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by Paul Stedlin

fi«n patents and axnlxv with
children *no arc jisaoled
ponder Lie ruture. thev race

concerns that parents ot' non-disatled
children do not Thev must provide a life-
core legacy mat aill nut renoe: meir
Jisaelcd dependent mmeutnenoie arer the
pjrent > deat.i Innovative researcn and
Je-eioprrert n mrtraditionai estate and
nature ware planning nas rvegun 10 replace
Lie usual ‘eaten Ittuanons ‘aced bv
nete ramines * tn rifective me-sures rp

assure the protective .egac> ner
dependents need. T>e Selt-Sarf.c.enc.
Trust model removes Lie complications
that lave rradittonailv dvmied erreetiv;
esuie planning ettbru -v parents. : n-
eludes Lie personalLite ite-ca/e monitor*
no and guardiansmp -er.ices mat ..;nit*
eantu reduce tururc .uir.eraPiitr*
Conceived n lll.nois. me ieiraur*
rtcter.cs Trjst evolved :rom me :etear.m
ot Lie National Foundation ror me Hard*
capped under Lie dir....or. ot »|: .ume>



The Self-Sufficiency Trust

Innovation in Life-Care Planning for the Disabled

H. DeOre. witn Rinding in par from die
Qlinois Department of Mental Health. In
September 1986. the Selt-Sumciency
Tmst was enacted into law iP A, 3-jo i
by unanimous vote of tne lllinois
Legislature.

The Trust model was seen as an "estate
planning” opuon mat weuld avoid conflict
with existing rules that penalize famines
tor providing direct services to their dis-
abled dependents eligible tor feceral
assistance under the Supplemental Secur-
ity Income and Medicaid programs. Fur-
ther. the Trust would encourage the (low
ot money from private sources, focusing
on expanced supplemental services to the
disabled. This new pnute-suolic n-
itiattve encourages parents, state govern-
ment. and service providers ;0 work to-
gether to pian now tor a secure future tor
the disablec.

The Self-Sufficiency Tmst mooei in-
cludes prvate 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
(money, securttes. prooerr. designated
by ornate trusts for life-care services of
named Jisaoled benefic.ares Seconuk,
the Board of Trustees controls the Chan-
mole Trust which accepts res.dual and
donated assets tor use tn providing service
0 low-incomc and indigent persons with
disabiit.ies who are unable to participate
in a pnv-ite trust.

Further, tne Board of Trustees controls
die disbursement of funds as defined in
each "life-care plan* of the turned dis-
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abled beneftcianes. and ensures lhat
necessary supplemental serv ices are pro-
vided each beneficiary. Finally, the Board
of Trustees works with the Illinois Depart-
ment of Mentai Health and Developmental
Disaoiimes to ensure that the repository
of donations from me Chantaole Fund are
used to expand existing governmental sup-
ported services :0 benefit peopie with
disabilities where the greatest need exists.

What .Are SST Life-Care Plans?

Each "private trust" within the Self-
Sufficiency Trust is operationally based
mym the individual "Life-Care Plans"
developed by the pxrents or anuiy and the
knowledgeaoie trust surf. The Life-Care
Plan becomes the document that governs
the administration and disbursement of
each "private” trust fund and identifies
those supplemental jervtces mat the fam-
ily or parent desires for their disabled
dependent. Identifying future needs and
costs is difficult. Therefore, a computer-
ized uau-hase that assesses present need,
projects changing future service needs,
and correlates present and future costs of
those services heios each family to pian
realistically, based on their capacity to
fund supplemental service needs through
esute planning. Principal assets are in-
dividually calculated that will provide a
flow of interest income sufficient to fund
presentardor future supplemental service
needs.

Initiation of private trusts will vary for
tamilies. depending on the assets required
io fund their pian. Some nmilics may
establish a trust within the Self-
Sufficiency Trust while they are living by
depositing assets in a private trust at one
lime or over several years. Others may
make provisions to deposit their disabled
heir's share of the parent's esute into a
Self-Sufficiency Trust via a trust clause in
their will. Some rruv choose a combina-
tion. but regardless of the Rinding ap-

proacn taken, families will have carerul-
1y constructed a "life-care plan.” defined
the supplemental services desired, and in
mated esute planning for tne benefit of
their disabled dependent.

What Role Does Parent/Grantor
Play in SST?

Upon the esuolisnment of a Self-Sutfi-
cicncy Trust account, the donor or gran-
tor of die private "rust may serve as co-
trustee or may- designate someone else.
The zo-trusiee retains the right to disaD-
prove or delay implementation of the
disaoled beneficiary's "life-care plan.”
Until disoursement for serv ices is made
from eacn represenutive beneficiary >
Self-Sufficiency Private Trust Fund ac-
count. me grantor ‘parent or ouieri may
withdraw from participation and recover
his or her onginal contribution minus a
penalty based on the numoer of years ot
participation tn the SST Pnvpte Fund. Tne
SST Fhivate Trusts are considered irre-
vocaole. meaning mat the original intent
of the grantor of me rrust cannot be
changed.

Additionally, the Self-Sufficiency Trust
model provides that at leas’ 505* of the
principal remaining in me Private Trust
at the death of the disabled beneficiary be
left to the Chanuble iRemainder) Trust,
with the balance returned to the hetrs of
the Trust grantor. These residual assets,
combined with private donations, allow
the Board of Tiusiees to service the
indigent.

How .Are Funds Dishursed?

Once the individual SST Pnvatc Trust is
esublished and funded, the disbursements
that henefit each disabled beneficiary nuv
be completed tn one of two ways. First,
monies (interest) may be "ionated" by
design in the Life-Core Plan to a counter-
pan SST State Fund operated by the

©



Department of Mentai Health and .on-
. frrtilea by tin. State Treasurer '"his 'Jona-
tion * process transiers tfie assets require”
lo puronaso the needed supplemental -erv-
ces :0 an individual account maintained
for eacn beneficiary entitled o benefits
trom tnat government department. Vou-
c*'ers are then processed via 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 of preserving mublic
entitiements and avoiding invasion or the
trust. Disbursements by the Department
of Mental Heaith via the state treasurer arc
made to reqular service providers.

Monies deposited for this purpose may
not revert back to a private trust or
chanUDle trust account, unless it is deter-
mined by that aeparuT.ent that the funds
cannot oe used to purchase ..* services
for 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, or
successor guardians wno are monitoring
the welfare and condition of tne oene-
fictary. This service provision sets the
Self-Suffie.eney Trust apart from generic
trusts devoid of life-care monitoring.
Families may ouild into tne |i t-care plan
a personalized, non-profit organization or
group to look out for the oest interests of
eacn disaoleo oeneticiary and to ac: as
either an "advisor' to the Board of
Trustees, ensuring that Trust assets are
meeting valid needs, or purchasing quality
services. They may aiso seek a successor
guardian to assume legal consent authority
at some point :n the future. The peace of
mind that is desired by all tamilies with
dependents who are disabled is offered,
not as an option, but as a major compo-
nent of the Self-Sufficiency Trust model,

So tiir we have discussed the Self-
Sufficiency Trust from tne standpoint of
us mechanics as a "pooled-income" trust.
What does it contribute to the overall im-
prcrement of services for our nation's
disabled? What maxes it desirable to
families with dependents who are dis-
abled't How s it unique in its approach
to esute planning.’

Historically, government and the private
vector ruve joined together to carry out the
mandate of serv ices to people with disabil-
ities. Using its resources, each state .us
developed a system of ser-ices to fulfill

0

its nar.cateJ re'Donsiciiitiev  The Seit-
Sutficier.cy Trust .onecpi evolved .Ton
the realistic acknowledgement tnat a -late m
capacity -0 pros ide these needed -er- ices
is dimmisned zv ncreased demand, the
cnangtng economic ehmaie. and national
policies. The SST emoodies the -earon tor
alternative service capacities and the
generation of 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 of the population.

* Unmet nousing needs unfairly affect a
segment of the dtsaoled population.

* Increased life spans intensity chronic
housing shortages.

* Reduced Federal program support fur-
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.

