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by Paul Stedlin
W  fi«n patents and a x n lx v  with 

children * n o  arc jisa o led  
ponder Lie ruture. thev race 

concerns thdt parents ot' non-disatled 
child ren do not Thev must provide a life- 
core legacy mat a ill nut renoe: meir 
J isae lcd  dependent ■•utnenoie a re r the 
p jre n t > deat.i Innovative researcn and 
J e -e io p rre rt  n ■’.ortraditionai estate and 
nature ware planning nas rvegun 10 replace 
Lie usual 'eaten lttuanons 'aced bv 
nete ramines * tn rlfective me-sures rp

assu re  the protective .egac> :n e :r 
dependents need. T>.e Se lt-Sarf.c .enc . 
Trust m odel removes Lie complications 
that la ve  rradittonailv dvm ied erreetiv; 
e su ie  planning ettb ru -v parents. : n- 
eludes Lie personal Lite ite-ca/e monitor* 
no and guardiansmp -e r.ices mat ..;n it* 
ean tu  reduce tururc .uir.eraPiitr* 

Conceived n l l l . no i s .  me ie ira u r*  
rtcter.cs T r js t evolved :rom  me : etear.m 
ot Lie National Foundation ror me Hard* 
capped under Lie d ir : . : .o r . ot »I :  .ume>
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' The Self-Sufficiency Trust
Innovation in Life-Care Planning fo r the Disabled

H . D eO re . witn Rinding in p a r  from die 
Q linois Department o f  Mental Health. In 
September 1986. the Selt-Sumciency 
Tm st was enacted into law i P A . 3-J-Ij o  i 
by unan im ous vote o f tne Illin o is  
Legislature .

The Trust model was seen as an "estate 
p lanning”  opuon mat wculd avoid conflict 
with existing rules that penalize famines 
tor providing direct services to their dis­
ab led dependents e lig ib le tor feceral 
assistance under the Supplemental Secur­
ity Income and Medicaid programs. Fu r­
ther. the Trust would encourage the (low 
ot money from  private sources, focusing 
on expanced supplemental services to the 
d isab led . This new p n u te -su o lic  n- 
itiattve encourages parents, state govern­
ment. and service providers ;o  work to­
gether to pian now tor a secure future tor 
the disab lec .

The Self-Suffic iency Tmst mooei in­
c ludes pr.vate and puoitc trust comoo- 
.nents. It is governed by a volunteer 3oard 
ot Trustees that worxs first with the ramiiy 
co-trustees to control the Private Fund to 
which tamilies may contribute me assets 
(m oney, securttes. p rooe rr. designated 
by o rn a te  trusts fo r life -care services o f 
named Jisaoled benefic.ar.es SeconuK, 
the B oa rd  o f  Trustees con tro ls the Chan- 
mole Trust which accepts res.dual and 
donated assets tor use tn providing service 
:o  low -incomc and indigent persons with 
d isabiit.ies who are unable to participate 
in a pnv-ite trust.

Further, tne Board o f  Trustees controls 
die disbursement o f funds as defined in 
each " life -ca re  plan ‘ o f  the turned dis-

3aui Vecun s -.c.'.ec n sen - -  £< i-
lutt'c enc/ "rust “ 3hcnwice j: : '  c-ai "• 
■ifrratcn aocut I T  can 2 ' 2  ja93 :r 
Ar.<e r»e Nat-c**1 ?:urcj'cn •;* 
caecec 
60T25

abled beneftcianes. and ensures lhat 
necessary supplemental serv ices are p ro ­
vided each beneficiary. Finally, the Board 
o f Trustees works with the Illinois Depart­
ment o f Mentai Health and Developmental 
D isao iim es to ensure that the reposito ry 
o f donations from  me Chantaole Fund are 
used to expand existing governmental sup­
ported services :o benefit peopie with 
disabilities where the greatest need exists.

W h a t .Are S S T  L i fe -C a re  P la n s ?

Each "private  trust" within the S e lf- 
Sufficiency Trust is operationa lly based 
■upon the individual "L ife -C a re  P lan s" 
developed by the pxrents o r anuiy and the 
know ledgeaoie trust s u r f. The L ife -C a re  
Plan becomes the document that governs 
the adm inistration and disbursement o f  
each "p riva te ”  trust fund and identifies 
those supplemental jervtces mat the fam ­
ily o r  parent desires fo r their disab led 
dependent. Identify ing future needs and 
costs is d iff ic u lt . Therefore, a com puter­
ized uau-base that assesses present need, 
projects changing future service needs, 
and corre lates present and future costs o f  
those services heios each fam ily to pian 
rea listica lly , based on their capacity to 
fund supplemental service needs through 
esute p lanning. Principal assets are in ­
d iv idua lly  calculated that w ill provide a 
flow  o f interest income sufficient to fund 
present a r d o r  future supplemental service 
needs.

In itiation o f  private trusts w ill vary fo r 
tamilies. depending on the assets required 
io fund their pian. Some nm ilic s  may 
estab lish  a tru st w ith in  the S e lf -  
Sufficiency Trust while they are living by 
depositing assets in a private trust at one 
lime o r  over several years. Others may 
make provisions to deposit their disab led 
heir's share o f  the parent's esute into a 
Self-Sufficiency Trust via a trust clause in 
their w ill. Some rruv choose a com bina­
tion. but regardless o f the Rinding ap-

proacn taken, families w ill have careru l- 
iy constructed a "life-care p lan .”  defined 
the supplemental services desired, and in 
mated esute planning for tne benefit o f 
their disabled dependent.

W h a t  Role Does P a re n t /G ra n  t o r  
P la y  in SST?

Upon the esuolisnment o f  a S e lf-S u tfi- 
cicncy Trust account, the d on o r o r  g ran ­
to r o f  die private '.rust may serve as co ­
trustee o r may- designate som eone else. 
The zo-trusiee retains the right to disaD- 
prove o r delay implementation o f  the 
disaoled beneficiary's " life -c a re  p lan .”  
U n til disoursement fo r serv ices is made 
from  eacn represenutive beneficiary > 
Self-Sufficiency Private Trust Fund ac­
count. me grantor 'parent o r  o u ie ri may 
withdraw from participation and recover 
his o r  her onginal contribution m inus a 
penalty based on the numoer o f  years ot 
participation tn the SST Pnvpte Fund. Tne 
SST  Fbivate Trusts are considered irre - 
vocaole. meaning mat the o rig in a l intent 
o f  the grantor o f me rrust cannot be 
changed.

Additionally, the Se lf-Su ffic iency Trust 
model provides that at leas' 50  5* o f  the 
principal remaining in me Private Trust 
at the death o f the disabled bene fic iary  be 
le ft to the Chanub le i Rem ainder) T rust, 
w ith the balance returned to the hetrs o f 
the Trust grantor. These residual assets, 
combined with private donations, a llow  
the Board o f Tiusiees to serv ice the 
indigent.

H ow  .Are Funds D isb u rsed ?

Once the individual SST Pnvatc T rust is 
esublished and funded, the disbursements 
that benefit each disabled beneficiary nuv 
be completed tn one o f two ways. F irst, 
monies (interest) may be " io n a te d "  by 
design in the Life-Core Plan to a counter- 
pan  SST State Fund operated by the

w ays Sen-I 111 19



Department o f Mentai Health and .o n - 
. frrtilea by tin. State Treasurer '."his 'Jona- 

tion ‘ process transiers tfie assets require^ 
!o puronaso the needed supplemental -erv- 
:ces :o an individual account maintained 
fo r eacn beneficiary entitled o benefits 
trom  tnat government department. Vou-
c.*"ers are then processed v ia the >tate 
treasurer to pay for the desired sup­
plemental service While many find this 
step in the process unsettling, it has the 
distinct advantages o f p reserving ■'ublic 
entitlements and avoiding invasion or the 
trust. Disbursements by the Department 
o f  Mental Heaith via the state treasurer arc 
made to regular service providers.

Monies deposited fo r this purpose may 
not revert back to a private trust o r 
chanUDle trust account, unless it is deter­
mined by that aeparuT.ent that the funds 
cannot oe used to purchase ..*  services 
fo r wnicn they were designated in the 
agreement. At that point, runes may oe 
returned.

The sec-md disoursement process in­
volves direct payments to private vencors. 
human service providers, advocates, o r 
successor guardians wno are m onitoring 
the welfare and condition o f  tne oene- 
fictary. This service provision sets the 
Se lf-Su ffie .eney Trust apart from  generic 
trusts devoid o f  life-care m onitoring. 
Families may ouild into tne li t-ca re  plan 
a personalized, non-profit organization o r 
group to lo ok  out for the oest interests o f  
eacn disaoleo oeneticiary and to ac: as 
either an "ad v is o r' to the Board o f 
Trustees, ensuring that Trust assets are 
meeting valid needs, o r purchasing quality 
services. They may aiso seek a successor 
guardian to assume legal consent authority 
at some point :n the future. The peace o f  
m ind that is desired by a ll tam ilies with 
dependents who are disabled is o ffe red , 
not as an option , but as a m a jo r com po­
nent o f the Self-Sufficiency Trust m odel, 

So tiir we have discussed the Self- 
Sufficiency Trust from tne standpoint o f 
us mechanics as a "pooled-income" trust. 
W hat does it contribute to the ove ra ll im- 
prcrem ent o f  services fo r ou r nation's 
disab led? What maxes it desirab le to 
fam ilies with dependents who are d is­
ab led '1 How is it unique in its approach 
to esute planning.’

Historically, government and the private 
vector ruve joined together to carry out the 
mandate o f serv ices to people with disabil­
ities. Using its resources, each state .u s 
developed a system o f ser-ices to fu lf i l l

its nar.cateJ re'Donsiciiitiev The Seit- 
Sutficier.cy Trust .onecpi evolved .Ton 
the realistic acknowledgement tnat a -late ■> 
capacity -o pros ide these needed -er- ices 
is dimmisned zv ncreased demand, the 
cnangtng econom ic ehmaie. and national 
policies. The SST emoodies the -earon tor 
alternative service c ap ac it ie s  and the 
generation o f resources necessary to pro­
vide them in the future.

The Seif-Surficiency Trust researcn 
found that most states race the following 
problems:
•  Fluctuations in tax revenues have an im­
pact upon services prov iceu to people with 
disabilities. It is unrcasonaole to expect 
state tax revenues to sucpon tfr. increas­
ing needs o f  the population.
• Unmet nousing needs unfairly affect a 
segment o f the dtsaoled population.
• Increased life spans intensity chronic 
housing shortages.
• Reduced Federal program support fu r­
ther increases the stress on state treasuries.
• Deinsiiruitonaltzatton places heavier 
demand on the private provider networks 
.0  supply services and housing to the 
disaoled.
• Fluctuations in governmental grants 
plac» severe strain on the caoacity to con­
tinue these services and to survive funding 
shortfalls.

A ll these ractors add to the uncertainty 
o f future services fo r the disabled and 
hinder erfecuve estate planning by tnnulies 
that might supplement their disabled 
dependent s future care needs. Estate plan­
ning for the disab led had to oe more than 
a trust that cou ld  withstand invasion. 
Rather, it had to address the real situations 
that could negatively effect future services 
and their fundng. The aeif-Sufficiency 
Trust comoincd private ifam ily ) concern 
with public (state) financirg  needs into a 
legislattvely-based mechanism that seeks 
to resolve problems confronting the serv­
ice delivery system as a w rote.

The Self-Surftctency Trust has been 
enacted into law in QJinois and Maine. To 
date, on addiuoru l ten mites have express­
ed interest. The potential benefit o f  a na­
tionwide Trust network is. o f  course, 
economv o f scale, resulting in trust 
management savings. la rger principal in­
vestment and return , and most important­
ly, increased private sector < parent and 
tairuJy) voice .n services and financing o f 
those services fo r the disaoled. However, 
several advantages accrue to eacn state in 
wmcn it is enacted:

• Now >our:e i -r arv-ate tundmg ‘o ex­
pand .ervices o r uisaoied oeoorc
• A computerized lata collection a  mem 
:o identify type. cope, and ume p ro tec ­
tion o r tieeo-soecified >er.ices l e .  
residential) w m  wmcn to plan rurire serv­
ices fo r disaolea people.
• Potentially reduced dependence upon 
federal support, which carries wun it red 
tape and the expense o f  obtaining those 
federa> funds.
•  Private-public partnership whicn active- 
ly  involves eacn in working toward im- 
provedrcxpanded services fo r disaoled 
peop le

For fam ilies, several m a jo r advantages 
are incorporated into the SST m odel. 
Several years and close to a m illion dollars 
o f  research have carefu lly evolved into a 
ttust whicn encompasses the ‘ state o f  tne 
a n ”  in esu te planning fo r the is a b le d . 
D isincentives nave been elim inated, spe­
c ific a lly  in the areas o f safeguarding pub­
lic  entitlement cenetits.

M edica id  E lig ib ility

The Health Care Financing Authority 
iH C FA ) o f  the Department o f Health ana 
Human Services nave ru led that neither 
principal nor interest neid in a SST Private 
Trust w ill be counted in determining 
Medicaid eligibility. Many tamilies fear 
the loss o f  d ie  medical benefits o r related 
su te  support o f  residential care i f  they 
contribute assets to their disaolea aouit 
ch ild ren , o r  that assets they wish to set 
aside tor future needs will have to be spent 
down before their children w ill become 
e lig ib le  again. Under tlus ruling, parents 
may e su o lish  a Self-Sufficiency Trust 
w ithout affecting their disaolea son o r  
daughter's eligibility.

S im ila rly , the Council General's O ffice  
o f  the Socia l Security Admirusirat on fo r  
Region V (D lino is and upper Mid-West) 
has determ in 'd that SST principal ar.d in ­
terest w ill not be counted as resources tn 
determ ining eligibiliry unoer tne Supp le ­
mental Security Income iSSH  program .

For most persons with disabilities wno 
depend upon public entitlement support, 
these ru lings w ill ensure that parental 
estate planning efforts become supp le­
mental to. and not replacement o f. puolic 
benefits. .Additionally fam ilies participat­
ing ui a Self-Sufficiency Trust wul not race 
the requirement o f spending down o r  ex­
hausting private assets in o rd e r to regain 
e lig ib f 7  o r  puolic benefits.
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An A c t  t o  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  c e -  

v e l o c m e r .  t a l l y  d i s a c  L e e  , 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

ZZ  I T  Z ’.TACTZZ 'ey t r . e  P e o p l e  o f  t h e  S t a t e  c i

a s  f e l l o w s :

5 Z C T I C N  1 : S e c t i o n s  _ ,  -  a r . c  j  a r e  a c c e o  t o  t r . e  _______

________________________ ( d e t a i l  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

a d d e d  s e c t i o n s  t o  r e e d  a s  f o l l o w s :: .os c i s a c _ e c ; / -

(-) 3ra ••'2 5cv iris SsL— "Sczzici'Sncv
T r u s t  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  r u n e ,  a n d  t h e  C o m p t r o l l e r  s n a i 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 c -  
p e r l v  c e r t i f i e d  b y  t h e  ( D i r e c t o r  c r  C o m m i s s i o n e r ) o f  
( n am e  a o o r o o r i a t e  s t a t e  a c e r . 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  i n t e r e s t  o n  t n e  T r u s t  F u n d  t o  t h e  T r u s t  F u b c ,  
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 o  t h 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  

-  c f  t h 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 ,  
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 t "  m e a n s  a t r u s t  c r e a t e d  
b y  a n o n p r o f i t  c o r p o r a t i o n  w h i c h  i s  a  5 0 I - 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 = 4  a n d  w h i c h  w a s  o r g a n i z e d  u n d a 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 c v i d i n c  f o r  t h e  c a r e ,  o r  t r e a t m e n t  c r  cr.e  c r  m e r e  
d e v e l o p m e n t a l ! ' /  d i s a o l e d ,  m e n t a l l y  i l l  c r  p h y s i c a l - ' /  
h a n d i c a p p e d  p e r s o n s  c r  p e r s o n s  o t h e r w i s e  e i i g i o l e  t o r  
d e o a r t m e n t  s e r v i c e s .

(3) or r r  r c T h e  c e o a r t m e r . t
c e o u r a s  ur.ee: 
A c t , T i t .  e  , c . o a p t e r  _______
c r  u s e f u l  f o r  t n e  a d m i n i s t r a t o r

s n a i l  a d o p t  s u c h  r u l e s  a n d  p r c -
  A d m i n i s t r a t i v e  P r o c e d u r e s
e r  ____________, a s  m a y  b e  n e c e s s a r y

— o f  t n e  t r u s t  f u n d .



T h e  - e c a r z . ' a r . z  o f  ( a cm  r o c  r i a  t  a

state acgncv) may accept money from a self-sufficiency truss, 

for deposit in tr.e trust, fur.c pursuant to an agreement with the 

trust naming one or mere beneficiaries who are developmental!'/ 

disabled, mentally ill cr physically handicapped persons or 

persons otherwise eligible for department services residing in 

this State and specifying the care, or treatment to be provided 

for them. Tha department shall maintain a separata account in 

the trust fund for each named beneficiary.
N

(3) C.-.P.Z CF SZNZFICI.-.P.IZS. The money in these accounts

shall be spent by the department, pursuant to its rules, only
a'W

to provide care and treatment for the named beneficiaries in 

accordance with the terms cf the agreement.

