s e d  of m e m b e r s  of the 
p r i v a t e  and p u b l i c  s e c t o r .  T n e  T r u s t  d o c u m e n t  p r o v i d e s  the 
s t r u c t u r e  a n d  g u i d e l i n e s  for i t s  o p e r a t i o n s .

T h e  N a t i o n a l  F o u n d a t i o n  for the H a n d i c a p p e d ,  t h r o u g h  a n  a g r e e m e n t  
w i t h  the c h a r i t a b l e  5 0 1 ( c ) ( 3 )  o r g a n i z a t i o n ,  p r o v i d e s  f o r  the 
i n i t i a l  o r g a n i z a t i o n  o f  the T r u s t .  S u b s e q u e n t l y ,  t h e  N a t i o n a l  
F o u n d a t i o n  for t h e  H a n d i c a p p e d  e n t e r s  in t o  a c o n t r a c t u a l  
r e l a t i o n s h i p  to p r o v i d e  t e c h n i c a l  a s s i s t a n c e ,  t r a i n i n g  a n d  
s e r v i c e  to the T r u s t  in e a c h  state.

W h a t  a r e  the r e g u l a t o r y  r e q u i r e m e n t s  in  e a c h  s t a t e  f o r  t h e  S e l f -  
S u f f i c i e n c y  ’’’ru s t ?

T h e  r e g u l a t o r y  r e q u i r e m e n t s  w i l l  v a r y  f r o m  s t a t e  to  s t a t e .  E a c h  
s t a t e  m u s t  go t h r o u g h  a  r e v i e w  of its l a w  a n d  t r u s t  s t r u c t u r e  b y  
the S o c i a l  S e c u r i t y  A d m i n i s t r a t i o n ,  b y  the H e a l t h  C a r e  F i n a n c i n g  
A d m i n i s t r a t i o n  (HCFA) a n d  a n y  o t h e r  r e g u l a t o r y  b o d i e s  w i t h i n  t h e  
s t a t e  that w i l l  be  a f f e c t e d  b y  i m p l e m e n t a t i o n  of t h e  S e l f -  
S u f f i c i e n c y  T r u s t .

H o w  l o n g  d o e s  it t a k e  to d e v e l o p  a S e l f - S u f f i c i e n c y  T r u s t  in a 
s t a t e ?

T h e r e  are t h r e e  s t a g e s  of the S e l f - S u f f i c i e n c y  T r u s t  P o j e c t :  
d e v e l o p m e n t ,  i n s t a l l a t i o n  a n d  m a i n t e n a n c e .

In the d e v e l o p m e n t  s t a g e ,  the o r g a n i z a t i o n a l  s t r u c t u r e  is c r e a t e d  
b y  s t a t e  law, t h e  t r u s t  d o c u m e n t s  a r e  e x e c u t e d  a n d  t h e  T r u s t  
B o a r d  of T r u s t e e s  a r e  a p p o i n t e d .

T h e  s e c o n d  sta g e ,  t h e  i n s t a l l a t i o n  st a g e ,  i n c l u d e s  e d u c a t i o n  of 
p a r e n t s ,  p r o v i d e r s  a n d  p r o f e s s i o n a l s ,  t r a i n i n g  st a f f ,  s e t t i n g  u p  
o f  o p e r a t i o n s  a n d  a p p r o p r i a t e  i n t e r v i e w i n g  of f a m i l i e s .

T h e  t h i r d  s t a g e  i n c l u d e s  o p e r a t i o n ,  m a i n t e n a n c e  a n d  s e r v i c e  of 
the Trust.



W h a t  a r e  s o m e  o f  the s e r v i c e s  o f  the T r u s t ?

T h e  T r u s t  c a n  p r o v i d e  t h e  o p p o r t u n i t y  for f a m i l i e s  t o  p l a n  f o r  
th e  f u t u r e  c a r e  a n d  f u n d i n g  of s e r v i c e s  f o r  the d i s a b l e d  
p o p u l a t i o n .

F o r  the state, t h e  T r u s t  c a n  f u n c t i o n  as a s t a t e - w i d e  case 
m a n a g e m e n t  o r g a n i z a t i o n ,  e n d e a v o r i n g  to l o c a t e  s e r v i c e s  for 
f a m i l i e s  at n o  c h a r g e  f o r  t h i s  service. S e c o n d l y ,  t h e  T r u s t  
d e v e l o p s  for e a c h  s t a t e  i n f o r m a t i o n  on p e r s o n s  w h o  a r e  not 
c u r r e n t l y  in s e r v i c e s ,  p a r t i c u l a r l y  in t h e  a r e a  o f  s p e c i a l  
e d u c a t i o n .  T h r o u g h  its d a t a b a s e  D i s a b l e d  P o p u l a t i o n  P r o f i l e  
S y s t e m ,  the T r u s t  links c l i n i c a l  s e r v i c e  n e e d s  o f  e a c h  i n d i v i d u a l  
w i t h  a d i s a b i l i t y  w i t h  p o t e n t i a l  state r e i m b u r s e m e n t  s e r v i c e s  in 
t h e  future. D o l l a r  a m o u n t s  i d e n t i f i e d  for t h e s e  s e r v i c e s  c a n  
t h e n  b e  u s e d  b y  the s t a t e  l e g i s l a t u r e  a n d  a d m i n i s t r a t i o n  a s  a 
p r e c i s e  p l a n n i n g  tool, so  t h a t  e s t i m a t e s  f o r  f u t u r e  c o s t s  c a n  be 
m a d e  for b u d g e t i n g  p u r p o s e s .

T h i r d  is the a c t u a l  n e g o t i a t i o n  for s e r v i c e  p r o v i s i o n  by the 
T r u s t .  T h e s e  m a y  be in t h e  a r e a s  of r e s p i t e  care, h o u s i n g ,  d a y  
t r e a t m e n t  s e r v i c e s ,  g u a r d i a n s h i p  and a d v o c a c y  care.

W h a t  a b o u t  p r o v i s i o n s  f o r  l o w - i n c o m e  f a m i l i e s ?

T h e  T r u s t  h a s  s p e c i f i c a l l y  d e s i g n e d  a p r o g r a m  to m e e t  the n e e d s  
of l o w - i n c o m e  famil i e s .  F i r s t ,  l o w - i n c o m e  f a m i l i e s  are 
e n c o u r a g e d  to f i n a n c i a l l y  p a r t i c i p a t e  in t h e  T r u s t ,  s p e c i f i c a l l y  
t h r o u g h  life i n s u r a n c e  p o l i c i e s ,  w h e r e  t h e  T r u s t  m a y  h e l p  to 
m a t c h  a f a m i l y ' s  p a r t i c i p a t i o n .

S e c o n d l y ,  for t h o s e  l o w - i n c o m e  f a m i l i e s  w h e r e  f i n a n c i a l  
p a r t i c i p a t i o n  is not p o s s i b l e ,  i n d i v i d u a l s  a r e  i d e n t i f i e d  to the 
s t a t e  b y  the T r u s t  as n e e d i n g  services.

Th i r d ,  funds g e n e r a t e d  b y  f a m i l i e s  who a r e  in t h e  Trust, m u s t  
a l s o  p r o v i d e  s e r v i c e s  f o r  l o w - i c o m e  f a m i l i e s  w i t h  i n d i v i d u a l s  
wi+*h d i s a b i l i t i e s .

F o u r t h ,  a p e r c e n t a g e  of a f a m i l y ' s  c o n t r i b u t i o n  to  t h e  T r u s t  w i l l  
b e  r e t a i n e d  u p o n  t e r m i n a t i o n  o f  t h eir c o n t r a c t  a n d  t r a n s f e r r e d  to 
t h e  C h a r i t a b l e  F u n d  to m a k e  g r a n t s  for l o w - i n c o m e  f a m i l i e s .  At  
t h e  d e a t h  of t h e  i n d i v i d u a l  w i t h  a d i s a b i l i t y ,  5 0 %  o f  the 
p r i n c i p a l  is d i s t r i b u t e d  to  t h e  C h a r i t a b l e  F u n d  to m a k e  g r a n t s  
f o r  l o w - i n c o m e  f a m i l i e s .  T h e  r e m a i n i n g  5 0 %  f l o w s  b a c k  to t h e  
h e i r s  of the donor.

A n d  fifth, b y  b r i n g i n g  n e w  r e s o u r c e s  into t h e  s y s t e m ,  the s t a t e  
h a s  the o p p o r t u n i t y  of e x p a n d i n g  s e r v i c e s  f o r  l o w - i n c o m e  
f a m i l i e s .



W h a t  are the fees to f a m i l i e s ?

T h e r e  a r e  n o  d i r e c t  f e e s  to f a m i l i e s  a c t i v e  i n  the T r u s t .  In 
I l l i n o i s  the T r u s t  c u r r e n t l y  a n t i c i p a t e s  a 1 . 4 %  c o ^ t  f o r  
o p e r a t i o n s ,  w h i c h  w i l l  b e  r e t a i n e d  b y  the T r u s t  for its e a r n i n g s .  
T h i s  c o m p a r e s  to a n  a v e r a g e  T r u s t  c o s t  of 1 . 5 %  to 2 . 0 %  t h r o u g h o u t  

I l l i n o i s .

C a n  the T r u s t  h e l p  w i t h  t h e  c u r r e n t  g r o w i n g  h o u s i n g  s h o r t a g e  f o r  

t h e  d i s a b l e d ?

T h e  T r u s t  d a t a b a s e  w i l l  f a c i l i t a t e  in the i d e n t i f i c a t i o n  of 
n e e d e d  h o u s i n g  a n d  p o t e n t i a l  r e s i d e n t s  a l l o w i n g  the s t a t e ,  
p r o v i d e r s ,  a n d  p a r e n t s  to d e v e l o p  n e w  h o u s i n g  w i t h  s m a l l  g r o u p  
ho m e s ,  c o n d o m i n i u m s ,  a n d  i n t e g r a t e d  a p a r t m e n t  e n v i r o n m e n t s .
A l s o ,  the T r u s t  d a t a b a s e  w i l l  i d e n t i f y  p a r e n t s  w h o  c o u l d  j o i n  
t o g e t h e r  to p u r c h a s e  a h o m e  for t h e i r  d i s a b l e d  r e l a t i v e s  w h o  h a v e  

s i m i l a r  needs.

I n  b o t h  t h e s e  i n s t a n c e s ,  a local p r o v i d e r  w o u l d  p a r t i c i p a t e  as 
n e c e s s a r y  a n d  a p p r o p r i a t e  in  p r o v i d i n g  n e e d e d  c a r e  a n d  s e c u r i n g  
r e q u i r e d  licenses.

P a r e n t s  of y o u n g  c h i l d r e n  w i t h  d i s a b i l i t i e s  m a y  w a n t  t o  u s e  t h i s  
s e c o n d  c o n c e p t  of c a p i t a l  p u r c h a s i n g  for i n v e s t m e n t  p u r p o s e s  t o  
a c h i e v e  f u t u r e  c a r e  a n d  s e r v i c e  o b j e c t i v e s  f o r  t h e i r  s o n  or 
d a u g h t e r .

C a n  the T r u s t  financ.. J l y  p a r t i c i p a t e  in the o p e r a t i n g  c o s t s  o f  
t h e  h o u s e ?

T r u s t  d o l l a r s  m a y  o n l y  be u s e d  to p r o v i d e  r e h a b i l i t a t i o n ,  
t r a i n i n g  for e m p l o y m e n t ,  s p e c i a l  a s s i s t a n c e  in the w o r k p l a c e ,  
n e c e s s a r y  h e l p  w i t h  p e r s o n a l  c a r e  a n d  o t h e r  s p e c i a l  h e l p  in 
c o p i n g  w i t h  h a n d i c a p s .

W h a t  a r e  s o m e  a d d i t i o n a l  a d v a n t a g e s  of the S e l f - S u f f i c i e n c y  
T r u s t ?

O n e  a d v a n t a g e  of t h e  S e l f - S u f f i c i e n c y  T r u s t  is that it f u n c t i o n s  
o n  b e h a l f  of the f a m i l y .  T h i s  b e n e f i t  of b r o a d e n e d  a d v o c a c y  o n  
b e h a l f  of the f a m i l y  is of p a r t i c u l a r  a d v a n t a g e  to t h e  i n d i v i d u a l  
w i t h  a d i s a b i l i t y  o n c e  the p a r e n t  or  g u a r d i a n  has p a s s e d  a w ay.

F a m i l i e s  w h o  h a v e  r e l a t i v e s  at v a r i o u s  p r o v i d e r  o r g a n i z a t i o n s  m a y  
c o n s i d e r  l e a v i n g  t h e i r  m o n e y  to t h o s e  o r g a n i z a t i o n s  to c o n t i n u e  
c a r e  or s e r v i c e s  a f t e r  the p a r e n t  o r  g u a r d i a n  has p a s s e d  away.



U n f o r t u n a t e l y ,  m a n y  p r o v i d e r s  h a v e  l i m i t e d  s e r v i c e  c a p a b i l i t y ,  
a n d  b e c a u s e  of h e a l t h  n e e d s  or  for o t h e r  r e a s o n s ,  t h e  i n d i v i d u a l  
w i t h  a d i s a b i l i t y  m a y  not a c t u a l l y  l i v e  out h i s  or h e r  life 
w i t h i n  the p e r v u e  of a c e r t a i n  p r o v i d e r .  T h e  t r u s ^  in 
e n c o u r a g i n g  p a r e n t  p l a n n i n g  m a y  f a c i l i t a t e  the p r o v i s i o n  of 
q u a l i t y  ca r e  e v  n  if the i n d i v i d u a l  w i t h  a d i s a b i l i t y  l e a v e s  a 
p r o v i d e r .

O n e  of the p r i m a r y  p r o g r a m s  n e e d e d  b y  adult, m e n t a l l y  or 
p h y s i c a l l y  d i s a b l e d  i n d i v i d u a l s  is the t r a i n i n g  f o r  c o n t i n u e d  
e d u c a t i o n ,  e m p l o y m e n t  or s p e c i a l  w o r k  p l a c e s  so  t h e  i n d i v i d u a l  
c a n  e n j o y  a m o r e  f u l l  and p r o d u c t i v e  life.

P r o g r a m s  s u c h  as  s h e l t e r e d  w o r k s h o p s ,  job a n d  c a r e e r  t r a i n i n g  
p r o g r a m s  a n d  s u p p o r t i v e  e m p l o y m e n t  p r o g r a m s  a r e  u t i l i z e d  by 
i n d i v i d u a l s  w i t h  d i s a b i l i t i e s  to a c c e s s  e m p l o y m e n t  a n d  
p r o d u c t i v i t y .  T h e  S e l f - S u f f i c i e n c y  T r u s t  p r o v i d e s  t h e  fa m i l y  
w i t h  the o p p o r t u n i t y  to p l a n  for a n d  f i n a n c i a l l y  p a r t i c i p a t e  in 
t h e s e  s e r v i c e s  a n d  t h r o u g h  t h e  T r u s t  p r o v i d e r  m e c h a n i s m ,  to 
e n s u r e  t h e i r  a v a i l a b i l i t y  a n d  a c c e s s i b i l i t y .

O n e  of the m o s t  c r i t i c a l  a s p e c t s  of s e r v i c e  i n c l u d e s  t h e  n e e d  for 
e m e r g e n c y  i n - h o m e  care. O f t e n  the s e r i o u s  i l l n e s s  of a s p o u s e  
a n d / o r  s u d d e n  t r a u m a  in a f a m i l y  s i t u a t i o n  c r e a t e s  a s u b s t a n t i a l  
b u r d e n  on  t h e  o t h e r  parent. H e  or she is n o t  o n l y  c o n f r o n t e d  
w i t h  the p r o b l e m  r e l a t i n g  to t h e  spouse, b u t  m u s t  a l s o  c o p e  w i t h  
t h e  i n d i v i d u a l  w i t h  a d i s a b i l i t y  l i v i n g  at h o m e .  T h r o u g h  the 
T rust, f a m i l i e s  c a n  m a k e  p r o v i s i o n s  a n d  p l a n  f o r  s u c h  e m e r g e n c y  
r e s p i t e  c a r e  to p r e c l u d e  the b u r d e n  of a c c e s s i n g  t h i s  c a r e  at an 
u n e x p e c t e d  time, a n d  to r e a l i z e  the p e a c e  of m i n d  t h a t  s u c h  care 
m a k e s  a v a i l a b l e .
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by  P a u l M ed lin

W hen parents and families with 

children who arc disabled 

ponder the future, they face 

concerns that parents of non-disabled 

children do not. They must provide a life- 

care legacy that will not render their 

disabled dependent vulnerable after the 

parent's death. Innovative research and 

development in nontraditional estate and 

future care planning has begun to replace 

the usual “catch 22" situations faced by 

these families with effective measures to

assure the protective legacy their 

dependents need. The Self-Sufficiency 

Trust model removes the complications 

that have traditionally stymied effective 

estate planning efforts by parents: it in­

cludes the personalized life-care monitor­

ing and guardianship services that signif­

icantly reduce future vulnerability.

Conceived in Illinois, the Self-Suf­

ficiency Trust evolved from the research 

of the National Foundation for the Hand­

icapped under the direction of Mr. James
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T h e  S e l f - S u f f i c i e n c y  T r u s t
I n n o v a t i o n  i n  L i f e - C a r e  P l a n n i n g  f o r  t h e  D i s a b l e d

H. DeOre. with funding in pan from the 

Illinois Department of Mental Health. In 

September 1986. the Self-Sufficiency 

Trust was enacted into law (P. A. 84-1373) 

by unanimous vote of the Illinois 

Legislature.

The Trust model was seen as an "estate 

planning" option that would avoid conflict 

with existing rules that penalize families 

for providing direct services to their dis­

abled dependents eligible tor federal 

assistance under the Supplemental Secur­

ity Income and Medicaid programs. Fur­

ther. the Trust would encourage the flow 

of money from private sources, focusing 

on expanded supplemental services to die 

disabled. This new private-public in­

itiative encourages parents, state govern­

ment. and service providers to work to­

gether to plan now for a secure future for 

the disabled.

The Self-Sufficiency Trust model in­

cludes private and public trust compo­

nents. It is governed by a volunteer Board 

of Trustees that works first with the family 

co-trustees to contiol the Private Fund to 

which families may contribute the assets 

(money, securities, property) designated 

by private trusts for life-care services of 

named disabled beneficiaries. Secondly, 

the Board of Trustees controls the Chari­

table Trust which accepts residual and 

donated assets for use in providing service 

to low-income and ind' ,ent persons with 

disabilities who are unable to participate 

in a private trust.