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

The Self-Surftctency Trust has been
enacted into law in QJinois and Maine. To
date, on addiuorul ten mites have express-
ed interest. The potential benefit ofa na-
tionwide Trust network is. of course,
economv of scale, resulting in trust
management savings. larger principal in-
vestment and return, and most important-
ly, increased private sector <parent and
tairudy) voice .n services and financing of
those services for the disaoled. However,
several advantages accrue to eacn state in
wmen it is enacted:

« Now >our:ei + arv-ate tundmg ‘o ex-
pand .ervices or uisaoied oeoorc
 Acomputerized lata collection a mem
‘0 identify type. cope, and ume protec-
tion or tieeo-soecified >erices le.
residential) wm wmcn to plan rurire serv-
ices for disaolea people.
+ Potentially reduced dependence upon
federal support, which carries wun it red
tape and the expense of obtaining those
federa> funds.
+ Private-public partnership whicn active-
ly involves eacn in working toward im-
provedrexpanded services for disaoled
people

For families, several major advantages
are incorporated into the SST model.
Several years and close to a million dollars
of research have carefully evolved into a
ttust whicn encompasses the ‘state of tne
an” in esute planning for the isabled.
Disincentives nave been eliminated, spe-
cifically in the areas of safeguarding pub-
lic entitlement cenetits.

Medicaid Eligibility

The Health Care Financing Authority
IHCFA) of the Department of Health ana
Human Services nave ruled that neither
principal nor interest neid in a SST Private
Trust will be counted in determining
Medicaid eligibility. Many tamilies fear
the loss of die medical benefits or related
sute support of residential care if they
contribute assets to their disaolea aouit
children, or that assets they wish to set
aside tor future needs will have to be spent
down before their children will become
eligible again. Under tlus ruling, parents
may esuolish a Self-Sufficiency Trust
without affecting their disaolea son or
daughter's eligibility.

Similarly, the Council General's Office
of the Social Security Admirusirat on for
Region V (Dlinois and upper Mid-West)
has determin'd that SST principal ard in-
terest will not be counted as resources tn
determining eligibiliry unoer tne Supple-
mental Security Income iSSH program.

For most persons with disabilities wno
depend upon public entitiement support,
these rulings will ensure that parental
estate planning efforts become supple-
mental to. and not replacement of. puolic
benefits. .Additionally families participat-
ing ui a Self-Sufficiency Trust wul not race
the requirement of spending down or ex-
hausting private assets in order to regain
eligibf 7 or puolic benefits.
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BELLVERSIONC S SB 50 (Rules)

PUBLISH DATE:  3/16/90

FISCAL NOTE

Title: Trust for persons who are BRU:
handicapped or mentally ill

Sponsor:  Senator Duncan rmprsnte < Mental
Requestor: Senate Finance

EXPENDITURES/REVENUES:  (Thousands of Dollars)

OPERATING Fy al FY 92 FY 93 FY %4 FY %5 FY 9%

PERSONAL SERVICES

TRAVEL

CONTRACTUAL

SUPPLIES

EQUIPMENT

LAND & STRUCTURES

GRANTS. CLAIMS

MISCELLANEQUS .

TOTAL OPERATING 0 0 0 0 0 0
CAPITAL 0- 0 0 0 0 0
REVENUE 0 0 0 0 0 G

FUNDING: (ThousandsofDollars)

GENERAL FUND 0 0 .0 0 0 0

FEDERAL FUNDS n n n 0 0 0

OTHER n 0 n 0

TOTAL n 0 0 n 0 0

POSITIONS:

FULL-TIVE 0 0 0 0 0 0

PART-TIME ) 0 0 n 0 0

TEMPORARY 0 0 0 0 0 0

ANALYSIS :  (Attachaseparate page
. Senator Ric/ Uehling, Co-chairman 465-4821

&?ﬁ%g?y' Senate finance committee ngh 2/28/9U
Approved by Commissioner: Date:
Agency:
Distribution (by preparer):

Lcgislauve Finance

Legislative Sponsor

Requestor

Office of Management and Budget

Impacted Agency(ics) pece of

Afected: Health & Social

Services

Institutions & Administration

Health Aamimstrati



STATE OF ALASKA BILL VERSION: SB 90
1990 LEGISLATIVE SESSION PUBLISH DATE.
| FISCAL NOTE
REQUEST:
Revision Date: : ' '
T?tvlleszlonTrﬁset for persons who are BA%eG(::yAernctSe%I.itl-bet?(lJt# N CLATAY ?gr?

ocial Servi
c. ! ( s Z Administrat
hai.dicapped or mentally ill
h

Sponsor: . Senator Duncan Famivwnre- Mental Healt
Requestor: Senate Finance

Administratiot

EXPENDITURES/REVENUES: (Thousands of D0 IL--%)

OPERATING FY a1 FY @ FY B FY o FY & FY %
PERSONAL SERVICES
TRAVEL
CONTRACTUAL
SUPPHES
EQUIPVENT
LAND & STRUCTURES
GRANTS. CLAIMS
MISCELLANEOUS
TOTAL OPERATING 0 0 0 0 0 0
CAPITAL 0 0 0 0 0 0
REVENUE 0 0 0 0 0 0
FUNDING: (ThousadsofDollars)
GENERAL FUND 0 0 0 0 0 0
FEDERAL FUNDS n n n 0 0 0
OTHER n n n 0 0 0
TOTAL n 0 0 0 0 0
POSITIONS:
FULL-TIVE 0 0 0 0 0 0
PART-TINE 5 n o n 0 0
TEMPORARY 0 0 0 0 0 0
ANALYSIS : (Attach a separate page
. Senator Ric/ Uehling, Co-chairman . 465-4821
Eﬁ%ﬁ’g{gﬁ by "senate r'inance Commitree ngge 2128196
Approved by Commissioner: Date:
Agency:

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

Impacted Agcncy(ics) page of



mr??°"

An Act to provide for a Self-Sufficie.ncy Trust for the ce-

velocmer. tally disac Lee, mentally ill and physically handicapped

ZZ \T Z'TACTZZ 'ey tr.e People of the State ci

as fellows:
5ZCTICN 1. Sections _, - ar.c | are acceo to tr.e
(detail the State law section dealing with
.08 cisac_ec; / . added sections to reed as follows:
Q) 3ra -2 5cv iris SsL-"'Sczzici"Sncv

Trust Fund. The State Treasurer, ex officio, shall be
custodian of the Trust rune, and the Comptroller snail
direct payments from the Trust Fund upon vouchers prc-
perlv certified by the (Director cr Commissioner) of
(name aoorooriate state acer.cv,. The Treasurer shal
credit interest on tne Trust Fund to the Trust Fubc

and the Director shall allocate such interest pro rata
to the respective accounts of the named beneficiaries
cf the Trust Fund. For the purposes of this section,
the term "self-sufficiency trust" means a trust created
by a nonprofit corporation which is a 501-C-3 organiza-
tion under the United States Internal Revenue Code of
19=4 and which was organized undar the Nonﬁrofu
Corporation Act, Chap* Section for the purpose
of previdinc for the care, or treatment cr cr.e cr mere
developmental!'/ disaoled, mentaHK il cr physical-'/
handicapped persons cr persons otherwise eiigiole tor
deoartment services.

@ orrre  The ceoartmer.t snail adopt such rules and prc-
ceouras ur.ee: Administrative Procedures
Act, Tit. e ., c.oapter , as may be necessary
cr useful for tne administrator —of tne trust fund.




The -ecarz.'ar.z of (acmrocriata
state acgncv) may accept money Tfrom 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 1ill 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 pamed beneficiary.

@ C-PZCF SZNZFICI.-.P.1ZS. The money 1iIn these accounts
shall be spent by the department, pursuant to its rules, only
to provide care and treatment for the named beneficiaries iﬂ
accordance with the terms cf the agreement.

© 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 iIn 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.

(1)  CTHZP 3ENZFITS NCT

ctary of menzv from the trust fund or of care or treatment pro-



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

diminish the benefits to wnic.n tne beneficiary 1Is 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!7 disabled, merit _.liy ill and physically handi-
ctrcsd cersor.s, or low—iIncome persons ot-.erwi™e eu»g~-—ie _—r

cecartment services, as defined by the department.-
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DISABLED POPULATION profile system

OVERVIEW

There are two purposes for the Disaoled Population Profile System:

1) It is the first step in forming a life-care plan for a disabled individual

2) It is a Wannmg tool which provides a system to collect information on the
needs of the disaoled population that are in need of services now and those
needing services in the future. This information can be compiled state-wide

and eventually nation-wide.  Until now, there has been no successful system
to accurately show these needs.