(C) P.ZTTP.N CF MCNZT. In the event that the director deter­

mines that-the*money-in the account of a named beneficiary, can­

not be used for the care or treatment of the beneficiary in a 

manner "consistent with the rules cf -he department.and the 

agreement, cr upon request of the self-sufficiency trust, the 

remaining money in that account, together with any accumulated 

interest on that account, shall be promptly returned to the 

self-sufficiency trust which deposited the money in the trust 

fund.

( I )  C T H Z P  3 E N Z F I T S  NCT

ctar•/ 0 f men2v from the trust fund or of care or treatment pro-



video witn sr.a: money, snail net in ar.\ way reduce, impair :: 

diminish the benefits to wnic.n tne beneficiary is otherwise en­

titled by law.

SECTION 3: SPECIAL FUND -/

The func for the disabled is created as a special fund from 

the State Treasury. The director may accept money from any 

source for deposit into the fund. The money in the fund shall 

be usee bv the decartmenc, subject to an apcrocriation, -or the 

ourtosa of crovicing for the care, and treatment of lew-income 

developmental!’/ disabled, merit .liy ill and physically handi- 

ctrcsd cersor.s, or low—income persons ot-.erwi^e eu»g~ — ie .. — r 

cecartment services, as defined by the department.-



.SELF
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DISABLED POPULATION profile system 

OVERVIEW

T h e r e  a r e  two p u rp o s e s  f o r  t h e  D i s a o l e d  P o p u l a t i o n  P r o f i l e  Sys tem :

1 )  I t  i s  t h e  f i r s t  s t e p  i n  f o r m i n g  a  l i f e - c a r e  p l a n  f o r  a d i s a b l e d  i n d i v i d u a l ;

2 )  I t  i s  a p l a n n i n g  t o o l  wh ich  p r o v i d e s  a s y s t em  t o  c o l l e c t  i n f o r m a t i o n  on t h e  
needs  o f  th e  d i s a o l e d  p o p u l a t i o n  t h a t  a r e  i n  need o f  s e r v i c e s  now and t h o s e  
n e e d i n g  s e r v i c e s  i n  t h e  f u t u r e .  T h i s  i n f o r m a t i o n  c a n  be c o m p i l e d  s t a t e - w i d e  
and e v e n t u a l l y  n a t i o n - w i d e .  U n t i l  now, t h e r e  has b e e n  no s u c c e s s f u l  s y s t em  
t o  a c c u r a t e l y  show t h e s e  n e e d s .

The  s e r v i c e  a p p l i c a t i o n  w i l l  g i v e  t h e  f o l l o w i n g  i n f o r m a t i o n :

1 )  P a r e n t  demog raph ic  i n f o r m a t i o n :

2 )  D i s a b l e d  p e r s o n  d em og r a p h i c  i n f o r m a t i o n :

3 )  F u n c t i o n a l  d i s a a i i t i e s  o f  t h e  d i s a b l e d  p e r s o n  -  v e r y  b a s i c  " y e s  -  n o "  
f u n c t i o n  n o t  an i n - d e p t h  c l i n i c a l  r e v i e w :

4 )  S c a l e s  f o r  l e v e l  d e t e r m i n a t i o n  -  t h e s e  s c a l e s  w i l l  be u s e d  l a t e r  t o
d e t e rm i n e  wnat l e v e l  o f  r e s i d e n t i a l  c a r e  and day  p r o g r am m ing  i s  n eeded  by
th e  d i s a o l e a  p e r s o n .  A l l  c o s t s  a s s o c i a t e c  w i t h  th e  l e v e l  a r e  a l s o  
c a l c u l a t e d  ( c u r r e n t  y e a r  o r  f u t u r e  y e a r  c o s t s  I .  The  sy s tem  t h e n  t a k e s  t h e s e  
c o s t s  and p rodu ce s  an Income E a r n i n g s  P r o j e c t i o n  w h i c h  i s  th e  s t a r t i n g  p o i n t  
f o r  t h e  f i n a n c i a l  p l a n n i n g  f o r  a p a r e n t  f o r  t h e  needs  o f  t h e i r  s o n  o r  
d a u g h t e r :

5 )  C u r r e n t  l i v i n g  a r r a n g e m e n t s  and  s e r v i c e s :

6 )  Immed ia t e  needs o f  t h e  d i s a b l e d  p e r s o n :

7 )  F u t u r e  needs -  T h i 3  i s  when t h e  sy s t em  t a k e s  t h e  L l f e - C a r e  n e e d s ,  m a t c h e s  
them t o  the  l e v e l  d e t e r m i n a t i o n  and c o s t s  f o r  t h o s e  n e e a s .  i n  any  g i v e n  
y e a r .
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WH-M CAN I ENROLL IN THE SELF-SUFFICIENCY THUST?

When it is tine to deliver services under the Life Care Plan developed 
fcr your beneficiary who is disabled. you can enroll in and fund the 
Self-Sufficiency Trust ;the "SST”). Depending upon ycur wishes, then, 
enrollment can occur currently, on a future set date, or at your death.

The Self-Sufficiency Trust has only two enrollment procedures. The 
first is for donors who desire services CURRENTLY; the second is for 
donors who desire services on a FUTURE SET DATE or AT THEIR DEATH.

CURRENT ENROLLMENT PROCEDURES_____________________________________________

If the Life Care Plan for your beneficiary who is disabled has been
completed and you have determined that services are to be purchased
immediately, then your enrollment in the SST will be completed at once.

As you work with the SST Interviewers, your attorney and advisors, you
will complete the Life Care Plan [which defines the services and the
timing cf their delivery to be provided to your disabled beneficiary], 
the Transfer Document [which is the agreement you sign with the SST], 
and the Appointment of Special Trustee [which gives you or your appoin­
tee a voice in the provision of services to your disat’ed beneficiary].

A summary of your file ;.s then prepared for presentation .o the 3oard of 
the Self-Sufficiency Trust. This file is identified only by the social 
security number of the disabled individual and contains a summary of the 
Life Care Pian, a verification of the financial projections, a verifica­
tion that a Provider has been identified to provide services, and a 
verification that the Transfer Document and Appointment of Special 
Trustee have been executed by the donor.

If all these items are in order, the 3oard of Trustees will accept the 
enrollment pending funding. Immediately after that acceptance, the 
original Transfer Document and Appointment of Special Trustee are pre­
sented to the President of the Board for signature.

Now that enrollment has been approved, your file is returned to staff 
who will write to you giving instructions on how your funds are to be 
deposited into the SST. You will also be given copies of the fully 
signed Transfer Document and Appointment of Special Trustee.

When your funds are received and cleared, your enrollment is complete. 
Your disabled beneficiary becomes a Participant in the SST, and services 
will begin. Of course, we'll be interfacing with your Special Trustee as 
needed thereafter.

FUTURE/COMMITTED ENROLLMENT PROCEDURES____________________________________

If you have completed the Life Care Plan f or your beneficiary who dis­
abled and determined that services are to be purchased at a Future Set 
Date or after your death, then youi enrollment will be completed at that 
future time. However, it is important to both of us that your enroll­
ment be COMMITTED. This allows you to depend upon and plan for ycur 
enrollment, and it allows us to plan for the future of the SST and ycur 
beneficiary. .



Enrollment for future services is accoraplisned rnrcugn testamentary 
lev ices, primarily through your Will and. cr thrsugr. life insurance.

As you work with the SST Interviewers, your attorney and advisors. you 
will complete the Life Care Plan. Then, if you intend to fund the Trust 
through your Will, you will prepare a new Will which includes the para­
graphs necessary to enroll in and transfer funds to the SST and to 
appoint a Special Trustee.

If you intend to fund the Trust through life insurance, you will make 
the Self-Sufficiency Trust of Illinois the beneficary of ycur policy for 
the sum need to fund ycur Life Care Plan, and you will complete a
Transfer Document and an Appointment of Special Trustee. As an alterna­
tive, you can flow the insurance proceeds through your estate and enroll
in the SST through your Will, as discussed above.

We then ask that you give the SST a photocopy of your Will (just the
pages that relate to the SST) ar.d of your life insurance beneficiary 
designation with a letter stating that you intend to enroll your dis­
abled beneficiary in the SST at a future time. This tells us that you 
are COMMITTED to enrollment in the SST.

Or.ce we have all these documents, a summary of your file is prepared for 
presentation to the 3oard of the Self-Sufficiency Trust. This file is 
identified only by the social security number of the'disabled individual 
and contains a summary of the Life Care Plan, a verification of the 
financial projections. and a verification that your financial/estate 
planning and documentation is in order so that future funding and 
enrollment can occur.

If all these items are in order, the 3oard of Trustees will recognlce 
the enrollment pending future funding.

It is then necessary for us to meet annually to update your file and 
review the needs of your disabled beneficiary. This is very important; 
we need to know that you are still committed to the SST so that we car. 
plan for the time when your disabled beneficiary will need us. We will 
gladly accomodate these reviews via the telephone or mail if that is 
easier for you. [Please see the SST handout entitled UPDATE 
PROCEDURES 1.

At your death, we will work with your Executor and Special Trustee tc 
complete enrollment as described in the first part of this handout.

If you make arrangements for this kind of testamentary enrollment ar.c 
decide in future years that you want services to begin even though y o v  
are still alive, just arrange to meet with an SST Interviewer. Tha: 
change can be easily accomplished and services begun at that time.

Suppose for a moment that you know now that you want services to begi: 
on a SET FUTURE DATE — for example, if you want services to start whe: 
you retire in 1999-- the SST requires that you go through the testamen­
tary enrollment procedure. Then if you die before 1999, your benefi­
ciary is protected through your Will or life insurance. If you surviv* 
until 1999. we will arrange for immediate enrollment at that time.

Form SST-IL 120 slh 07/01/9



As you learn about the Self-Sufficienc 
"SST"J, you will see that the goal

he

services to nest identified needs of in disa
ities for defined periods of time.

It is important that you clearly understand each element of this 
goal as you evaluate your own participation in the SST.

When you meet with the SST Interviewers, the goal of the 
meetings is mutually to define service needs and when the needs 
are likely to occur. During the first interview, you will 
complete the computer-based Disabled Population Profile System 
("DPPS") by answering a variety of questions. These will range 
from identification information (such as name, address. social 
security number) to level-of-functioning information. You will 
be asked about a variety of services (such as residential, day 
programming, advocacy, and guardianship) and whether or not your 
disabled beneficiary will need these services. You will also be 
asked when you think these services should begin.

After your first interview, our computer will process your 
answers in a number of different ways, and we will begin to 
develop a Life Care Plan for the individual with disabilities.

From your identification answers, the DPPS will apply a geo­
graphic descriptor as formulated by Illinois Department of 
Mentai Health and Developmental Disabilities ("DMH-DD").

From vour level-of-functionino and program needs answers, the 
DPPS will identify the residential and day program setting 
appropriate to your disabled beneficiary within the program 
parameters established by DMH-DD.

From vour service timing answers, the DPPS will determine the 
number of years each service is to be provided. In doing this. 
DPPS examines the current age of your disabled beneficiary and 
the date you want services to begin, and it factors in an 
average life span of eighty-one years.

Service cost Information from DMH-DD. the Department of Rehabil­
itation Services, advocacy groups, guardianship services. and 
others are also accessed by the DPPS program.

Under the Mentai Health Code of Illinois, the SST must make 
appropriate placement determinations when identifying services 
for individuals participating in the SST. All of our efforts 
are to this end, and you play a large part in our success by 
supplying complete and objective information about your benefi­
ciary who is disabled.



At your second SST interview, we will review the como^ter- 
projected costs of various programs for your beneficiary wr.o is 
disaoled. All of these projections will be based upon tne
level-of-functioning information and start-up date which you
provided in the first interview. If the information you have
given us is inaccurate, then the projections may be inaccurate.

That's why we call them "projections". These figures give us 
both an estimate of the cos* of services and allows you to begin 
financial planning.

Actual enrollment in the SST will take place only when services
are to be delivered to the indiv.-ual with disabilities. In ail 
cases, a Provider of those services will be identified prior tc 
enrollment. If applicable to the services to be supplied, the 
Provider will be asked to do a complete evaluation o f your
disabled beneficiary. If the results of this evaluation differ 
from the information you have given us, then there is the poten­
tial that the actual cost of services will differ from the 
projections.

Some donors are not interested in securing services under the 
SST right away. They may have minor beneficiaries or they may
want to keep their adult beneficiaries home a few more years.
In these cases, the donors might want to work with the SST and
other SST donors in developing new housing for future 
occupancy, or the donors might wish simply to contact the SST in 
the future when they are ready for services. [Please see the SST 
handout entitled SELF-SUFFICIENCY TRUST RESIDENTIAL
INITIATIVES.]

In many instances, the donors will want to use the SST to make 
plans for after their own death. In this event, we ask that a 
qualified third party make a level-of-functioing assessment, and 
based upon that evaluation we will cost out service as if it 
were to begin today. These figures can then be used by tne 
donors to make estate plans and life insurance decisions. Each 
anniversary thereafter. the donors should meet with the SST 
Interviewer to update their file. At that time, the cost 
figures will be verified to reflect any significant changes in 
the condition of the oeneficiary. The donors can then adjust 
their estate plans or life insurance beneficiary designations. 
[Please see the SST handout entitled ANNUAL UPDATE PROCEDURES.]

As you car see, you and your input are a vital part of the SST 
effort to fund services to meet the identified needs of your 
beneficiary with a disability for a defined period of time.

Fora SST-IL 170 sih S7 01
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s the commitment of the Board of Trustees of the Self-
to a 1. 
Trus'

Sufficiency Trust cf Illinois to offer equal access 
citizens of the State of Illinois to meet with 
Interviewers.

INTAKE PROCESS FEES

All donors with a beneficiary who is disabled are encouraged to 
cone in for one interview and enroll their beneficiary in the 
Disabled Population Profile System computer database. This 
information will be shared with the State of Illinois for plan­
ning purposes. Of court*, confidentiality is strictly preserved.

Fee for one interview to e;.-ol! in the 
Disabled Population Profile Tvsten... . MO CHARGE

Families who wish to learn more about the Self-Sufficiency Trust 
may choose to come in for a second and third interview for this
purpose. It is possible to complete all enrollment steps in
these two interviews. however, remeber that you are not obli­
gated in ar.y way and that you may discontinue the process at any 
time.

Fee for second and third interviews to evaluate and
possibly enroll in the Self-Sufficie.ncy Trust.......... MO CHARGE
Additional interviews: Cock and collar counties S90.00 per hour

All other counties.  $60.00 cer hour

TRUST MANAGEMENT FEE_____________________________________________

After you have enrolled in the Self-Sufficiency Trust, the Trust 
charges a management fee of 1.4* (one and four-tenths percent] 
of annual principal and accrued interest to cover management 
costs.

Cf this figure, IX (one percent) is paid to the Self-Sufficiency 
Trust or its designated agent for account maintenance and 
administration. The remaining 0.4* (four-tenths percent) is 
paid to the bank for its management and investment of the Trust 
acccounts.

UPDATE FEES

Families are encouraged to update their Disabled Population 
Profile System file in the event that there is a dramatic change 
in the condition or needs of their beneficiary who is disabled. 
In most instances this update can be handled through the mail.

Fee to update the Disaoled Population Prof ile# System. ..NO CHARGE



'

Far.il:es who are enrolled ir. and rece: 
Self-Sufficiency Trust who wish to augment

» X* V * 1 
tnose

invited tc meet w: us. Remember tha*
any way ar.d that you may discontinue the process

you are no 
a

services a: 
: obligated : 
: ar.v time.

Fee to augment current services, two interviews........ NO CHARGE
Additional interviews: Cock and collar counties $90.00 per hour

Ail other counties  $60.30 per hour

Families who have neither completed current enrollment nor 
committed to future enrollment in the the Self-Sufficiency Trust 
and who wish to update their financial projections or to modify 
their Life Care Plans are invited to do so.

Update fee for donors who are neither currently enrolled 
nor committed to future enrollment in the SST,
aaximum of two interviews................................. SICC.OC
Additional interviews: Cook and collar counties $90.00 per hour

All other counties  $60.00 per hour

* JTUP.S-'COMMITTED ENROLLMENT UPCATZ FEES

Families who have committed to future enrollment ir. the Self- 
Sufficiency Trus. are entitled to a one-year Annual Membership 
which includes the "SST Newsletter" free cf charge. After the
first year, the Annual Membership will cost $100.00 per year
and. in addition to the newsletter, includes one one-hour 
conference to review accounts and keep records up to date. 
Additional conference time is billable as follows:

Cook and collar counties $90.00 per hour
All other counties  S6C.00 per hour

JOINT EMERGENCY SERVICES FUND________ ____________________________

The Board of Trustees of the Self-Sufficiency Trust is empowered 
to levy a variable nominal fee against each particpant’s account 
to fund a pooled Joint Emergency Services Fund. This Fund is 
available to ail participants on an emergency first come, first 
served basis in the ever.t that an unexpected change in the 
participant * 3 condition results in a greater need than original­
ly funded fcy the individual trust account

NOTICE: THE FEES HEREIN MAY BE CHANGED 3Y RESOLUTION OF THE 30ARD 31
TRUSTEES CF THE SELF-SUFFICIENCY TRUST WITHOUT NOTICE OR OBLIGATION.