Further, the Eoard of Trustees controls 

the disbursement of funds as defined in 

each "life-care plan" of the named dis-

r,aul Medlin is involved in setting uo tne Sell- 
Sufficiency Trust nationwide For additional in­
formation about SST call (312) 941-3498. or 

write The National Foundation for the Handi­
capped. 340 W. Burehield Flo.. Elmnurst. IL 

6012a

abled beneficiaries, and ensures that 

necessary supplemental services are pro­

vided each beneficiary. Finally, the Board 

of Trustees works with the Illinois Depart­

ment of Mental Health and Developmental 

Disabilities to ensure that the repository 

of donations from the Charitable Fund are 

used to expand existing governmental sup­

ported services to benefit people with 

disabilities where the greatest need exists.

W h a t  .Are S S T  Life-Care Plans?

Each "private trust” within the Self- 

Sufficiency Trust is operationally based 

upon the individual “Life-Care Plans” 

developed by the parents or family and the 

knowledgeable trust staff. The Lire-Care 

Plan becomes the document that governs 

the administration and disbursement of 

each "private" trust fund and identifies 

those supplemental services that the fam­

ily or parent desires for their disabled 

dependent. Identifying future needs and 

costs is difficult. Therefore, a computer­

ized data-base that assesses present need, 

projects changing future service needs, 

and correlates present and future costs of 

those services helps each family to plan 

realistically, based on their capacity to 

fund supplemental service needs through 

estate planning. Principal assets are in­

dividually calculated that will provide a 

flow of interest income sufficient to fund 

present and/or future supplemental service 

needs.

Initiation of private trusts will vary for 

families, depending on the assets required 

to fund their plan. Some families may 

establish a trust within the Self- 

Sufficiency Trust while they are living by 

depositing assets in a private trust at one 

time or over several years. Others may 

make provisions to deposit their disabled 

heir's share of the parent's estate into a 

Self-Sufficiency Trust via a trust clause in 

their will. Som e  may choose a combina­

tion. but regardless of the funding ap­

proach taker., families will have careful­

ly constructed a "life-care plan." defined 

the supplemental services desired, and in­

itiated estate planning for the benefit of 

their disabled dependent.

W h a t  Role Does Parent/Grantor 

Play in SST?

Upon the establishment of a Self-Suffi­

ciency Trust account, the donor or gran­

tor of the private trust may serve as co­

trustee or may- designate someone else. 

The co-trustee retains the right to disap­

prove or delay implementation of the 

disabled beneficiary's “life-care plan." 

Until disbursement for services is made 

from each representative beneficiary's 

Self-Sufficiency Private Trust Fund ac­

count. the grantor (parent or other) may 

withdraw from participation and recover 

his or her original contribution minus a 

penalty based on the number of years of 

participation in the SST Private Fund. The 

S S T  Private Trusts are considered irre­

vocable. meaning that the original intent 

of the grantor of the trust cannot be 

changed.

Additionally, the Self-Sufficiency Trust 

model provides that at least 50%  of the 

principal remaining in the Frivate Trust 

at the death of the disabled beneficiary be 

left to the Charitable (Remainder) Trust, 

with the balance returned to the heirs of 

the Trust grantor. These residual assets, 

combined with private donations, allow 

the Board of Trustees to service the 

indigent.

How Are Funds Disbursed?

Once the individual SST Private Trust is 

established and funded, the disbursements 

that benefit each disabled beneficiary may 

be completed in one of two ways. First, 

monies (interest) may be "donated” by 

design in the Lifc-Care Plan to a counter­

part SST State Fund operated by the
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Department of Mental Health and con- 

. trolled by the State Treasurer. This "dona­

tion" process transfers the assets required 

to purchase the needed supplemental serv­

ices to an individual account maintained 

for each beneficiary entitled to benefits 

from that government department. Vou­

chers are then processed via the state 

treasurer to pay for the desired sup­

plemental service. While many tind this 

step in the process unsettling, it has the 

distinct advantages of preserving public 

entitlements and avoiding invasion of the 

trust. Disbursements by the Department 

of Mental Health via the state treasurer are 

made to regular service providers.

Monies deposited for this purpose may 

not revert back to a private trust or 

charitable trust account, unless it is deter­

mined by that department that the funds 

cannot be used to purchase the services 

for which they were designated in the 

agreement. At that point, funds may be 

returned.

The second disbursement process in­

volves direct payments to private vendors, 

human service providers, advocates, or 

successor guardians who are monitoring 

the welfare and condition of the bene­

ficiary. This service provision sets the 

Self-Sufficiency Trust apart from generic 

trusts devoid of life-care monitoring. 

Families may build into the life-care plan 

a personalized, non-profit organization or 

group to look out for the best interests of 

each disabled beneficiary and to act as 

either an “advisor" to the Board of 

Trustees, ensuring that Trust assets are 

meeting valid needs, or purchasing quality 

services. They may also seek a successor 

guardian to assume legal consent authority 

at some point in the future. The peace of 

mind that is desired by all families with 

dependents wh o  are disabled is offered, 

not as an option, but as a major compo­

nent of the Self-Sufficiency Trust model.

So far we have discussed the Self- 

Sufficiency Trust from the standpoint of 

its mechanics as a “pooled-income" trust. 

What does it contribute to the overall im­

provement of services for our nation’s 

disabled? What makes it desirable to 

families with dependents who are dis­

abled? H o w  is it unique in its approach 

to estate planning?

Historically, government and the private 

sector have joined together to carry out the 

mandate of services to people with disabil­

ities. Using its resources, each state has 

developed a system of services to fulfill

its mandated responsibilities. The Self- 

Sufficiency Trust concept evolved fro.n 

the realistic acknowledgement that a state's 

capacity to provide these needed services 

is diminished by increased demand, the 

changing economic climate, and national 

policies. The SST embodies the search for 

alternative service capabilities and the 

generation of resources necessary to pro­

vide them in the future.

The Self-Sufficiency Trust research 

found that most states race the following 

problems:

• Fluctuations in tax revenues have an im­

pact upon services provided to people with 

disabilities. It is unreasonable to expect 

state tax revenues to support the increas­

ing needs of the population.

• Unmet housing needs unfairly affect a 

segment of the disabled population.

• Increased life spans intensify chronic 

housing shortages.

• Reduced Federal program support fur­

ther increases the stress on state treasuries.

• Deinstitutionalization places heavier 

demand on the private provider networks 

to supply services and housing to the 

disabled.

• Fluctuations in governmental grants 

place severe strain on the capacity to con­

tinue these services and to survive funding 

shortfalls.

All these factors add to the uncertainty 

of future services for the disabled and 

hinder effective estate planning by tamilies 

that might supplement their disabled 

dependent’s future care needs. Estate plan­

ning for the disabled had to be more than 

a trust that could withstand invasion. 

Rather, it had to address the real situations 

that could negatively effect future services 

and their fundng. The Self-Sufficiency 

Trust combined private (family) concern 

with public (state) financing needs into a 

legislatively-based mechanism that seeks 

to resolve problems confronting the serv­

ice delivery system as a whole.

The Self-Sufficiency Trust has been 

enacted into law in Illinois and Maine. To 

date, an additional ten states have express­

ed interest. The potential benefit of a na­

tionwide Trust network is, of course, 

economy of scale, resulting in trust 

management savings, larger principal in­

vestment and return, and most important­

ly, increased private sector (parent and 

family) voice in services and financing of 

those services for the disabled. However, 

several advantages accrue to each state in 

which it is enacted:

• N e w  sources of private funding to ex­

pand lervices for disabled people.

• A  computerized data collection system 

to identify type, scope, and time projec­

tion of need-specified services (i.e.. 

residential) with which to plan future serv­

ices for disabled people.

• Potentially reduced dependence upon 

federal support, which carries with it red 

tape and the expense of obtaining those 

federal funds.

• Private-public partnership which active­

ly involves each in working toward im­

proved/expanded services for disabled 

people.

For families, several major advantages 

are incorporated into the SST model. 

Several years and close to a million dollars 

of research have carefully evolved into a 

trust which encompasses the "state of the 

art" in estate planning for the disabled. 

Disincentives have been eliminated, spe­

cifically in the areas of safeguarding pub­

lic entitlement benefits.

Medicaid Eligibility

The Health Care Financing Authority 

(HCFA) of the Department of Health and 

H u m a n  Services have ruled that neither 

principal nor interest held in a SST Private 

Trust will be counted in determining 

Medicaid eligibility. Many families fear 

the loss of the medical benefits or related 

state support of residential care if they 

contribute assets to their disabled adult 

children, or that assets they wish to set 

aside for future needs will have to be spent 

d own before their children will become 

eligible again. Under this ruling, parents 

may establish a Self-Sufficiency Trust 

without affecting their disabled son or 

daughter’s eligibility.

Similarly, the Council General's Office 

of the Social Security Administration for 

Region V  (Illinois and upper Mid-West) 

has determined that SST principal and in­

terest will not be counted as resources in 

determining eligibility under the Supple­

mental Security Income (SSI) program.

For most persons with disabilities w h o  

depend upon public entitlement support, 

these rulings will ensure that parental 

estate planning efforts become supple­

mental to, and not replacement of, public 

benefits. .Additionally families participat­

ing in a Self-Sufficiency Trust will not face 

the requirement of spending down or ex­

hausting private assets in order to regain 

eligibility for public benefits. way*
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N e w  T r u s t  O f f e r s  S e c u r e  F u t u r e  t o  D D  C h i l d r e n
Parents of an autistic, schizophrenic, or mentally retarded 

child all share a common co ncern : providing their 
developmental^ disabled child with continuity of care, 
treatment and personal advocacy in the event of their deaths.

Efforts to help parents of disabled children attain their 
long-term estate planning goals have been greatly aided by 
the passage of an Illinois state law. This law establishes a 
self-sufficiency trust fund in the public sector that will receive 
moneys from private sources.

The term "self-sufficiency trust" is used to describe a 
trust established by a non-profit association for the purpose 
of providing for the cate, support or treatment of a disabled 
individual who would be eligible for services by the Depart­
ment of Mental Health and Developmental Disabilities.

When it established the 
n a t i o n 's  f i r s t  s e lf -  
sufficiency trust fund in 
1986. Illinois became a 
le a d e r  in  re m o v in g  
obstacles th a t families 
have traditionally faced 
when financially planning 
for th e  care  of th e ir  
disabled child. Chapter 
91 1/2. Sections 5-118 and 
5-119 of the Illinois Revised Statutes. Public-sector funding 
for programs and services has steadily decreased and 
governmental support has also failed to keep pace with the 
growing costs and demands for the care of the disabled. At 
present, i: appears that state and federal funding allow for 
only basic maintenance of the system of care in place. 
Minimal annual increases would provide cosc of living 
adjustment? at best, but would not cover sufficiently the 
expansion of needs.

Implementation of the state law began early in 1988 with 
the federal HCFA approval of a specific document called the 
Self-Sufficiency Trust Model. According to James DeOre, 
Executive Director of the National Foundation for the 
Handicapped and creator c f  the Self-Sufficiency Trust 
concept, the SST Model is unique in its structure and specific 
in its intent. The SST I “i “ound a way ro make private-sector 
funds available to supplement the  limited and often 
insufficient public dollars available to expand the service 
delivery system for disabled children. Historically, the 
disabled have faced loss of public entitlement support if 
inherited assets were made directly available to them. In 
addition, if crusts were established, they were potentially 
subject to invasion by government credirors who had provided 
services in the past. In some cases, disinheriting a disabled 
dependent and leaving instructions for that dependent’s care 
with other beneficiaries seemed the only estate planning 
option available to parents.

Now, the SST offers another alternative and makes it 
easier for parents to actively finance supplemental care of 
their disabled child without disrupting Supplementary 
Security Income (SSI) and Medicaid benefits. The intent of 
the Self-Sufficiency Tmsc is to augment these federal sources 
and not supplant them, thus making new funds available to 
enhance the service delivery system and meet the special 
needs of the child who is disabled.

As a result of this new estate planning option, parents can 
now assess their disabled child's needs andihen decide what 
supplemental services they want provided in the future. The 
services provided could be recreational, educational, social 
or even training programs to assist in managing activities of 
daily living.

P a r e n t s  w h o  a r e  
co n sid erin g  th e  Self- 
Sufficiency Trust for their 
disabled child can discuss 
programs and services with 
specially-trained advisors. 
As SST applicants, they 
can input into the unique 
D isab led  P o p u la tio n  
Profile  S y stem . T h is  
sp e c ia liz e d  d a ta b a s e  

determines the dollar amount needed to provide the specific 
supplemental services that parents select for their disabled 
beneficiary. A t this point, an attorney or financial planner 
could advise the family on ways to develop an estate or 
investment plan. ;

Thus, the  self-sufficiency trust concept works by 
encouraging parents to determine the specific dollar amount 
that is necessary to generate a flow of income to pay for the 
supplemental services needed during the life of the disabled 
beneficiary. This is identified as the Life Care Plan. It allows 
parents to provide the quality of life that they have carefully 
determined is appropriate for their disabled child. DeOre 
points ou t th a t the S S T s  usefulness or benefits are 
individualized and based on the needs of the disabled 
beneficiary and the priorities of the family who is funding it.

Although the parents must have the principle necessary 
to fond theit chosen priorities, the SST does not require a 
minimum dollar amount. The actual amount put in trust is 
proportional to the supplemental service priorities of the 
family involved.

Ir  addition to supplying supplemental services to a disabled 
beneficiary, the SST is structured to act as an advocate for 
that beneficiary dunng his or her lifetime. DeOre states, 
"The SST incorporates fiduciary management and social 
service advocacy not traditionally found in trust structures

Continued on page S

T he SST has found a way to make 
p r iv a te -se c to r  funds availab le  to 
supp lem en t the limited and often 
insufficient public dollars available to 
expand the service delivery system 
for disabled children.
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within banking institutions." The SST 
model also gives its Board ot Trustees and 
contractual agents the capacity to assess 
the on-going quality of service delivery 
and to adapt to the changing needs of the 
disabled beneficiary.

The unique qualities of the self- 
sufficiency trust make it an estate- 
planning option worthy of investigation 
by parents of disabled dependents. The 
N a t i o n a l  F o u n d a t i o n  f o r  t h e  
Handicapped, developers of the SST 
model, are active in the implementation 
of the SST model nation-wide. Locally, 
the Board of Trustees of the Self- 
Sufficiency Trust have contracted with 
PACT, Inc., to implement the SST in 
Illinois. Families making contact with one 
of four PACT offices in Illinois will deal 
with counselors who assist in the 
a p p l i c a t o n  process and  p rov id e  
information about the SST.

Editor's Note: I f you are interested in more 
information or wish to make an appointment 
to discuss the Self-Sufficiency Trust, please 
contact:

Self-Sufficiency Trusc of Illinois 
340 West Butterfield Road. Suite 3C 
Elmhurst, IL 60126 
(312) 941-3498
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I l l in o is  P ro je c t G lues 
F am ilie s  a  N ew  W ay  
To A  id  D is a b le d  K in

By KATHLEEN TELTSCII
5p*cul I* !>*• Mew V*r» n«n

C H IC \CO  — Danny and F ay  Moore 
have lived with anxiety alnce d ie b irths 
ol the tr daugh ter and the ir son. both 
m entally re ta rded  as a resu lt a t the 
genetic d iso rder Down's syndrom e. 
The Moores shape (heir fam ily life 
around providing special schooling and. 
counseling for Slacey, 7 y ea rs  old. and 
Aaron, I, who a re  growing inlo adven­
turous, fun-loving cnildren.

"O ur concern is wnat happens to the 
children wnen we die,”  said  Mr. Moore, 
a 36-year-old food service m anager. 
“ W e're not w ealthy people."

Some of the M oores' w orries — and 
those of o ther families here  in Illinois 
— have now eased with the beginning 
of an Innovative trust fund to provide 
long-term care  for the m entalfy or 

, pnystcally disabled.
1 The aim  Is to o ile r fam ilies a way lo 
m ake a sound Investment (o r the ir chil­
dren s future, without affecting eligibil­
ity for governm ent disability  aid, im ­
poverishing the family o r adding a 
huge new burden on the s ta te  treasury .

II Is an idea already being exolored 
bv o ther s ta tes  lo help millions of 
Am ericans wno are  m entally  ill. physi­
cally Incaoacilated o rdevelopm em allv  
dlsaoled. M aine expects to enroll fam i­
lies lit a p rogram  based on (he Illinois 
model la te r this year.

The llllnoi* program , the Self Suffi­
ciency Trust, Is not Intended as a sub­
stitute for Soctil Security d isability  or 
Medicaid benefits — what social w ork­
ers som etim es re le r to as  the "shee ts  
and e a ts”  governm ent serv ices. Raih- 
er. it seexs to insure the ex tra  care  that 
would ennance me quality  of life such 
as special therapy, transporta tion  o r 
recreation.

Avoiding a Catch-22 
The concent of the Self Sufficiency 

Trust w as developed by the National 
Foundation for the Handicapped, based 
In the Chicago suburb of E lm hurst. Ac­
cording to Jam es H. DeOre. the g roup 's 
executive d irector, the aim  was to 
elim inate a Catch-22 situation that 
ham pered relatives from be tte ring  the 
lives of dlsaoled fam ily m em oers. 
Many w anted to provide Income o r 
m ake beauesis. but doing so risked a 
cutolf o r reduction of governm ent aid 
restric ted  to mose with lim ited re ­
sources.

At least (our million dlsaoled  A m er­
icans now receive Federal benefits, but 
Ihe Federal D eoanm ent ol Health and 
Human Services nas estim ated  th a t the 
country has 23 million dlsaoled  resi­
d e n t.

Illinois's Self Sufficiency Trust actu­
ally consists ol three tru s t funds. P ar- 
tlctoatlng fam ilies will oool asse ts  into 
a federally insured P rivate  T rust Fund 
for investm ent. The in terest earned on 
inese in v e s tm en t will be transfe rred  
lo a Stale Trust Fund, and soent on 
aervtcea for the disabled lam ily m em ­
bers, beginning soon a l te r  enrollm ent

In the oroitram . A Charitable Trust 
Fund Is being set up for fam ilies not 
financially lole lo invest.