The service application will give the following information:
1) Parent demographic information:
2) Disabled person demographic information:

3) Functional disaaiities of the disabled person - very basic
function not an in-depth clinical review:

yes - no

4) Scales for level determination - these  scales willbe used later to
determine wnat level of residential care and day programnﬂn? Is needed by
the disaolea person. AIll costs associatec with the level are also
calculated (current year or future year costs|. The system then takes these
costs and Produces an Income Earnings Projection which is the starting point
for the financial planning for a parent for the needs of their son or

daughter:
5)  Current living arrangements and services:

6) Immediate needs of the disabled person:

7) Future needs - Thi3 is when the system takes the Life-Care needs, matches
them to the level determination and costs for those neeas. in any given

year.
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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 1is 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

IT the Life Care Plan for your beneficiary who is disabledhasbeen
completed and you have determined that services are to bepurchased
immediately, then your enrollment in the SST will be completed at once.

As you work with the SST |Interviewers, Yyour attorneyand advisors, you
will complete the Life Care Plan [which defines the servicesandthe
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 i1dentified 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 1in 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 signhature.

Now that enrollment has been approved, your Ffile is returned to staff
who will write to you giving instructions on how your funds are to be

deposited 1into the SST. You will also be given copies of the Tully
signed Transfer Document and Appointment of Special Trustee.

When your funds are received and cleared, your enrollment 1is 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

IT you have completed the Life Care Plan for 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 1is accoraplisned rnrcugn testamentary
levices, primarily through your Will and. cr thrsugr. life insurance.

As you work with the SST Interviewers, Yyour attorney and advisors. Yyou
will complete the Life Care Plan. Then, 1if you intend to fund the Trust
through your Will, vyou 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 youwill complete
Transfer Document and an Appointment of Special Trustee. As an alterna-
tive, you can flow the iInsurance proceeds through yourestate and enro

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 1insurance 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 Tfile Iis prepared for
presentation to the 3oard of the Self-Sufficiency Trust. This file 1is
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 1is 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 TfTunding.

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 1is
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.

IT you make arrangements for this kind of testamentary enrollment ac
decide in future years that you want services to begin even though yov
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, 1if 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 1is protected through your Will or life insurance. IT you surviv*
until 1999. we will arrange for immediate enrollment at that time.

Form SST-I1L 120 slh 07/01/9



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

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

It 1s 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 vyour Tfirst interview, our computer will process your
answers iIn 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 I1l1linois 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 iIn the SST. All of our efforts
are to this end, and you play a large part 1in our success by
supplying complete and objective information about your benefi-
ciary who 1is disabled.



At vyour 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. IT the information youhave

given us 1is 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. IT applicable to the services to be supplied, the

Provider willbe asked to do a complete evaluation of your

disabled beneficiary. IT the results of this evaluation differ

from the iInformation 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 iIn securing services under the
SST right away. They may have minor beneficiaries or they may
want tokeep 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 1in
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.
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s the commitment of the Board of Trustees of the Self-
Sufficiency Trust cf |I1llinois to offer equal access to al
citizens of the State of [Illinois to meet with Trus"
Interviewers.

INTAKE PROCESS FEES

All donors with a beneficiary who is disabled are encouraged to
cone in Tfor one interview and enroll their beneficiary iIn 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 tocome in for a second and third interview for this
purpose. It is possible to complete all enrollment steps 1iIn
these two interviews. however, remeber that you are not obli-
gated iIn 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, 1IX (one percent) is paid to the Self-Sufficiency
Trust or iIts 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: PRV * 1
Self-Sufficiency Trust who wish to augment tnose services a:
invited tc meet w: us. Remember tha* you are no : obligated
any way ar.d that you may discontinue the process a : 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 WO TNEerVIeWS. . ...ttt i i i aaa e e aaa SICC.0OC
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, theAnnual 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 1is
available to ail participants on an emergency Tfirst come, first
served basis iIn the ever.t that an unexpected change iIn the
participant *3 condition results in a greater need than original-
ly funded fty 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 ! updat

—wmputer lle a ycur rmar.era_ projections annua..y if
you are par --- ¢ mg 1. the Self-Sufficiency Trust as a
Future Commnitted Ir.rolicier.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
yourWill and/or your Life Insurance Beneficiary
designations.

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

HOW OO0 1 UPDATE MY SST RECORDS?

It s simple. Just call your Ilocal 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 1t 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
EImhurst _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

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 IlllinoisDepartment of Mental
Health a .d Developmental Disabilities.

Second, the 1individual beneficiary of the Trust account must reside 1iIn
the State of Illinois. There is no requirement that the Donor(sj live
in Illinois.

[See: 1l1linois Revised Statutes Chapter 91 1/2, Section 5-118.]

ARE THERE OTHER ICITATIONS @?; 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 iIs 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 iInstances. Medicaid benefits would be jeopar-
dized 1i1f 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 TfTalling 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 [Il1linois 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 of an aututtc. schirophrenic. ot mentally retarded
child ill share a common concern: providing their
developmental® disabled child with connnuitv of care,
treatment and personal advocacv m the eventot their Jearni.

Eff'orti ro help parenn ot duabled children itrain rheir
Icn*-rerm estate piannm* gotis have been .neatly aided bv
the paisaee of an Illinois irate law Thu I'*" establuhes a
jeif-sutftciencv trust nrnd in the puolic lector tha will receive
monen from private sources.

The term ‘'leif iurficiencv trust' s used to describe a
oust established bv a non-protit association tor the purpose
of providin* for the cate, support cr treatment ot a disabled
individual »no would be eligible "or services bv the Depart-
ment ol Mental Heaith and Developmental Disabilities.

‘i 'hen it established the
nation s first selae
sufficiency trust mund in
1986. Illinois becime a
leader in renovint
obstacles tnat families
have rtadilionsllv faced
when financially piannin*
for the care ot their
disabled child. Chapter
J| 112, Sections 5-113 and
5-119 of the lllinois Revised Satutes. Puelic sector rumim*
for ptoyrams ind iftvices has steadily decreaied and
jovemmentai suppott has also tailed to «eep pace with the
prawn* coits and demandi for the care of the disabled. At
present. t srpears that state srsd federal tundin* allow tor
only basic maintenance of the tssrem if care in place
Minimal annual increase* would ptovide cost of tivm*
sdiusrmeno at best, but wouid not cover lurticientlv ifie
rsraruion ot need*.

Implemmration ot the state law ocean early -n [9*3 *>m
the ledrnl HCFA approval ot a ipeeilic document cailra the
Self-Sufficiency Trust Model. Accotdm* ‘o |im n DtCte.
Eircutive Director of the National Foundation lot the
HandicarpeO and creator ol ‘he Self-Sufficiency Trust
concept, 'he SST Model isunique m ita srtuctute and specihc
enio intent "be :iT hasround J »avto mait pnvate secret
funds available to supplement the ironed ind -iren
rvswficient pvolic dollars available to eipand the service
delivery tviirm tor diubled children. Hmoticallv. the
duabled have Nctd lore of puolic entitlement support 1
nhented aaseo »ere made directly avanablt to ihern tn
addition. | mats were esaplstned. 'hrv west potentially
subiect re -nvuion ptfiycmment ctnlircrs wrvohadcrevsded
services n the (iMC In asme Jsn duin/rennn* a disabled
lepmoens and rs-.'C -nemxnena rer mat dependent acar*
wstft other henetscu/rea seemavl -he jure etraie ponn-ni
msprson avrelable re [wmia

The SST has found a wav to make
private-sector funds available to
supplement the limited and often
insufficient public dollars available to
expand the service delivery system
for disabled children,

Now. the SST utfen mother alternative ansi mates f
easier for patents to actively finance supplemental care
their disabled child without disruptm* Sucplememarv
Secuntv Income (SSI) and Medicaid benefits The -nrrnt
the Seif-Sutficiencv Trust is to auement these lederal sources
and not supplant them, thus malun* new lunsJs available ro
enhance the service delivery ivsrem and meet the ipecial
needs of the child who is disabled.