FORM SST-IL 230 *-« 0701 33
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You shcu • j updat
—wmputer 11 le a
you are par - - - -e*
Future Commnitted

ycur r mar. era _ projections annua. .y if
m g  ir. the Self-Sufficiency Trust as a
lr.ro 1 icier.t through your Will or life 

Insurance.

You will be given new financial projections for cost of 
service based upon your beneficiary's age and condition, 
and upon your life Care Pian at the time the projections 
are prepared. This information can then be used to update 
your Will and/or your Life Insurance Beneficiary
designations.

There is an annual Membership Fee for donors participating 
ir the Trust in this manner. Please see the handout
entitled FEE INFORMATION.

HOW 00 I UPDATE MY SST RECORDS?

It's simple. Just call your local office or agent for the Self- 
Sufficiency Trust of Illinois. If you want to update your DPPS 
file only, chances are we will be able to do it through the 
mail. If you want to update your DPPS file and review new 
financial projections, then we will schedule a mutually 
convenient time to meet and discuss the necessary revisions.

Self-Sufficiency Trust cf Illinois 
Elmhurst .Headquarters Telephone: 312/941-3498

Springfield Office: 217/744-9208

Chicago Agent: PACT, Inc. 312/641-6363

Aurora Agent: Association for Individual Development
312/892-1199

Form SST-IL 13C slh 07/01-83



WHO IS SIIGI3IIE TO PARTICIPATE?____________________________________

To be eligible to participate in the Self-Sufficiency Trust cf Illinois, 
an individual must meet two criteria.

First, the individual must be developmental!*/ disabled or otherwise
entitled to receive services from the Illinois Department of Mental
Health a .d Developmental Disabilities.

Second, the individual beneficiary of the Trust account must reside in
the State of Illinois. There is no requirement that the Donor(sj live
in Illinois.

[See: Illinois Revised Statutes Chapter 91 1/2, Section 5-118.]

ARE THERE OTHER I CITATIONS 0?; WHO CAN PARTICIPATE?

There are no other legal restrictions. However there are some practical 
considerations.

One of the primary goals of the Self-Sufficiency Trust of Illinois is to 
.reserve entitlements received by an individual who .is handicapped.

The Health Care Financing Administration (H.C.F.A) has stated that the 
Self-Sufficiency Trust of Illinois will not jeopardize Medicaid benefits 
in all but the following instances. Medicaid benefits would be jeopar­
dized if the Trust account is set up by the disabled individual or 
his/her spouse using the disabled person or the spouse's funds. 
Medicaid benefits would also be jeopardized if a guardian or legal 
representative set up a Trust account for a disabled individual using 
funis that are the property of the disabled person.

Although individuals falling in these categories are eligible under 
Illinois law to rarticipate in the Self-Sufficiency Trust, it might not 
be a wise financial decision to do so.

[See: Letter of January 6, 1988, from the Health Care Financing Adminis­
tration to the National Foundation for the Handicapped, reprinted in the 
Appendices of the Illinois Self-Sufficiency Trust ATTORNEY HANDBOOK.]

WHAT ABOUT BENEFITS PAID 3V SOCIAL SECURITY?

The Regional Commissioner of the Social Security Administration has 
determined that. based on current regulations, Self-Sufficiency Trust 
Assets will not coun*‘ as resources in determining eligibility under the 
Supplemental Jecurity Income (SSI) program.

[See: Letter of June 29, 1987. from the Office of the Regional Commis­
sioner, Social Security Administration to Daniels and Sheen, counsel for 
the National Foundation for the Handicapped, reprinted in the Appendices 
of the Illinois Self-Sufficiency Trust ATTORNEY HANDBOOK.]

Form SST-XL 310 slh 07/01/88



New Trust Offers Secure Future to DD Children
Parents o f  an au tu ttc . sch irop h ren ic . ot m en ta lly  retarded 

c h i ld  i l l  sh a re  a c o m m o n  c o n c e rn :  p r o v id in g  th e i r  
d e v e lo p m en ta l^  d isab led  c h i ld  w ith c o n n n u itv  o f  care , 
trea tm ent and persona l advocacv m  the e v en t o t th e ir  J e a rn i.

E fl'orti ro he lp  p a renn  o t d u ab led  c h i ld re n  i t r a in  rhe ir 
!cn * -re rm  estate p ian nm * g o tis  h ave  been .n ea t ly  aided bv 
the paisaee o f  an I ll in o is  ira te  law T h u  I.'*' es tab lu h e s a 
je if-su tftc iencv trust nrnd in  th e  pu o lic  le c t o r  th a  w il l receive 
m o n e n  from  p riva te sources.

T h e  te rm  ' le i f  iu rfic ien c v  t r u s t ' s used to  d esc ribe a 
ou s t estab lished bv a n o n -p ro t it assoc ia tion  to r th e  purpose 
o f  p ro v id in *  fo r the cate , support c r  t re a tm e n t o t  a d isab led 
ind iv idua l » n o  w ou ld  be e lig ib le  ’ o r  services bv th e  D ep a rt­
m en t o l  M en ta l H ea ith  and D e v e lo p m en ta l D isab ilitie s .

‘i ’h e n  it estab lished the 
n a t i o n  s f i r s t  s e  11 • 
su ffic ie n c y  trust ■und in 
1 9 8 6 . I l l i n o i s  b e c im e  a 
l e a d e r  in  r e n o v i n t  
o b s t a c le s  t n a t  fa m i lie s  
h a v e  r t a d i l i o n s l lv  faced  
when fin an c ia lly  p iann in *  
f o r  t h e  c a r e  o t  t h e i r  
d is a b le d  c h i ld . C h a p te r  
J | 112, Sec tion s 5 -1 13  and 
5 -1 19  o# the I llin o is  R ev ised  S a tu t e s .  P u e lic  sec to r rum im * 
fo r  p to y ram s  in d  i f t v i c e s  has s te a d i ly  d e c re a ie d  and  
jo v e m m e n ta i suppott has a lso  ta iled  to  «eep pace w ith  the 
p raw n *  co its  and dem and i fo r  th e  care o f  th e  d isab led . A t 
p resen t. t srpea rs th a t state srsd fed e ra l tu n d in *  a llow  to r 
o n ly  basic m a in tenance o f th e  tss rem  i f  ca re  in  p lace 
M in im a l annu a l increase* w ou ld  p to v id e  c o s t o f  t ivm *  
sd iu s rm eno  at best, but wouid n o t c o v e r lu r t ic ie n t lv  ifie 
r s r a ru io n  o t need*.

Im p lem m ra tio n  o t th e  sta te law ocean  e a rly  -n | 9 * 3  *>m 
the l e d r n l  H C F A  app rova l o t a ip ee ilic  d ocum en t c a i lr a  the 
S e lf-S u ffic ien cy  Trust M od e l. A cco tdm * 'o  | i m n  D tC te .  
E i r c u t iv e  D ire c to r  o f  th e  N a t io n a l F o u n d a t io n  lo t  the 
H an d ic a rp eO  and  c re a to r  o l  'h e  S e lf -S u f f ic ie n c y  T rust 
concep t, 'h e  S S T  M ode l is u n ique m  ita srtu c tu te  and  specihc 
•n i o  in te n t " b e  : i T  has ro un d  J »av t o  m a i t  p n v a te  secret 
fu n d s  a v a i la b le  to  s u p p le m e n t th e  i r o n e d  in d  - ire n  
rvsw ficient p vo lic  d o lla rs  a v a ilab le  to  e ip a n d  th e  service 

d e liv e ry  t v i i rm  to r d iu b le d  c h i ld re n . H m o t i c a l lv .  the 
d u ab led  h ave N c td  lore o f  p u o lic  e n t it lem e n t support I 

nhen ted  aaseo » e re  made d irec tly  a v a n a b lt  to  ih e rn  tn  
add itio n . I m a ts  were e sa p ls tn e d . ' h r v  w est p o te n tia lly  
subiect re  -n v u io n  p t f jv c m m e n t  c tn li rc r s  w rvoh ad c revsd ed  
services n  the (iMC In  asrne J s n  d u in / re n n n *  a d isab led 
l e p m o e n s  and rs  - • . 'C  -n em x n en a  rer m a t dependen t a ca r* 
wstft o th e r hene tscu / rea  seemavl - h e  j u r e  e tra ie  p o n n -n i  
■sprson avrelab le  re  [ w m i a

N ow . th e  S S T  u tfe n  m o th e r a lte rn a tiv e  ansi m ates f 
easier fo r  paten ts to  a c tiv e ly  finance supp lem en ta l care 
th e ir  d is a b le d  c h i ld  w ith o u t d is ru p tm *  S u c p lem em a rv  
S ecun tv  In com e ( S S I )  and  M edicaid benefits T h e  -n rrn t .•# 
the S e if-S u tfic ie n c v  T rust is to  auem ent these led e ra l sources 
and n o t  supp lan t th em , thu s m a lun * new lunsJs ava ilab le  ro  
enh an ce  the serv ice d e liv e ry  ivsrem  and m ee t the ipec ia l 
needs o f  the c h ild  w ho is d isab led .

A s a re su lt o f  th is new  e ira te  p ianm n *  o p t io n , parents csn  
now  assess th e ir d isab itd  ch ild 's  needs and  th en  decide what 
supp lem ents! services th ev  want p rov ided  m  th e  fu tu re . T h e  
services p rov ided  cou ld  be re c re a tion a l, ed u c a tio n a l, a x ia l  
o t e v en  m in in *  p rogram s t o  u n i t  in  m a n u r e *  activities ot 
ia ilv  liv m *

P a r e n t s  w h o  s t e  
c o n s i d e r i n g  th e  i f  I f -  
Su ffic iency T rust 'o t tn e it 
iisab led  c h ild  can  d iscusi 
p rnp sm a and  services w .tn  
• pwciailv t t jm e d  sdvoc rs 
As S S T  app lican ts , thev 
:a n  -nput in t o  the u roaue 
D i s a b l e d  P o p u l a t i o n  
P r o l l i e  i v a t e m .  T h i s  
s p e c i a l i s e d  d a t a b a s e  

dete rm ines the d o lla r  am oun t needed to  p ro v id e  th e  ip ee ilic  
. supp lem en ta l services th a t r i r e n u  select ’ o r  ' h t i t  d iu b m J  

bene fic ia ry  A t  th is  p om t . an a tto rney o t fin a n c ia l p la n n e r 
cou ld  advise rh e  fam ily  o n  wars to  d e v n c o  an  estate o r  
in ve s tm en t p lan .

T h u s ,  th e  s e l f - i u i f i c i e n c v  t t u t t  c o n c e p t  w o ta s  bv 
tn t o u r n r o g  paren ts to  d e te rm in e  rh e  specdic d o l la r  lm c u n t 
•hat re n e t ecu rv  t o  gene ra te a i!o »  o t n ccm e to  pav roe m e  
lu p p iem en ra l services n eeded  during th e  life  o t tn e  lo a d e d  
b en e n c iiry  T h u  i t  id en tifie d  aa the L i lt  C a te  F la n  !t a llow s 
parents to  p rov id e  the au a lifv  o f  life  th a t tnev r i s e  ca retu ily 
dete rm ined  i  app rop ria te  ro t th e ir duab led  c h ild  D e O s t  
p o in t s  o u  th a t  th e  S S T s  u s e fu ln e s s  o r  b e n t t t t s  a re  
■ n d iv id u a li te d  and  based  on  th e  nesvja o f  Ih e  d isab led  
beneiic i i r *  and th e  p r io n  tie* o f  the fam ily  w ho i t  fund ing  it 

A llh o u g h  th e  paten ts m ust have  (be  p tm < ip ‘ e « .n .p u jrv  
re  h in d  ih e it choaen  p n o r it ie * . the S S T  doe* n o t  trs ju ire  a 
m in im um  Jo lta r am ount T h e  scrua l am oun t pu t -n reusl is 
p ro p o rt io n a l to  th e  supp lem en ta l te r» « r  p n o tit ie *  o t th e  
fam ily  in vo lv ed

In  add ition  re  tu pp ls re g  supp lem en ra l vervicea re  a d -u b le d  
tw nes icu r* . she S S T  s rn x tu re d  ro  act at an  w w x a ie  roe 
that benenc ia rv  J u n e *  S u  o r  n e t life tim e  D eO s*  ssate*. 
"T V *  S S T  -n tc rp c*a te* -J u n a /v  m m ag tm yn s  m J  w i l l  
•e tw ee • f v o u c ?  n o r ’T h lin o n a i ly  m um i ut trvwt w r x " o t t *

'.I m m n w d  « ( » ( »  5

T h e  SST  has found a wav to make 
p r iv a te - s e c to r  funds av a ilab le  to 
su pp lem en t the lim ited and o ften  
in su ffic ien t public dollars available to 
expand th e  service delivery system 
for disabled children.



SST. .cm . pop 4
w ith in  banking institutions." The SST 
model also gives its 3oara ot Trustees and 
contractual jgents the opac ity  to assess 
the on-going quality of service delivery 
and to adapt to rhe changing needs ot the 
disabled beneficiarv.

T he  unique qua litie s  ot the  self* 
su ffic ien cy  trust make i t  an estace 
planning option worthy o f investigation 
bv parents o f disabled dependents. Tne 
N a c i o n a l  F o u n d a t i o n  f o r  t h e  
Handicapped, developers o f che SST 
model, are active in the implementation 
o f the SST modei nation-wide. Locally, 
che 3oard  o f Trustees o f che S e lf- 
Sufficiency Trust have contracted w ith  
PAC T, inc., to tmpiemenc che SST in 
Illinois. Families making contact w ith  one 
o f four PACT orhces in Illino is w ill deal 
w ith  counse lors who assist in  che 
a p p i i c a c o n  process and  p r o v i d e  
information about the SST.

Editor s .Vote: I f  you j re interested in more 
.n;ormanon or utsh to make an appointment 
to ductus the Seif-jujfiaency Trust, please 
contact:

Scif-Surficiencv Tmst o f Illino is 
3**0 West 3urterneid Road. Suite 3C 
Elmhurst. IL 60126 
(312) 941*3498



FINANCIAL PLANNING WHEN YOUR CHILD IS DISABLED
THESE INSURANCE. TAX 
AND ESTATE PLANNING 
STRATEGIES WILL HE.?

,o r - —  —  —  • • i f* —  —  — s n- i c U K z  : r :  r w “ wX 
vri ic pic i zi

w L . w ’ u • »»Lm*

Emcices cisacieo cru-aren tace 
la ea ia : cr.ader.ges wr.er. i T r . y . - : ;  m eir 
i--.or.ces. Any i.nancia: pian must cover 
aay-co-aav iv .- .g  excer.ses fo r  m e fam- 
i y  as w ed as me long -term  r.eeas o f a

child who may need to have individual 
care fo r  a iifeum e.

Th irteer.-year-o id  Aaron Leaf o f 
.M inneapolis is such a child. He was 
horn p ro found ly  cear' and 'with numer­
ous facial, scir.ai ar.a Lntenai prob lem s 
tha: rep u ire a  . e x te n s iv e— in d  some- 
mr.es unexpected— mecicai ana disacii- 
ity-reiatec care . A aron  s r.eeas fo r  mui- 
tioie op e ra tion s  s tra ined  the fam.ilv 
income, so ms parents : o c k  steps to set 
up a in an c a i pian.
C O V E R IN G  D A Y -T O -O A Y  E X P E N S E S
0 ; course, r.o r.vo  famdv pians are ex- 

l i k e  cecause eacn must taxe .-.to 
account tne seven ty  o f ar.o orogr.osis 
tor me cade's o isaciiity  as wed as me 
famdv's in a n c a i resou rces . 3uc a num­
ber o f im oortan : issues are common to

ail fam iiies with cisabieo ch ild ren . 
REV IEW  YOUR INSURANCE. Anaiyce 
wr.at wouid haopeti to your income m e  

■'casa iow  ur.cer (d fe re r.t scenarios. 
F o r exampie. i f  omy or.e p a rsa : w orxs 
outside me home, consider haw you 
wouic manage if the oreacwm r.er : :e o  
o r became aisaoiea. When com  parents 
w orn , wr.at wouid happen if or.e income 
were cut cc? Is your aisaodity .-.sur- 
ar.ce o r i fe  msurar.ce acecuate :a  cover 
me icss f

Parents o f a cmid -v.m a nar.ccao 
r .e e a -m c re  aisaodity insurance man 
ot.-.ers. you nave a tisaoditv c od e r 
m rougn your emotover. mav :r_ v  :e  
tied to ycur case i i a r - .  d c r .j.a e r ouv* 
mg an accitconai aoucy to cover ar.v 
ovem m e o r ocnuses.

You r ife  insurance r.eeas wall mc-

i*.~SS? rcmaprxo crm

- -r.- A d
_ •  . o  • -*

i i
•• .*» «« IMCill
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fer. :co. because you may r.eea to keeo 
up higner ufe uistirar.cs coverage .ea­
ger •-ban other parents. Term insurance 
;s a ccsc-eeective vav to ouiid an insur­
ance estate wruie you are young arc: 
heaitby. For example. S250.000 w o rn  
ot term  insurance tor a 35-vear-oid man 
who does act smoke migr.c cost arour.a 
5220 for the arst year xna 3bout SI. 140 
for the arst ave years' premiums. For a 
nonsmoking womxn of the same age 
the premiums would be a bit less.