Developing •  Care Plan 
In loimng Hie program, relatives or 

guardians snd the mast's guidance 
counselors develop a life-care plan for 
the dlsahfed family member. The pro­
gram  uses a computer d a u  b ase  In rs -  
sessing the disabled participant's abil­
ities and needs and In projecting (he 
cost of curren t and future services.

The fam ily then decides. In consulta­
tion with the program officials, what 
services a re  wonted (or the disabled 
family m em ber. The amount of the in­
vestm ent and whether It Is Im m ediate 
o r delayed, lump sum or periodic, are 
determ ined in these negotiations. 
There Is no minimum investm ent re­
quired. but families »no w ant more 
services would have to invest more.

The services provided lo the disabled 
family m em ber a re  not regarded as 
"Incom e" and thus do not alfect eligi­
bility (or o ther government help.

Eight lam illes ore expected to be en­
rolled In the Private Trust Fund by 
mid-April and 30 (amillea by the year 's  
end. when assets In the P rivate  Trust 
Fund a re  expected ta reach SIC million.

Charity Fund for Others 
The Charitable Trust Fund will pro­

vide equivalent services for low-ln- 
come o r indigent dlsaoled Individuals 
wno do not have financial support from 
relatives to enroll them In m e P rivate  
Trust Fund. This fund Is being built on 
contributions from foundations, corpo­
rations and private donors. In addition, 
wnen participants in ibe P rivate  Trust 
Fund die. a t least hall the principal 
from the family contribuUon is turned 
over to the charity  fund. The re s t of Ihe 
princiool reverts  to me family.

The legislation was sponsored In Illi­
nois by Lee Daniels, a state legislator 
wno lias a handlcaoped 22-yesr-old 
daughter. The program was Inaugu­
rated at cerem onies March 29 wnen 
Dr. Dennis O'ConnelL superm ierdent 
of a Chicago school district, contrib-, 
uted 316.099 to me trust (or his 23-vear- 
old son. John.

Young Mr. O'Connell has Tourette 's 
svndrome. a neurological disease af­
flicting 100.000 Americans and ch arac ­
terized by Involuntary m uscular 
spasm s, verbal outbursts and Intense 
restlessness. He works lor a food dis­
tributor and receives Social Security 
disability aid. He now lives with his 
parem s at home, but because ol the 
trust program , in July he and M other 
handicapped residents will move into a 
new supervised housing complex.

The prospect of living on ms own 
with friends is "exciting,'' he said.

The Moores also plan lo create  me 
m axim um  possible independence for 
m eir cnildren wnen they grow uo. They 
want them  to live in some semi-suoer- 
vised environment but to know "tney 
still have lam ily.” Mr. Moore said.

Plans (or More Croup Homes 
For now, the opportunities I o r place­

men! in grouo residences a re  limited, 
and there  is a waning list. However. 
Mr. DeOre said the foundation was 
seeking gram s and loans lo develop a t 
least four additional group nomes.

Developing ihe trust so that a  dis­
abled oarncioant s eniillem enl lo gov­
ernm ent beneilis will not be jeooard- 
Ized Involved satisfying a dozen agen­
cies and working mrougn a tangle of
2.000 pages of rules and regulations, 
said Ann Klley, director al Ihe Illinois 
D epartm ent ol Mental Heallh and 
Developmental D isabilities

The deportm ent helped pay (or ihe 
foundation a develooment of the trust 
concept. A num ber al s tate  agencies. 
Including (he Attorney G eneral's office 
with Its legal expertise, are supervising 
Ihe orv rations.

An incidental benelit of the program  
Is that the com puter daia base being 
used will give Illinois officials a m ore 
accurate  p icture of me s ta te 's  dlsaoled 
population and Its needs, thereoy allow- 
Ing imoroved government assistance.

Illinois has been praised lor pioneer­
ing ihe trust concept, but critics say the 
s ta le  lags benmd many others in 
providing grouo residences lor the 
m enially ill and menially retarded.

‘More Than ihe Bare M inimum'
L arry  Russell, executive director u( 

the Naiional Alliance for Rescarcn oil 
Schizoonrema and Depression, said 
five stale  agencies had been sued for 
(allure to provide adequate care. The 
sun. brought by the Association lor Re­
tarded  Citizens of llllnoisrcnarges thru
2.000 retarded adults a re  maoproori- 
atelv "w arenoused" and receiving 
inadequate care  in nursing homes 
m eant lor elderly people.

Mr. Russell Intends to' enroll his 10- 
year-old son. Jon. in me trust program . 
He said Ihe son now lived In a grouo 
home In Ausiin. Tex., because (here 
w as nn such place lor him in Illinois.

Harold Unger, a Chicago cnem ical 
engineer who is (he trust program  s 
secretary , said he and his wile. Ooro- 
thv. were preparing to enroll their 21- 
year-old daucnter. Carol Ann. wno has 
Down's syndrome. She works in a shel­
tered worksnno ooerated bv Ray G ra ­
ham  Association (or the Handlcaoped 
and in her spare  time enioys playing 
the piano.

"'.Ve warn a quality of life for her that 
will suoplv m ore man Ihe hare mini­
m u m .' said Mr. Unger. "That Is wnat 
the Self Sufficiency Trust Is all aoouL"

News Summary
National

A Irust fund to help ihe disabled in Il­
linois allows lamilles to maxe invest-
(Him* >u llf-.n ., ..I.* -(..I— M l- lUf
m enially and ohyjicallv handicanoed 
relatives without allecttng eligioility 
for Federal aid. Al
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P artn ersh ip  offers 
help  to d isab led

I
A quiet rei’olution has begun in Illinois—an unusual 

private-public partnership that could help thousands of 
families provide long-term care for the mentally or phys­
ically disabled. It des rves continued support from the 
state and from the private sector.

The Self Sufficiency Trust program, inaugurated on 
March 29. offers famiiies a way to invest for their 
children's future without affecting eligibility for govern­
ment assistance, bankrupting the famiiy or adding a huge 
new burden tc the state treasury. .

And ic’s not a program just for the wealthy. Too good to 
be true? .An innovative program in Illinois? No. and yes.

Developed by the Nationai Foundation for the Handi- . 
capped, based in Elmhurst, the new trust program couid 
eliminate the barriers that restrict relatives of disabied ... 
peopie from giving them extra heip. >•'

In the past, many parents who wanted to provide 
additional income or make bequests to their disabled .... 
children couid r.ot. Doing so risked a cutoff or reduction 
of government aid. So oniv those peopie who did not need 
any government aid couid afford to provide special 
services.

The new program creaces three trust funds: a Private 
. Trust Fund that poois assets from participating famiiies: 
a StaCS Trust Fund, which spends the investmer.es from 
the Private Fund for serTl'ce? wr She .disabled tarniiy 
members, and a Charicabie Trust Fufiu Chat 13 3Ulit_
on contributions from corporations and private donors, to 
heip those unable to participate in the Private Fund.

What does the program do? That depends , i  each 
disabled person's abilities and needs. It couid assist in 
financing the cost of speciai schooling and counseling or 
any extra care, such as speciai therapy, transportation and 
recreation—ail ser/ices that can buiid independence.

Credit for the cooperative venture goes to the Nationai 
Foundation for the Handicapped thac developed the 
concepc. Legislation sponsored by Rep. Lee A. Daniels 
(Elmhurst), the House Republican leader, was necessary 
to start up the trusts. And state agencies, particularly the 
Department of Mentai Keaith and Developmental Dis­
abilities and the attorney generai’s office, sorted, through 
the rules and regulations to satisfy the dozen or so state 
and federal asencies involved.

If this kind of cooperation is possible, why can't it 
happen again to provide better residential care for the 
state's menially iil ana devciopmencaily disabied?

Instead of settling for the bare minimum for disabied 
peopie. this new program ailows famiiies to suppiv mors 
heip. We hope this moaei program encourages ocr.er states 
to develop similar trust programs, it uiso ,-houid encour­
age Illinois lawmakers to dsveioo other badly needed 
solutions to the state's own troubled protrrams.
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By Consianza Montana

A Lombard lam ily Tuesday be^ 
came ihe lin t  participants in  a 
■taie-administercd trust fund that 

_ ulowx parents to provide lona-lerm 
'care for their developmental dis- 
abled children, \r: .1 * ' -. .*7.

^The trust has enabled us to do 
Iong-rantc planning for John," a id  
Dennis O'Connell, 20, superintend 
dent o f ihe Roselle Elementary 
School District and father of a de- 
veiopmenially disabled son. "1 
hope this ailowi other parents to 
provide for the special needs of 
their children’ now as well as aAer 
the parents die, be said it  a press

care fo r disabled child
'4,'cdnfcrcnce at the Stale o f Illinois
•  Building, 100 W : Randolph Si. 

"Illinois became Ihe first'stale lo 
establish such a fund, called the

.•.self-sufficiency trust, nearly two 
years ago. Before the law was 1 passed, government assistance was 

^ re s tr ic te d  to handicapped in- 
. dividuals with lim ited assets and. 
’■ income who were not beneficiaries 

of an estate. The fund, financed by 
contributions from families and

Firivate organizations, allows fami-'' 
iea to.fsupplement government 

services without reducing slate and 
federal aid for their disabled rcla- 

' .lives.
• . The trust establishes two separate

, pools of money, a private trust and 
a charitable fund. The private trust 
holds contributions from relatives 
o f  hand icapped  persons and 

.guarantees lifetime care for the 
handicapped person.
,-The charitable Inist is designed 

. , to help low-income disabled in­
dividuals. . •' • .

It is supported by contributions 
: from private donors and assets 
transferred from (lie private trust 

'when the beneficiary dies. * *
.. For eaample, when John O'Con­
nell dies, 20 percent of the princi­
pal invested by his family in Ihe
nell dies,

private trust will be transferred to 
die charitable fund. The other 20

'Jpercent w ill go to his-heirc. -

- f l ic  Elmhurst-based National 
Foundation for Ihe Handicapped, 

■ which developed the concept for 
. Ihe p la n , has donated ibou t

220,000 lo the fund, said Director 
. '  James DeOre. “We duplicated 
■•John's program . . .  for a low-in- 
:t come person" or what it would 

cost to maintain for a lifetime 1 
mildly handicapped Individual in 1 
residential setting beyond what 

• government grants would provide.

' "Hopefully what'we tee today Is 
a beginning, the beginning of wliat 
parent;, the families of disabled 
citizens and private sector assist­

ance and government can do wi 
one another to assist and belt 
our state." said Ann Kiley, direct 
of the Illinois Department o f Me: 
tii Health and Developmental Di 
abilities. - . .

•  For John O’Connell. 22, the ir  
mediate gain is that he can lea' 
his parents' home and move into 
supervised apartment complex wi 
other disabled Individuals. For h 
parents, “the long-term benefit h: 
lo do with the financial security If 
program 'provides for John atV 
we're gone," Dennis O'Connc 
said. "Without this program, f 
would become the responsibility c 
the stale.", '

Parents 'of handicapped cKildreffiniust do financial planning
1  . . -  ; . T.'V. '• . ** i . .  ■ i 'i j-  .“ l i f t  IJ .■. ■* 1 • 1 i . ; e • .• T h is  Is t h f* * i% f* r\ n rl n f  ln t«  I* _I i t . .  — - -  .*. ' f I— — ■ - * : !  • • ‘ *  - * • *' raxnmmimrla Inimblnit I ha aid* I- aaa *nlafl taiaaadf tha I rl i id d'T h is  Is  Ih e  second  o f  tw o 
columns b/Gnce \V. Weinstein on 
financial p lann ing far the handi­
capped.

Aaron Leaf, now 12 years old, 
was bom both severely deformed' 
and profoundly deaf. His parents. 
In teaming to cope with the medi­
cal and emotional needs presented 
by his birth, learned to develop 
financial resources as well. His 
mother, Hianne Leaf, learned so 
■veil that she Is now a financial 
planner with IDS Financial Ser­
vices In M inneapo lis , he lp in g  
others facmg similar problems.
■ Trusts established by parents are' 

often suggested as a way to ensure 
a financially secure future for chil­
dren who are disabled or chroni­
cally ill. The new Illinois Self-Suf­
ficiency Trust described In my last 
column removes the uncertainty of 
private trusts and serves as a 
mocel for other slates developing

' similar programs.
But parents must also consider 

the present. If you are the parent 
ur grandparent of a disabled child, 
these hints may help: Vyss

•  A rule of thumb In financial 
p la n n in g  Is the need for cash 
reserves sufficient to cover three 
months' expenses. W ith a handi­
capped child, cash reserves should 
be much la rge r . The Leafs, for 
example, had 10 travel some dis­
tance (or Aaron's treatment. Incur­
ring hotel and food costs as well as 
medical bills . They had to hire a 
registered nurse as a baby sitter, 
on the rare occasions when they 
both left the house. "• .

•  Both life and disability Income 
Insurance are critica l. "There's 
usua lly  on ly one breadw inner, 
because the other pareni Is caring 
for the child," Leaf points out. "Il 
that parent dies or is unable to 
work, you must have some source\  . 1

• • • : ............

On y o u r
m o n e y

of Income for the family.'

By G race  Weinsioin
ii'-Vi" r- 
rl

W ith  life Insurance, too,-"you 
must look very carefully.- a l’how 
beneficiary designations are made: 
they must coincide w ith  what 
you've done In your w ill.;’ Leaving 
money outright to a handicapped 
child can make (he child Ineligible 
for needed Social Security and 
Medicaid benefits. It's often prefer­
able to designate a trust to disburse 
insurance proceeds. • * '

Because i l  w i l l  p robab ly  be 
impossible to buv'llfe Insurance on 
the d isab led  dependent,' Leal

recommends Invok ing the auto- 
:'matie child's rider on the parents' 
.-whale life  Insurance policies'. It 
may be "gruesome to think about,” 
she say s. but a J10.000 rider could 
provide enough cash fbc .bur.a l 
expenses. ; .  • •'A* ri .

•H e a lth  Insurance, which most 
'.'people have through their Jobs, Is 
( c learly a necessity. If the Insur­
ance-carrying breadw inner In 1 
family with a disabled dependent Is 
even thinking about a Job change, 
Leaf points out. It's vital "to be 
up-front about the child and find 
out ahead of time if the health plan 
w il l p rov ide  coverage .” Don’t 
make assumptions. " r  ■

W here  a p rev ious ly  h ea llh y  
dependent suffers a disabling acci­
dent or illness as adulthood nears, 
rem em be r that group hea lth  
insurance often ends for children 
at age 19 or age 22. Check your 
cove r're , before the designated

age culoff. lo:»ee.'lf. the Uidivtd- 
can * kept bn Ihe.poUcy as a d: 
bit .ependent4- I ',

~Tdke advantage of the Inter: 
Revenue Code.wbere you can. 
example, medical expenses are 
longer .deductible exccot to ( 
extent that they exceed 7.5 percc 
of ad|usted Jfross Income. That': 
pretty h igh .figure fat most far 
lies. Grouping, medical proceour 
within a calendar year. howev< 
perhaps by scheduling necessa 
s u r g e r y  f o r ;J a n u a r y  a : 
December, can make II possible 
claim some deductions. If you mi 
make structural changes to yo 
house lo accommodate a hanc 
capped person, such as by wide 
Ing doorways for a wheelchair 
by adding a ramp, the cost Is fu. 
deductible. (Other Improvcmen 
such as a sw im m ing  pool pr

' X PARENTS. Page '

P a r e n t s  o f  h a n d i c a p p e d ^  

m u s t  d o  f i n a n c i a l  p l a n n i n g 1

■ PARENTS 
ConUnued from Page C l

. senbed (or therapy, are deductible 
only to the extent that they don't 
Improve the market value of the 
property.)

•  A w ill Is essential. Including a 
carefully thought-out designation 
of a guardian lor the handicapped 
child. That child may have special 
needs. Leaf po ints ou t . and a 
guardian you've named for other 
c n ild re n  mcy be u n w il l in g  or
unaDle to lake the responsibility 
for a c.iltd with birth defects.

• 1 *
T in for today: For more Informa- 11 on« b cm I t  h a i l  11 n° I s Be ITS u lfi- 

clencr Trust, wnte to 310 W . But­
terfield Rd-. Elmhurst, (JL 60125. or

call (312) 911-3198.
••The Lifetime Book of money 

Ufanagement,” Grace W. Weirl-
stern's comprehensive in d u s J u l 
financial resource for aU ages and 
Incomes. Is available through her 
n l Z t s t n d  SIZ9S p lu sJ ?.50  or 

postage and handling to fT ie  l if e ­
time Book of Money Management 
In care of Ibis newspaper P.O. Box 
419150, Kansas City. l lo . S 4H I. 
H ike checks payable tn Andrews
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etTective contraceptive. such us the 
Pill, for u month before starting 
Accutane (and should continue 
throughout treatment). The w o m a n  
should have a pregnancy test imme­
diately before starting the medica­
tion. and when she finishes treat­
ment. she should ask- her doctor 
how long to waif before trying to 
conceive, to be sure her body is free 

of the drug.

A  w o m a n  writes lhar w n en  she 
h a d  a  m a m m o o r c m , the 
co m p r e s s io n  a p p l ie d  to I

-■ 'n rtil s ;
her

co m p r e s s io n  v^,—  
breasts w as so p a in fu l she  w as 
left in  tears— a n a  b la c k  a n a  
bl'ue. I've  h e a r d  s im ilar  reocris  -.nd | thinkfrom orher w o m e n , a n a  
there is n o  excuse for this 
W h iie  a  m ocercr e  a m o u n t  o f  I 
pressure to the breasr is 
necessary to o b t a in  a  g o o d  
lo w -r c d ia t io n  m a m m o o r c m , 
the X ray s h o u ld  not b e  m ore  
than  m ild ly  u n c o m fo r t a b le . If 
y ou  sutier real p a in , report it at 
o n c e  to the fociiity's 
adm in istrator— a n a  a ls o  
d o c to r  w ho referred y o u

i to the

ACCUTANE UPDATE Sc ALERT
In January 19X6 I resorted uri-'FDA 
warning that w o m e n  w h o  were oregnant 
or became pregnaru whiie taking the oo- 
terit antiacne drug Accutane ran an ex­
tremely hign risk of having a baoy with 
major oirtn defects. N o w  that a numcer 
of binn deformities attributable to the 
drug have been jeourted. the F D A  fears 
that the warning isn't being heeded. As 
we went to press, the agency was weigh­
ing new. tighter regulation of (he drug.