As a result of this new eirate pianmn* option, parents csn
now assess their disabitd child's needs and then decide what
supplements! services thev want provided m the future. The
services provided could be recreational, educational, axial
ot even minin* programs to unit in manure* activities ot
iailv livm*

Parents who ste
considering the if If-
Sufficiency Trust ‘ot tneit
iisabled child can discusi
prnpsma and services w.tn
epweiailv ttjmed sdvocrs
As SST applicants, thev
:an -nput into the uroaue
Disabled Population
Prollie ivatem. This
specialised database
determines the dollar amount needed to provide the ipeeilic

. Supplemental services that rirenu select 'or 'htit diubmJ

beneficiary At this pomt. an attorney ot financial planner
could advise rhe family on wars to devnco an estate or
investment plan.

Thus, the self-iuificiencv ttutt concept wotas bv
tntournrog parents to determine rhe specdic dollar Imcunt
shat re netecurv to generate a ilo» ot nccme to pav roe me
luppiemenral services needed during the life ot tne loaded
benenciiry Thu it identified aathe Lilt Cate Flan !t allows
parents to provide the aualifv of life that tnev rise caretuily
determined i appropriate rot their duabled child DeOst
points ou that the SSTs usefulness or bentttts are
mdividualited and based on the nesvja of Ihe disabled
beneiiciir* and the prion tie* of the family who it funding it

Allhough the patents must have (be ptm<ip'e «.n.pujrv
re hind iheit choaen pnoritie*. the SST doe* not trsjuire a
minimum Joltar amount The scrual amount put -n reusl is
proportional to the supplemental ter»«r pnotitie* ot the
family involved

In addition re tupplsreg supplemenral vervicea re ad-ubled
twnesicur*. she SST s rnxtured ro act at an wwxaie roe
that benenciarv June* Su or net lifetime DeOs* ssate*.
"TV* SST -ntcrpc*ate* -Junal/v mmagtmyns mJ w ill
setwee «fvouc? nor Thlinonaily mumi ut trvwt wrx"ott*

“.immnwd «(»(» 5
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within banking institutions." The SST
model also gives its 3oara ot Trustees and
contractual jgents the opacity to assess
the on-going quality of service delivery
and to adapt to rhe changing needs ot the
disabled beneficiarv.

The unique qualities ot the self*
sufficiency trust make it an estace
planning option worthy of investigation
bv parents of disabled dependents. Tne
Nacional Foundation for the
Handicapped, developers of che SST
model, are active in the implementation
of the SST modei nation-wide. Locally,
che 3oard of Trustees of che Self-
Sufficiency Trust have contracted with
PACT, inc., to tmpiemenc che SST in
Illinois. Families making contact with one
of four PACT orhces in lllinois will deal
with counselors who assist in che
appiicacon process and provide
information about the SST.

Editor s.Vote: |fy0Uj re interested in more
.n:ormanon or utsh to Make an appointment
to ductus the Seif-jujfiaency Trust, please
contact:

Scif-Surficiencv Tmst of lllinois

3*0 West 3urterneid Road. Suite 3C
Elmhurst. IL 60126

(312) 941*3498
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THESE INSURANCE. TAX
AND ESTATE PLANNING
STRATEGIES WILL HE.?

SicURZ i fw T wk

vri nplc IH.W’U o syl

— cisacieo cru-aren tace
laeaia: cr.ader.ges wrer. iTr.y.-:; meir
I--.0r.ces. Any Lnancia: pian must cover
aay-co-aav iv.-.g excer.ses for me fam-
Iy "as wed as me long-term r.eeas of a

1*.~SS? rcmaprxoam
- 4-A d
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child who may need to have individual
care for aiifeume.
Thirteer.-year-oid Aaron Leaf of

Minneapolis is such a child. He was

horn profoundly cear' and ‘with numer-
ous facial, scirai ara Lntenai problems
tha: repuirea .extensive—ind some-
mr.es_unexpected— mecicai ana disacii-
ity-reiatec care. Aaron s r.eeas for mui-
tioie operations strained the fam.ilv
income, so ms parents :ock steps to set
up ainancai pian.

COVERING DAY-TO-OAY EXPENSES

0, course, 1.0 r.vo famdv pians are ex-

like cecause eacn must taxe .-.to
account tne seventy of aro orogr.osis
tor me cade's qisacliity as wed as me
famdv's inancai resoufces. 3uc a num-
ber of imoortan: issues are common to

F «« IMCll

ail famiiies with cisabieo children.
REVIEW YOUR INSURANCE. Anaiyce
wr.at wouid haopeti to your income me
mcasa iow urcer (dferer.t scenarios.
For exampie. if omy or.e parsa: worxs
outside me home, consider haw you
wouic manage if the oreacwmr.er “eo
or became aisaoiea. When com parents
worn, wr.at wouid happen if or.e income
were cut cc? Is your aisaodity .-.sur-
arce or ife msurar.ce acecuate :a cover
me icssf _

Parents of a cmid -v.m a nar.ccao
reea-mcre aisaodity insurance man
ot-ers. you nave a tisaoditv coder
mrougn your emotover. mav ir_v :e
tied to ycur case iiar-. dcr.j.aer ouv*
mg an ‘accitconai aoucy to Cover arv
ovemme 0r 0Cnuses.

Your ife insurance r.eeas wall mc-
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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 worn
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 Sl. 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
get pronibicveiy expensive as you age.
-Lad umess your policy wtil be automat-
icailv renewed witrout 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 0 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 wim a .as:-:0-aie pro-

. vision, which pays on wr.en me SUIVIV-

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

Jiuidrer. wr.0 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 & 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 wii 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 wim 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 xaacilLtv-reiatea costs."

For these wr.0 cxnr.ct “.sure i

10 T

..-_b xt/ other way. there are special-
rs,< 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 an buy bexth
insurance for adisabled 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
funa 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.

rut me assets is ax*e. dexale or
short-tea: m.vestments, sucn as men-
ev-marxe: arm ocno fur.es. certmcptes
;o ie:os;t ciwted xm.or.g three- . su<

anc xne-rr.or.rn mntur.tiesi ara Trea-
sury ouis with 30- . cO- x-a 30-:av
maturities. Vou couid xso consider a
ccnser/ative stcex tuna from  wrucr.
you can wunoraw your money wimcu:
penalty.

DOUBLE-CHECX SPATE RESOURCES. Re-
view the social services availaoie
througn state ager.ces to ensure that
your c.xid is receiving the anxnexu x-.a
m.erapeuuc be:p be or sr.e is entitled to.
Families faced wim a move :0 a new
state mrougn ajoo transfer, for exxm-
pie. shcuid ana out wed in advance
wr.emer a cruid can get smuiar sceaaai
services at tne new location. Check
wr.emer me state wxl pic- uo as muon
of xne cos: as your current state.

GETTING THE IRS TO HELP

Vou can cecuct 0xv m.ose m.caicai ex-

penses mat exceed of yeur ad-

justed grcss r.ccme, but manv ocher
reiateu expenses cuaiiry. For exxmpie:
» me coS: ot Soecix sc.ncour.g;

» hexm. m.surxnee premiums:

> MOSr :t your move: expenses :0 r.cs-
pitxs. mciuemg ar.v .ocgm.g up to $30
er cay eacn :0r cr.e OXer.: X-.C cnxc'.

rx-.socrtaxon x-a Ir.exs meaicx
faculties:
» ANCHMTBZ®* iC r

fic*s bt.c beec:2.-icuciuca .'iCLiies
3 cents per muie (or me actux ex-
penses at usmg your car.. pius par.-xr.g
anc toJs. .

~Schedule eis-uve surgery, aeauct-
‘bie ecmsmen: purchases x-a cx-.er
tax-aeaucub.e expenditures m me same
year wr.er.ever possible. Suggest :
ﬁrx-.aox-er.ts 1 others ivr.o wan: to
e:? X-a X-8y ouy r.onceaucx'a.e items,
sucn as a TV. so you cxn ouv aeaucub.e
items sucn as a TV cacticr. aecoaer.
-Mo. of course, keep receipts x-a mx-ie
meticulous records as you go xor.g.
The ruies cxn cnx-ge at aav xme. Lex
keeos receipts for everymmg xna:
migr.t Pc :afiucubie xna” xner. sorts
XNem :u: a: :xx time.