But term insurance premiums can 
j  get pronibicveiy expensive as you age.
I .-Lad umess your policy wtil be automat- 
I icailv renewed w itrou t checc-ang your 

health. :t may not be avaxacie when 
you r.eea it most. A gcoc ruie of thumo. 
says Washington. D.C.. insurance ore- 
ker Andrew Gross, is :o switca to a 
permanent type of insurance by age £0. 
Gross favors universal life insurance 
for each oarer.:. Anotaer possibility :s a 

! wnoie life poiicy w im  a .as:-:o-aie pro- 
: vision, which pays on wr.en me su rv iv ­

ing spouse ::es. Insurance praceecs 
men go into a trust set up for me 
cisaoieo cruia. Wim mis type of r s u r ­
ines you may r.eea xn accinar.ai poiicy 
to cover me res: of me fanny if or.e 
px-er.t aies.

Jiuidrer. wr.o are com wim cis- 
aaiiities ire  automanc—y coverea un- 
ae' meir parents grout) r.eaith insur- 
xnce ooiicies. But coverage mignt not 
iast maericutecv: typictxiy er.es at age 
13. or 22 for tuil-ame stucer.ts. Some 
grouo pcucies ccr.tnue to cover perm.a- 
r.er.xv pisao.ea mxurer. no matter cow 
otc tr.ey x-e. cr.c seme states reautrs 
grouo earners to extern sucn coverage 
beycr.a age 13. But you mignt lose cov­
erage uncer some pcdctes >x".a ir. some 
states, umess vcu r.ctir.- tr.e insurance 
comoar.v a: xne xsaoiiity by mat age.

A parent facing a job change 
snouid get assurances xna a detailed 
explanation, in writing, of a child’s cov- 
erage ur.oer me new emoiover s grouo 
r.exm rxurxnee poiicv. Often, ii you 
.otn a new emoiover s meaicx pian 
vimm  a certam r.umoer at savs, xJ 
family memoers w ii ae autcrr.accxiv 
covereo. ’Don : count on me aisaoiiitv 
bemg cover*-, though.'* says Hiarme 
Lea;'. Aaron s mother, wr.ose sex-ca for 
mi'ormauon resulted in a cx-eer as a 
financial pixnr.er w im IDS Finxrcix 
ier.nces m Minneapolis. "Some pou- 
c:es exciuce preexistmg conditions, 
wmcn couid nexn your Child wouid be 
covered for i  : r : « n  .eg au: r.ct nis or 
her xaaciLtv-reiatea costs. '

For these wr.o cxnr.ct -“.sure i

:.-_b xt/  other way. there are special- 
r.s,< insurers. '.Vhether it wouid be 
worm me consiceraoiy higr.er costs 
wcuid oeoer.o on your child's aisantiicv. 
As s iast resort, more man a dura of 
me states bave a statewide insurance 
peci througn woich you a n  buy bexth 
insurance for a disabled child. Call your 
state insurance commissioner to and 
out if such 3 pcoi is available.

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

3UI13 AN EMERGENCY FUND. A gCCh 
hexm ir.suiance poiicy is a must, out ;t 
wen : cover ail your nexth costs. Or.e 
family with a severely mentally retard- 
ea xnc physicaiiv bancicapceo son had 
to aascro more man 54.000 of meaicx 
:cs:s ast year mat meir hexm  insur- 
xnce simciv man : cover.

Vcu s.ncuid create xn emergency 
fun a you cxn guic.civ convert to cas.n. 
recommend pianmr.g exper.s like CPA 
Bruce ciixnxer. a anancai planner wim 
me Wallace Financx Group in Sethes- 
da. Md. Three months’ excer.ses is aa* 
eo'uate :or most tanulies. but those wim 
: xsaxea cnud snouid scr.ve for a six- 
sects to a one-year nest egg.

ru t me assets is ax*e. d e x ’ale or 
short-tea: m.vestments, sucn as men- 
ev-marxe: arm ocno fur.es. certmcptes 
:: :e:os;t ciw ted xm.or.g three- . su<-

anc xne-rr.or.rn mntur.tiesi ar.a Trea- 
sury ouis with 30- . cO- x-.a 30-:av 
maturities. Vou couid xso consider a 
ccnser/ative stccx tuna from wrucr. 
you can wunoraw your money wimcu: 
penalty.
DOUBLE-CHECX SPATE RESOURCES. R e ­
v iew  the soc ia l se rv ic e s  a v a ila o ie  
th rougn state ager.ces to ensure that 
y o u r  c.xid is receiving the anxnexu x-.a 
m.erapeuuc be:p be o r  sr.e is entitled to. 
Fam ilies faced wim a move :o a new  
state  m rougn a joo  transfer, fo r exxm - 
pie. shcuid ana out wed in advance 
w r.em er a cruid can get smuiar sceaaai 
serv ices at tne new location. Check 
w r.em er me state wxl pic.-: uo as muon 
o f xne cos: as your current state.
G E T T IN G  THE IR S  T O  H E L P
Vou can cecuct o x v  m.ose m.eaicai e x ­
penses mat exceed o f ycur ad­
ju sted  grcss r.ccm e. but manv ocher 
reiateu expenses cuaiiry. F o r exxmpie:
► m e cos: ot soecix sc.ncour.g;
► hexm. m.surxnee premiums:
► m osr :t  your move: expenses :o r.cs- 
p itx s . m.ciucm.g ar.v .ocgm.g up to $30 
pe r cay eacn :o r cr.e o x e r . : x-.c cnxc '. 
trx -.socrtaxon x-.a rr.exs : :  m ea icx  
faculties:
► .̂C 111 TLLi»2̂° *“ iT.C r
: i c * s  5t.c 5cec :2 .-icuc iuca .'iCLiies 
3 cents per rnuie ( o r  me actux ex ­
penses at usm.g your car.. pius par.-xr.g 
anc toJs.

Schedule e is -uve  surgery, aeauct- 
:bie ecmsmen: purchases x-.a cx-.er 
tax-aeaucub.e expenditures m me sam e 
y ea r wr.er.ever possible. Suggest : :  
grx-.aox-er.ts : r  o thers ivr.o wan: to 
he :? x-.a: x-.ey ouy r.onceaucx'a.e item s, 
sucn as a TV. so you cxn ouv aeaucub.e 
item s sucn as a TV  cacticr. aecoaer. 
.-mo. o f course, keep receipts x-.a mx-ie 
meticulous records as you go x o r .g . 
The ruies cxn cnx-.ge at aav xme. L e x  
k e e o s  receipts fo r  e ve rym m g  xna: 
m igr.t Pc : a/iucubie xna xner. s o rts  
xnem :u : a: :xx time.

Vour meaicx expenses :x -  x s :  
mc.uce me tuil ens: ot certam. sx~a::_ -- 
x  c.nxnges to your acme. sue.*, as v -a - 
erx-.g acorvavs for wr.eeic.nams. a’axa- 
ing ram.es xna ir.stailLng aaxarPOm. gran 
bars. O thers are ge r.e rx iv  aeauctio.e 
oruy to me extent xnat xnem : : s : s  e x ­
ceed me m cease m vame at /p u r 
hom e. For examoie. a ao.TCO 
fo r a cxid wr.a cxnr.ct cxmo i t x r s  
m ight increase xne v xu e  :t me nom.e 
bv S3.SCO. Vou ceau r. SZ.SIO. Let a 
v r i t te r . recom m enda tion  from  e 
Chile’ s acctar xna :e : : r j - L - . :  ih e r
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O.tt£  PEOPLE THINK 
1 of the world of investing 

as a worid that revolves around 
guesswork, where success comes 
oniy to those who clay the nght 
hunches at the nght ume.
Ac Twentieth Century Investors,
we're a world apart irom that.
There has been no guesswork
involved in che success we’ve
achieved for our shareholders.
Just hard work, combined with
a disciplined investment strategy
th e  we have consistently and
successfully aociied over * *
the years.
We each have our own personal 
investments with Twentieth 
Century, because we beiieve in 
the funds and in the company. 
When you invest with us. we 
treat your money as carefully as 
if it were our own.
When you ioin our growing 
family of sharehcicers, you are 
welcomed by a team of dedicated 
employees with one goal in 
rrur.d — to provide you with 
the best service possicie. A lot 
of companies taik about quality.
At Twentieth Cer.turv Investors, Iwe make :t an everyday 
commitment — with dedicated 
people and the best systems.
We think the things mat make us 
who we ore can maxe a world of 
difference to you as an investor.
Let us show you how. Just 
write or rail for an Information 
Kit ar.d Prospecrus. Please 
read me Prospecrus carefuilv 
before investing.

Coil toil-free: 
l-o00-345-2021 
e x t. 257 ...

W i ll
1 > J * . J

A Helping Hand
A growing nucoer^of private organisations wbi waccti -ret tor tne cruii wr.er. 
the parents can 't Some are guardiansmp programs that ser/e os surecgate "  
families: others are trust programs. And some provide both sendees, a ••••. 
Typicailv, the family works out a detailed fucure-care plan -with Pie help ot 
the orgamracon. I f  it's prunanly a guardianship-type program. Pie famdv -wul 
contract for such sendees as monnonng living arrangements, sernng as an 
advocate for the child and working with attorneys, guardians ar.d trustees. A 
trust program will provide for supplemental services that wiil net feoparaire 
eligibility for government benents.

Westport. Conn. 06380). Connuctiere New Hampsmre ar.c Cadiomia: ail 
disabilities. - ,*
► P.4cr Inc. (166 W. Washington St.. Suite 2C0. Chicago. I1L 5C602). Cook 
County and surrounding cmnues: ail aisaoiiities.
► Permanent Planning  (2530 University Ave,. Waterloo. Iowa 60701). B'.ac:-: 
Hawk Counr/ and surrounoir.g counties: mentally retarcea.

planned Lifetime Assistance Netwone (PLAN— ;u01 W. Brcac St.. No. 2S, 
Richmond. Va. 22220). Virginia: ail disaoiiities. Plar.r.ta'Lifetime Assistance 
Senior'* o f Maryiand-D.C. (912 Thayer Ave.. Suite ICS. Siiver Sc m g , Md. 
20910). Maryland ar.d Pie Distr.c: o f Coiumoiar mer.tailv SI.

The Self Swnc.ency Tmst. National Foundation tor the Hanaicaoped '240 
W. Butterdeid Roaa. Suite 2C. Eimnursc. 111. 60125). Illinois: ail cisaoiiities.
► Star Systems Consultation and Training > 1011 *3tr. Ave.. Phiiaceionia. Pa. 
19125). Pennsylvania. New Jersey one Delaware, pius national re iem s : id 
aisaoiiities ana eiceriy aisaoiea.
► Virginia Sea:,: Community Tmst iPemorcKe Sac. Suite 213. Vlrgmua 
3eacn. Va. 22462). Virginia 3eacn: for beveiccner.tady oisaoiec.

An excellent source of information on ail relevant issues :s Alternatives:
A Fam ily Guide to Legal and Financial P lann ing  par the Cisaciea. by L.
Marx Russeil (First Puoiicaticr.s Inc.. P.O. 3ox £072— Dept. TC. Evanston.
12. 50204: 513.95). .Also avad’ cle from First Pubiiconor.s :s the Parer.: 
Planning Guide -.510), an extensive checxiis: mat r.e.ps you assess now wed 
preparea you are.

prasais :o defend ar.v IRS challenge.
The deoendent-care cremt. aiso 

•uses for child care, .s acpiicacie as wed. 
This crecit against your r.come tax on­
sets up to -52.400 in expenses for or.e 
oeper.cent ana 54.300 for two or more. 
It applies to the cost of caring for a 
chdd. spouse or outer disaolea deper.- 
cent wnde you work.

P LA N N IN G  FO R  THE FUTURE
Estate pianrung :s a rrur.edeid for pec- 
?:e witn aisaoiea creicren. Qualifying 
for state or federal programs, suca as 
meaicaid and suppiemer.tai serur.ty in­
come, :s 3 dr. an m il necessity (cr most 
So ? cr.cicai goal of estate pianrung ;s to 
p ra iic t edgibiiicv.

Vou must uso prctec*. the dnunctai 
resources you r.ter.a for your cmid. 
Many state programs exrec: the dis* 
ae.eo oerscn or wr.cever is rescor.stbie 
far mat person to pay to tne extent

possible. I f  ycur chdd has assets of his 
or r.er cwr. from guts or mr.er.tar.ee. 
mcse become me source of the se­
cedes css;-:f-care tunes, ieavtng dree 
or nothing for extras. Possibiy ever, 
worse, your cmid couid iso  lose his or 
her government ber.edts completely. 
Re-estabiis.ri.og eligibility ir.ee oiscuad- 
fyt.ng asets ore gcr.e con mean mcr.trs 
wren no oer.edts.

Vou may not have to aisin.rer.t 
your cruid to get arour.d mis prccien. 
as many parents of aisao.ea crulcrsr. 
tear. Or.e : :  me mcst pcprear solutions 
is a trust mat you set up ourm.g ycur 
life or in vour ‘-vail fur.ces by some of 
your a^ets or by your die Insurance 
p ro ce t... T.us “ iiscretior.ar/ trust ‘ 
names a trustee, w-a mav :e a relative, 
fr.e.na. lawver. pr.vate g’uarcians.mo 
program. 3 tame or trust lomsany. or 
acme comtm.aucn. Mcst tre r.ts  seiect 
a: east :r.e trustee wr.o c.ows me

P.O. 2o<c -P2CQ 
Kinjas C 0 >1-1-s i 10
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FAMILYDOCTOR

H Y 5 7Z R E C 7C M Y  
U P D A 7 2  •

*°2r3 T.2
was concern mar 
many mneces- 
sary hysterecto­
mies were oeing 
oerormec. Then 
things saemec to 
rrcrcve:' It ao- 
psarea tfrat cnysi- 
c:ans were Se­
cerning mere 
conservative n reccmmena;ng mis sur­
gery. But that may oe eniy partly true. Ac- 
ccrcingto recent stucies. the nysterectc- 
my rate nas etcccee in seme areas of the 
country- -oamcuiany the Northeast—  
but has remaineo hign in other areas. In 
the Northeast. :cr exarro;e. the -ate s 
cniv 5 :e r  1.2C0 women (cmy 2.2 osr 
LCCO ;n New vcr:< City;, ocmcarec to 3 

cer i.CCO women m tr.e Scum. 
The American College of Cb- 
stemcans are Gynecoicg'sts 
s currently stucymg wrier, rea-

Many of you have askeo 
for aetaiis aoout the 
Illinois Seif-Surficiency 
Trust orogram mentioned 
in my August column. This 
project sesxs to helo 
families orovide long-term 
care fo ro isao led  family 
memoers without reducing 
their eligibility fo r 
government aid . For more 
information write:
The Self-Sufficiency Trust 

of Illinois 
340 West Butterfield Rd. 
Suite 3C
Eimnurst, ill. SG12S.

Or you may ca ll:
(312) 341-3498 (fo r 

inauiries aoout the 
Illinois trust);

(312) 832-9700 for 
inauiries scout projects 
in other states).

sens r :r  hysterectomy are vaiic— uterr e 
: r  se.'Vica: oanear. :or exarcie . or maat- 
re n t  :r  severe enccnstrcs.s. Arc 
wmcn reasons— rcnsyrr.otomatic fi­
broid Turners cr heavy menstrual bieec- 
ng— might better oe :rea:ec by nensur- 
gicai means. Mear.wmie. t s .vise 'ana 
sometimes necessar/ *cr nsurance cur- 
ocsesi for a woman :o cctam a seccrc 
ocimcn setere agreemgto tr.e operation.

•*TV*_

.. ot ■ . A  «m v j. I hive .never • - 
naa sucn an exce- 
rience m my life. ^
What ccuid nave 
cau sed :?  Is then  -  
snv way lo crevent 
,t i f  I  n e ts  surgery 
m tne future? I v  J* ,
vcu were orccac.v exceneneng a reac­
tion to the anesthetic or to seme or.oer 
;re - :o  cr rost-cc mesicneycu were giv­
en. n any event tha s mgriy urusuai: f 
ycu haven: ocne sc aireacv, ycu srcu;C 
■eoort r orac::y to ycur surgeon, the an- 
asmes-cog-st. arc the *o :o ta* so.rims- 
'rsre r. n jiz .t'c -. *cu irc ^ c  n t -  .i

:: n jrettrsr.a irz : r v

EMBARRASSED SON
.Vfy lE -year-oid son nas a .cw-fm*: -'- 
ana neecs nts temcerature taxer r : it . 
cay. The coctor savs rectai terrcs •c r ac­
curacy. The coy says 'to  way. ' What can 
I ao? .

A 12-year-old boy mignt we:! c a e c ttr ms 
mother s taking ms temcerature rtu.-Jy 
But wny con t he take aro reoorc t mm- 
seif. m onvacyf The ma;cr nurcle s to 
convince ycur sen that accurate temcs 
are reaily :mccrtar.t— 3 co fcr ycu. the 
ccctor. or corn. .If he uncerstarcs wry, 
he wen t o.neat.) Then, the res: s us: me­
chanics. wmcn the sector can exc:ain.