Whether or not new regulations are 
enacted, doctors and patients can en­
sure safe use of Accutane. First, mase 
sure the drug is rer'ly needed—  
Accutane is not for uncomplicated ado­
lescent acne, but for cases of severe, 
disligunng cystic acne that don't re- 
snunu to other, safer treatments. Sec- 
onu. a w o m a n  wno mignt possibiy ae- 
comc pregnant snoutd also use an
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PAP ACCURACY
I'm 25 and very faithful about Pap 
smears, but lately I've been iiearinq 
that the reports themselves may noi 
be accurate. How can / be sure that 

j my results are correcti

One way is to teil your doctor 
you're womeo. Ask him or her 
wnat lab reads your tests, what 
assurance you have that resorts 
are accurate, anu what measures 
are taken to assure that samoiss 
are auecuute— ‘‘'or examoie. 
does the lab ted the doctor when 
a given samoie can't be oroperiy 
reaa. so that it can be taKen 
again.’ Sooner or later, uniform 

I nationwide quaiity controls must 
estaoiished for this important test, 

but meanwiiiie. direct pressure on doc­
tors from tneir rightfully concerned pa­
tients— and on labs from physicians—  
can hcio improve standards immensely.

A D U L T S  A N D  S T R E P
Are strep throats as serious foraduits as for 
diildreni Wiil the instant strep tests in doc­
tors' sffices be available for use at Iwmei

Streo throats are always potentially 
dangerous. Adults m ay not end uo with 
rheumatic fever as often as children do. 
but they can sureiy develop scarlet fe­
ver. throat abscesses, or septicemia 
(blood poisoning). As for ihe new "in­
stant" strep tests, they may be on the 
market soon. 3ut. whiie these tests are a 
tine office aid for doctors looking for the 
right antibiotic with which to treat a se­
vere sore throat, wnat would you do 
wnn su e .t a test at home.’ Ignore any 

continued on none -J2

c o n tin u e d

sore throat that wasn't positive for strep! 
You couid be ignoring an ecuaily danger­
ous staon infection or even diphtheria. I 
fee: these tests are univ as good as the 
doctor's aavice you get with them— tnd 
attempting-seif-diagnosis of severe sore 
■throatsis just not a very smart idea.

PROJECT FOR THE DISABLED
The Illinois legislature has launched an 
innovative piiot project to heip fam­
ilies provide long-term quaiity care for 
disabled family members without re­
ducing eligibility for government aid.

Basically. Illinois famiiies with 
physically or mentally disabled chil­
dren can invest rr idest sums or money 
in a soeciailv sheiterec Self-Sufficien­
cy Trust Fund. Income from the trust 
can then be spent for iong-term care, 
sheltered homes, special therapy, and 
other services to orovide higher quaii­
ty of lire for tne uisaoled— "more tnan 
the bare minimum." as one project 
leader describee it. (A soeciai Charita- 
bie Trust funded by founaations. cor­
porations'. ana on vote donors wiil pro- 
viue equivalent services for cisaoied 
inaiviuuais whose famiiies are unable 
to contribute.) Anu uniike income 
from a cnvate-javings c:an. trust-fund 
heip wiil not reuuce a oatient semtitte- 
m e m  to otner government aio— -a m a­
jor oenerit.

just off the ground, this pioneering 
seit'-heio program is aireudy ceing 
stuoiea by other states, inciuaing 
Maine, wKe n  are considering sirmiar 
!eg:s: .i. A.iu Connecticut has en­
acts a similar plan for famiiies with 
mentailv retaroed cniidren.

BABY'S SEX
Couid you please teil me who determines the 
sex of a baby, the mother or the fatlrirS

The father— ever;/ time. A  woman has 
two neariv identical "sex chromosomes" 
ir. each of her ceils— an X  and anotner X. 
This means mat wnen she ovuiates. ever/ 
egg ceil, which contains had'her enromu* 
somes. has an X  chromosome. Tne man. 
on m e  omer hand, has two different sex 
cnromoNomes in eacn ceil— in X anu a Y. 
His sperm ceils, which carry naif his chro­
mosomes. contain either an X  chrrmo- 
someora Y. If an ,Y-bearing sperm fertil­
izes the A-bearing egg. die result wiil 
always be an XX  baoy— jr a girl. If a Y- 
beunng sperm fertilizes the X-beanng 
egg. m e  resuit wiil be an A T  baoy— jr a 
boy.

You muv address questions' on medical 
Ireutment or pronlems to AJun E. N'uurse. 
M.D.. G O O D  H O U S E K E E P I N G . ‘>50 
Eiuiitn Avenue. New York. N.Y. IUHIV. 
Qniv quotums onosen for use in htseoiumn 
wiil he answered.
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FIN A N C IA L P LA N N IN G  
W H E N  Y O U P  CHILD
I S ^ D I S A B L E D t i - w - ^ - '

• -•* *•

THESE IN SU R A N C E , TAX 
A N D  ESTATE P L A N N IN G  
STRATEGIES WILL HELP 
ASSU RE THE FUTURE FOR 
Y O U R  DISABLED CHILD.

FI amilramilies with disabled children face 
speciai challenges when arranging their 
dnances. Any nnanciai plan must caver 
day-to-day living expenses for the fam­
ily as well as the long-term needs of a

child who may need to have individual 
care for a lifecime. ‘

Thirteen-year-old Aaron Leaf of 
. Minneapolis is such a child. He was 
bom profoundly deaf and with numer­
ous facial, spinal and internal problems 
that required .extensive—and some­
times unexpected—medical and disabil­
ity-related care. Aaron's needs for mul­
tiple operations strained the famiiv 

' income, so his parents cook steps to set 
up a financial plan.

COVERING DAY-TO-DAY EXPENSES
Of course, no two famiiv plans are ex­
actly alike because each must take inco 
accounc the severity of and prognosis 
for the child’s disability as weil as the 
family’s financial resources. But a num­
ber of important issues are common to

all families with disabled - children. 
REVIEW YOUR INSURANCE. Analyze 
what would hrppen to your income and 

•‘cash flow under different scenarios. 
For example, if only one parent works 
outside the heme, consider how you 
would manage if the breadwinner died 
or became disabled. When both parents 
work, what would happen if one income 
were cut on? Is your disability insur­
ance or life insurance adequate to cover 
the loss?

Parents of a child with a handicap 
neeri-’-more disability insurance than 
others. If you have a disaoiiicy poiicy 
through your employer, it may oniv be 
tied to your base saiary. Consider buy­
ing an additional poiicy ,o cover any ' 
overtime or bonuses. - '

Your life insurance needs wiil dif­
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D I S A B L E D  C H I L D R E N .

fer. too. because ■—u may need to keep 
up higher Life insurance coverage lon­
ger chan other parents. Term insurance 
is a cosc-effecdve way to build an insur­
ance estate whiie you are young and 
heaithy. For example, $250,000 worth 
of term insurance for a 35-year-old man 
who does not smoke might cosc around 
$230 for the first year and about $1,140 
for the first five years' premiums. For a 
nonsmoking woman of the same age 
the premiums wouid be a bit less.

But term insurance premiums can 
get prohibitively expensive as you age. 
And unless your policy wiil be automat­
ically renewed without checking your 
health, it may not be available when 
you need it most. A good rule oi thumb, 
says Washington. D.C., insurance bro­
ker Andrew Gross, is to switch to a 
permanent type of insurance by age 50. 
Gross favors universal life insurance 
for each parent. Another possibility is a 
whole life poiicy ’with a last-co-die pro­
vision. which pays off when the surviv­
ing spouse dies. Insurance proceeds 
then go into a trust set up for the 
disabled chiid. With this type of insur­
ance you may need an additional poiicy 
to cover the rest of the family if one 
parent dies.

Children who are bom with dis­
abilities are automatically covered un­
der their parents' group health insur­
ance policies. But coverage might not 
last indefiniteiy; typically it ends at age 
19. or 22 for full-time students. Some 
f " u p  policies continue to cover perma­
nently disabled children no matter how 
oid they are. and some states require 
group carriers to extend such coverage 
beyond age 19. But you might lose cov­
erage under some policies (and in some 
states) uniess you notify tbe Insurance 
company of the disability by that age.

A parent facing a job change 
should get assurances and a detailed 
explanation, in writing, of a child's cov­
erage under the new employer’s group 
heaith insurance poiicy. C.'ten. if you 
join a new employer's medical plan 
within a certain number of days, ail 
family members wiil be automatically 
covered. “Don't count on the disability 
being covered, though," says Rianne 
Leaf, Aaron’s mother, whose search for 
information resulted in a career as a 
financiai planner with IDS Financial 
Services in Minneapolis. "Some poli­
cies exclude preexisting conditions, 
which could mean your child would be 
covered for a broken leg but not his or 
her disability-related costs."

For those who cannot insure a

chiid any other way, there are special- 
risk insurers. Whether it wouid be 
worth the considerably higher costs 
would depend on your child’s disability. 
As a last resort, more than a third of 
the states have a statewide insurance 
pool through which you can buy health 
insurance for a disabled child. Call your 
state insurance commissioner to find 
out if such a pool is available.

DEDUCTIBLE MEDICAL 
EXPENSES CAN INCLUDE 
THE FULL COST OF SOME 
STRUCTURAL CHANGES 
TO YOUR HOME, SUCH 
AS A RAM P, AND PART 
OF THE COST OF OTHERS, 
SUCH AS AN ELEVATOR 
FOR A CHILD W HO  CAN’T 
CLIMB THE STAIRS.

BUILD Ar- -MERGENCY FUND. A good 
health insurance policy is a must, but it 
won't cover all your health costs. One 
family with a severely mentally retard­
ed and physically handicapped son had 
to absorb more than $4,000 of medical 
costs last year that their heaith insur­
ance simply didn't cover.

You should create an emergency 
fund you can quickly convert co cash, 
recommend planning expens like CPA 
Bruce Shanker, a financiai planner with 
the Wallace Financial Group in Bethes- 
da. Md. Three months' expenses is ad­
equate for most famiiies. but those with 
a disabled child should strive for a sue- 
month to a one-year nest egg.

Put the assets in safi. flexible or 
short-term investments, such as mon­
ey-market and bond funds, certificates 
of deposit (divided among ,'hree- , sbc-

ana nine-month maturities) and Trea­
sury bills with 20- , 60- and 90-day 
maturities. You could aiso consider a 
conservative stock fund from which 
you can withdraw your money 'without 
penalty.
DOUBLE-CHECK STATE RESOURCES. Re­
view the socia* services available 
through state agencies to ensure thac 
your child is receiving the financial and 
therapeutic heip be or she is entitled to. 
Families faced with a move to a new 
state through a job transfer, for exam­
ple, should find out well in advance 
whether a chiid can get similar speciai 
services at the new location. Check 
whether the state wiil pick up as much 
of the cost as your current state.

GETTING THE IRS TO HELP
You can deduct only these medical ex­
penses that exceed 7.5% of your ad­
justed gross income, but many other 
reiated expenses qualify. For example:
► the cost of special schooling;
► heaith insurance premiums:
► mosr of your travei expenses to hos­
pitals. including any lodging (up to $50 
per day each for one parent and chiid). 
transportation and meais at medical 
facilities:
► and ail miieage to and from doctors' 
offices and soeciai-educauon facilities at 
9 cents per mile (or the actuai ex­
penses of using your car), plus parking 
and tolls.

Schedule elective surgery, deduct­
ible equipment purchases and other 
tax-deductible expenditures in the sam. 
year whenever possible. Suggf*r. to 
grandparents or ethers who '/ant to 
help that they buy nondeductible kerns, 
such as a TV, so you can buy deducdbie 
items such as a TV capuon decoder. 
And. of course, keep receipts and make 
medculous records as you go aiong. 
The rules can change at any time. Leal' 
keeps receipts for everything thac 
might be deducdbie and then sorts 
them ouc at tax time.

Your medicai expenses can also 
include the full cost of certain structur­
al changes to your home, such as wid­
ening doorways for wheelchairs, budd­
ing ramps and installing bathroom grab 
bars. Others are generally deducdbie 
only to the extern thac their costs ex­
ceed the increase in value of your 
home. For example, a S6.000 eievacor 
for a chiid who cannot climb stairs 
might increase the value of the home 
by $3,500. You deduct $2,500. Get a 
written recommendation from the 
child's doctor and before-and-after ap-

ao c h a n g i n g  t imes



V  0 ME PEOPLE THINK 
of the worid of investing 

as a worid that revolves around 
guesswork, where success comes 
only to those who play the right 
hunches at the right time.

At Twentieth Century Investors, 
we’re a world apart from that. 
There has been no guesswork 
involved in the success we’ve 
achieved for our shareholders. 
Just hard work, combined with 
a disciplined investment strategy 
that we have consiscendv and 
successfully applied over 
the years.

We each have our own personal 
investments with Twentieth 
Century, because we believe in 
the funds and in the company. 
When you invest with us, we 
treat your money as carefuilv as 
if it were our own.

When you join our growing 
family of shareholders, you are 
welcomed by a team of dedicated 
employees with one goal in 
mind — to provide you with 
the best service possible. A lot 
of companies talk about quality.
At Twentieth Century Investors, 
we make it an everyday 
commitment — with dedicated 
peopie and the best systems.

We think the things that make us 
who we are can make a world of 
difference to you as an investor.
Let us show you how. Just 
write or call for an Informauon 
Kit and Prospecnis. Please 
read the Prospectus carefuilv 
before investing.

ir* v s  s r o i s

P.O. Box 419200 
Kansas City, .MO 64141-6200

a s  changing Times

d is a b l e s  c h il d r e n

A  H e l p i n g  H a n d

A growing number of private organizations wiil watch, out for the child when 
the parents can't Some are guardianship programs that serve as surrogate 
families; others are trust programs. And some provide both services, "> 
Typically, the family works out a detailed future-care plan with the help of 
tne organization. If it's primarily a guardianship-type program, the family will 
contract for such services as monitoring living arrangements, serving as an 
advocate for the child and working with attorneys, guardians and trustees. A 
trust program will provide for supplemental services that will not jeopardize 
eligibility for government benefits.
► Foundation fo r  the Handicapped (1550 West Armory Way, Suite 205, 
Seattle, Wash. 98119). Washington; disabled orphans or abandoned peooie.
► N ational Continuity Program  (The Anchorage, 253 Riverside Ave., 
Westport, Conn. 06880). Connecticut, New Hampshire and California: all 
disabilities.
► P A C T  Inc. (166 W. Washington St., Suite 300, Chicago, 111. 60602). Cook 
County and surrounding counties; all disabilities.
► Perm anent P lanning  (2530 University Ave., Waterloo. Iowa 50701). Black 
Hawk County and surrounding counties: mentailv retarded.
► Planned Lifetim e Assistance Network (P L A N —5001 W. Broad St., No. 28, 
Richmond, Va. 23230). Virginia; all disabilities. P lannetf Lifetim e Assistance 
Network o f  M aryiand-D.C. (912 Thayer Ave.. Suite 108. Silver Spring, Md. 
20910). Maryland and the District of Coiumbiar mentailv ill.

->* The S e lf Sufficiency Trust. N ational Foundation for the Handicapped (340 
W. Butterfield Road, Suite 3C, Elmhurst, 111. 60126). Illinois: all disabilities.
► S tar Systems Consultation and  Tra in ing  (1011 70th Ave., Philadelphia. Pa. 
19126), Pennsylvania. New Jersey and Delaware, pius nationai referrais: ail 
disabilities and eideriy disabled.
► Virginia Beach Com m unity Tr.tst (Pembroke SLx. Suite 218. Virginia 
Beach. Va. 23462). Virginia Beach; for deveiopmentaily disabled.

.An excellent source of information on all relevant issues is Alternatives:
.4 Family Guide to Legal a n d  F inancial P lann ing  fo r  the Disabled, by L.
Mark Russell (First Publications Inc.. P.O. Box 5072—Dept. TC. Evanston.
111. 60204; S18.95). Also available from First Publications is the Parent 
Planning Guide (S101, an extensive checklist that helps you assess how well 
prepared you are.

praisals to defend any IRS challenge. possible. If your child has assets of his
The dependent-care credit, also or her own from gifts or inheritance,

used for child care, is applicable as well, those become the source of the so-
This credit against your income tax on- cailed cost-of-care funds, leaving little
sets up to S2.400 in expenses for one or nothing for extras. Possibly even
dependent and S4.800 for two or more, worse, your child could also lose his or
It applies to the cost of caring for a her government benefits completely,
child, spouse or other disabled depen- Ro-establishing eligibility once disa.uaii-
dent while you work. fying asets are gone can mean months

with no benefits.
PLANNING FOR THE FUTURE you may not have to disinherit
Estate planning is a minefield for peo- your chiid to get around this problem,
pie with disabled children. Qualifying as many parents of disabled children
for state or federal programs, such as fear. One of the most popular solutions
medicaid and supplemental security in- is a trust that you set up during your
come, Is a financial necessity for most, life or in your will funded by some of
So a critical goal of estate planning is to your assets or by your life insurance
protect eligibility. proceeds. This "discretionary trust”

You ruust also protea the financial names a trustee, who may be a relative,
resources you intend for your child, friend. lawyer, private guardianship
Many state programs expect the dis- program, a bank or trust company, or
aoled person or whoever is responsible some combination. Most parents seiect
for that person to pay to the extent at least one trustee who knows the
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HYSTERECTOMY 
UPDA72 -
F o r  y e a r s  t h e r e  

w a s  c o n c e r n  t h a t  

m a n y  u n n e c e s ­

s a r y  h y s . e r e c t o -  

m i e s  w e r e  b e i n g  

p e r f o r m e d ,  m e n  

t h i n g s  s e e m e d  t o  

i m p r o v e : '  I t  a p ­

p e a r e d  t h a t  p h y s i ­

c i a n s  w e r e  b e ­

c o m i n g  m o r e  

c o n s e r v a t i v e  i n  r e c o m m e n d i n g  t h i s  s u r ­

g e r y .  B u t  t h a t  m a y  b e  o n l y  p a r t l y  t r u e .  A c ­

c o r d i n g  t o  r e c e n t  s t u d i e s ,  t h e  h y s t e r e c t o ­

m y  r a t e  h a s  d r o p p e d  i n  s o m e  a r e a s  o f  t h e  

c o u n t r y — p a r t i c u l a r l y  t h e  N o r t h e a s t —  

b u t  h a s  r e m a i n e d  h i g h  i n  o t h e r  a r e a s .  I n  

t h e  N o r t h e a s t ,  f o r  e x a m o l e ,  t h e  r a t e  i s  

o n i y  5  p e r  1 , 0 0 0  w o m e n  ( o n i y  2 . 3  p e r  

L 0 0 0  i n  N e w  Y o r t t  C i t y ) ,  c o m p a r e d  t o  3  

p e r  1 , 0 0 0  w o m e n  i n  t h e  S o u t h .  