Vour meaicx expenses :X- XS:
mc.uce me tuil ens: ot certam. sx~a::_--
X Cc.nxnges to your acme. sueX as v-a-
erx-.g acorvavs for wreeic.nams. aaxa-
ing ram.es xna irstailLng aaxarPOm. gran
bars. Others are ger.erxiv aeauctio.e
oruy to me extent xnat xnem ::S:S ex-
ceed me mcease m vame at /pur
home. For examoie. a @.TCO
for a cxid wra cxnr.ct cxmo itxrs
might increase xne vxue :t me nom.e
bv s3.sx Vou ceaur. szsio. Let a
vritter. recommendation from e
Chile's acctar xna :e::rj-L-.; iher



O.ttf PEOPLE THINK
f the world of investing
as aworid 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
the we have consistently and
successfully asciied 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
ifit 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 _EJ(OSSICIG. A lot
of companies taik about quality.
At Twentieth Cer.turv Investors,
we make :t an everyday
commitment —with dedicated
people and the hest systems.

We think the things mat make us
who we ore can maxe aworld of
difference to you as an investor.
Let us show FOU how. Just

write or rail for an Information
Kit ar.d Prospecrus. Please

read me Prospecrus carefuilv
before investing.

Gl toiHre
1-a00-345-2021
ext. 257 .-
1> J* )
P.O. 20<¢c-P2CQ
Kinjas C 0 >1-1-si10

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 ses.
Typicailv, the family works out a detailed fucure-care plan -with Pie help ot
the orgamracon. If 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 ard 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: alil

disti jties. *
»F.4Cl Inc. (166 W. Washington St.. Suite 2C0. Chicago. |1|_5C602). Cook
County and surrounding cmnues: ail aisaoiiities.
» Permanent Plannlng (2530 University Ave,. Waterloo. lowa 60701). B.ac-:
Hawk Counr/ and surroynoir.g counties: mentally retarcea.

planned Lifetime Assistance Netwone (PLAN—uo1 w, Brcac st., No. 2s,
Richmond., Va. 2,2228). Virginia: ail disaoiities. Plar.r.ta'Lifetime Assistance

Senior™ of Maryian

D.C. (912 Thayer Ave.. Suite ICS. Siiver Scmg, Md.

20910). Margland ar.d Pie Distr.c; of Coiumojar mer.taily Sl.

The Self

Sl
wnc.ency Tmst. National Foundation tor the Hanaicaoped ‘240

W. Butt(§rdeid Roaa. Suite 2C. Eimnpursc. 111 60125). lllinois: ail cisaoiiities.

» Star

ystems Consultation and Training >1011 *3tr. Ave.. Phiiaceionia. Pa.

19125). Pennsylvania. New Jersey one Delaware, pius national reiems: id

aisaoiiities ana eiceriy aisaojea.

» Virginia Sea:,; Community Tmst ipemorcke Sac. suite 213. Virgmua
3eacn. Va. 22462). Virginia 3eacn: for beveiccner.tady oisaoiec. .

An excellent source of information on ail relevant issues :s Alternatives:
A Family Guide to Legal and Financial Planning par the Cisaciea. Dy 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 :0 defend ar.v IRS challenge.

The deoendent-care cremt. aiso
suses 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.

PLANNING FOR 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.anmil necessity (cr most
So ?cr.cicai goal of estate pianrung ;s to
praiict edgibiiicv.

Vou must uso prctec*. the dnunctai
resources you r.ter.a for your cmid.
Many state programs exrec: the dis*
ae.e0 oerscn or wr.cever is rescor.stbie
far mat person to pay to tne extent

possible. If 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 “val fur.ces by some of
your a”“ets or by your die Insurance
procet... T.us “iiscretior.ar/ trust*
names a trustee, w-a mav :e arelative,
fre.na. lawver. pr.vate duarcians.mo
program. 3 tame or trust lomsany. or
acme comtm.aucn. Mcst trer.ts seiect
a: east r.e trustee wr.o c.ows me



jocToR

Many of you have askeo
for detaiis aoout the
lllinois Seif-Surficiency
Trust orogram mentioried
in my August column. This
PrOJe_ct sesxs to helo
amilies orovide long-term
care foroisaoled family
memoers without reducing
their eligibility for
government aid, For more
information write:

The Self-Sufficiency Trust

of Illinois ,

340 West Butterfield Rd.

Suite 3C

Eimnurst, ill. SG12S.
Or%ou mag call:

(312) 341-3498 (for
inauiries aoout the
Illinois trust);

(312) 832-9700" for

inauiries scout projects
in other states).
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HYS7TZRECTCMY
UPDAT2 »
*A3 12

Was concern mar
many — mneces-
sary~ hysterecto-
mies were oeing
oerormec. Then
things saemec to
rrcreve:’ It ao-
psarea tfrat cnysi-
cans were Se-
ceming  mere

conservative n reccmmena;ng mis sur-
gery. But that may oe eniy ﬁartly true. Ac-

cercingto recent stucies. the nysterectc-
my rate nas etcccee inseme areas of the
country- -oamcuiany the Northeast—
but has remaineo hign in other areas. In
the Northeast. .cr exarroe. the -ate s
cniv 5 :er 1.2C0 women (cmy 2.2 osr
LCCO ;n New ver< City;, ocmcarec to 3
cer 1.CCOwomen mtr.e Scum.
The American College of Ch-
stemcans are Gynecoicg'sts
s currently stucymg wrier, rea-

sens r:r hysterectomy are vaiic— uterre
1 se.'Viica oanear. :or exarcie. or maat-
rent :r severe encenstres.s. Arc

wmen _ reasons— rensyrr.otomatic  fi-

broid Tumers cr heavy menstrual bieec-
ng— might better oe ‘rea:ec by nensur-
gical means. Mear.wmie. t s .vise ‘ana
sometimes necessar/ *cr nsurance cur-
ocsesi for a woman :0 cctam a seccrc
ocimen setere agreemgto tr.e operation.

QUES7IONS FROM READERS
BIZARRE "DREAMS"

Recently,_I bflollow-

in allblaccer

su%ger;?, | hailucie § “V_
nateo for four
mvj. thive never ¥ -
naa sucn an exce-
rience m my life. A
What ccuid nave
caused:?Isthen

SNV way lo Crevent
tiflnets surgery

m tne future? lv J*,

VCU Were orccac.v exceneneng a reac-
tion to the anesthetic or to seme or.oer
:re-:0 Crrost-cc mesicneycu were giv-
en. nany event tha s mgriy urusuar: f
ycu haven: ocne sc aireacv, ycu srcu;C
w0t rorac:y to yeur surgeon, the an-
asmes-cog-st. arc the *0:0 t&* S0.1MS-
'rsrer. njiz.t'c-. *eu irc”c nt- |
©on Jrettrsra irz crv

m_ A

EMBARRASSED SON

My IE-year-oid son nas a .cw-fm=*: -
ana neecs nts temcerature taxer r: it .
cay. The coctor savs rectai terrcs «cr ac-
curacy. The coy says 'to way. "What can
1207 .

A 12-year-old boy migntwe:! caecttr ms
mothers takmg ms temcerature rtu.-Jy
But wny con t he take aro reoorc t mm-
seif. m onvacyf The ma;cr nurcle s to
convince yeur sen that accurate temcs
are reaily ‘mccrtar.t— 3 co fer ycu. the
ccetor. or corn. .If he uncerstarcs wry,
he wen t oneat) Then, the res: s us: me-
chanics. wmen the sector can exc:ain.

AT RISK FOR POLIO

My mother is on cr.emotheraoy forsrsau,
cancer. When my 13-month-oia son r.aC
his oral coiio vaccine, the ccctor said Mat
Mother snouian't even visit ourname fc..
at leas; two montns. Why?

The orai ocuo vaccine -s mace frer
though weaxereo. ociic virusas..! werxa
0y giving me oerscn nccuiatec armrcr.,
controileo ociio -nrecticn. =0:i0 '/muses
are then snea from me ncse. thro.*
oc.vei ;or acout eigrt -veers. . «v
wmen time other oaco.e to- . *
contact witn mem. Since ..our ~cme.*-
rm.ur.e system ma¥ ret oe workingwa.
cue to the erects of her osnear ana *ms:
cnemetneraoy ;cr_ - sne may oe a: higr
nsk cf catching ociic mom me vaccm.g |
NUS ycur son snecs. m s 00esn t

crten. out t oar— anc mats wnat ycur
sector s wcrnec accur.

SHAVING PROBLEM
Every time i snave my legs. ' ge:ar ;a:
well‘as infee tec hairiailic.es. Am /.o.*m
scmetning wrong?