AT R ISK  FOR POLIO
My mother is on cr.emotheraoy fo rs rsau . 
cancer. When my 1 3-month-oia son r.aC 
his ora l coiio vaccine, the ccctor said Mat 
.Mother snouian't even visit our name fc.: 
at leas ; two montns. Why?
The orai ocuo vaccine -s mace frcr 
though weaxereo. ociic virusas..! wcrxa 
oy giving me oerscn nccuiatec a rmrcr. 
controileo ociio -nrecticn. .=o:io '/muses 
are then snea from me ncse. thro.* 
oc.vei ;or acout eigrt -veers. :  •: v 
wmcn time other oaco.e to - ... * 
contact witn mem. Since ..our ~cme.*- 
rm .ur.e system may re t oe working wa: 
cue to the erects of her os near ana *'■':- 
cnemctneraoy ;cr sne may oe a: h:gr 
nsk cf catching ociic mom me vaccm.e i  
nus ycur son snecs. m s ooesn t 
crten. out t oar— anc mats wnat ycur 
sector s wcrnec accur.

QUES7IONS FROM READERS -

BIZARRE "D R E A M S "
Recently, follow­
ing gailblaccer 
surgery, I hailuci• § 
nateo for four

SHAVING PROBLEM
Every time i snave my legs. .’ ge: a r  ; a: 
well as in fee tec hairia ilic .es. Am /.•.*■ 
scmetning wrong?
Poss.ciy. Many women snave th e v r : r 
the sncwer c r ;ust arterwarc. witrct 
ng any ucncant. Ycu might try 
ng with an anticacteriai scao to 
Skin oactenai. then use a m a r ng 
ng cream, rinsing, ortc on/mg moroug- > 
wren. ycu re ‘ inisnea. .f mat ooesn t so.ve 
ycur crcciem. fry sravirg aerore 
snower witn an eiecmc shaver, .s. 
:re-e:ecmc-shave scwcer hrsu "ms mu •* 
-ct resuit .n as cose a snave. :u : mav 
oo as mucn carnage either.

You may aacress auescons on m ir:h ;l 
;roc lem s cr treatment to -Ian £. V* .ic e  
M.O.. 3CCC HOUScXEsr'NG. ;5? : ;*.th 
Avenue. New forx.N.Y IC019. T '^ ou e t- 
sons c rc jjn  ro ruse n nij ic.umn wnl : e  
inswerec.

i i  t . U  , ;1 3
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Illinois Project Glees 
Families a New Way 
To A id Disabled Kin

By K A T H L E E N  T E L T S C H
IfWWIM rk* eww *«r« r«W1

C H IC A G O  —  O m n v  and F a v  M oore  
have H v r t  wiCi m i i t t y  since m e  o i r m j  
ol me ir  d a uyn ie r  i n d  m e i r  son, Som  
m em i i l y  r e ta rded  i f  a resul t  at me  
l enctte d t j o r d e r  Down s svnd rom e .  
The M o o r e j  m a o e  m.eir l a m i i v  life 
i r ound  ornv id lny j o e o t a i  scnooiiny and 
counseling ( o r  Stacev , T y ea rs  a id ,  and 
Aaron, 4. » n d  i r e  y r owmy m id  adven .  
(urous . fun-i ov ioy c.otldren.

'C u r  c on c e rn  is » n a t  h appens  id  m e  
onudren wnen we die. ’ said M r .  M oo re ,  
a .‘ J -ves rm id  'ood se rv ice  m a n a y e r  
—Ve renoc  * e s i l h v p « o i e . '

Some il m e  Moore s  »or r ty*  —  ind 
mose  ol o m e r  fam ines  nere  n ill lnni j 
— save  s ow  eased  »itfs m e  s e ym nm y  
d  an m n cva i iv e  t rus t  luno io  a r o v i c e  
I c ry - ie rm  c a r e  (o r  m e  m en ta l l y  or 
pnvsicaily d isao led .

' TSe a im  is 10 o i l e r  fam i l i es  a w av  10 
m aae  a sound  in ves imen t  l o r m e i r  cml-  
a r e s  s lu tu re .  v imout aifec' .tna eilyiOil- 
ity ' o r  y o v em m en t  o isao i l l tv  l i d .  im -  
povens.mny m e  f a n n v  a r  a a a in e  a 
Suae  sew  n u r c e n o n  m e  s i a t e t r e a s u p r  

.1 s i n  .S ea  a i ro a cv  Petny ev o ie r ed  
Ov other s tates a ' e m  stnl lnns ol 
A r t e r c a n s  - n o  t r e  menta i lv  >||. ; n v s t -  
o o i i v  • r c a c a e i t a t e d  a r  o e v e - o a m e n m w  
a is ao iea  .Maine eapeets to -n ro i l  fa rm -  
ies n a o r c y r a m  ca s e d  on m e  Illinois 
- c o c c i  l a t e r  m i s  v e i r .

"he  tlllnoia o r o e r am .  the Setf Sdll l-  
r ttnev Truac. .a not m ieno ea  as  a  suo - 
aii'.uie l o r  So c ia l  Secur it y  o i s a o i l l t v  o r  
Meoica id  S e n n i t s  — - n a t  soc ia l  » o r y -  
• • s  s om e t im e s  t e le r  -o  a s  m e  'm e e t s  
and e a t s ' governmen t  se rv ices .  S a m ­
s '  :  r e e s j  : a  nsur* m e e ' t r a  c a r e  m a t  
enuid e -n a n c e  tne o u an tv  ot life sue s  
as t c e c a l  m e ra a y ,  t ran spor ta t i on  o r  
' e c r e anon .

Avo id lnya  Caicr t-iZ  
“ S f  oonee t t  ol m e  Se 'l  S u l l l c e s c v  

* - . s i  » i s  a e— oceo  Ov ~e Na t iona l  
ffounc*ii on  l o r  m e  r l an o l ca coed .  s a t e d  
•n me  C l i e a y o  s u o u r o o l  E lm nu rs t .  A c -  
c a r omy  to f a m e s  rt. C eO r r ,  m e f r o u o  a 
t t r c u i i v e  o l r e c i o r  m e  a im  v a i  :a 
e i i i a iM t*  a C a i e n - i :  s itua tion 'h a t  
' a m o o r e d  r em o v e s  I r om  o e t t e rm y  m u  
n**s tl s i s ao ied  ' am n v  m e m o e r i .  
stanv v sn i e o  •» a r o v d e  n c om e  o r  
m>*e  o e o u e s i l .  Out semy td f t s « e d  a 
o u t j i f  o r  ' edu c i ton  ai ; 3v cm m » n t  anl 
• • s i r ie ted  -o  -nose » ' tn  . Im n ed  re* 
sou rc is .

»t * i s t  ' o u r  million d is ao led  A m e r -  
earn now r ec e iv e  F e d e ra l  o en eu t s .  out 

m e  Fede ra l  C e o t n m e n t  o< H e t n s  and 
Human aers i c e a n i s  e s t im a t ed  m a t  m e  
ceun iry  naa 13 mnlien i l s a o i t d  rest* 
a « - i f

nois 1 1 e i i  ' o i l  t  f " c v  M u s t  i c t u -  
i k i  consists ai mrew 'ru s t  lunos F a r ,  
" c  o a tm t  a m n i t s  e u i  p . o t  a s se ts  r u  
a f d s r u i v  -n sured  F em a le  Trus t r u n d  
oe nves iment ,  Thy m e re s t  e a rn e d  on 
" e t «  n ves tmen is  en l  o e  r a n i i e r ' e o  
0 I l i n e  ' r u s t  Fund tna  ICent on 

s e r v e e i  o r  m e  g i t aa i fd  ' am nv  m e m .  
Oe'S s e ymnm y 'dnn a l te r  enro l lm ent

n ae a r o e r a m .  a •"'■sntaotw ' r u s t  
r :"d S "winy let JO or f im n i e s  not 
’ 'n in cta il v  a o ie  la invest

Oevaioptny « C a n  Plan
In tommy m e  o roe ram .  re la t iv es o r  

l u i r a i a n s  and me  turn's  j u i d a n c e  
counse lors  ce ve t co  a il le -c a r t  a ian  (o r  
m e o i s a o i e d  l am i l*  memoer .  Th e  o ra -  
g ram  uses a c om ou ie r  oa ia  o a s e  n as-  
s tssmy m e  d is ao led  c a m c i a a n t  s a c i l -  
(lies and needs and in o ro ie c ’.m y  the 
cost  01 c u r r en t  and future se rv ices.

The f am i iv  tnen decides, in e on iu i i a -  
lien r u n  m e  o ra a ram  ai llc ia is . enat 
se rvices are  een ied for he d isao led  
famiiv m e m a e r .  The amount ol m e  tn- 
resmtent and »nemer  il i i im m ed ia te  
ar oe aved .  lum a  sum or cer too ic .  are  
OStermmed n •nese le yot ia l i cn s . 
There -I -a m in imum  mv«s imen t  - o- 
ouireo.  Out fam ines *no - a n t  more  
le rv ices wou id  h a v e ' o  invest m o re .

The s e rv i ce s  orov-ded to th ed l s a o te d  
l am uv  .m em ce r  are  *ot r e t a r d e d  as 
"ncome  ' and fhus : o  not a t fect  enyi-  

Silitv tor o m e r  government ne'O.
t  yni ( am ine s  a re  esoe c ted  to o e  en. 

roiled in the  Pr iv ate  Trust Fund  ov 
mid -Aor il  and JO famili es ov m e  v e a r  s 
e - o .  *nen a sse ts  tn m e  Pr iv ate  Trust 
Fu r  a r e e s o e c t r d  lo r racnJ IO  mi lli on .

C h a n t y  Fund for  Others  
*he C h a r t l a a l e  Trust Fund » u l  c r >  

vide eouivaten i services for o » - n .  
com e  ar m o is sn t  o isao ied indiv iduals  
vno : a  not n s v *  i l n s r c a i  s u c o o n  f rom  
- • ' i i i v - s  - a  enroil m em  in me  p r i v u e  
Trust  F-uno. Th is ' u r a  ’S M i n  cu n t  on 
o sn t f ou t i on s  f rom  ounoations. oorma- 
rsnons ana  o r iv a te  Conors, .n aod l l l on .  
vnen s a n i c i c a n i s  m m e  Pr iv ate  Trust 
Fund ate. i t  .east  nail me  a r tn c tc a i  
f rom  me  I jm t l v  ccnir tsu t jon ii  lu rned  
aver to m e  cn a r n v  'una . The rest  oi tne 
pnnc toa i  f e v * r t s t o in e i am t lv .

The e t i s i a t i cn  w is  t aonsored  'n lilt* 
i c i i  ov c e o  Csme is .  a stale ( e s m a t o r
•  no l a s  l  f tana icscoed l l y e s r - o t d  
O iu in te r .  T h e  o r o t r a m  *»s (n au t u -  
rated  st c e r em on ies  M a r c ,  13 *nen  
Or  T e rm s  O 'Cunne i l  wiser n i e - a e * t  
si s ‘ h i c a e o  scnaoi a m n c t .  : o n t n o - ,  
•uieo J!S 390 to  m e t r u j t  lo r  nts - 3 -ye tr*  
oid sen, j onn .

Youn* .Mr. O'Conne il ha s  To-uretie s 
svnerome .  i  n eu ro 'on c a i  d l s r s se  si-  
f l leun t  100 COO Ame 't cons  ano o n a ra c -  
l e ' - a e a  ov nvo iumar*  musc-uiar  
saasms,  ve rna l  outCura'S and m ten ie  
res tlessness . He  w o r n  tor a l o co  a n -  
i n o u i o r  and receives Social S e cu r i ty  
Oisaoilltv aid. He new Mwed v u n  nis 
j a r e n i s  at nome . Out secnuse  ol the  
trust  o r c t f a m .  n Juiv ne tnd ta o t h e r  
- a n u t c a c r e o  res io e" is  wnl movy in to a 
new tu e e r v i j e o  ncustnt  - -omoie i.

*he  o rc s oe c t  al iv'ne on n il  own
•  • i r w e n o s ' f  • i s t im t ,  nesa id

"he Mtwres u s o  0 -an ,o : r s n e  m e  
m a i im u m  -c s s iO 'e  noeaenoence  'or  
meir  tnndren  wnen mev t r ow  uo .  They  
earn  m rm  to ; *v# n m in e  r *m i .$ u o c r -
• ised envir onmeni out  -o  m o w  -ney  
t i i i i n a w l a m u y ,  * Mr. M o o re s an L

n 'm i  l » r  Mery  i l r o u o  l tdm rs
Csr  *ow ne - ran r tun i i ' e s  or o i a cm  

nen i  n < rouo  'e s i t i fn ce i  are  'm u e - j ,  
j n d  nere t a e a u . n t  HI . However .  
Mr T r . ' r t  - i  t ny a u n o i h o n  « a i  
ie e«  "a t ' i n i e  ana g i n  'a oevetots at 
r a n  Our addi tional  a rd u on om e i .

. e v em o in e  -ne 'nysi so m a t  i  gis- 
ic ted oar t i c toant  s e n u t t e m e m 'd  cov-  
e rnment o eneu ts  *111 not Oe eooaro -  
ted involved t a n s i v m t  a un teo  a ten .  

c e s  and wore in t m r o m n  a t an t i s  nl 
J.CCO o n e s  ol ruies and reeu i.mons .  
la id Ann klley.  d ir e cto r  ol m e  ill lnoii 
Oeeanm en t  01 Mental H t a tm  and 
Ceve ioomenta l  O ia aoum ts .

The o e o a r im en t  neiaed s a v  for 'he  
foundation s deveio ement o l m e  trusi 
concea l.  A n um oe r  ol slate u e n c  cs. 
nciud in t  the Atto rney Cenera t  s o i l i ce  
•■in its itta l e x p e r t i s e . s r e s u a e rv i sm t  
me operations .

i n  m e ic em a i  Pencil! ol m e  o r o t r s m  
11 lltst the  c om cu t e r  da ia  Oase o e tn t  
used will } t v e  llllno i  olllc tais i  m o re  
i c r u r s t e  a ic tu re  ot me  state s d is ao ied  
oocuia ii on ana i U  needs, tnereov u low . 

irncrov<*d j j s i s u n c ? .
•tlinois nas oecn  ornse -J  lo r  O'One-r- 

n t  m e  tru st  concoc t ,  out c r it ic s  sav me  
state ays Oenmo many u n e r s  n 
j r ov id in a  j r o u o  -n t'dences 'nr -ne 
mental ly  ill and mentai lv  retnraed .

•More  Than m e  Ba re  Min imum"  
L a r rv  Fusseil .  e»ecunve  d i r e c to r  ul 

me v a i ion a i  A ll la nc*  or T e s c i r c n  "it 
Sch isoon rema and Tenresaion.  ' o iu  
l ive st.aie a tenc tes  nad Seen surd  lor 
failure 10 o ro v i c e  so eoua ie  o s re .  The 
sun. a r o u tn t  Oy m e  Assncianon ie r Pe-  
taroed C i t i t e " !  o l It llnnisrc .iarees mat  
: . ; 0 0  r e t a r o e o  aautts i r e  n a o o r o o n -  
aietv ’ v a r e n n u s e d ' and • e c e iv ne  
naoecud te  c a re  n l u r n n y  aomea  
meant Idr eidertv c c cm e .

M r  Pussetl  intends .0 enro  l ms ")• 
'■ear oid son ; cn .  n trie trust a r o e r a m  
He saui  ' h e  fnn now iveo n i  a rm jo  
-nm e  n Ai iaun * * 1 . p e * iu s e  n e ' e
•  a s rn su e .h  e ia co  o r  aim m Illinois 

Haro id L'naer. a Ch icoao  c . -em ico t
enetn cer  wno ,s ne trust j r c e r i n  1 
s c c r e i s rv .  said ne and his » i ie ,  T n r >  
•nv vnre o r c p a rm *  0 enroll the i r  i i .  
vear-md dauenter .  l a ro t  Ann. » n o n a s  
Town 1 svnorome .  She » n r « j  in i  snei- 
: * r ; d  vor«snno ooe ra teo  3v  P a v C r a -  
’ am  Assoc ia t ion  lo r  me Hano ica co eo  
ann -n n er  t o a r e  l im e  eniovs ; i a ym y  
i f te o iano

Mve  want a o ua i ' t v  of ' l ie  ' o r  ner  mat
•  ill ruDCiv mnre me  - a r e  min i,  
mum ’ s l i d  M r  ' . 'neer • * ' u i  s *ns t  
;ne ie i l  Su t li c iencv Trusi is ail a o c u L  '

N e w s  S u m m a r v '

IPOH 4HO« l  It fUMItl  10 ' • 'I **  n « * | | .
• I« ,!«• •••• tl̂'wfPijiiv ira jpviifiijv '•PU'c>"Cf,J 
r(l|||VM ••IP^WL
for Pedtf sum . AI
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Partnership offers help to disabled
A quiet revolution has begun ir. Illino is— in  ur.usuai 

private-public partr.ersnio tna t couid heip thousancs u f 
fi.—dies provide long-term care fo r tr.e m enta lly or pr.ys- 
tcaily disaoled. I :  deserves contmuec supper: :'rora tr.e 
state ar.d from the private sector.