T h e  A m e r i c a n  C o l l e g e  o f  O b ­

s t e t r i c i a n s  a n d  G y n e c o l o g i s t s  

i s  c u r r e n t l y  s t u d y i n g  w h i c h  r e a -

, D
M a n y  o f  y o u  h a v e  a s k e d  

f u r  d e t a i l s  a b o u t  t h e  

I l l i n o i s  S e l f - S u f f i c i e n c y  

T r u s t  n r o g r a m  m e n t i o n e d  

i n  m y  A u g u s t  c o l u m n .  T h i s  

p r o j e c t  s e e k s  t o  h e l p  

f a m i i i e s  p r o v i d e  l o n g - t e r m  

c a r e  f a r  d i s a b l e d  f a m i l y  

m e m b e r s  w i t h o u t  r e d u c i n g  

t h e i r  e l i g i b i l i t y  f o r  

g o v e r n m e n t  a i d .  F o r  m o r e  

i n f o r m a t i o n  w r i t e :

T h e  S e l f - S u f f i c i e n c y  T r u s t  

o f  I l l i n o i s  

3 4 0  W e s t  B u t t e r f i e l d  R d .  

S u i t e  3 C

E l m h u r s t ,  i l l .  6 0 1 2 5 .

O r  y o u  m a y  c a l l :  

( 3 1 2 ) 9 4 1 - 3 4 3 8  ( f o r  

i n q u i r i e s  a b o u t  t h e  

I l l i n o i s  t r u s t ) ;

( 3 1 2 )  6 3 2 - 9 7 0 0  ( f o r  

i n q u i r i e s  a b o u t  p r o j e c t s  

i n  o t h e r  s t a t e s ) .

s o n s  f o r  h y s t e r e c t o m y  a r e  v a l i d — u t e r i n e  

o r  c s r v i c a i  c a n c a r .  f o r  e x a m o l e ,  o r  t r e a t ­

m e n t  o f  s e v e r e  e n a o i . i e t r i o s i s .  A n a  

w n i c n  r e a s o n s — n o n s y m o t o m a t i c  f i ­

b r o i d  t u m o r s  o r  h e a v y  m e n s t r u a l  b l e e d ­

i n g — m i g h t  b e t t e r  b e  t r e a t e d  b y  n o n s u r -  

g i c a l  m e a n s .  M e a n w h i l e ,  i t  i s  w i s e  ( a n d  

s o m e t i m e s  n e c e s s a r y  f o r  i n s u r a n c e  p u r ­

p o s e s )  f o r  a  w o m a n  t o  o b t a i n  a  s e c o n d  

o p i n i o n  b e f o r e  a g r e e i n g  t o  t h e  o p e r a t i o n .

QUESTIONS FROM READERS
BIZARRE "DREAMS"
Recently, follow­
ing gallbladder 
surgery, I halluci­
nated for four 
days. / have never 
had such an expe­
rience in my life.
Y/hat could have 
caused it? Is there 
anyway to prevent 
it if I need zurgery 
in the future?
Y o u  w e r e  p r o b a b l y  e x o e r i e n c i n g  a  r e a c ­

t i o n  t o  t h e  s n e s t h e d c  o r  t o  s o m e  o t h e r  

p r e - o p  o r  p o s t - o p  m e d i c i n e  y o u  w e r e  g i v ­

e n .  I n  a n y  e v e n t  t h i s  i s  h i g h l y  u n u s u a i :  i f  

y o u  h a v e n ' t  d o n e  s o  a l r e a d y ,  y o u  s h o u l d  

r e p o r t  i t  d i r e c t l y  t o  y o u r  s u r g e o n ,  t h e  a n ­

e s t h e s i o l o g i s t ,  a n d  t h e  h o s o i t a i  a d m i n i s ­

t r a t i o n .  I n  a a d i t i c n .  y o u  s n o u i d  o o t a m  a n  

a c c o u n t i n g  o f  a i l  a n e s t h e s i a  a n a  o t n e r

m e c c c t i c r s  y o u  r e c a i v e c .  .r.ztzz. ,  

p r e c i s e  c o s e s .  T h a n ,  . f  v c u  r e e c  z ' z ? ~ : r :  

n  t r i e  n t u r e .  j ' c u  c a n  e r a s e r . :  t h i s  n r c r -  

m a t i o n  ; n  a o v a n c e .  t o  a v c i c  a  r e c u r r e n c e .

EMBARRASSED SON
My 13-year-old son has a low-grade 
and needs his temperature taken c/.-ics z 
day. The doctor says rectal temps for ac­
curacy. The boy says “no way." What can 
I do? ■

A  1 3 - y e a r - o l d  b o y  m i g n t w e i l  o b j e c t  t o  h i s  

m o t h e r ' s  t a k i n g  h i s  t e m p e r a t u r e  r e c f c i i l y .  

B u t  w h y  c a n ' t  h e  t a k e  a n d  r e c o r d  i t  h i m ­

s e l f ,  i n  p n v a c y ?  T h e  m a j o r  h u r d l e  i s  t o  

c o n v i n c e  y o u r  s o n  t h a t  a c c u r a t e  t e m p s  

a r e  r e a d y  i m p o r t a n t — a  j o b  f o r  y o u ,  t h e  

d o c t o r ,  o r  b o t h .  ( I f  h e  u n d e r s t a n d s  w h y ,  

h e  w o n ' t  c h e a t . )  T h e n ,  t h e  r e s t  i s  j u s t  m e ­

c h a n i c s .  w h i c h  t h e  d o c t o r  c a n  e x p l a i n .

AT RISK FOR POLIO
My mother is on chemotherapy for bressi 
cancer. Y/hen my 13-month-old son had 
his oral polio vaccine, the doctor said that 
Mother shouldn't even visit our home for 
at least two months. Why?

T h e  o r a i  p o l i o  v a c c i n e  i s  m a d e  f r c m  

t h o u g n  w e a k e n e d ,  p o i i o  v i r u s e s .  I t  w o r k s  

b y  g i v i n g  t h e  p e r s o n  i n o c u l a t e d  a  m i n o r ,  

c o n t r o l l e d  p o i i o  i n f e c t i o n .  P c l i o  v i r u s e s  

a r e  t h e n  s h e d  f r o m  t h e  n o s e ,  t h r c r .  ' .  .  

b o w e i  f o r  a b o u t  e i g h t  w e e k s ,  o i  r i i . v  

w h i c h  t i m e  o t h e r  p e c D l e  c a n  c o m * ,  i n  

c o n t a c t  w i t h  t h e m .  S i n c e  y o u r  m o t h e r  s -  

i m m u n e  s y s t e m  m a y  n o t  b e  w o r k i n g  w e i '  

d u e  t o  t h e  e f f e c t s  o f  h e r  c a n c e r  a n d  t h e  

c n e m o t h e r a o y  f o r  i t ,  s r i e  m a y  b e  a t  h i g h  

r i s k  o f  c a t c h i n g  p o i i o  f r o m  i h e  v a c c i n e  v i ­

r u s  y o u r  s o n  s n e d s . T n i s  d o e s n ’ t  h a p p e :  

o f t e n ,  b u t  i t  c a n — a n d  t h a t ' s  w h a t  y o u r  

d o c t o r  i s  w o r n e c f  a b o u t .

SHAVING PROBLEM
Every time I shave r.y legs, I get a r - a s  
well as infected hair follicles. Ami tszir. • 
something wrong?

P o s s i b l y .  M a n y  w o m e n  s h a v e  t h e i r  I n : i r  

t h e  s h o w e r  o r  j u s t  a f t e r w a r d ,  w i t h o : :  ' 

i n g  a n y  i u o n c a n t .  Y o u  m i g h t  t r y  s i i  r  

i n g  w i t h  a n  a n t i b a c t e r i a l  s o a D  ( t o  r c .  

s x i n  b a c t e r i a ) ,  t h e n  u s e  a  f o a m i n g  s h a v ­

i n g  c r e a m ,  r i n s i n g ,  a n d  d r y i n g  t h o r o u g n l y  

w h e n  y o u ' r e  f i n i s n e d .  I f  t h a t  d o e s n ' t  s o i v e  

y o u r  p r o b l e m ,  t r y  s h a v i n g  b e f o r e  y o u r  

s h o w e r  w i t h  a n  e l e c t r i c  s h a v e r ,  u s ; . ’ , ;  a  

p r e - e i e c t r i c - s n a v e  o o w d e r  f i r s t .  T h i s  m a y  

n o t  r e s u i t  i n  a s  c l o s e  3  s h a v e ,  o u t  m a y  n o t  

d o  a s  m u c n  d a m a g e  e i t h e r .

You may address questions on metrical 
problems or treatment to Alan E. Ncurse, 
M.D* G O O D  HOUSEKEEPING. 959 Eighth 
Avenue. New York.N.Y. 10G19. Only ques­
tions chosen for use in his column wiil be 
answered.
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' l imwM i hmI by  ti Vo I i i t i l . eo r  H o a r d  o f  T r u s t e e s
Mi» I o r  I oi l  f o r  J m i l  v l  d u n  1 c o m m i t m e n t  
I n  ; iml  t i n d e r s I . i i i kI I n g  o f  I.In* n e e d s  o f  
I T W ’I.i: w i t h  IHS/MI I I . I T IES  n m l  Till-1II
I AM II. I EM.

Appo  I til nil by  the  N a t i o n a l  I 'mindnt  Ion  

:i l o r  I lit! I lnnd J c n p p e d .

' ’ I In* Pool d o f  T i  ns l e n s :

Mel p o l i c y  f o r  l.llt! opiil ' ti I I it|> oT I In*

P r i v a t e  nml U l m v l l t i b l c  T m s l  Funds .

IUIK! p a s s a g e d  i n l o  l ow oT  P u b l i c  A c t

(M - IM7: i c r e a t i n g  11 m ed ian I sm  t o  r e c e i v e  p r i v n l n  

I. run I a s s e t s  In  e x p a n d ,  onl toncu nml  K i ipp leme i r

s e r v i c e s  f o r  i l l m i b l m l  ; ; 111;11> 1 c f o r  s o r v l e - s

o m lo r  I l io  I l l i n o i s  D e p o r t m e n t  o f  M un l i i l  

Don I Hi nml  D e v e l o p m e n t a l  111snbl J i t i e s .

K s l  oh 11 s l iml  C l i o p to r  Ul  1/2 S e c t i o n s  5 - I I V  'ml

15-119 o f  I lie " M o n I n i  l l o n l l l i  nml  l l c v o lo p n ic im i  I 

III sub 11111 os D o d o " .

-  I 'n powors  I l io S t n t o  T r o o s n r e r  as  e x - o f f  I c l t i  

nml  c m i l o d l n n  o f  tin.* p u b l i c  s e c t o r  f o n d .

F R I V A T E  SECTOR

St; l o c i  nml con true I. w ith Corpornlo 
I 'b . i c lo ry  Agent (Ranh) lo  Invos l  nml 
manage n i l  t r u s t  n s s c l . s .

So lot: I nod con l rn c t  wi t h 0 Mod 1 11 Sor -  
v l c o  Agont l o  complete! n i l  n e e e s sn r y  
Inloho p r o c e s s e s ,  In c lu d in g  I lie deve -  

.. I opine 11' o f  enoli l . l f o -Cn re  I’ lnn.

App i  o v o !,en c h  M f n - C o r o  I’ l nn  nml  v o l e  on 

po r t  I c I p o t  lo t i  o f  onc l i  f o m l l y  T r n s l /

I. l i e -Co  re PI nil.

-  Use  d i s c r e t i o n a r y  t r u s t e e  p o w e r s  In  

o o n p o r n U o n  w i t h  the  S p e c  in  I T r u s t e e  l o  

m o d i f y  o r  o p p r n v o  e x p e n d i t u r e s  w l l l t l n  

I lie g u i d e l i n e s  o f  et icl i  I . l i e  C o r e  I’ l n n .

’ 11 f lit! Hoard  o f  T r u s t e e s  mus t  c o m p l y  w i t h  

I In? I RUST nml  T R U S T EE S  A C T  o I I l l i n o i s  

( I I I .  R e v .  S t n l . Ch.  1 7 , I’t i r .  I (Hi I • I HUM).

-  P r o v i d e s  f o r  the  C o m p t r o l l e r  t o  d i r e c t  p a y ­

men ts  f rom ea ch  account ,  w i t h i n  flit! T i m d "  

upon r e c e i p t  o f  c e r t i f i e d  v o u c h e r s  a p p r o v e d  

b y  t h e  D i r e c t o r  o f  IIMII 1)1).

-  R e q u i r e s  DMII DD t o  adop t  r u l e s ' a n d  r n g t i l n -

, I l om i  f o r  ( l ie admin I s i  r o t  ton o f  t h e  p u b l i c  - 

s e c t o r  " I n m l " .1
-  M o n i e s  s h a l l  be  s p e n t  p u r s u a n t  t o  e x i s t i n g  

d e p a r t m e n t  r u l e s  g o v e r n i n g  e x p e n d  I l i t r e s  f o r  
s e r v i c e s  nml  b u s e d  upon t h e  I n d i v i d u a l  - t r n s l  

a g r e e m e n t s  ( l . J f c  C a r e  P l a n )  f o r  e a c h  e l i ­

g i b l e  l ienor  I c l a r y .

-  I t  D i r e c t o r  d e t e r m i n e s  m o n ie s  c a n n o t  be 

e x p e n d e d  pursuant ,  t o  d e p a r t m e n t  r u l e s  o r  s e r ­

v l e t *  a v a i l a b i l i t y ,  funds'  and  a c c r u e d  I n t e r e s t  

w i l l  la* r e l u r u u d  t o  t h e  b e u o f l o l t i r y ' s  P r i v a t e  

T r u s t  f u n d .  . .

+ t  T h e  r e c e i p t  o f  m o n ie s  f rom t h e  S e l f  J J u f f I c l e u c y  

T r u s t  ( P r i v a t e  F un d )  w i l l  n o t  I n  nay  way  r e d u c e ,  

I m p a i r  o r  d i m i n i s h  t h e  b e n e f i t s  each  b e n e f i c i ­

a r y  w o u l d  o t h e r w i s e  be e - i l l  l i e d  t o  u n d e r  law.

* * *  E s t a b l i s h e s  a " F u n d "  f o r  t h e  D i s a b l e d  t o  accept ,  

m on ie s  rrom nay s o u r c e  w h i c h ,  s u b j e c t  l o  a p p r o ­

p r i a t i o n s ,  w i l l  be  nsi*d f o r  s e r v i c e s  t o  l o w -  

Incomo i l l  s ab  I eel e l i g i b l e  f o r  DMII-DD s e r v i c e s .
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M C D E L  A C T

A n  A c t  to p r o v i d e  f o r  a S e l f - S u f f i c i e n c y  T r u s t  f o r  t h e  d e -  

v e l o p m e n t a l l y  d i s a b l e d ,- ' m e n t a l l y  i l l  a n a  p h y s i c a l l y  h a n d i c a p p e d .

S T A T E  O F

B E  I T  E N A C T E D  b v  t h e  P e o o l e  o f  t h e  S t a t e  o f

as f o l l o w s :

S E C T I O N  1: S e c t i o n s  1, 2 a n d  3 a r e  a d d e d  to t h e

___________________________ (ceca.il t h e  S t a t e  l a w  s e c t i o n  d e a l i n g  w i t h

the d i s a b l e d )  , t h e  a d d e d  s e c t i o n s  to r e a d  a s  f o l l o w s :

c r e a c e c  t n e  aei.s i  - _ c3 u r : : c i e r . c v(A) C R E A T I O N . T h e r e  is h e r e b y
T r u s c  F u n d .  T h e  S t a t e  T r e a s u r e r ,  e x  o f f i c i o ,• s h a l l  b e  
c u s t o d i a n  o f  t h e  T r u s t  F u n d ,  a n d  t h e  C o m p c r o i l e r  s h a l l  
d i r e c t  p a y m e n t s  f r o m  t h e  T r u s t  F u n d  u p o n  v o u c h e r s  p r o ­

p e r l y  c e r t i f i e d  b y  t h e  (D i r e c t o r  o r  C o m m i s s i o n e r ) o f  
(n a m e  a o o r o o r i a t e  s t a t e  a c e n c v ) . T h e  T r e a s u r e r  s h a l l  
c r e d i t  ir.cerest o n  t h e  T r u s t  F u n d  t o  t h e  T r u s t  F u n d ,  
a n d  t h e  D i r e c t o r  s h a l l  a l l o c a t e  s u c h  i n t e r e s t  p r o  r a t a  

t n e  r e s p e c t i v e  a c c o u n t s  o f  t h e  n a m e d  b e n e f i c i a r i e s

(B)

th e  T r u s t  F u n d .  F o r  t h e  p u r p o s e s  o f  t h i s  s e c t i o n ,
m e a n s  a t r u s t  c r e a t e d

to 
o f
t h e  t e r m  " s e l f - s u f f i c i e n c y  t r u s • 
b y  a n o n p r o f i t  c o r p o r a c i o n  w h i c h  is a 5 0 1 - C - 3  o r g a n i z a ­
t i o n  u n d e r  t h e  U n i t e d  S t a t e s  I n t e r n a l  R e v e n u e  C o d e  o f  
1 9 5 4  a n d  w h i c h  w a s  o r g a n i z e d  u n d e r  t h e  N o n p r o f i t
C o r p o r a t i o n  A c t ,  C h a p .   S e c t i o n _______ f o r  t h e  p u r p o s e
o f  p r o v i d i n g  for t h e  c a r e ,  or t r e a t m e n t  o f  o n e  o r  m o r e  
d e v e l o p m e n t a l i y  d i s a b l e d ,  m e n t a l l y  i l l  or p h y s i c a l l y  
h a n d i c a p p e d  p e r s o n s  o r  p e r s o n s  o t h e r w i s e  e l i g i b l e  f o r  

d e p a r t m e n t  s e r v i c e s .

R U L E S . T h e  d e p a r t m e n t  s h a l l  a d o p t  s u c h  r u l e s  a n d  p r o ­
c e d u r e s  u n d e r  t h e  ___________  A d m i n i s t r a t i v e  P r o c e d u r e s

, as m a y  be n e c e s s a r yAc: T i t l e  ' • c n a D c e r
ir u s e f u l  for t h e  a d m i n i s t r a t i o n  o f  t h e  t r u s t  f u n d .