Poss.ciy. Manywomen snave thevr: r
the sncwer cr ;ust arterwarc. witrct

ng an¥] ucncant. Ycu might try

ng with an anticacteriai scao to

Skin oactenai. then use amar ng

ng cream, rinsing, ortc on/mg moroug- >
wren. ycu re ‘inisnea. .f mat ooesn tso.ve
yeur creciem. fry sravirg aerore
snower witn an eiecmc shaver, .S.
Te-e:ecmce-shave scweer hrsu "ms mu ¢
-ct resuit .nas cose asnave. :u: mav

00 as mucn carmage either.

You may aacress auescons on mir:h;|

roclem’s cr treatment to -lan £ V* .ice

MO... 3CCC HOUSCOXESK™NG. ;57 = *th
Avenue. New forx.N.Y 1Q019. T"ouet-
sons crejjn roruse nnijic.umn wnl e

inswerec.



&)t;\clu jork £imes

Illinois Project Glees
FamiliesaNew Way
ToAidDisabledKin

By KATHLEEN TELTSCH
TFWWIM rk*eww *a« r«il

CHICAGO — Omnv and Fav Moore
have Hvrt wiCi miitty since me oirmj
ol meir dauynier ind meir son, Som
memiily retarded if a result at me
lenctte dtjorder Down s svndrome.
The Moorej maoe m.eir lamiiv life
iround ornvidiny joeotai scnooiiny and
counseling (or Stacev, Tyears aid, and
Aaron, 4. »nd ire yrowmy mid adven.
(urous. fun-iovioy c.otldren.

‘Cur concern is »nat h_amens id me
onudren wnen we die. ' said Mr. Moore,
a .J-vesrmid 'ood service manayer
—Ve renoc *esilhvpcoie.’

Some i1 me Moores »orrty* — ind
mose ol omer famines nere n illlnnij
— save sow eased »itfs me seymnmy
d an mncvaiive trust luno io arovice
Icry-ierm care (or me mentally or
pnvsicaily disaoled.

TSe aim is 10 oiler families a wav 10
maae a sound invesiment lormeir cml-
ares s luture. vimout aifec'.tna eilyiOil-
ity 'or yovemment oisaoilltv lid. im-
povens.mny me fannv ar aaaine a
Suae sew nurcenon me siatetreasupr

1 s in .Sea airoacv Petny evoiered
Ov other states a 'em stnllnns o
Artercans -no tre mentailv >|. ;nvst-
ooiiv *rcacaeitated ar oeve-oamenmw
aisaoiea .Maine eapeets to -nroil farm-
ies naorcyram cased on me [llinois
-cocci later mis veir.

"he tllinoia oroeram. the Setf Sdlll-
rttnev Truac. .a not mienoea as a suo-
aii'.uie lor Social Security oisaoilltv or
Meoicaid Sennits — -nat social »ory-
ees sometimes teler -0 as me 'meets
and eats' government services. Sam-
s' ireesj:a nsur* mee'tra care mat
enuid e-nance tne ouantv ot life sues
as tcecal meraay, transportation or
ecreanon.

Avoidlnya Caicrt-iz

“Sf ooneett ol me Se'l Sulllcescv
*..5i »is ae— oceo Ov ~e National
founc*iion lor me rlanolcacoed. sated
snme Clieayo suourgol EImnurst. Ac-
caromy tofames rt. CeOrr, mefrouo a
ttrcuiive olrecior me aim_vai :a
giiiaiMt* a Caien-i: situation 'hat
‘amoored removes lrom oettermy mu
n**s t| sisaoied ‘amnv memoeri,
stanv vsnieo +» arovde ncome or
m>*e oeouesil, Out semy td fts«ed a
outjif or 'educiton ai ; 3vemmynt anl
sesirieted -0 -nose »'tn .Imned re*
SOUrCIS.

»t *ist "our million disaoled Amer-
earn now receive Federal oeneuts. out
me Federal Ceotnment o< Hetns and
Human aers iceanis estimated mat me
ceunflry naa 13 mnlien ilsaoitd rest*
ac-l
. nois 1 1eii 'oil t f"cv Must ictu-
iki consists ai_mrew ‘rust lunos Far,
"¢ oatmt amnits eui p.ot assets ru
a fdsruiv -nsured Female Trust rund
oe nvesiment, Thy merest earned on
"et« nvestmenis_enl oe raniier'eo
0 I line 'rust Fund tna ICent on
serveel or me gitaaifd 'amnv mem,
0e'S seymnmy ‘dnn alter enroliment

VHW YORK. MOr/DAK \P°IL t ;MJ

n ae aroeram. a *"msntaotw 'rust
r:"d S "winy let JO or fimnies not
"ninctailv aole la invest

Oevaioptny « Can Plan

In tommy me oroeram. relatives or
luiraians “and me turn's juidance
counselors cevetco a ille-cart aian (or
meoisaoied lamil* memoer. The ora-
gram uses a comouier oaia 0ase n as-
Stssmy me disaoled camciaant s acil-
(lies and needs and in oroiec'my the
cost OLcurrent and future services.

~The famiiv tnen decides, in eoniuiia-
lien run me oraaram aillciais. enat
services are eenied for he disaoled
familv memaer. The amount ol me tn-

resmtent and »nemer il ii immediate
ar oe aved. luma sum or certogic, are
OStermmed n  +nese leyotialicns.

There -| -a minimum mv«Siment -o0-
ouireo. Out famines *no -ant more
lervices wouid have'o invest more.

The services orov-ded to thedlsaoted
lamuv .memcer are *ot retarded as
"ncome " and fhus :0 not atfect enyi-
Silitv tor omer government ne'0.

t yni (amines are esoected to oe en.

rojled in the Private Trust Fund ov
mid-Aoril and JO families ov me vear s
g-0. *nen assets tn me Private Trust
Fur areesoectrd lorracnJIO million.

Chanty Fund for Others

“*he Chartlaale Trust Fund »ul cr>
vide eouivateni services for o»-n.
come ar moissnt oisaoied individuals
vno ;a not nsv* jInsrcai sucoon from
-+'iiiv-s -a enroil mem in me privue
Trust F-uno. This 'ura 'SM.in cunt on
osntfoutions from ounoations. gorma-
rsnons ana orivate Conors, .n aodlllon.
vnen sanicicanis m me Private Trust
Fund ate. it .east nail me artnctcai
from me Ijmtlv ccnlrtsutﬁ)n i lurned
aver to me cnarnv 'una. The rest oi tne
pnnctoai fev¥rtstoineiamtlv, )
_ The etisiaticn wis taonsored 'n lilt*
icii ov ceo Csmeis. a stale (esmator
*no las | ftanaicscoed Ilyesr-otd
Oiuinter. The orotram *»s gnautu-
rated st ceremonies Marc, 13 *nen
or Terms O'Cunneil wiser nie-ae*t
si. s ‘hicaeo scnaoi amnct. :ontno-,
*ieo J1S 390 to metrujt lor nts -3-yetr*
oid sen, jonn. i )

Youn* Mr. 0'Conneil has To-uretie s
svnerome. i neuro‘oncai dlsrsse si-
flleunt 100 CO0 Ame'tcons ano onarac-
le'-aea ov  nvoiumar*  musc-uiar
saasms, vernal outCura'S and mtenie
restlessness, He worn tor a loco an-
inouior and receives Social Security
Oisaoillty aid. He new Maed vun nis
{arenls at nome. Out secnuse ol the
rust orctfam. n Jujv ne tnd ta other
-anutcacreg resioe”is wnl movy into a
new tueervijeo ncustnt --omoiel,

*he orcsoect al iv'ne on nil own
seirwenos'f sistimt, nesaid

"he Mtwres uso O-an ,0 :rsne me
majimum -cssiO'e noeaenoence ‘or
meir tnndren wnen mey trow up. They
earn mrm to ;*v£ nmine r*mi.$uocr-
sised environmeni out -0 mow -ney
tiiiinawlamuy, *Mr. MooresanL

n'mi I»r Mery ilrouo Itdmrs

Csr *ow ne -ranrtunii'es or oiacm
neni n <rouo 'esitifncei are 'mue-j,
nd nere ta eau.nt HI. However,
Mr Tr.'rt -i t ny aunoihon «ai
jee« "a t'inie ana gin ‘'a oevetots at
ran Our additional arduonomei.