.r.e  Self Sufficiency T rust program. inaugurated ar. 
?»Iorca 29. offers families a way to invest fo r tr.eir 
cn iid ren ’s fu ture w ithou t affecting e lig ib ility  for govern­
ment assistance, bamcruoci.ug tne fam ily  or adding a huge 
new burner, to the state treasury. .

Ana it's not a program ;ust for the wealthy. Too good to 
be true? An innovative program in Illino is? No. ar.c yes.

Zeveiocec by tr.e National Fuur.car.on fo r the r ia r.c i-  
canced. basec in Elmhurst, the new trust program cou.u 
elim inate tne barriers tnat restrict reiaf.ves of clean.eu 
peooie from giving tr.em er.trn r.eia.

In tne past, many parents wr.o wanted lo provice 
additional income or max a becuests to th e ir cisaciec 
cniidrer. cnuia not. Tos.ug so nsxec a ru t o ff ar recuctian 

government me. So o r . i y  tr.ose pecoie vr.o n in not .ueec 
any government aid couia a ffora to provice spemai 
services.

The new program creates three trus t funds: a Private 
. T ru s t Fund tnat ocois asset3 from  partic ipa ting  fam ilies: 
a S:aC5 Trust Fur.P. vpicn soer.os the investments from 
tne Private 7u.ua for se.~C ff 20r tce_ cisabiec lam uy
memoers. ur.a a Char.tabie T rust m f.u  I.h2t 13 
on cor.tr.buticr.s from  corporations ur.c private donors, to 
hem tr.ose macie to participate r. tne Private ru n e .

'•’.'ha : aces tne prcgram no? T h a t neper.es or. eacn. 
disaoiec person s acuities ar.c .neecs. I :  couid asms: .r. 
financing the cost o f sceciai schooling m e  counseling or 
ar.y eatrn care, such as special taeraoy. trar.sooracton ar.c 
recreation—ail services tnat con bu iic  ir.aeoer.cer.ee.

C recit for tne cooperative venture goes to tne N ationa l 
Foundation fa r me Kaacicacpea t.uac deveiopec tne 
ccr.ceot. Legislation soo.usorec by P.ep. Lee A. Dar.ieis 
•:E !tn..un::. tne rlouse r.enuoiicar. '.eacer. was r.ecsssary’ 
to s u r .  uo tne trusta. And state agencies, p a rtic u ia n y j.u *  
Lecartm en: cf M entai Heaitr. ar.c Eeveiopmer.tai L;s- 
aciiities a.ua the attorney ger.era.'s otfice. s o r. ic . througn 
tne ruies a.ua regulations to satisfy the aoaen ar so state
a.ua fecerai aser.cies m.vo.vec.

I f  this ei.ua of cncoeratiur. s possible, wr.y car. t ;t 
happen tgai.u to urov.ae petter restce.utia; care fo r the 
state s mentally ii l ur.a aeva ioonenta ily cisacied?

I.usteaa i f  le tttir.g  far the bare m in im um  for a iiac iec 
peuo.e. new program families "o suaciv more
.-.eis. '•'« .‘.cce tr..s muue: urcrram  -.lucurr.uel Jt.uer K ites  
to ufvei-.o u.r.uur trus t urcum.m>. I:  _ - j  ..uuuia er.co-ur- 
cue Illinois .awrr.axers to c r s u o  itr.cr oao.v r.eecea 
ic iu :;.ins :.i i tate > >•«»» truuo.ee v r tr ra m :.

*»ry u  ! n '



•-i ' ? •  • ' • r  ,A „ t>

3y  C on so rtia  Montana
A Lombard family Tuesday be­

came the first partic ipants in a 
itaie administered ( run  fund that 
•.■on oarcnii 10 provide long-ierm 
care (or therr  deveiopmentatly dia- 
i o k J  c h i l d r e n . 1 «—

"The Irun h is  enabled u i lo  do 
Icn< rtn, ;  p luming fo r John." u id  
Dennu O'Connell . 10. tuoennten- 
a.mi o f  ihe R o t t i l e  E lementa ry  
; : r o o l  Distnct in d  father o f  a de- 
• e . c om en t i l l y  disaoled i o n .  *1 
•‘ one ihu allows oiner pi/t.nis to 
p.eovnje fo r the ipecm  needi o f  
heir children* now u  »e; l u  l i t e r  
he pa/enti die, he u j o  i (  i  pieca

care fo r disabled child
•Vconference i t  the State o f  Il linois 
• Building, 100 W ;  Bmooiph Si.
’  /  Il linois became the lin t lia le lo  
a i i c l i i n  iuc.1 s fund, called the 
lei f-iuiTieienev trust, neatly two 

( j t i r i  ego. B e fo r e  the taw was 
' p it ted. government uii itance w u  
'. r e i t n e i e d  to  h and ic apped  in* 

dividual l with limited assett and 
' income who were not veneiioanea 
o f  an etu ie. The fund, financed by 
contr ibu t ion ! f r om  families and 
pnvite o r f a n iu l i o n t .  aifows fami­
lies to . ' luop iement government 
s em c a  without reducing iiaie and 
federal aid fo r their ditaoied rela­
tives.

The tra i l establishes > o  teparaie

. pocii o f  money, a private trust and 
a enarilable fund. The prtvate trust 
holds contribution! from relatives 
o f  h a n d ic a p p e d  p e r i o n s  and  

. {u a r in te t i  l i fe time c u e  f o r  the 
nandieopped person.

■, The enaniaele truit ii designed 
, to help lo * - in con ic  disabled in -"  
diuOuaii.

li s npp on ed  b y  eoninbutions 
f i e r i  private d on o rs  and assets 
transferred from the private truu 
wne.i ilie beneiicianr diea. * ’ .

F : r  eiamoie. wnen iohn O'Can- 
ne t dies. .'0 percent o f  the pnncl- 
pal invested bv hw famuv in the 
pnvpie tra i l will be tranifcrrtd to 
the cnamaule fund. The oil ier 10

. percent will | o  lo  his  heirs. -
The E lmhu rs t -ba ted  Nationa l 

Foundation for the Handicapped, 
wntch develooed the coneepi for 
the  p la n ,  h n  d o n a te d  i s o u t  
J . 0 .000 to the hind, said Director 
J am e i D eO re .  'W e  duplicated 
J o n n i  program . . .  fo r  a tow-.n. 
come person* o r  w o n  i. would 
c on  to maintain for a lifetime a 
mildly Itinoicaoped individual in a 
residential setting beyond * n a l  
government {rants would provide.
' ‘ Jlopehjl ly what *e  see todav ia 
a beginning, ihe beginning of •na i 
piren iy . me fammea o f  ditaeied 
e i t i iem and private sector u n i t -

anoe and lo v rm m en l  can da ■* 
one another to n u n  ind  be1 
our state.* m d  Ann Kuler, d im  
o f  the Il linois Department o f  M 
lad H ru ih  and D o  c op  menu! C 
lOiliuex. * . . .

• .-or John O'Connell ,  J J .  ihe 
mediate pun ia that he eon lea 
his parenu' home and move thi- 
lupervued ipanmem com e it i  * 
other disabled incividuci.  For 
patenu. "die long term beneiit • 
to do  with Ihe financial security 
program ’ provides fo r Jonn n 
we re tone .*  D e n nu  O 'Conn 
said. 'W ith ou t  thu p r c t r im  
would became me reap piurv 
the state.*

Parents iof handicapped cKadrenimust’do financial p lanning
. . .  T.'* ' '' -*:•' i: t* JJ * '■ • ' ••' wo • ■<.• -~7>.lt l j  t h e  a e e o n d  a (  t w o  | similar programs. ' * * ’ * _ — ■,— r e c ommends  In v o k in g  the auto- age eucalf, to ae* i f .  Ih e  men*T h / j  ia ( h e  a e c o n d  o f  tw o  

tsiunnt  o v  Grace H’ttnntin cn 
. t m r c u l  punn in f Ior the .sanaf.  
cspre-J.

va rcn Lea f ,  now IT y r i r s  o ld . 
•  is  ocm aoih severt iv  re fcrmea 
m a  pro fauno ly lea f.  His saeenu. 
rt . e i r rm g  :a ssce wita '.he meat- 
••ii ana emoitonii  ntttis aresentea 
:»  * s o i r tn .  tea rnea to aeve teo  
ri,-.a»;:a l re sou rces  is  v e i l ,  i l l s  
- a i r . e r .  Htanne Leaf,  learned so 
■v*’ t •.. in sne ts now a itnaneia l 
p u n i e r  vitts ID S  - t r a n e ia l  S e r ­
v ' d ;  in M n n e a o o i l s  l t i o i n g  
a i r e - i  facing i m i la ra rcp lems 

-.*us;s r s ia o l i in r a  by pa renu  are 
: .g r*  t f g e s t e a  i i  a way io ensure 
a in i r i i i i t y  secure fusure lo r  chil- 
: r»n yno a r t  a isaoies an c.nrsni. 
a.iv il. The new llimc.a Seif-Suf- 
r e -c v  Tru it  aeseneeti in my last 

rp * u~n  remo.A t me unterta in iy j  I
< n t  t ru s ta  ana  ser»»s  is  a 

•nacei fa r amer states aeve.aomg

a im ila rp rsg rams . ' ‘  f
Sue pa ren t i  must aito consider 

the present. I f  you are ’.he parent 
or s r in d c i r e n t  J f a ouaaieP e.-.ild. 
these mnts may nets : " .' :* ’• A ru le  of s iiumo its financia l 
p u n n i n g  is t h e  neep f a r  :a sn  
reserves sufficient to -ove r three 
moniris' eaeen ies .  '.Vltn a nanot. 
cacpw cntld. c u n  reserves snouid 
be mucrs l a r g e r .  The L e n s ,  to r 
e iamo ie .  had to trave l some dls- 
lance tor A i rcn  s t/e i iment. incur­
ring hotel and food costs is  w<ii is 
men cat bil ls. T h e y  nsa to " i re  i 
reg'Siered nurse as a s a s r  siller, 
on the ra te  ae .-a i icn i wr.en vhey 
sam let! me not:se.

•  Sam  life ano disiOil i lv ncome 
mauranee i r e  c r i t ica l .  “ There a 
u sua l ly  s n l y  o n e  b readw inne r ,  
because ihe im * r  parent -s caring 
•pr me <huo."  Leat pomts out. 'II 
m a t  pa rent s ie t o r  a m a o i e  to 
• e r e .  you must nave  seme source

On y o u r  
m o n e y

3y  G i a c s  VVeineletn
of :n:pme fo r th i f im t ly . ' *  T ;  •With l i fe  in su rance ,  tco.' " y o u  
must loo* ve ry  c a r e fu l ly  at how 
benei ciary designations are made: 
th ey  muse c o in c id e  w ith  wna t 
yeu ve done m ycu r  * i i t “  Leaving 
money ou in gn i  to a nanoic ioped 
ernid can maae the cnild metigtale 
fo r  neepea Soc ia l  S e c u r i t y  and 
Mtdicitd a enenu . it's otten p r e f e r  
asie tocesignaie a i r u t v t o m ta u n e  
msunneep reeeeo i .  *

S e c u i e  i t  w i l l  p r o e i D l y  be 
• meossioie :o ouy li fe  nturance cn 
tne  a t s a o le d  d e p e n d e n t .  L e a l•«i

m ade  ch ild 's  r id e r  o n  th e  p iren ta ' 
w n o ie  l i f e  in s u r a n c e  o o llc te s . I t  
m ay  se  'g ru e s om e  to  th m e  abou t,’' 
tn e  savs, b u t a S 10 0 0 3  rid e r cou ld  
p r o v id e  e n o u g n  c a a n  to e  s u r t a t  
e a o em e s . '••• •«

• ' « Health insurance, vntcn r o i t  
' peooie r.ave ih reugn thetr joes. J
• c l e a r l y  a n e c e s s i ty . I f  th e  in s u r ­
a n c e - c a r r y in g  b r e a d w in n e r  In  a 
fa m i ly  w ith  a d is a o le d  d e c en o e a t is 
e v e n  th in k in g  a o ou t a ,>eo change. 
L e a f  o o m is  o u t . i t 's  v i t a l  ~ '.o o e  
u o - f r o n t  a c o u t th e  c h i ld  and fin d  
o u t  ahead  o f  t im e  i f  lh «  h ea lth  p la n  
w i l l  p r a v t d e  c o v e r a g e . "  Don't 
m io i s a u m o u o n s .  ' •  •

'A fh e re  a p r e v i o u s l y  h e s l t h y  
J e c e n e n t  s u ffe rs  a d ls a o lln g  acc i­
d en t ar i t ln e u  a i  lo u u n o o o  n e i r i .  
r e m e m o e r  t h a t  g r o u o  h e a l t h  
in su ra n c e  o f te n  e n d s  ( o r  c h ild re n  
a t  age  13 a r  ag e  22 . C h te e  y o u r  
c o v e r a g e , b e fo re  m e  d e s ig n a te d

cm  be keel on the.poucy u  a 
bleddeoenaenL*

•  Take i d v a r . u e e o t  the Inte 
Revenue Cede * : t r e  ycu :s . i 
examoie. medJcat e rcenses » '  
longe r deaue'.i&ie t x p e o :  > 
• i t e n t t h i t  they exceed ? 5 per- 
c f id|uxted h : : -  j icame . That 
pre t ty  htg.n f igure fai mast .1 
lies. Giouping medtci l procep 
within a ca lenda r yea r ,  no we 
p e rn io s  by senesuitng nectss 
s u r g e r y  f o r  ,’ a n u a r y  : 
Deetmcer. can m»ve -I ppjsic. 
ciaim some desuetior.s I f  ycu -  
m in e  structura l changes to 
house to a ccommoda te  a ia  
d o p ed  perron, rue.n ia  bv * 
log doorways fo r  a wnes era  : 
by adding a ramo. tne cbtt x 
deouenbie. iO tne r mo rsvemv 
m e n  a t  a sw im m in g  poOi p

- ' .T  a  P A R S N T 3 .  ? : g r

Parents o£ handicapped j. 
must do financial planning:
Si p a r e n t s
Canunued ( rem  P ig e
scrped fo r  theraoy . aer deductible 
omv to tha extent that th e r  dan I 
im p io v *  the m an te l  van.*  o f the 
p r o c e r t y )

« A will is f i s t r u a l .  Including l  
c s f t ' u i l y  ihougn l -ou i i e i 'g n an on  
pi a guardian ic r  the n ira icasped  
c n o i  Thai ennd may have ssecat 
•vetas . L e a f  p m n i a  o u t .  ana a 
g .s rp ian  you •« named fa r  smer 
-n a r e n  m a r  be u n w i l l i n g  a r 
jiaa e id ia«t m e  r gi e b n n o m t y

T ip  fa r loviap r «r more m i s r “ *l* 
nan  i c a u l  the U l lncis  se i f  a - f l -  
e .^ey Trail- v m e  Id J O  -V 3ut- 

teri'eid R J -  Elmhurst. 12. W lT i .  a r
M ^ ; f f i m « S a a ; i f  .'fone-

financ e! r o o u rc e  l : r  «d ages a.*d 
,j aviuiOie m r e u g n  '»■' 

eeiu riix  J * r ia  II2T5 a'l-jJ* • '  : r  
seiuge ehd ,‘iinaiwr n *• •**, 
J m e iM *  a < M a n g y  ^ n i f - e n t .  
,n t l r t o / t S *  re~rsrsrr. ?  . ;.'t 

v.<k. JU  U S * !



F A M I L Y  D O C T O R
effective contreceotive. suc.o us the 
P ill, fo r u mumn before starting 
Accutane (unu snouid continue 
throucnout trsct.mentJ. The woman 
snouid have a cregttancy rest imme- 
diutety oetbre starring :ne medic::- 
tion. ar.o wnen : ne timsnes treat­
ment. s.ne sncu.d asx* her doc:cr 
huw .one :o  vmt oetbre tr/m g to 
conceive. :o  ce sure ner ecuy is :':ee 
or ’.he drag.

A  w om an  w rite s  rear w nen sr
Sac a m c m m o c rc m . the
cam oress ion  c a c iie d  to  ner
b reasts  was so e c in ru i sne w as
le f t  in  tea rs— one b ic c k  and

 ----- : * r  r o 3 errs> e r r  in  .= « . .
b iue . I've  nea.-a simu’ c r  'e c c r rs  
mem orner w om en , ana 1 m in x  
'.nere s no excuse ;c r  m is. 
V.’h iie  a m c c e ra te  c m c u .it  o f 
pressure 'o  m e a reas: ;s

CUESTrCHS FRCM READERS
PAP ACCURACY
I 'm 15 sna ten  faith ful aoout Pso 
•.niton, ant tattiv i '.e  aeen urania* 
that nte noon: uteniseivts ma-t not 
re acatsrste. Hn* con i be ::tre mat 
n v remit; art saneitSf

ACCUTANE UPDATE «  ALERT
in ;.in tn :iv  i9hh i re ro rted  an *PD A  
w an ing  mm women wruj were r  regnant 
cr cue:;me oreoru ra -.vniie taxing me co­
rn : .;.o ::.;cn ; cmg •vacuta.ee m.n an e i-  
rem e v  - s r  . i  n .iv irg  ;  ;a~ v  vim 
m..-. o r  .a tc .'t i. rut a num rer 
si r .rm  uetdi n . . . * i  ..ttrou iaa .e  to me 
crag nave oee.n resumed. ..ne .- “ A ;e;;; s 
mat me warming m  : oen-g needed. As

Jne v;;v s a your -ac to r 
you re w c rrtd . Aax mm s r ner 

I wnat :ao neass /ou r tests, vnut 
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SELF-SUFFICIENCY TRUST SUMMARY

The Self-Sufficiency Trust (c) is a comprehensive life-care plan­
ning option designed to meet the supplemental service needs of 
people with disabilities now and in the future.