(A) N A M I N G  5 E N E Z I C I A R I E S  .. T h e  D e p a r t m e n c  o f  (a c c r o c r i . - a  

s t a t e  a a e n c y ) m a y  a c c e p t  m o n e y  f r o m  a s e l f - s u f f i c i e n c y  t r u s t  

f o r  d e p o s i t  in t h e  trust.- f u n d  p u r s u a n t  to a n  a g r e e m e n t  w i t h  t h e  

t r u s t  n a m i n g  o n e  or m o r e  b e n e f i c i a r i e s  w h o  a r e  d e v e l o p m e n t a l l y  

d i s a b l e d ,  m e n t a l l y  i l l  o r  p h y s i c a l l y  h a n d i c a p p e d  p e r s o n s  o r  

p e r s o n s  o t h e r w i s e  e l i g i b l e  f o r  d e p a r t m e n t  s e r v i c e s  r e s i d i n g  in 

t h i s  S t a t e  a n d  s p e c i f y i n g  t h e  c a r e ,  o r  t r e a t m e n t  t o  b e  p r o v i d e d  

f o r  t h e m .  T h e  d e p a r t m e n t  s h a l l  m a i n t a i n  a s e p a r a t a  a c c o u n t  in 

t h e  t r u s t  f u n d  f o r  e a c h  n a m e d  b e n e f i c i a r y .

(B) C A R E  O F  B E N E F I C I A R I E S . T h e  m o n e y  in t h e s e  a c c o u n t s  

s h a l l  be s p e n t  b y  t h e  d e p a r t m e n t ,  p u r s u a n t  to i t s  r u l e s ,  o n l y
•v

t o  p r o v i d e  c a r e  a n d  t r e a t m e n t  f o r  t h e  n a m e d  b e n e f i c i a r i e s  in 

a c c o r d a n c e  w i t h  t h e  t e r m s  o f  t h e  a g r e e m e n t .

(C) R E T U R N  O F  M O N E Y .  I n  t h e  e v e n t  t h a t  t h e  d i r e c t o r  d e t e r ­

m i n e s  t h a t - t h e - m o n e y - i n  t h e  a c c o u n t - o f  a n a m e d  b e n e f i c i a r y ,  c a n ­

n o t  b e  u s e d  for t h e  c a r e  o r  t r e a t m e n t  o f  t h e  b e n e f i c i a r y  in a 

m a n n e r  " c o n s i s t e n t  w i t h  t h e  r u l e s  o f  t h e  d e p a r t m e n t .a n d  t h e  

a g r e e m e n t ,  or u p o h  r e q u e s t  o f  t h e  s e l f - s u f f i c i e n c y  t r u s t ,  t h e  

r e m a i n i n g  m o n e y  in t h a t  a c c o u n t ,  t o g e t h e r  w i t h  a n y  a c c u m u l a t e d  

i n t e r e s t  o n  t h a t  a c c o u n t ,  s h a l l  be p r o m p t l y  r e t u r n e d  to t h e  

s e l f - s u f f i c i e n c y  t r u s t  w h i c h  d e p o s i t e d  t h e  m o n e y  in t h e  t r u s t  

f u n d .

(D) O T H E R  B E N E F I T S  N O T  A F F E C T E D .  T h e  r e c e i p t  b y  a b e n e f i ­

c i a r y  o f  m o n e y  f r o m  t h e  t r u s t  f u n d  o r  o f  c a r e  or t r e a t m e n t  p r o -

S E C T I O N  2 : A D M I N I S T R A T I O N  O F  F U N D
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v i c e d  w i t h  t h a t  m o n e y ,  s h a l l  n o t  in a n y  w a y  r e d u c e ,  i m p a  ir or 

d i m i n i s h  t h e  b e n e f i t s  to w h i c h  the b e n e f i c i a r y  is o t h e r w i s e  e n ­

t i t l e d  b y  l a w .

S E C T I O N  3: S P E C I A L  F U N D  •'

T h e  f u n d  f o r  t h e  d i s a b l e d  is c r e a t e d  a s  a s p e c i a l  f u n d  f r o m  

t h e  S t a t e  T r e a s u r y .  T h e  d i r e c t o r  m a y  a c c e p t  m o n e y  f r o m  a n y  

s o u r c e  f o r  d e p o s i t  i n t o  t h e  f u n d .  T h e  m o n e y  in t h e  f u n d  s h a l l  

b e  u s e d  b y  t h e  d e p a r t m e n t ,  s u b j e c t  to a n  a p p r o p r i a t i o n ,  f o r  t h e  

p u r p o s e  o f  p r o v i d i n g  f o r  t h e  c a r e ,  a n d  t r e a t m e n t  o f  l o w - i n c o m e  

d e v e l o p m e n t a l l v  d i s a b l e d ,  m e n t a l l y  i l l  a n d  p h y s i c a l l y  h a n d i ­

c a p p e d  p e r s o n s ,  o r  l o w - i n c o m e  p e r s o n s  o t h e r w i s e  e l i g i b l e  f o r  

d e p a r t m e n t  s e r v i c e s ,  a s  d e f i n e d  b y  t h e  d e p a r t m e n t . -

-3-
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DISABLED POPULATION PROPILE SYSTEM

O V E R V I E W

There are two purposes for the Disabled Population Profile System:

1) It is the first step in forming a- life-care plan for a d i s a b l e d  individual;

2) It is a planning tool which provides a system to collect information on the 

needs of the d i s a b l e d  population that are in need of serv i c e s  now and those 

needing services in the future. This information can be compiled state-wide 

and eventually nation-wide. Until now. there has been no successful system 

to accurately show these needs.

T he service application will give the following information:

1) Parent demographic information;

2) Disabled person demographic information;

3) Functional disabilties of the disabled person - v e r y  basic "yes - no" 

function not an in-depth clinical review;

Scales for level determination - these scales will be used later to 

determine what level of residential care and day p r o g r a m m i n g  is needed by 

the disabled person. All costs associated with the level are also

calculated (current year or future year costs). The s y s t e m  then takes these

costs and produces a n -Income Earnings Projection which is the starting point 

for the financial planning for a parent for the needs of their son or

daughter;

5) Current living arrangements and services;

o) Immediate needs of the disabled person:

7) Future needs - This is when the system takes the L i f e - C a r e  needs, matches 

them to the level determination and costs for those needs, in any given

year.

i



R R S N T  A N D  f u t u r e  u c m m i t t e u  
_______ E N R O L L M E N T  P R O C E D U R E S

e n c v  T r u s "  a

W H E N  C A N  I E N R O L L  IN T H E  S E L F - S U F F I C I E N C Y  T R U S T ?

W h e n  it is t i m e  to d e l i v e r  s e r v i c e s  u n d e r  t h e  L i f e  C a r e  P l a n  d e v e l o p e d  

f o r  y o u r  b e n e f i c i a r y  w h o  is d i s a b l e d ,  y o u  c a n  e n r o l l  in a n d  f u n d  t h e  

S e l f - S u f f i c i e n c y  T r u s t  ( t h e  " S S T " ) .  D e p e n d i n g  u p o n  y o u r  w i s h e s ,  t h e n , 

e n r o l l m e n t  c a n  o c c u r  c u r r e n t l y ,  o n  a f u t u r e  s e t  d a t e ,  or at y o u r  d e a t h .

T h e  S e l f - S u f f i c i e n c y  T r u s t  h a s  o n l y  two e n r o l l m e n t  p r o c e d u r e s .  T h e  

f i r s t  is f o r  d o n o r s  w h o  d e s i r e  s e r v i c e s  C U R R E N T L Y ;  the s e c o n d  i s  for 

d o n o r s  w h o  d e s i r e  s e r v i c e s  o n  a  F U T U R E  S E T  D A T E  o r  A T  T H E I R  D E A T H .

C U R R E N T  E N R O L L M E N T  P R O C E D U R E S _______________________________________________________________

If t h e  L i f e  C a r e  P l a n  f o r  y o u r  b e n e f i c i a r y  w h o  is d i s a b l e d  h a s  b e e n

c o m p l e t e d  a n d  y o u  h a v e  d e t e r m i n e d  th a t  s e r v i c e s  a r e  to b e  p u r c h a s e d

i m m e d i a t e l y ,  t h e n  y o u r  e n r o l l m e n t  i n  t h e  S S T  w i l l  b e  c o m p l e t e d  at o n c e .

A s  y o u  w o r k  w i t h  the S S T  I n t e r v i e w e r s ,  y o u r  a t t o r n e y  a n d  a d v i s o r s ,  y o u

w i l l  c o m p l e t e  t h e  L i f e  C a r e  P l a n  [ w h i c h  d e f i n e s  t h e  s e r v i c e s  a n d  the
t i m i n g  o f  t h e i r  d e l i v e r y  to be p r o v i d e d  t o  y o u r  d i s a b l e d  b e n e f i c i a r y ] , 

t h e  T r a n s f e r  D o c u m e n t  [ w h i c h  i s  t h e  a g r e e m e n t  y o u  s i g n  w i t h  t h e  S S T ]  , 
a n d  t h e  A p p o i n t m e n t  of S p e c i a l  T r u s t e e  [ w h i c h  g i v e s  y o u  or y o u r  a p p o i n ­

t e e  a  v o i c e  i n  t h e  p r o v i s i o n  of s e r v i c e s  t o  y o u r  d i s a b l e d  b e n e f i c i a r y ]  .

A  s u m m a r y  of y o u r  f i l e  is t h e n  p r e p a r e d  f o r  p r e s e n t a t i o n  to t h e  B o a r d  of 
t h e  S e l f - S u f f i c i e n c y  T r u s t .  T h i s  f i l e  is i d e n t i f i e d  o n l y  b y  t h e  s o c i a l  

s e c u r i t y  n u m b e r  of t h e  d i s a b l e d  i n d i v i d u a l  a n d  c o n t a i n s  a s u m m a r y  o f  the 
L i f e  C a r e  P l a n ,  a v e r i f i c a t i o n  o f  t h e  f i n a n c i a l  p r o j e c t i o n s ,  a  v e r i f i c a ­
t i o n  t h a t  a  P r o v i d e r  h a s  b e e n  i d e n t i f i e d  t o  p r o v i d e  s e r v i c e s ,  a n d  a 
v e r i f i c a t i o n  t h a t  the T r a n s f e r  D o c u m e n t  a n d  A p p o i n t m e n t  o f  S p e c i a l  

T r u s t e e  h a v e  b e e n  e x e c u t e d  b y  t h e  d o nor.

If a l l  t h e s e  i t e m s  a r e  i n  o r d e r ,  t h e  B o a r d  o f  T r u s t e e s  w i l l  a c c e p t  the  
e n r o l l m e n t  p e n d i n g  f u n d i n g .  I m m e d i a t e l y  a f t e r  t h a t  a c c e p t a n c e ,  the 

o r i g i n a l  T r a n s f e r  D o c u m e n t  a n d  A p p o i n t m e n t  of S p e c i a l  T r u s t e e  a r e  p r e ­

s e n t e d  to t h e  P r e s i d e n t  o f  t h e  B o a r d  for s i g n a t u r e .

N o w  t h a t  e n r o l l m e n t  h a s  b e e n  a p p r o v e d ,  y o u r  f i l e  is r e t u r n e d  t o  s t a f f  
w h o  w i l l  w r i t e  to y o u  g i v i n g  i n s t r u c t i o n s  o n  h o w  y o u r  f u n d s  a r e  t o  be 

d e p o s i t e d  i n t o  t h e  S S T .  Y o u  w i l l  a l s o  b e  g i v e n  c o p i e s  o f  t h e  f u l l y  
s i g n e d  T r a n s f e r  D o c u m e n t  a n d  A p p o i n t m e n t  o f  S p e c i a l  T r u s t e e .

W h e n  y o u r  f u n d s  a r e  r e c e i v e d  a n d  c l e a r e d ,  y o u r  e n r o l l m e n t  i s  c o m p l e t e .  
Y o u r  d i s a b l e d  b e n e f i c i a r y  b e c o m e s  a  P a r t i c i p a n t  i n  t h e  SST, a n d  s e r v i c e s  

w i l l  b e g i n .  O f  c o u r s e ,  w e ' l l  b e  I n t e r f a c i n g  w i t h  y o u r  S p e c i a l  T r u s t e e  as 
n e e d e d  t h e r e a f t e r .

F U T U R E / C O M M I T T E D  E N R O L L M E N T  P R O C E D U R E S _________________________________________________

If y o u  h a v e  c o m p l e t e d  t h e  L i f e  C a r e  P l a n  f o r  y o u r  b e n e f i c i a r y  w h o  d i s­
a b l e d  a n d  d e t e r m i n e d  t h a t  s e r v i c e s  a r e  t o  b e  p u r c h a s e d  at a  F u t u r e  Set  
D a t e  or a f t e r  y o u r  d e a t h ,  t h e n  y o u r  e n r o l l m e n t  w i l l  b e  c o m p l e t e d  a t  t h a t  
f u t u r e  t i m e .  H o w e v e r ,  it is i m p o r t a n t  t o  b o t h  o f  u s  t h a t  y o u r  e n r o l l ­
m e n t  be C O M M I T T E D .  T h i s  a l l o w s  y o u  to d e p e n d  u p o n  a n d  p l a n  f o r  y o u r  
e n r o l l m e n t ,  a n d  it a l l o w s  u s  t o  p l a n  f o r  t h e  f u t u r e  of t h e  S S T  a n d  y o u r  

b e n e f i c i a r y .
C o n t i n u e d



E n r o l l m e n t  for f u t u r e  s e r v i c e s  is a c c o m p l i s h e d  t h r o u g n  t e s t a m e n t a r y  

d e v i c e ^ , p r i m a r i l y  t h r o u g h  y o u r  W i l l  a n d / o r  t h r o u g h  l i f e  i n s u r a n c e .

A s  y o u  w o r k  w i t h  the S S T  I n t e r v i e w e r s ,  y o u r  a t t o r n e y  a n d  a d v i s o r s ,  y o u  

w i l l  c o m p l e t e  the L i f e  C a r e  P l a n .  T h e n ,  if y o u  i n t e n d  t o  f u n d  t h e  T r u s t  

t h r o u g h  y o u r  W i l l ,  y o u  w i l l  p r e p a r e  a n e w  W i l l  w h i c h  i n c l u d e s  t h e  p a r a­

g r a p h s  n e c e s s a r y  to e n r o l l  in a n d  t r a n s f e r  f u n d s  to t h e  S S T  a n d  to

a p p o i n t  a S p e c i a l  T r u s t e e .

If y o u  i n t e n d  to f u n d  t h e  T r u s t  t h r o u g h  l i f e  i n s u r a n c e ,  y o u  w i l l  m a k e  

t h e  S e l f - S u f f i c i e n c y  T r u s t  o f  I l l i n o i s  t h e  b e n e f i c a r y  o f  y o u r  p o l i c y  for  

t h e  s u m  n e e d  to f u n d  y o u r  L i f e  C a r e  P l a n ,  a n d  y o u  w i l l  c o m p l e t e  a 

T r a n s f e r  D o c u m e n t  a n d  a n  A p p o i n t m e n t  o f  S p e c i a l  T r u s t e e . A s  a n  a l t e r n a­
ti v e ,  y o u  c a n  f l o w  t h e  i n s u r a n c e :  p r o c e e d s  t h r o u g h  y o u r  e s t a t e  a n d  e n r o l l
i n  t h e  S S T  t h r o u g h  y o u r  W i l l ,  a s  d i s c u s s e d  a b o v e .

W e  t h e n  a s k  t h a t  y o u  g i v e  t h e  S S T  a p h o t o c o p y  of y o u r  W i l l  ( j u s t  t h e  
p a g e s  t h a t  r e l a t e  to t h e  S S T )  a n d  o f  y o u r  l i f e  i n s u r a n c e  b e n e f i c i a r y  

d e s i g n a t i o n  w i t h  a l e t t e r  s t a t i n g  t h a t  y o u  i n t e n d  to e n r o l l  y o u r  d i s­
a b l e d  b e n e f i c i a r y  in t h e  S S T  at a f u t u r e  tim e .  T h i s  t e l l s  u s  t h a t  y o u  

a r e  C O M M I T T E D  to e n r o l l m e n t  in t h e  SST.

O n c e  w e  h a v e  all t h e s e  d o c u m e n t s ,  a s u m m a r y  o f  y o u r  f i l e  is p r e p a r e d  f o r  
p r e s e n t a t i o n  to the B o a r d  o f  t h e  S e l f - S u f f i c i e n c y  T r u s t .  T h i s  f i l e  is 
i d e n t i f i e d  o n l y  b y  t h e  s o c i a l  s e c u r i t y  n u m b e r  of t h e ' d i s a b l e d  i n d i v i d u a l  
a n d  c o n t a i n s  a s u m m a r y  o f  t h e  L i f e  C a r e  P l a n ,  a v e r i f i c a t i o n  o f  t h e
f i n a n c i a l  p r o j e c t i o n s ,  a n d  a v e r i f i c a t i o n  th a t  yo.ur f i n a n c i a l / e s t a t e

p l a n n i n g  a n d  d o c u m e n t a t i o n  is in o r d e r  so t h a t  f u t u r e  f u n d i n g  a n d

e n r o l l m e n t  c a n  o c c u r .

I f  a l l  t h e s e  i t e m s  a r e  i n  o r d e r ,  t h e  B o a r d  of T r u s t e e s  w i l l  r e c o g n i z e  

t h e  e n r o l l m e n t  p e n d i n g  f u t u r e  f u n d i n g .

It is t h e n  n e c e s s a r y  f o r  u s  to m e e t  a n n u a l l y  to u p d a t e  y o u r  f i l e  a n d
r e v i e w  t h e  n e e d s  of y o u r  d i s a b l e d  b e n e f i c i a r y .  T h i s  is v e r y  i m p o r t a n t ;  
w e  n e e d  to k n o w  t h a t  y o u  a r e  s t i l l  c o m m i t t e d  to t h e  S S T  so t h a t  w e  c a n  
p l a n  f o r  t h e  ti m e  w h e n  y o u r  d i s a b l e d  b e n e f i c i a r y  w i l l  n e e d  u s .  W e  w i l l
g l a d l y  a c c o m o d a t e  t h e s e  r e v i e w s  v i a  t h e  t e l e p h o n e  o r  m a i l  if t h a t  is  
e a s i e r  f o r  you. [ P l e a s e  s e e  t h e  S S T  h a n d o u t  e n t i t l e d  U P D A T E  

P R O C E D U R E S ] .