_.evemoine -ne 'nysi so mat i gis-
icted oartictoant s enuttemem'd cov-
ernment oeneuts *111 not Oe eooaro-
ted involved tansivmt a unteo aten.
ces and woreint mromn a tantis nl
JCCO ones ol ruies and reeui,mons,
laid Ann klley. director ol me illlnoii
Oeeanment 0L Mental Htatm and
Ceveioomental Oiaaoumts.

The oeoariment neiaed sav for 'he
foundation s deveioement ol me trusi
conceal. A numoer ol slate uenc ¢s.
nc_lu_dm.t[thf Attorney Cenerat sojlice
-minits Itfal expertise.sresuaervismt
me operations. )

in"‘meicemai Pencil! ol me orotrsm
10 lltst the comcuter daja Oase oetnt
used will Jtve Illino i olllctais | more
icrurste aicture ot me state sdisapied
oocuialion ana iU needs, tnereov ulow.

irncrov<*d Jsisunc?.

stlinois nas oecn ornse-J lor 0'One-r-
nt me trust concoct, out critics sav me
state ays Oenmo many uners n
jrovidipa_jrouo -nt'dences 'nr -ne
mentally ill'and mentailv retnraed.

*More Than me Bare Minimum"

Larrv Fusseil. execunve director ul
me vaiionai Alllanc*_or Tescircn "it
Schisoonrema and  Tenresaion. ‘oiu
live st.aie atenctes nad Seen surd lor
failure 10 orovice soeouale osre. The
sun. aroutnt Oyme Assncianon ier Pe-
taroed Citite"T ol Itlinnisrc.iarees mat
.;00 retaroeo aautts ire naooroon-
aietv  'varennused' and eeceivne
naoecudte care n lurnny aomea
meant Idr eidertv cceme,

Mr Pussetl intends .0 enro | ms ")e
"mear 0id son ;cn. n trie trust aroeram
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A quiet revolution has begun ir. lllinois—in ur.usuai
private-public partr.ersnio tnat couid heip thousancs uf
fi.—dies provide long-term care for tr.e mentally or pr.ys-
tcaily disaoled. I: deserves contmuec supper: :'rora tr.e
state ar.d from the private sector.

.r.e Self Sufficiency Trust program. inaugurated ar.
?»lorca 29. offers families a way to invest for tr.eir
cniidren’s future without affecting eligibility for govern-
ment assistance, bamcruoci.ug tne family 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 lllinois? No. ar.c yes.

Zeveiocec by tr.e National Fuur.car.on for the riar.ci-
canced. basec in Elmhurst, the new trust program cou.u
eliminate 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 maxa becuests to their cisaciec
cniidrer. cnuia not. Tos.ug so nsxec a rutoff ar recuctian

government me. So 0r.iy tr.ose pecoie vr.o nin not .ueec
any government aid couia affora to provice spemai

services.
The NEW program creates three trust funds: a Private

.Trust Fund tnat ocois asset3 from participating families:

a S:aC5 Trust Fur.P. vpicn soer.os the investments from
tne Private 7u.ua for se.~Cff 20r tce_cisabiec lamuy
memoers. ur.a a Char.tabie Trust mf.u [.h2t 13

on cor.tr.buticr.s from corporations ur.c private donors, to
hem tr.ose macie to participate r. tne Private rune.

“'ha: aces tne prcgram no? That neper.es or. eacn.
disaoiec person s acuities ar.c .neecs. |: couid asms: .r.
financing the cost of sceciai schooling me counseling or
al.y eatrn care, such as special taeraoy. trar.sooracton ar.c
recreation—ail services tnat con buiic ir.aeoer.cer.ee.

Crecit for tne cooperative venture goes to tne National
Foundation far me Kaacicacpea tuac 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 sur. uo tne trusta. And state agencies, particuianyj.u*
Lecartmen: cf Mentai Heaitr. ar.c Eeveiopmer.tai L;s-
aciiities aua the attorney ger.era.'s otfice. sor.ic. througn
tne ruies aua regulations to satisfy the aoaen ar so state
a.ua fecerai aser.cies m.vo.vec.

If this ei.ua of cncoeratiur. s possible, wr.y car.t ;t
happen tgai.u to urov.ae petter restce.utia; care for the
state s mentally iil ur.a aevaioonentaily cisacied?

l.usteaa if letttir.g far the bare minimum for aiiaciec
peuo.e. new program families "o suaciv more
.-.eis. 'Y« ‘cce tr.s muue: urcrram -.lucurr.uel Jt.uer Kites
to ufvei-.o u.r.uur trust urcum.m>. I: _-j ..uuuia er.co-ur-
cue lllinois .awrr.axers to crsuo itr.cr oao.v r.eecea
iciu:;.ins i itate > >xom truuo.ee vrtrram:.
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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 1in the country flllinois Revised Stat-
utes Chapter 91 1/2, Sections 5-118 and 5-119K Maine fTollowed in
the spring of 1987 (HP 331-L.D. 430). In both cases, the Self-
Sufficiency Trust was seen as a major development iIn 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 (SSI1) 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 _\ku .equirements and correlates present
and future costs baseu on existing residential per dienm
schedules. This process provides each family with a realistic
projection of the principal necessary to provide a Fflow 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 1identified 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 1 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 1llinois, PACT, Inc., a private and 1i1ndependent
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 iIn determining eligibility under the Supplemental
Security Income (SSI1) program.

These two Tfederally-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 Tfamily 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 11linois, PACT, Inc. an experienced private surrogate family
model organization which provides personal case management and
guardianship services, iIs 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 1is that
families can create housing alternatives through private efforts.

This may enable a family to overcome long waiting lists for
existing Tfacilities 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 1in the Disabled Population Profile System and
presented 1n 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 iIncome 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 Tfamily members
inﬁgeases 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 iIn 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 I1llinois
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 s/20/s88



HIIL.E-HHITICIIfICY TwuisT

I'KIVMi; SGOTOIt
fillverl 1Ml by n VniImil IlInnnl of Trustees
Selected for |m||v|i|un| cumin | Imenl
In nml underslandlup. of [|Ilu? needs of
rr.iii'i.r:  with msAniMTn:« nml niiiiit
[An1llr.s.
Aletleliiinil . hy (ho Niillomil  I'oiiiiilni lon

lhi Tho Iinmllcnpped.

Sol pulley fur Iho Tlipornl |||[* of  Iho
IT Ivale nml Clnwl Inlilc Trusi Funds.

Soloot nml cuulrucl with ~ Cmpmnlo
| lilnolniy Ancnl (HnnlO lo Invest nml
tilimil'* all trust mmols.

Solect nml conlrncl with n Suolnl Sor-
vlioo Alont fo complInto nil ooconsnry
litlnho processes, Inolmllup Iho ilovo-
Inpmonl of each I.Ifo-dnio Ilnn.

Approvo'cncli I.1fo-Cnro Plnu nml volo on
purllelpntinn of each family Trust/
L1fo Cme Plno.

- Use discretionary Irnnloo powers In
cooperation with the Special Trustee to
modify or approve oxpnmlllores wlthlu
[lie Tolilclines of oncli I.II'o Caro [I'Imi

11 the llonitl of Trusloos wusl comply wlili
the  1IIST and TKIISM-KS ACT ol [llinois
(11, Ilev. Stnl. Ch. f7. Par. Kilil-1d"ll)).

u

»e

*x n

rillll.1ti SKtJTDII

Imill passuped lill o

law of Public Act

ill IS7Il ciontlni; u medianlinn lo receive private

1l usl assets lo expand,

enlinnne mill supplement

sorvliooo tin disabled clli'lbln for sorvloos
under the Illinois Department: of Mental
lionllb and Developmental Illsnlil 111 Ins .

--list alillshed Chapter HI

1/2 Sections S-IlIfl and

> [Il) of the "Mentnl Health nml Doveiopmeul al

Mlsabl 11l lon Code".

Cnpowera the Stale Treasoror as ex-off Ir.lo
and custodian of the public sector fund.

Provides for the Comptroller to direct pay-
ments from each account within lhe "fund"
upon receipt of certified vouchers approved
by Ibe Director of DMII-DD.

Itoipilies DMII-DD to adopt rules ‘and repels
|l loos for Ibe admlalstrnltoo of Ilie public

sector "fund".