More than a pooled income trust, the Self-Sufficiency Trust is an 
innovative private sector service financing mechanism which allows 
parents and families to plan a secure future for their disabled 
dependent without the fear of loss of governmental benefits or 
invasion of their trust principal.

The Self-Sufficiency Trust provides a mutually beneficial public/ 
private working relationship between families of disabled individ­
uals, the state, and the community-based human service network. 
Enacted into state law, the Self-Sufficiency Trust becomes a 
stable financing mechanism which operates through individualized 
programs (Life-Care Plans) to arrange for supplemental services 
from existing provider networks. The existing service delivery
system is supplemented and thus expanded  all for the need-
specific benefit of individuals with disabilities.

The Self-Sufficiency Trust evolved from the research and support 
of the National Foundation for the Handicapped under the direction 
of Mr. James DeOre, with partial funding from the Illinois Depart­
ment of Mental Health and Developmental Disabilities. In 1986, 
the Illinois Legislature by unanimous vote established the first 
Self-Sufficiency Trust in the country flllinois Revised Stat­
utes Chapter 91 1/2, Sections 5-118 and 5-119K  Maine followed in 
the spring of 1987 (HP 331-L.D. 430). In both cases, the Self-
Sufficiency Trust was seen as a major development in non- 
traditional estate and future care-planning which would replace 
the usual “catch 22“ problems faced by families with a viable and 
comprehensive means to impact the present and plan for the future 
of the individual with disabilities.

HOW DOES THE TRUST WORK?

* Two wholly separate pooled-income trust funds exist as part of 
the SST structure. Each of the two funds has a public sector 
or State Trust Fund by virtue of the public law enacted by 
each state.

* A volunteer Board of Trustees is appointed from the private 
sector (parents and professionals) to manage and control the 
Private Trust Fund. The parent or family member who estab­
lishes a trust is called the Grantor, and his/her dependent is 
the Trust Beneficiary. The Grantor or his designee serves as 
Co-Trustee and shares in trust disbursement decisions.
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* The Private Trust Fund accepts, holds, and invests the "pooled" 
assets of each family participating in the SST. Although 
assets are comingled, all returns on investments are credited 
proportionately to each "private trust". Interest earnings on 
Private Trust Fund assets are transferred at the direction of 
the Trustees and the parents or guardian, who serve as Co- 
Trustee, to the counterpart State Trust Fund which immediately 
disburses the assets for the supplemental goods or services to 
be provided the Trust Beneficiary. The state's Mental Health 
Department may be designated to hold the State Trust Fund and 
these funds are generally disbursed by the state treasurer. 
Technically, funds disbursed from the State Trust Fund become 
"state" monies and are not viewed as earned or unearned income 
to the disabled Trust Beneficiary, therefore not affecting 
public entitlement eligibility under Supplementary Security 
Income (SSI) or Medicaid.

* A segment of the trust fund controlled by the Board of Trustees 
is the Charitable Trust Fur.d. This fund is a repository to 
accept residual and donated assets earmarked for low-income and 
indigent persons with disabilities who are unable to partici­
pate in the Priv?te Trust. This important part of the Self- 
Sufficiency Trust aodel is supported by:

1) Assets left to the Charitable Trust Fund by grantors of 
private trusts at the death of the disabled beneficiary;

2) Contributions from private donors, bequests, corporations 
or foundations?

Earnings on the principal of the Charitable Trust Fund can be 
transferred to the State Trust Fund allowing participation of 
low-income and indigent disabled individuals in the concept.

* A Life-Care Plan is developed for each Trust Beneficiary which 
embodies the wishes of the parent (Grantor) and defines the 
scope and nature of supplemental services to be provided the 
disabled individual. Trained Self-Sufficiency Trust counselors 
provide the direction for parents to develop a realistic and 
need-specific plan.

* The Self-Sufficiency Tr' ' >uterized data base assesses each 
Trust Beneficiary/s functional abilities and service 
needs, projects future .. \ k u  . equirements and correlates present 
and future costs baseu on existing residential per diem 
schedules. This process provides each family with a realistic 
projection of the principal necessary to provide a flow of 
interest income sufficient to fund the individual supplemental 
service Life-Care Plan.

This data coli.ection system is also very important to the 
States.
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1) Via the SST intake process, disabled persons of all ages
who are not currently identified within the provider system
may now be accounted for and identified by disability
(type, severity), age, residential and day-mode program 
needs.

2) The data generated will allow each state to more accurately 
plan for state services based on valid need. Appropriations 
may be sought using real statistics.

* The universal concern of parents and families with disabled 
dependents, "who will care for my dependent when I am gone?", 
has been addressed by the Self-Sufficiency Trust. Personalized 
advocacy and successor guardianship services are an intregal 
part of the Trust operation ensuring consistency and quality of 
care. In Illinois, PACT, Inc., a private and independent 
guardianship agency is under contract by the Board of Trustees 
to broker and monitor the supplemental services and ongoing
care of Self-Sufficiency Trust Beneficiaries.

In total, the Self-Sufficiency Trust offers permanency and flexi­
bility to adapt to changing governmental policies, estate planning 
and management expertise, security against loss of eligibility for 
public entitlement benefits, and peace of mind that concerned and 
knowledgable professionals will ensure the quality personalized 
care that will be provided for your disabled dependent now and/or 
in the future.

HOW DOES PARTICIPATION AFFECT PUBLIC BENEFITS?

The Health Care Financing Authority (H.C.F.A.) of the Department 
of Health and Human Servises, Washington, D.C. has ruled that in 
most cases Self-Sufficiency Trust principal and interest will not 
count in determining Medicaid eligibility.

Region V of the Social Security Administration has determined 
that, based on current regulations, the SST assets will not count 
as resources in determining eligibility under the Supplemental 
Security Income (SSI) program.

These two federally-funded entitlement programs are the primary 
sources of support to the disabled population.

TOTAL LIFE-CARE PLANNING OPTIONS

The Self-Sufficiency Trust creates incentives for a family to 
begin financial and care planning for their dependent who is 
disabled.
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A Self-Sufficiency Trust permits families to:

1. Enhance services with family resources.
2. Help secure the quality of care they desire.
3. Help maintain continued quality of lifestyle after the family 

itself can no longer do so.
4. Enhance access to housing.

The Self-Sufficiency Trust enables the family to contribute assets 
~  savings, investments, real estate, insurance, etc. —  for the 
benefit of their relative who is disabled and others who have 
similar disabilitites.

ADVOCACY CARE

Lifelong care and the quality of that care is a primary concern 
for all families with relatives who are disabled. Families natur­
ally desire the assurance that their disabled relative receives 
all the services to which he or she is entitled. Families also 
want to improve the lifestyle of the disabled person by providing 
extras to meet individual personal needs, leisure-time activities, 
training, clinical services, and transportation.

Self-Sufficiency Trust participation can provide a disabled depen­
dent enhanced care and a personal advocate, even after the death 
of a parent or guardian.

In Illinois, PACT, Inc. an experienced private surrogate family 
model organization which provides personal case management and 
guardianship services, is under contract to provide advocacy and 
successor guardianship service to Trust Beneficiaries when these 
services are requested by the Grantor. Families can contract with 
the Self-Sufficiency Trust and PACT, Inc. as a personal advocate 
and advisor to broker and monitor supplemental services and assure 
that programs are being properly provided to their relative with a 
disability.

RESIDENTIAL NEEDS

Another key component of the Self-Sufficiency Trust is that 
families can create housing alternatives through private efforts.

This may enable a family to overcome long waiting lists for 
existing facilities and permits location near the family's home.

Through this program, families not only help make a residential 
facility available, but also determine the quality of that 
residence.
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Parents could provide the capital needed for purchasing a house. 
Where necessary, affiliates of the National Foundation for the 
Handicapped would negotiate with the appropriate state agency to 
determine the Trust portion and the state portion of funding the 
cost of care within existing state licensure and rate methodology 
guidelines. Contracts would also be negotiated with existing 
provider agencies to provide management for the residence.

STATEWIDE DATABASE

The Trust will collect information about individuals with disabil­
ities and their current and future needs. This information will 
be comoiled in the Disabled Population Profile System and
presented in a confidential manner to the Department of Mental 
Health and Developmental Disabilities, to allow the state to plan 
effectively for future needs.

In addition, a computer program has been developed which uses 
federal functional disability criteria to perform need-specific 
assessment of present and future residential configurations and 
their costs. Families may use this data in preparing an estate 
plan sufficient to generate the necessary annual income needed to 
purchase the supplemental services desired for the Trust 
participant.

FINANCING

Families can finance their participation in the Trust by making a 
transfer of cash or other assets, either immediately, over time as 
various services are initiated, or through a will. Life insurance 
provides another means for families to fund the program and to 
participate in the Trust.

SUMMARY

Program funding for people with disabilities becomes more 
difficult to obtain each year. This uncertainty threatens the 
stability of the state's provider network and concerns the 
families of individuals with disabilities.

Unmet housing needs for a significant portion of the disabled 
population is a widespread dilemma. Longer lifespans of people 
with disabilities and the aging of responsible family members 
increases anxieties concerning long-term care and future housing 
needs.
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The Self-Sufficiency Trust creates a stream of money which may be 
channeled through the state to help provide for the needs of 
people with disabilities.

Finally the Self-Sufficiency Trust provides families of the dis­
abled a strong voice and potentially powerful role in the present 
and future decisions which impact their disabled family members. 
Planning today for a secure tomorrow is within the reach of most 
families with disabled dependents through the Self-Sufficiency 
Trust.

FOR MORE INFORMATION:

For families and guardians seeking additional information:

Headquarters: The Self-Sufficiency Trust of Illinois
340 W. Butterfield Road, Suite 3C 
Elmhurst, IL 60126 
312/941-3498 

Chicago Office: PACT, Inc.
166 W. Washington, Suite 300 
Chicago, IL 60202 
312/641-6363 
312/641-6524 (TDD)

For providers and state officials throughout the United States:

Paul L. Medlin 
Senior Vice-President 
Corporate Development
National Foundation for the Handicapped 
340 W. Buttorfield Road 
Elmhurst, IL 60126 
(312) 832-9700

"Self-Sufficiency Trust"
Copyright 1986 1987 1988 National Foundation for the Handicapped 
"Disabled Population Profile System"
Copyright 1988 Charter Management Group, Ltd.

Printed in the U.S.A. Revised 5/ 20/88
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ca re ,  a n d  gaps in c o m m u n i t y  s u p p o r t  serv ices ,  
s ta te  l a w m a k e r s  have  come  to r e c ^ n i z c  m a j o r  
c h anges  arc  needed in the  w a v  m - . i t a l  h ea l t h  

"se rv ices  arc  o r g a n i z e d  and  d e l i v e r e d .

A t  least  th ree  states ( W a s h in g t o n ,  P enn s y l v an ia ,  
Ka ns a s )  arc  c o n s i d e r i n g  p ro posa ls  tha t  w o u l d  
s i g n i f i c a n t l y  a l t e r  the  d e l i v e r y  o f  m en ta l  h ea l t h  
se rv ices .  A  f o r t h  state ( M o n t a n a )  is p l a n n i n g  
to  d e v e lo p  a p ro po s a l  to r e o rg a n i z e  t h e i r  m e n ta l  
h e a l t h  sys tem.  T h e  c o m m o n  t h r e a d  in a l l  o f  
these i n i t i a t i v e s  is " d e c e n t r a l i z a t i o n "  •• t r a n s ­
f e r r i n g  a u t h o r i t y ,  a c c o u n t a b i l i t y  and res p on ­
s i b i l i t y  f o r  p r o v i d i n g  a ran ge  o f  c o m m u n i t y  
and  i n p a t i e n t  t r e a t m e n t  and  r e h a b i l i t a t i o n  scr- 
v ices f r o m  the s ta te  to loca l  agencies.  I t  r e f l e c t s  
a s h i f t  f r o m  s ta te  c o n t r o l  to g re a te r  p a r t i c i p a ­
t i o n  by  loca l  g o v e r n m e n t s  a n d  u s u a l l y  i n v o l v e s  
a r e d i s t r i b u t i o n  o f  f u n d s  d i r e c t l y  to c o m m u n i ­
t ies f o r  c o m m u n i t y  and i n p a t i e n t  services.  
A m o n g  severa l  states tha t  have  a l r e a d y  m ove d  
in th i s  d i r e c t i o n  a rc  W i s c o n s i n .  O h i o  and 
V i r g i n i a .

W a s h i n g t o n . A f t e r  a y ea r  o f  s t u d y  and  
cv a I n a t i o n ,  the state o f  W a s h i n g t o n  is c o n s i d e r ­
ing  a p ro po s a l  to r e v a m p  i ts m e n ta l  h ea l t h  
sys tem  ( S U B  1876). A  re ce n t  r e p o r t  to the 
l e g i s l a t u r e  d o c u m e n t s  a shor tage  o f  res idences 
f o r  m e n t a l l y  i l l  i n d i v i d u a l s  and  descr ibes  the 
c u r r e n t  a d m i n i s t r a t i o n  and d e l i v e r y  o f  m en ta l  
h e a l t h  serv ices  as f r a g m e n t e d  and  o v e r lv  
fo c us e d  on prov i d i n g  e x pens ive  i n p a t i e n t  acute  
carc.  It  a lso  re p o r t s  on c u r r e n t  n a t i o n a l  t rends

a n d  m od e ls  o f  i n t e g r a t e d ,  c o m m u n i t y - b a s e d  
m e n t a l  h e a l t h  sys tems,  w h i c h  have  assisted  in 
s t a b i l i z i n g  s ta te  h o s p i t a l  p o p u l a t i o n s  and  
p r o v i d e d  i n c e n t i v e s  f o r  the  d e v e lo p m e n t  o f  
c o m m u n i t y  r e s i d e n t i a l  o p t i o ns .

C o n s i s t e n t  w i t h  these n a t i o n a l  t r ends ,  t e s t i m o n y  
f r o m  seve ra l  p u b l i c  h e a r i n g s  i n d i c a t e d  th a t  
c o u n t i e s ,  m e n t a l  h c a l ' h  p r o v i d e r s ,  c o nsu m e rs ,  
a n d  a d v o c a te s  w a n t e d  to d es ign  and  p a r t i c i p a t e  
in  an  i n t e g r a t e d ,  d e c e n t r a l i z e d ,  c o m m u n i t y -  
based d e l i v e r y  sys tem t h a t  p r o v i d e s  the  e n t i r e  
c o n t i n u u m  o f  ca rc .

Based on  the  t e s t i m o n y ,  the  r e p o r t  r e c o m m e n d s  
t h a t  the  a u t h o r i t y  a n . ’ r e s p o n s i b i l i t y  f o r  
d e l i v e r i n g  m e n t a l  h e a l t h  se rv ices  be d e c e n t r a l ­
i zed to  the loca l  c o m m u n i t i e s ,  a lo n g  w i t h  
a d e q u a t e  f u n d s  to e x p a n d  r e s i d e n t i a l  f a c i l i t i e s  
a n d  s u pp o r t s .

E a r l y  ve rs ion s  o f  the  b i l l  w o u l d  have  ves ted  
a lm o s t  t o t a l  a u t h o r i t y  at  the  lo ca l  le ve l  f o r  s ta te  
h o s p i t a l  a n d  c o m m u n i t y - b a s e d  serv ices.  As i t  
s tand s n o w ,  h o w e v e r ,  the  b i l l  has been m o d i f i e d  
s o m e w h a t ,  g i v i n g  c o u n t i e s  some b u t  n o t  a l l  
a u t h o r i t y  f o r  p u b l i c  m e n t a l  h e a l t h  serv ices . As  
o f  t h i s  w r i t i n g ,  i t  is p r o c e e d i n g  t h r o u g h  the 
l e g i s l a t i v e  process w i t h  the  p o s s i b i l i t y  o f  m o r e  
a m e n d m e n t s .