A t  y o u r  d e a t h ,  w e  w i l l  w o r k  w i t h  y o u r  E x e c u t o r  a n d  S p e c i a l  T r u s t e e  t o  
c o m p l e t e  e n r o l l m e n t  a s  d e s c r i b e d  in t h e  f i r s t  p a r t  o f  t h i s  h a n d o u t .

If y o u  m a k e  a r r a n g e m e n t s  f o r  t h i s  k i n d  o f  t e s t a m e n t a r y  e n r o l l m e n t  a n d
d e c i d e  i n  f u t u r e  y e a r s  t h a t  y o u  w a n t  s e r v i c e s  to b e g i n  e v e n  t h o u g h  y o u  
a r e  s t i l l  alive, j u s t  a r r a n g e  to m e e t  w i t h  a n  S S T  I n t e r v i e w e r .  T h a t  
c h a n g e  c a n  b e  e a s i l y  a c c o m p l i s h e d  a n d  s e r v i c e s  b e g u n  a t  t h a t  t i m e .

S u p p o s e  f o r  a m o m e n t  t h a t  y o u  k n o w  n o w  t h a t  y o u  w a n t  s e r v i c e s  t o  b e g i n  
or. a S E T  F U T U R E  D A T E  — f o r  e x a m p l e ,  i f  y o u  w a n t  s e r v i c e s  t o  s t a r t  w h e n
y o u  r e t i r e  in 1 9 9 9 —  t h e  S S T  r e q u i r e s  t h a t  y o u  go t h r o u g h  t h e  t e s t a m e n­
t a r y  e n r o l l m e n t  p r o c e d u r e .  T h e n  if y o u  d i e  b e f o r e  1 9 9 9 ,  y o u r  b e n e f i ­
c i a r y  is p r o t e c t e d  t h r o u g h  y o u r  W i l l  o r  l i f e  i n s u r a n c e .  If y o u  s u r v i v e  
u n t i l  199 9 ,  w e  w i l l  a r r a n g e  f o r  i m m e d i a t e  e n r o l l m e n t  a t  t h a t  t i m e .
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A s  y o u  l e a r n  a b o u t  the S e l f - S u f f i c i e n c y  T r u s t  o f  I l l i n o i s  ( t h e  

" S S T " ) ,  y o u  w i l l  s e e  t h a t  t h e  g o a l  of t h e  S S T  is to f u n d  

s e r v i c e s  to m e e t  i d e n t i f i e d  n e e d s  of i n d i v i d u a l s  w i t h  d i s a b i l ­

i t i e s  f o r  d e f i n e d  p e r i o d s  o f  t i m e .

It is i m p o r t a n t  t h a t  y o u  c l e a r l y  u n d e r s t a n d  e a c h  e l e m e n t  o f  t h i s  

g o a l  a s  y o u  e v a l u a t e  y o u r  o w n  p a r t i c i p a t i o n  i n  t h e  SST.

W h e n  y o u  m e e t  w i t h  t h e  S S T  I n t e r v i e w e r s ,  t h e  g o a l  o f  t h e  

m e e t i n g s  is m u t u a l l y  to d e f i n e  s e r v i c e  n e e d s  a n d  w h e n  t h e  n e e d s  

a r e  l i k e l y  to o c c u r .  D u r i n g  t h e  f i r s t  i n t e r v i e w ,  y o u  w i l l  
c o m p l e t e  t h e  c o m p u t e r - b a s e d  D i s a b l e d  P o p u l a t i o n  P r o f i l e  S y s t e m  
( " D P P S " )  b y  a n s w e r i n g  a v a r i e t y  o f  q u e s t i o n s .  T h e s e  w i l l  r a n g e  

f r o m  i d e n t i f i c a t i o n  i n f o r m a t i o n  ( s u c h  as n a m e ,  a d d r e j s ,  s o c i a l  
s e c u r i t y  n u m b e r )  to l e v e l - o f - f u n c t i o n i n g  i n f o r m a t i o n .  Y o u  w i l l  

be a s k e d  a b o u t  a v a r i e t y  o f  s e r v i c e s  (su c h  a s  r e s i d e n t i a l ,  d a y  
p r o g r a m m i n g ,  a d v o c a c y ,  a n d  g u a r d i a n s h i p )  a n d  w h e t h e r  o r  n o t  y o u r  
d i s a b l e d  b e n e f i c i a r y  w i l l  n e e d  t h e s e  s e r v i c e s .  Y o u  w i l l  a l s o  b e  
a s k e d  w h e n  y o u  t h i n k  t h e s e  s e r v i c e s  s h o u l d  b e g i n .

A f t e r  y o u r  f i r s t  i n t e r v i e w ,  o u r  c o m p u t e r  w i l l  p r o c e s s  y o u r  
a n s w e r s  in a n u m b e r  of d i f f e r e n t  way s ,  a n d  w e  w i l l  b e g i n  to 
d e v e l o p  a L i f e  C a r e  P l a n  f o r  t h e  i n d i v i d u a l  w i t h  d i s a b i l i t i e s .

F r o m  y o u r  i d e n t i f i c a t i o n  a n s w e r s , the D P P S  w i l l  a p p l y  a g e o ­
g r a p h i c  d e s c r i p t o r  as f o r m u l a t e d  b y  I l l i n o i s  D e p a r t m e n t  o f  
M e n t a l  H e a l t h  a n d  D e v e l o p m e n t a l  D i s a b i l i t i e s  ( " D M H - D D " ) .

F r o m  y o u r  l e v e l - o f - f u r . c t i o n i n g  a n d  p r o g r a m  n e e d s  a n s w e r s , t h e  
D P P S  w i l l  i d e n t i f y  t i n  r e s i d e n t i a l  a n d  d a y  p r o g r a m  s e t t i n g  

a p p r o p r i a t e  to y o u r  d i s a b l e d  b e n e f i c i a r y  w i t h i n  t h e  p r o g r a m  
p a r a m e t e r s  e s t a b l i s h e d  b y  D M H - D D .

F r o m  y o u r  s e r v i c e  t i m i n g  a n s w e r s , t h e  D P P S  w i l l  d e t e r m i n e  t h e  
n u m b e r  of y e a r s  e a c h  s e r v i c e  is to b e  p r o v i d e d .  I n  d o i n g  t h i s ,  
D P P S  e x a m i n e s  t h e  c u r r e n t  a g e  o f  y o u r  a i s a b l e d  b e n e f i c i a r y  a n d  
t h e  d a t e  y o u  w a n t  s e r v i c e s  t o  b e g i n ,  a n d  it f a c t o r s  i n  a n  

a v e r a g e  l i f e  s p a n  of e i g h t y - o a e  y e a r s .

S e r v i c e  c o s t  i n f o r m a t i o n  f r o m  D M H - D D ,  t h e  D e p a r t m e n t  o f  R e h a b i l ­
i t a t i o n  S e r v i c e s ,  a d v o c a c y  g r o u p s ,  g u a r d i a n s h i p  s e r v i c e s ,  a n d  

o t h e r s  a r e  a l s o  a c c e s s e d  b y  t h e  D P P S  p r o g r a m .

U n d e r  t h e  M e n t a l  H e a l t h  C o d e  o f  I l l i n o i s ,  t h e  S S T  m u s t  m a k e  
a p p r o p r i a t e  p l a c e m e n t  d e t e r m i n a t i o n s  w h e n  i d e n t i f y i n g  s e r v i c e s  
f o r  i n d i v i d u a l s  p a r t i c i p a t i n g  i n  t h e  SST. A l l  o f  o u r  e f f o r t s  
a r e  to t h i s  end, a n d  y o u  p l a y  a l a r g e  p a r t  in o u r  s u c c e s s  b y  

s u p p l y i n g  c o m p l e t e  a n d  o b j e c t i v e  i n f o r m a t i o n  a b o u t  y o u r  b e n e f i ­
c i a r y  w h o  is d i s a b l e d .

C o n t i n u e d



A t  y o u r  s e c o n d  S S T  i n t e r v i e w ,  we w i l l  r e v i e w  t h e  c o m p u t e r -  

p r o j e c t e d  c o s t s  of v a r i o u s  p r o g r a m s  f o r  y o u r  b e n e f i c i a r y  w h o  is 

d i s a b l e d .  A l l  o f  t h e s e  p r o j e c t i o n s  w i l l  b e  b a s e d  u p o n  the 

l e v e l - o f - f u n c t i o n i n g  i n f o r m a t i o n  a n d  s t a r t - u p  d a t e  w h i c h  y o u  
p r o v i d e d  i n  t h e  f i r s t  i n t e r v i e w .  If t h e  i n f o r m a t i o n  y o u  h a v e  

g i v e n  us i s  i n a c c u r a t e ,  t h e n  the p r o j e c t i o n s  m a y  b e  i n a c c u r a t e .

T h a t ' s  w h y  w e  c a l l  t h e m  " p r o j e c t i o n s " .  T h e s e  f i g u r e s  g i v e  u s  
b o t h  a n  e s t i m a t e  of t h e  c o s t  of s e r v i c e s  a n d  a l l o w s  y o u  t o  b e g i n  

f i n a n c i a l  p l a n n i n g .

A c t u a l  e n r o l l m e n t  i n  t h e  S S T  w i l l  t a k e  p l a c e  o n l y  w h e n  s e r v i c e s  

a r e  to b e  d e l i v e r e d  t o  t h e  i n d i v i d u a l  w i t h  d i s a b i l i t i e s .  I n  a l l  
c a s e s ,  a P r o v i d e r  o f  t h o s e  s e r v i c e s  w i l l  b e  i d e n t i f i e d  p r i o r  to 
e n r o l l m e n t .  If a p p l i c a b l e  to the s e r v i c e s  t o  b e  s u p p l i e d ,  t h e  
P r o v i d e r  w i l l  b e  a s k e d  t o  do a c o m p l e t e  e v a l u a t i o n  o f  y o u r  

d i s a b l e d  b e n e f i c i a r y .  If t h e  r e s u l t s  o f  t h i s  e v a l u a t i o n  d i f f e r  
f r o m  t h e  i n f o r m a t i o n  y o u  h a v e  g i v e n  us, t h e n  t h e r e  is t h e  p o t e n ­
t i a l  t h a t  t h e  a c t u a l  c o s t  of s e r v i c e s  w i l l  d i f f e r  f r o m  t h e  

p r o j e c t i o n s .

S o m e  d o n o r s  a r e  n o t  i n t e r e s t e d  in s e c u r i n g  s e r v i c e s  u n d e r  the  

S S T  r i g h t  a w a y .  T h e y  m a y  h a v e  m i n o r  b e n e f i c i a r i e s  o r  t h e y  m a y  
w a n t  to k e e p  t h e i r  a d u l t  b e n e f i c i a r i e s  h o m e  a f e w  m o r e  y e a r s .  
I n  t h e s e  c a s e s ,  t h e  d o n o r s  m i g h t  w a n t  to w o r k  w i t h  t h e  S S T  a n d  
o t h e r  S S T  d o n o r s  i n  d e v e l o p i n g  n e w  h o u s i n g  f o r  f u t u r e  
o c c u p a n c y ,  o r  the d o n o r s  m i g h t  w i s h  s i m p l y  t o  c o n t a c t  t h e  S S T  in 
t h e  f u t u r e  w h e n  t h e y  a r e  r e a d y  for s e r v i c e s .  [ P l e a s e  s e e  t h e  S S T  
h a n d o u t  e n t i t l e d  S E L F - S U F F I C I E N C Y  T R U S T  R E S I D E N T I A L

I N I T I A T I V E S .]

In m a n y  i n s t a n c e s ,  t h e  d o n o r s  w i l l  w a n t  to u s e  t h e  S S T  t o  m a k e  

p l a n s  f o r  a f t e r  t h e i r  o w n  d e a t h .  I n  t h i s  e v e n t ,  w e  a s k  t h a t  a 
q u a l i f i e d  t h i r d  p a r t y  m a k e  a l e v e l - o f - f u n c t i o i n g  a s s e s s m e n t ,  a n d  
b a s e d  u p o n  t h a t  e v a l u a t i o n  w e  w i l l  c o s t  o u t  s e r v i c e  a s  if it 
w e r e  to b e g i n  t o d a y .  T h e s e  f i g u r e s  c a n  t h e n  b e  u s e d  b y  t h e  
d o n o r s  to m a k e  e s t a t e  p l a n s  a n d  life i n s u r a n c e  d e c i s i o n s .  E a c h  
a n n i v e r s a r y  t h e r e a f t e r ,  t h e  d o n o r s  s h o u l d  m e e t  w i t h  t h e  S S T  
I n t e r v i e w e r  to u p d a t e  t h e i r  file. A t  t h a t  t i m e ,  t h e  c o s t  
f i g u r e s  w i l l  b e  v e r i f i e d  t o  r e f l e c t  a n y  s i g n i f i c a n t  c h a n g e s  in 
t h e  c o n d i t i o n  of t h e  b e n e f i c i a r y .  T h e  d o n o r s  c a n  t h e n  a d j u s t  
t h e i r  e s t a t e  p l a n s  o r  l i f e  i n s u r a n c e  b e n e f i c i a r y  d e s i g n a t i o n s .  
[ P l e a s e  s e e  t h e  S S T  h a n d o u t  e n t i t l e d  A N N U A L  U P D A T E  P R O C E D U R E S . ]

A s  y o u  c a n  see, y o u  a n d  y o u r  input a r e  a v i t a l  p a r t  o f  t h e  S S T  
e f f o r t  t o  f u n d  s e r v i c e s  t o  m e e t  t h e  I d e n t i f i e d  n e e d s  c f  y o u r  

b e n e f i c i a r y  w i t h  a  d i s a b i l i t y  for a d e f i n e d  p e r i o d  o f  t i m e .
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C O M M I T M E N T  T O  E Q U A L  A C C E S S

It is the c o m m i t m e n t  o f  t h e  B o a r d  o f  T r u s t e e s  o f  t h e  S e l f -  

S u f f i c i e n c y  T r u s t  of I l l i n o i s  to o f f e r  eq\.ai a c c e s s  to all  

c i t i z e n s  o f  t h e  S t a t e  o f  I l l i n o i s  to m e e t  w i t h  T r u s t  

I n t e r v i e w e r s .

I N T A K E  P R O C E S S  F E E S ________________________________________________________________

A l l  d o n o r s  w i t h  a b e n e f i c i a r y  w h o  is d i s a b l e d  a r e  e n c o u r a g e d  to 
c o m e  in f o r  o n e  i n t e r v i e w  a n d  e n r o l l  t h e i r  b e n e f i c i a r y  in t h e  

D i s a b l e d  P o p u l a t i o n  P r o f i l e  S y s t e m  c o m p u t e r  d a t a b a s e .  T h i s  
i n f o r m a t i o n  w i l l  b e  s h a r e d  w i t h  the S t a t e  o f  I l l i n o i s  f o r  p l a n­

n i n g  p u r p o s e s .  O f  c o u r s e ,  c o n f i d e n t i a l i t y  is s t r i c t l y  p r e s e r v e d .

F e e  f o r  o n e  i n t e r v i e w  to e n r o l l  in t h e
D i s a b l e d  P o p u l a t i o n  P r o f i l e  S y s t e m  N O  C H A R G E

F a m i l i e s  w h o  w i s h  to l e a r n  m o r e  a b o u t  t h e  S e l f - S u f f i c i e n c y  T r u s t  

m a y  c h o o s e  to c o m e  i n  f o r  a s e c o n d  a n d  t h i r d  i n t e r v i e w  f o r  t h i s  
p u r p o s e .  It is p o s s i b l e  to c o m p l e t e  a l l  e n r o l l m e n t  s t e p s  in 
t h e s e  two i n t e r v i e w s ,  h o w e v e r ,  r e m e b e r  t h a t  y o u  a r e  n o t  o b l i­
g a t e d  in a n y  w a y  a n d  t h a t  y o u  m a y  d i s c o n t i n u e  t h e  p r o c e s s  at a n y  

time.

F e e  f o r  s e c o n d  a n d  t h i r d  i n t e r v i e w s  to e v a l u a t e  a n d
p o s s i b l y  e n r o l l  in t h e  S e l f - S u f f i c i e n c y  T r u s t .............. N O  C H A R G E
A d d i t i o n a l  i n t e r v i e w s :  C o o k  a n d  c o l l a r  c o u n t i e s  $ 9 0 . 0 0  p e r  h o u r

A l l  o t h e r  c o u n t i e s .......  $60'. 0 0  p e r  h o u r

T R U S T  M A N A G E M E N T  F E S __________________________________________________________ __

A f t e r  y o u  h a v e  e n r o l l e d  in t h e  S e l f - S u f f i c i e n c y  T r u s t , t h e  T r u s t  
c h a r g e s  a m a n a g e m e n t  f e e  of 1 . 4% ( o n e  a n d .f o u r - t e n t h s  p e r c e n t )  
o f  a n n u a l  p r i n c i p a l  a n d  a c c r u e d  i n t e r e s t  to c o v e r  m a n a g e m e n t  

c o s t s .

O f  t h i s  f i g u r e ,  1% (one p e r c e n t )  is p a i d  to t h e  S e l f - S u f f i c i e n c y  
T r u s t  or i t s  d e s i g n a t e d  a g e n t  f o r  a c c o u n t  m a i n t e n a n c e  a n d  
a d m i n i s t r a t i o n .  T h e  r e m a i n i n g  0 . 4 % ( f o u r - t e n t h s  p e r c e n t )  is 
p a i d  to t h e  b a n k  f.or i t s  m a n a g e m e n t  a n d  i n v e s t m e n t  o f  t h e  T r u s t  

a c c c o u n t s .

U P D A T E  F E E S

F a m i l i e s  a r e  e n c o u r a g e d  to u p d a t e  t h e i r  D i s a b l e d  P o p u l a t i o n  
P r o f i l e  S y s t e m  f i l e  in t h e  e v e n t  t h a t  t h e r e  is a  d r a m a t i c  c h a n g e  
in t h e  c o n d i t i o n  o r  n e e d s  o f  t h e i r  b e n e f i c i a r y  w h o  is d i s a b l e d .  
I n  m o s t  i n s t a n c e s  t h i s  u p d a t e  c a n  b e  h a n d l e d  t h r o u g h  t h e  mail.

F e e  to u p d a t e  t h e  D i s a b l e d  P o p u l a t i o n  P r o f i l e  S y s t e m . . . N O  C H A R G E



F a m i l i e s  w h o  a r e  e n r o l l e d  in a n d  r e c e i v i n g  s e r v i c e s  f r o m  the 
S e l f - S u f f i c i e n c y  T r u s t  w h o  w i s h  to a u g m e n t  t h o s e  s e r v i c e s  a r e  

i n v i t e d  to t w i t h  us. R e m e m b e r  that y o u  a r e  n o t  o b l i g a t e d  in 
a n y  w a y  a n d  t h a t  y o u  m a y  d i s c o n t i n u e  the p r o c e s s  at a n y  t i m e .

F e e  to a u g m e n t  c u r r e n t  s e r v i c e s ,  two i n t e r v i e w s ...........N O  C H A R G E

A d d i t i o n a l  i n t e r v i e w s :  C o o k  a n d  c o l l a r  c o u n t i e s  $ 9 0 . 0 0  p e r  h o u r

A l l  o t h e r  c o u n t i e s .......  $ 6 0 . 0 0  p e r  h o u r

F a m i l i e s  w h o  h a v e  n e i t h e r  c o m p l e t e d  c u r r e n t  e n r o l l m e n t  n o r  

c o m m i t t e d  to f u t u r e  e n r o l l m e n t  i n  the t h e  S e l f - S u f f i c i e n c y  T r u s t  

a n d  w h o  w i s h  to u p d a t e  t h e i r  f i n a n c i a l  p r o j e c t i o n s  o r  to m o d i f y  

t h e i r  L i f '  C a r e  P l a n s  a r e  i n v i t e d  to do so.

U p d a t e  f e e  f o r  d o n o r s  w h o  a r e  n e i t h e r  c u r r e n t l y  e n r o l l e d  

n o r  c o m m i t t e d  to f u t u r e  e n r o l l m e n t  in t h e  SST,
m a x i m u m  o f  t w o  i n t e r v i e w s .........................................., . . $ 1 0 0 . 0 0
A d d i t i o n a l  i n t e r v i e w s :  C o o k  a n d  c o l l a r  c o u n t i e s  $ 9 0 . 0 0  p e r  h o u r

A l l  o t h e r  c o u n t i e s .......  $ 6 0 . 0 0  p e r  h o u r

F U T U R E / C O M M I T T E D  E N R O L L M E N T  U P D A T E  F E E S ___________________________________

F a m i l i e s  w h o  h a v e  c o m m i t t e d  to f u t u r e  e n r o l l m e n t  in t h e  S e l f -  
S u f f i c i e n c y  T r u s t  a r e  e n t i t l e d  to a o n e - y e a r  A n n u a l  M e m b e r s h i p  
w h i c h  i n c l u d e s  the " S S T  N e w s l e t t e r "  f r e e  of c h a r g e .  A f t e r  the
f i r s t  y e a r ,  t h e  A n n u a l  M e m b e r s h i p  w i l l  c o s t  $ 1 0 0 . 0 0  p e r  y e a r

an d ,  in a d d i t i o n  t o  t h e  n e w s l e t t e r ,  i n c l u d e s  o n e  o n e - h o u r  
c o n f e r e n c e  to r e v i e w  a c c o u n t s  a n d  k e e p  r e c o r d s  u p  to dat e .  

A d d i t i o n a l  c o n f e r e n c e  t i m e  is b i l l a b l e  a s  f o l l o w s :
C o o k  a n d  c o l l a r  c o u n t i e s  $ 9 0 . 0 0  p e r  h o u r

A i l  o t h e r  c o u n t i e s .......  $ 6 0 . 0 0  p e r  h o u r

J O I N T  E M E R G E N C Y  S E R V I C E S  F U N D

T h e  B o a r d  o f  T r u s t e e s  o f  t h e  S e l f - S u f f i c i e n c y  T r u s t  is e m p o w e r e d  
t o  l e v y  a v a r i a b l e  n o m i n a l  f e e  a g a i n s t  e a c h  p a r t i c p a n t ' s  a c c o u n t  

t o  f u n d  a  p o o l e d  J o i n t  E m e r g e n c y  S e r v i c e s  F u n d .  T h i s  F u n d  is 
a v a i l a b l e  t o  a l l  p a r t i c i p a n t s  o n  a n  e m e r g e n c y  f i r s t  c o me, f i r s t  
s e r v e d  b a s i s  in t h e  e v e n t  t h a t  an u n e x p e c t e d  c h a n g e  i n  t h e  
p a r t i c i p a n t ' s  c o n d i t i o n  r e s u l t s  in a g r e a t e r  n e e d  t h a n  o r i g i n a l ­

l y  f u n d e d  b y  t h e  i n d i v i d u a l  t r u s t  a c c o u n t

N O T I C E : T H E  F E E S  H E R E I N  M A Y  B E  C H A N G E D  B Y  R E S O L U T I O N  O F  T H E  B O A R D  O F
T R U S T E E S  O F  T H E  S E L F - S U F F I C I E N C Y  T R U S T  W I T H O U T  N O T I C E  O R  O B L I G A T I O N .
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S e l f - S u f f i c i e n c y  T r u s t  o f  Iliir.

W H A T  D O S S  " U P D A T E "  M E A N ?

D u r i n g  y o u r  f i r s t  S e l f - S u f f i c i e n c y  T r u s t  ("SST") i n t e r v i e w ,  y o u  

w i l l  c o m p l e t e  t h e  D i s a b l e d  P o p u l a t i o n  P r o f i l e  S y s t e m  ( " D P P S " )  

w h i c h  is a c o m p u t e r - b a s e d  f i l e  d e s c r i b i n g  t h e  s t a t u s  a n d  n e e d s  
of y o u r  b e n e f i c i a r y  w h o  is d i s a b l e d .  Y o u  m a y  a l s o  h a v e  

r e q u e s t e d  a n d  at y o u r  s e c o n d  i n t e r v i e w  b e e n  g i v e n  p r o j e c t i o n s  of 

t h e  m o n i e s  n e e d e d  to f u n d  s e r v i c e s  to m e e t  t h e  i d e n t i f i e d  n e e d s  
cf y o u r  d i s a b l e d  b e n e f i c i a r y  f o r  a d e f i n e d  p e r i o d  o f  time.

U p d a t i n g  t h e  D P P S  f i l e  s i m p l y  m e a n s  r e v i e w i n g  y o u r  p r e v i o u s  

a n s w e r s  a n d  s u p p l y i n g  n e w  a n s w e r s  t h a t  m o r e  a c c u r a t e l y  r e f l e c t  
V o u r  n e w  s i t u a t i o n .

If n e e d e d ,  n e w  f i n a n c i a l  p r o j e c t i o n s  w i l l  a l s o  be p r e p a r e d  w h i c h  

r e f l e c t  y o u r  n e w  s i t u a t i o n .

W H O  N E E D S  TO U P D A T E  T H E I R  F I L E ?

Y o u  s h o u l d  u p d a t e  y o u r  D P P S  c o m p u t e r  file a n y t i m e  y o u r  

d i s a b l e d  b e n e f i c i a r y  e x p e r i e n c e s  a d r a m a t i c  a n d  u n e x p e c t e d  

c h a n g e  in c o n d i t i o n  a n d / o r  n e e d s .  T h i s  i n f o r m a t i o n  w i l l  
t h e n  be s h a r e d  w i t h  t h e  I l l i n o i s  D e p a r t m e n t  of M e n t a l  
H e a l t h  a n d  D e v e l o p m e n t a l  D i s a b i l i t i e s  to a l l o w  t h e  s t a t e  to 
p l a n  for the n e e d j  o f  the d i s a b l e d  p o p u l a t i o n .  O f  c o u r s e ,  
y o u r  p r i v a c y ,  a n d  t h a t  of y o u r  d i s a b l e d  b e n e f i c i a r y  w i l l  be 
f u l l y  p r o t e c t e d ;  s t a t i s t i c a l  i n f o r m a t i o n  o n l y  w i l l  be 

g i v e n  to the s t a t e .

T h e r e  is n o  c h a r g e  f o r  a n  u p d a t e  o f  y o u r  D i s a b l e d  P o p u l a ­

t i o n  P r o f i l e  S y s t e m  file.

2. If y o u  a r e  u s i n g  f i n a n c i a l  p r o j e c t i o n s  p r o v i d e d  a t  y o u r  S S T  
i n t e r v i e w  f o r  p u r p o s e s  o f  f i n a n c i a l  p l a n n i n g ,  y o u  s h o u l d  

u p d a t e  y o u r  D P P S  c o m p u t e r  f i l e  a n d  y o u r  f i n a n c i a l  
p r o j e c t i o n s  a n y t i m e  y o u r  d i s a b l e d  b e n e f i c i a r y  e x p e r i e n c e s  a 
d r a m a t i c  a n d  u n e x p e c t e d  c h a n g e  i n  c o n d i t i o n  a n d / o r  n e e d s .

Y o u  w i l l  b e  g i v e n  n e w  f i n a n c i a l  p r o j e c t i o n s  f o r  c o s t  of 
s e r v i c e  b a s e d  u p o n  y o u r  b e n e f i c i a r y ' s  n e w  c o n d i t i o n .

T h e r e  is a  F e e  f o r  u p d a t i n g  y o u r  f i n a n c i a l  p r o j e c t i o n s .  

P l e a s e  s e e  t h e  h a n d o u t  e n t i t l e d  F E E  I N F O R M A T I O N .

C o n t i n u e d



3. Y o u  s h o u l d  u p d a t e  y o u r  D i s a b l e d  P o p u l a t i o n  P r o f i l e  S y s t e m  

c o m p u t e r  f i l e  ar.d y o u r  f i n a n c i a l  p r o j e c t i o n s  a n n u a l l y  if 

y o u  a r e  p a r t i c i p a t i n g  i n  the S e l f - S u f f i c i e n c y  T r u s t  as a 

F u t u r e  C o m m m i t t e d  E n r o l l m e n t  t h r o u g h  y o u r  W i l l  o r  L i f e  

I n s u r a n c e .

Y o u  w i l l  b e  g i v e n  n e w  f i n a n c i a l  p r o j e c t i o n s  f o r  c o s t  of  
s e r v i c e  b a s e d  u p o n  y o u r  b e n e f i c i a r y ' s  a g e  a n d  c o n d i t i o n ,  

a n d  u p o n  y o u r  L i f e  C a r e  P l a n  at the t i m e  t h e  p r o j e c t i o n s  
a r e  p r e p a r e d .  T h i s  i n f o r m a t i o n  c a n  t h e n  b e  u s e d  to u p d a t e  
y o u r  W i l l  a n d / o r  y o u r  L i f e  I n s u r a n c e  B e n e f i c i a r y  

d e s i g n a t i o n s .

T h e r e  is a n  a n n u a l  M e m b e r s h i p  F e e  for d o n o r s  p a r t i c i p a t i n g  
in t h e  T r u s t  i n  t h i s  m a n n e r .  P l e a s e  s e e  t h e  h a n d o u t  

e n t i t l e d  F E E  I N F O R M A T I O N .

H O W  DO I U P D A T E  M Y  S S T  R E C O R D S ?

I t ' s  s i m p l e .  J u s t  c a l l  y o u r  l o c a l  o f f i c e  or a g e n t  f o r  t h e  S e l f -  
S u f f i c i e n c y  T r u s t  o f  I l l i n o i s .  If y o u  w a n t  to u p d a t e  y o u r  D P P S  
f i l e  only, c h a n c e s  a r e  w e  w i l l  b e  a b l e  to d o  it t h r o u g h  t h e  
m a i l .  If y o u  w a n t  to u p d a t e  y o u r  DP P S  f i l e  a n d  r e v i e w  n e w  

f i n a n c i a l  p r o j e c t i o n s ,  t h e n  w e  w i l l  s c h e d u l e  a m u t u a l l y  
c o n v e n i e n t  t i m e  t o  m e e t  a n d  d i s c u s s  t h e  n e c e s s a r y  r e v i s i o n s .

S e l f - S u f f i c i e n c y  T r u s t  of I l l i n o i s  
E l m h u r s t  H e a d q u a r t e r s  T e l e p h o n e :  3 1 2 / 9 4 1 - 3 4 9 8

S p r i n g f i e l d  O f f i c e :  2 1 7 / 7 4 4 - 9 2 0 8

C h i c a g o  A g e n t :  P A C T ,  Inc. 3 1 2 / 6 4 1 - 6 3 6 3

A u r o r a  A g e n t :  A s s o c i a t i o n  f o r  I n d i v i d u a l  D e v e l o p m e n t
3 1 2 / 8 9 2 - 1 1 9 9
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W H O  IS E L I G I 3 I L Z  TO P A R T I C I P A T E ?

T o  be e l i g i b l e  to p a r t i c i p a t e  in the S e l f - S u f f i c i e n c y  T r u s t  o f  I l l i n o i s ,  

a n  i n d i v i d u a l  m u s t  m e e t  t w o  c r i t e r i a .

F i r s t ,  t h e  i n d i v i d u a l  m u s t  b e  d e v e l o p m e n t a l l y  d i s a b l e d  o r  o t h e r w i s e

e n t i t l e d  to r e c e i v e  s e r v i c e s  f r o m  the I l l i n o i s  D e p a r t m e n t  o f  M e n t a l

H e a l t h  a n d  D e v e l o p m e n t a l  D i s a b i l i t i e s .

S e c o n d ,  t h e  i n d i v i d u a l  b e n e f i c i a r y  of t h e  T r u s t  a c c o u n t  m u s t  r e s i d e  in

t h e  S t a t e  of I l l i n o i s .  T h e r e  is n o  r e q u i r e m e n t  t h a t  the D o n o r  (s) live

in I l l i n o i s .

[See: I l l i n o i s  R e v i s e d  S t a t u t e s  C h a p t e r  91 1/2, S e c t i o n  5 - 1 1 8 - ]

A R E  T H E R E  O T H E R  L I M I T A T I O N S  O N  W H O  C A N  P A R T I C I P A T E ? _______________________________

T h e r e  a r e  n o  o t h e r  l e g a l  r e s t r i c t i o n s .  H o w e v e r  t h e r e  a r e  s o m e  p r a c t i c a l  

c o n s i d e r a t i o n s .

O n e  of t h e  p r i m a r y  g o a l s  o f  t h e  S e l f - S u f f i c i e n c y  T r u s t  of I l l i n o i s  is to 

p r e s e r v e  e n t i t l e m e n t s  r e c e i v e d  b y  a n  i n d i v i d u a l  w h o  .is h a n d i c a p p e d ,

T h e  H e a l t h  C a r e  F i n a n c i n g  A d m i n i s t r a t i o n  ( H . C . F . A )  h a s  s t a t e d  t h a t  the 
S e l f - S u f f i c i e n c y  T r u s t  o f  I l l i n o i s  w i l l  n o t  j e o p a r d i z e  M e d i c a i d  b e n e f i t s  

in a l l  b u t  t h e  f o l l o w i n g  i n s t a n c e s .  M e d i c a i d  b e n e f i t s  w o u l d  b e  j e o p a r­
d i z e d  if t h e  T r u s t  a c c o u n t  is s e t  u p  b y  t h e  d i s a b l e d  i n d i v i d u a l  or 
h i s / h e r  s p o u s e  u s i n g  t h e  d i s a b l e d  p e r s o n  o r  t h e  s p o u s e ' s  fund s .  
M e d i c a i d  b e n e f i t s  w o u l d  a l s o  be j e o p a r d i z e d  if a  g u a r d i a n  o r  l e g a l  
r e p r e s e n t a t i v e  s e t  u p  a T r u s t  a c c o u n t  f o r  a d i s a b l e d  i n d i v i d u a l  u s i n g  

f u n d s  t h a t  a r e  t h e  p r o p e r t y  o f  t h e  d i s a b l e d  p e r s o n .

A l t h o u g h  i n d i v i d u a l s  f a l l i n g  in t h e s e  c a t e g o r i e s  a r e  e l i g i b l e  u n d e r  
I l l i n o i s  l a w  t o  p a r t i c i p a t e  i n  t h e  S e l f - S u f f i c i e n c y  T r u s t ,  i t  m i g h t  not 

b e  a wis"! f i n a n c i a l  d e c i s i o n  t o  do so.

[See: L e t t e r  o f  J a n u a r y  6, 1 9 8 8 ,  f r o m  t h e  H e a  ,h C a r e  F i n a n c i n g  A d m i n i s ­
t r a t i o n  t o  t h e  N a t i o n a l  F o u n d a t i o n  for t h e  H a n d i c a p p e d ,  r e p r i n t e d  i n  the 
A p p e n d i c e s  o f  t h e  I l l i n o i s  S e l f - S u f f i c i e n c y  T r u s t  A T T O R N E Y  H A N D B O O K . ]

W H A T  A B O U T  B E N E F I T S  P A I D  B Y  S O C I A L  S E C U R I T Y ? __________________________________ .

T h e  R e g i o n a l  C o m m i s s i o n e r  o f  the S o c i a l  S e c u r i t y  A d m i n i s t r a t i o n  h a s  
d e t e r m i n e d  t h a t ,  b a s e d  o n  c u r r e n t  r e g u l a t i o n s ,  S e l f - S u f f i c i e n c y  T r u s t  
A s s e t s  w i l l  n o t  c o u n t  a s  r e s o u r c e s  in d e t e r m i n i n g  e l i g i b i l i t y  u n d e r  the 

S u p p l e m e n t a l  S e c u r i t y  I n c o m e  (SSI) p r o g r a m .

[See: L e t t e r  o f  J u n e  29, 1 9 8 7 ,  f r o m  t h e  C f f i c e  o f  t h e  R e g i o n a l  C o m m i s ­

s i o n e r ,  S o c i a l  S e c u r i t y  A d m i n i s t r a t i o n  to D a n i e l s  a n d  S h e e n ,  c o u n s e l  for 
t h e  N a t i o n a l  F o u n d a t i o n  f o r  t h e  H a n d i c a p p e d ,  r e p r i n t e d  in t h e  A p p e n d i c e s  

o f  t h e  I l l i n o i s  S e l f - S u f f i c i e n c y  T r u s t  A T T O R N E Y  H A N D B O O K . ]

F o r m  S S T - I L  3 1 0
•; n V .  i n  o  o  n  v- ** 4- r-» M o n o r r o m a n t  R r n u n  . .
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