H B  1876 a t t e m p t s  to  poo l  the v a r i o u s  m e n t a l  
h e a l t h  f u n d s  i n t o  b l o c k  g ra n ts  to c o u n t i e s  and  
a u t h o r i z e s  the f o r m a t i o n  o f  10 o r  f e w e r  re g io n s  
o f  c o u n t i e s ,  c a l l e d  R e g i o n a l  S u p p o r t  N e t w o r k s  
iR S N s ) .  T h e  b i l l  c a l l s  f o r  a s s u m p t i o n  o f  the  
b l o c k  g r a n t  by r e g io n a l  n e t w o r k s  a c c o r d i n g  to



H B  2016, d r a f t e d  by  the Spec ia l  C o m m i t t e e ,  
w o u l d  t r a n s f e r  r e s p o n s i b i l i t y  f o r  bo th  i n p a t i e n t  
a n d  o u t p a t i e n t  m e n ta l  h e a l t h  serv ices  to the 
c o u n t i e s .  T h e  c o m m i t t e e  e m p h a s iz e d  in i ts 
r e p o r t  t h a t  i t  is r e s p o n d in g  to the f e d e r a l  m a n ­
d a te  o f  PL 99-660,  the State C o m p r e h e n s i v e  
M e n t a l  H e a l t h  Serv ices  P l a n n i n g  A c t .  w h i c h  re ­
q u i r e s  sta tes to es tab l ish  c o m m u n i t y - b a s e d  
sys tems o f  ca rc .  i n c l u d i n g  case m a n a g e m e n t  
se rv ices  f o r  c h r o n i c a l l y  m e n t a l l y  i l l  i n d i v i d u a l s .

U n d e r  the  p ro posa l ,  e f f e c t i v e  F e b r u a r y  1991, 
each  c o u n t y  o r  g r o u p  o f  c o u n t i e s  w o u l d  be 
m a n d a t e d  to es tab l ish  a m e n t a l  h e a l t h  a u t h o r i t y  
re s p o n s ib l e  f o r  p r o v i d i n g  an a r r a y  o f  serv ices  
to  the  c h r o n i c a l l y  m e n t a l l y  i l l .  ' t hese serv ices 
w o u l d  be p r o v i d e d  e i t h e r  d i r e c t l y  o r  i n d i r e c t l y  
by  the lo c a l  a u t h o r i t y .  A l l  c o u r t  o rd e red  
c o m m i t m e n t s  w o u l d  be made  to  c o u n t y  men ta l  
h e a l t h  a u t h o r i t i e s  r a t h e r  t h a n  t o s t a t c  hosp i ta ls .  
T h e  c o u n t i e s  w o u l d  m ak e  the  d e t e r m i n a t i o n  as 
to  w h e r e  p a t i e n t s  w o u l d  be p laced.

C o u n t y  a u t h o r i t i e s  w o u l d  a c t  as ' 'ga te-keepers"  
b y  s c r e e n i n g  a l l  a dm is s io ns  to state hosp i ta l s  
a n d  a s s u r in g  those d e n ie d  a d m is s io n  w o u ld  
r e c e i v e  a p p r o p r i a t e  se rv i ces  in the c o m m u n i t y .  
In  a d d i t i o n ,  the  c o u n t i e s  w o u l d  assist in 
d i s c h a r g e  p l a n n i n g  by  m a k i n g  sure  p a t i e n ts  
r e c e i v e  necessary  s u p p o r t  se rv i ces  in  the co m ­
m u n i t y .

H B  2016 w o u l d  es tab l ish  a p i l o t  p r o g r a m  in one 
s ta te  c a t c h m e n t  area by  F e b r u a r y .  1990 to test 
the  p ro posed  sys tem.  The  goa l  w o u l d  be to 
r e d u c e  the  size o f  one state h o s p i t a l  by  one 
w a r d ,  o r  a p p r o x i m a t e l y  35 beds. A d d i t i o n a l

f u n d s  w o u l d  be p r o v i d e d  to the c o u n t i e s  ir. the 
p i l o t  a rea to f i n a n c e  the a d d i t i o n a l  serv ices  
r e q u i r e d .

T he  b i l l  a lso manda tes  t h a t  c o m m u n . t v  s u o p o r t  
se rv ices  be p ro v id e d  in a l l  c o u n t i e s  and  
s p e c i f i c s  a d u l t  c h r o n i c a l l y  m e n t a l l y  i l l  
i n d i v i d u a l s  as the p r i o r i t y  p o p u l a t i o n .  As o f  
th i s  w r i t i n g ,  no f i r m  a p p r o p r i a t i o n  has been 
a t t a c h e d  to the b i l l .

T h e  measure  has been ass igned to the  House 
A p p r o p r i a t i o n s  C o m m i t t e e ,  w he re  a special  
s u b c o m m i t t e e  has been a p p o i n t e d  to s t u d y  i t  
f u r t h e r .  Because there  has been n eg a t i v e  
r e a c t i o n  to the b i l l  f r o m  v a r i o u s  agenc ies  and 
o r g a n i z a t i o n s  in  the state,  the  spec ia l  s u b c o m ­
m i t t e e  is n o w  c o n s id e r i n g  a l t e r n a t i v e  pro po sa l s  
a d d r e s s i n g  d i f f e r e n t  m e th od s  o f  f i n a n c i n g  and 
s e rv i c e  p ro v i s i o n .

M o n t a n a . A l t h o u g h  the re  was t a l k  a m o n g  p r o ­
v i d e r s ,  a dv oca te s  and  some l e g i s la to rs  to  rev ise 
the  o r g a n i z a t i o n  and  f u n d i n g  o f  the  s ta 'c  
m e n t a l  h e a l t h  sys tem th is  year ,  the issue is now 
b e in g  e x a m i n e d  in the l o n g - r a n g e  p l a n n i n g  p r o ­
cess. M o n t a n a ’s new d r a f t  m e n t a l  h e a l t h  p la n  
f o r  F Y  1990-93 co n ta ins  an o b j e c t i v e  s t a t i n g  
t h a t  a p ro po s a l  w i l l  be d e v e lo p e d  to r e s t r u c t u r e  
the  m e n t a l  hea l t h  sys tem t h r o u g h  the  m e n ta l  
h e a l t h  sys tem p la n n i n g  process. T h e  p ro po s a l  
w h i c h  m us t  be co m p le te d  b y  O c t o b e r  1990, in  
t i m e  f o r  c o n s i d e r a t i o n  by  the  1991 l e g i s l a t i v e  
session,  w i l l  i n c lu de  inc reased  i n c e n t i v e s  f o r  
s e r v i n g  peop le  lo c a l ly  a nd  m e c h a n i s m s  f o r  loca l  
( C M H C )  dec i s io n  m a k i n g  on a p p r o p r i a t e  
se rv ices  f o r  a du l t s  w i t h  severe m e n t a l  i l lness.

Financing Issues: Self-Sufficiency Trusts
A n  i n n o v a t i v e  idea in  estate p l a n n i n g ,  es tab­
l i s h e d  f i r s t  in the state o f  I l l i n o i s ,  rem oves the 
c o m p l i c a t i o n s  t h a t  have t r a d i t i o n a l l y  s t y m i e d  
e f f e c t i v e  es tate  p l a n n i n g  e f f o r t s  by  paren ts  
w i t h  d i s a b le d  c h i l d r e n .  T h e  S e l f - S u f f i c i e n c y  
T r u s t  ( "SST")  is the  f i r s t  t r u s t  o f  i ts k i n d  to 
p r o v i d e  a m e c h a n i s m  to f a c i l i t a t e  the c o o r d i n a ­
t i o n  a nd  i n t e g r a t i o n  o f  p r i v a t e  f a m i l y  f i n a n c ­
i n g  f o r  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  w h i l e  
m a i n t a i n 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  
e n t i t l e m e n t  p ro g ram s .  As a t r u l y  p r i v a t e  sector  
i n i t i a t i v e ,  the  SST makes poss ib le  the f l o w  c f  
p r i v a t e  m o n ie s  i n t o  the s t a t e ’s n e t w o r k  o f  
p u b l i c l y - s p o n s o r e d  p ro g r a m s  to s u p p le m e n t ,  
e n h a n c e  and  e x p a n d  serv ices  to a l l  d is a b le d  
res ide n ts .

C o n c e i v e d  in I l l i n o is ,  the "SST" e v o l v e d  f r o m  
research by  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  under  the d i r e c t i o n  o f  James H 
D c O re .  F u n d e d  in p a r t  by th e  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 ,  the "SST" was e n a c te d  
i n t o  l a w  ( P . A . 84-1373)  by a u n a n i m o u s  vo te  o f  
the  I l l i n o i s  L e g is l a tu r e  in S e p t e m b e r  |9So. 
M a i n e  is the o n l y  o th e r  s ta te  to e n a c t  such 
l e g i s l a t i o n  bu t  this year  e i g h t  s ta tes ( A l a s k a .  
I n d i a n a .  Kansas.  M assa chu se t ts .  M i c h i g a n .  
M o n t a n a .  New Y o r k .  O r e g o n i  have  i n t r o d u c e d  
m o d e l  "SST" le g i s la t i o n ,  and  t w e l v e  o t h e r s  have  
expressed  i n te res t  and arc  in  v a r i o u s  stages •T  
p r e - l e g i s l a t i v e  r e v  icw L e g i s l a t i o n  w 1 1 h s i m i l a r  
goa ls ,  has a lso  been i n t r o d u c e d  in  M is s o u r i .
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t h o u g h  t e c h n i c a l i t i e s  o f  the t r u s t  d ev ia t e  f r o m  
the I l l i n o i s  m ode l .

T h c S S T  i s a n  i r r e v o c a b l e . " p o o l c d - i n c o m c  t r us t "  
w i t h  s p e n d t h r i f t  a nd  d i s c r e t i o n a r y  t r us t  
l a n g u a g e  and  c l e a r l y  d e f i n e d  " c h a r i t a b l e "  and  
" p r i v a t e "  t r u s t  p ro v i s i o n s .  I ts  s t r u c t u r e  and 
b e n e f i t s  a rc  u n i q u e l y  d es igned  to f a c i l i t a t e  
a c t i v e  p a r e n t a l  f i n a n c i n g  o f  s u p p le m e n t a l  carc  
o f  the  d i s a b le d  w i t h o u t  d i s r u p t i o n  o f  SSI and  
M e d i c a i d .

T w o  w h o l l y  se pa ra te  p o o l c d - i n c o m c  t rus t  f u n d s  
m a k e  up  the s t r u c t u r e  o f  the SST. The f i r s t ,  a 
P r i v a t e  T r u s t  F u n d ,  accepts,  holds ,  and  invests 
the "p o o le d "  assets o f  each p a r t i c i p a t i n g  f a m i l y .  
A l t h o u g h  assets a rc  c o m m i n g l e d ,  a l l  r e tu r n s  on 
i n v e s t m e n t s  a r c  c r e d i t e d  p r o p o r t i o n a t e l y  to the  
p r i v a t e  t r us t .  I n te re s t  e a rn e d  on the p r i v a t e  
t r u s t  is t r a n s f e r r e d  to  the c o u n t e r p a r t  S tate 
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 isburses  the 
assets f o r  s u p p le m e n t a l  goods o r  serv ices  t h a t  
a rc  to  be p r o v i d e d .  Because m on ie s  t e c h n i c a l l y  
become State T r u s t  F u n d  m on ie s ,  they  are not  
v i e w e d  as e a r n e d  or  u n e a r n e d  i ncom e  to the 
d i s a b l e d  b e n e f i c i a r y ,  t h e r e f o r e  do  not  a f f e c t  
e n t i t l e m e n t  e l i g i b i l i t y .

M o n ie s  m a y  a lso  be d i s b u r s e d  to n o n - p r o f i t  
v e n d o r s  such as a d v o c a c y  g ro up s  or h u m a n  
s e rv i c e  p r o v i d e r s  w h o  w i l l  m o n i t o r  the s ta tus 
a n d  c o n d i t i o n  o f  the d e s ig n a t e d  b e n e f i c i a r y .  
T h i s  se rv i ce  p r o v i s i o n  sets the  SST a pa r t  f r o m  
g e n e r i c  t rus ts  d e v o i d  o f  l i f e - c a r e  m o n i t o r i n g .

A  second f u n d  c o n t r o l l e d  b y  the Board  o f  
T ru s te es  is the  C h a r i t a b l e  F u n d .  T h i s  f u n d  is 
a r e p o s i t o r y  to accept  r e s i d u a l  and  d on a te d  
assets e a r m a r k e d  f o r  l o w - i n c o m e  and  i n d i g e n t  
persons w i t h  d i s a b i l i t i e s  w h o  arc  una b le  to 
p a r t i c i p a t e  in the  P r i v a t e  T ru s t .  U p o n  the dea th  
o f  the b e n e f i c i a r y .  50 p e r c e n t  o f  the r e s id u a l  
p r i n c i p a l  o f  each p r i v a t e  t r u s t  is d o n a te d  to the  
C h a r i t a b l e  p und .  The f u n d  is also f i n a n c e d  by 
d o n a t i o n s .

A  V o l u n t e e r  B o a r d  o f  T ru s te es  is a p p o i n t e d  
f r o m  the p r i v a t e  sec tor  to  m an ag e  and c o n t r o l  
the P r i v a t e  a n d  C h a r i t a b l e  T r u s t  Funds.  Parents 
o r  f a m i l y  m e m b e rs  serve as co- t rus tees  and  
share  in d ec i s ion s  c o n c e r n i n g  d isbu rsemen ts .  A 
L i t 'e -C a r e  P lan d e v e lo p e d  f o r  each p a r t i c i p a n t  
e m b od ies  the  w ishes o f  the p a r e n t  and d e f i n e s  
the i n t e n t  and  n a t u r e  o f  s u p p le m e n ta l  serv ices

t h a t  w ' i l l  be p r o v id e d  to the b e n e f i c i a r y .  
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  A d v i s o r s  
p r o v i d e  d i r e c t i o n  f o r  paren ts  to d e v e lo p  a 
r e a l i s t i c  a nd  n e e d - s p e c i f i c  p lan .  A L i f c - C a r c  
P l a n n i n g  S e rv ic e  S u r v e y  helps f a m i l i e s  ta rg et  
the  se rv ices  t h e y  w a n t  and  r e i n f o r c e s  areas th a t  
the  SST is u n a b le  to f i n a n c e ,

SST f u n d  m on ies  m a y  be spent  f o r  soc ia l  
s e rv ices ,  r e c r e a t i o n a l  p rogr am s ,  r e h a b i l i t a t i o n  
se rv i ces ,  e d u c a t i o n a l  services,  r e h a b i l i t a t i o n  
a n d  r e m e d i a l  s c r v i c c s a n d  t r a i n i n g  p ro g r a m s  to 
assist  in  m a n a g i n g  a c t i v i t i e s  o f  d a i l y  l i v i n g .  
T h e  m a j o r  r e s t r i c t i o n  on the SST is t h a t  the 
d o l l a r s  c a n n o t  be used to meet the same needs 
as those i n t e n d e d  to be met t h r o u g h  a v a i l a b l e  
p u b l i c  ass is tance programs .

T h e  S e l f - S u f f i c i e n c y  T r u s t  concept  e v o l v e d  
f r o m  the - c a l i s t i c  a c k n o w l e d g e m e n t  t h a t  a 
s ta te 's  cap  c i t y  to p ro v i d e  these s e rv i ces  is 
d i m i n i s h e d  by  inc reased d em an d ,  the c h a n g i n g  
e c o n o m i c  c l i m a t e  a nd  n a t i o n a l  po l i c ie s .  T he  
SST e m b o d ie s  the  search f o r  a l t e r n a t i v e  se rv ic e  
c a p a b i l i t i e s  a n d  the gen e ra t io n  o f  resources  
necessary  to  p r o v i d e  them in the f u t u r e .

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 ’s 
goa l  is to see the  SST a v a i l a b le  in a l l  50 states,  
a l l o w i n g  t r a n s f e r a b i l i t y  and u n i v e r s a l  b e n e f i t s  
f o r  a l l  d i s a b l e d  i n d i v i d u a l s .  T h e  p o t e n t i a l  
b e n e f i t  o f  a n a t i o n w i d e  t r u s t  n e t w o r k  is 
e c o n o m y  o f  scale,  r e s u l t i n g  in t r us t  m a n a g e m e n t  
sa v in gs ,  l a r g e r  p r i n c i p a l  i n v e s tm en t  and  r e t u r n  
a nd ,  most  i m p o r t a n t l y ,  a s t ron ge r  p r i v  a te sec tor  
( p a r e n t  a n d  f a m i l y )  voice  in serv ices  and  
f i n a n c i n g  o f  those services f o r  :hc d i s a b le d

F o r  states,  the advan ta ges  arc:  new  sources  o f  
p r i v a t e  f u n d s  to e xp a n d  serv ices , a c o m p u t e r ­
ized da ta  c o l l e c t i o n  system to i d e n t i f y  t y p e  and  
scope o f  serv i ces :  p o t e n t i a l l y  red uce d  d e p e n ­
dence  on f e d e r a l  s u ppo r t ;  and  a p r i v a t e - p u b l i c  
p a r t n e r s h i p  t h a t  a c t i v e l y  i n v o l v c s e a c h  w o r k i n g  
t o w a r d  i m p r o v e d  and  e x pa nd ed  se rv ices  f o r  
d i s a b l e d  peop le .  For  the f a m i l i e s ,  the t r u s t  f u n d  
g ives  t h e m  the p c a c c - o f - m in d  tha t  t h e i r  lo ve d  
ones w i l l  be a d e q u a t e l y  eared f o r  w hen they are  
n o t  ab le  to  do  so. [77tts fe a tu re  was p rep a rea  
f r o m  excerp ts o f  previous artic les w ritten h\ P au l 
L. M eJhn. S en io r Vice President f o r  C o rp o ra te  
Deve lopm ent W iitonn l Foundation <or •, 
H and icapped  E lm hurst Illin o is  e l f