- Houles sliali lie spent

pursuant to exist lop

dopnrimcnt rules ijovernlup expenditures Im
services nml tinned upon Ibo Individual trust

ai;rcommits
Illble Hum*flclinry.

(I.1fo-Cnro Plan) for each ell-

I f Dliector delermlnna monies cannot Im
expended pursuant lo department rules or sei
vice availability, funds and accrued Interest

.will be letm nod to lhe belieflclilfy's Private

" Trust Fund.

The receipt of monies from the JJhlf (ftoff lIdeucy

|i util (Private fund) will not In nay wayreduce.

Impair or diminish the

benefits each belief Id

aiy would olheiwlne be entitled to under law.

list nbl1lslien a "l'uud" for

Ibe Dlsnbled lo uccept

monies liom any source wbleb, subject toappro
print loii't, will lie used tor services to low

income disabled ellplble

for DMII-DD r.ervires.



In This Miic: 0 SYStem Integration o Self-Sufficiency Trusts Ab. 46 March "9

States Look At System Integration

Spurred by reports documenting fragmentation
of services, a shortage of community residen-
tial programs, an over-reliance on inpatient
care, and gaps in community support services,
state lawmakers have come to rec”nizc major
changes arc needed in the wav m-.ital health
"services arc organized and delivered.

At least three states (Washington, Pennsylvania,
Kansas) arc considering proposals that would
significantly alter the delivery of mental health
services. A forth state (Montana) is planning
to develop a proposal to reorganize their mental
health system. The common thread in all of
these initiatives is "decentralization” e trans-
ferring authority, accountability and respon-
sibility for providing a range of community
and inpatient treatment and rehabilitation scr-
vices from the state to local agencies. It reflects
a shift from state control to greater participa-
tion by local governments and usually involves
a redistribution of funds directly to communi-
ties for community and inpatient services.
Among several states that have already moved
in this direction arc Wisconsin. ohio and
Virginia.

Washington. After a year of study and
cv alnation, the state of Washington isconsider-
ing a proposal to revamp its mental health
system (SUB 1876). A recent report to the
legislature documents a shortage of residences
for mentally ill individuals and describes the
current administration and delivery of mental
health services as fragmented and overlv
focused on prov iding expensive inpatient acute
carc. It also reports on current national trends

and models of integrated, community-based
mental health systems, which have assisted in
stabilizing state hospital populations and
provided incentives for the development of
community residential options.

Consistent with these national trends, testimony
from several public hearings indicated that
counties, mental hcal'h providers, consumers,
and advocates wanted to design and participate
in an integrated, decentralized, community-
based delivery system that provides the entire
continuum of carc.

Based on the testimony, the report recommends
that the authority an.” responsibility for
delivering mental health services be decentral-
ized to the local communities, along with
adequate funds to expand residential facilities
and supports.

Early versions of the bill would have vested
almost total authority at the local level for state
hospital and community-based services. As it
stands now, however, the bill has been modified
somewhat, giving counties some but not all
authority for public mental health services. As
of this writing, it is proceeding through the
legislative process with the possibility of more
amendments.

HB 1876 attempts to pool the various mental
health funds into block grants to counties and
authorizes the formation of 10 or fewer regions
of counties, called Regional Support Networks
iRSNs). The bill calls for assumption of the
block grant by regional networks according to



HB 2016, drafted by the Special Committee,
would transfer responsibility for both inpatient
and outpatient mental health services to the
counties. The committee emphasized in its
report that it is responding to the federal man-
date of PL 99-660, the State Comprehensive
Mental Health Services Planning Act. which re-
guires states to establish community-based
systems of carc. including case management
services for chronically mentally ill individuals.

Under the proposal, effective February 1991,
each county or group of counties would be
mandated to establish a mental health authority
responsible for providing an array of services
to the chronically mentally ill. 'these services
would be provided either directly or indirectly
by the Ilocal authority. AIll court ordered
commitments would be made to county mental
health authorities rather than tostatc hospitals.
The counties would make the determination as
to where patients would be placed.

County authorities would act as '"gate-keepers"
by screening all admissions to state hospitals
and assuring those denied admission would
receive appropriate services in the community.
In addition, the counties would assist in
discharge planning by making sure patients
receive necessary support services in the com-
munity.

HB 2016 would establish a pilot program in one
state catchment area by February. 1990 to test
the proposed system. The goal would be to
reduce the size of one state hospital by one
ward, or approximately 35 beds. Additional

funds would be provided to the counties ir. the
pilot area to finance the additional services
required.

The bill also mandates that commun.tv suoport
services be provided in all counties and
specifics adult chronically mentally ill
individuals as the priority population. As of
this writing, no firm appropriation has been
attached to the bill.

The measure has been assigned to the House
Appropriations Committee, where a special
subcommittee has been appointed to study it
further. Because there has been negative
reaction to the bill from various agencies and
organizations in the state, the special subcom-
mittee is now considering alternative proposals
addressing different methods of financing and
service provision.

Montana. Although there was talk among pro-
viders, advocates and some legislators to revise
the organization and funding of the sta'c
mental health system this year, the issue is now
being examined in the long-range planning pro-
cess. Montana’s new draft mental health plan
for FY 1990-93 contains an objective stating
that a proposal will be developed to restructure
the mental health system through the mental
health system planning process. The proposal
which must be completed by October 1990, in
time for consideration by the 1991 legislative
session, will include increased incentives for
serving people locally and mechanisms for local
(CMHC) decision making on appropriate
services for adults with severe mental illness.

Financing Issues: Self-Sufficiency Trusts

An innovative idea in estate planning, estab-
lished first in the state of Illinois, removes the
complications that have traditionally stymied
effective estate planning efforts by parents
with disabled children. The Self-Sufficiency
Trust ("SST") is the first trust of its kind to
provide a mechanism to facilitate the coordina-
tion and integration of private family financ-
ing for individuals with disabilities while
maintaining their eligibility for government
entitlement programs. As a truly private sector
initiative, the SST makes possible the flow cf
private monies into the state’'s network of
publicly-sponsored programs to supplement,
enhance and expand services to all disabled
residents.

Conceived in Illinois, the "SST" evolved from
research by the National Foundation for the
Handicapped under the direction of James H
DcOre. Funded in part by the Illinois Depart-
ment of Mental Health, the "SST" was enacted
into law (P.A.84-1373) by a unanimous vote of
the Illinois Legislature in September |9So.
Maine is the only other state to enact such
legislation but this year eight states (Alaska.
Indiana. Kansas. Massachusetts. Michigan.
Montana. New York. Oregoni have introduced
model "SST" legislation, and twelve others have
expressed interest and arc in various stages T
pre-legislative I8V icw Legislation wllh similar
goals, has also been introduced in Missouri.



though technicalities of the trust deviate from
the Illinois model.

ThcSST isan irrevocable."poolcd-incomc trust”
with spendthrift and discretionary trust
language and clearly defined "charitable" and
"private" trust provisions. Its structure and
benefits arc uniquely designed to facilitate
active parental financing of supplemental carc
of the disabled without disruption of SSI and
Medicaid.

Two wholly separate poolcd-incomc trust funds
make up the structure of the SST. The first, a
Private Trust Fund, accepts, holds, and invests
the "pooled" assets of each participating family.
Although assets arc commingled, all returns on
investments arc credited proportionately to the
private trust. Interest earned on the private
trust is transferred to the counterpart State
Trust Fund, which immediately disburses the
assets for supplemental goods or services that
arc to be provided. Because monies technically
become State Trust Fund monies, they are not
viewed as earned or unearned income to the
disabled beneficiary, therefore do not affect
entitlement eligibility.

Monies may also be disbursed to non-profit
vendors such as advocacy groups or human
service providers who will monitor the status
and condition of the designated beneficiary.
This service provision sets the SST apart from
generic trusts devoid of life-care monitoring.

A second fund controlled by the Board of
Trustees is the Charitable Fund. This fund is
a repository to accept residual and donated
assets earmarked for low-income and indigent
persons with disabilities who arc unable to
participate in the Private Trust. Upon the death
of the beneficiary. 50 percent of the residual
principal of each private trust is donated to the
Charitable pund. The fund is also financed by
donations.

A Volunteer Board of Trustees is appointed
from the private sector to manage and control
the Private and Charitable Trust Funds. Parents
or family members serve as co-trustees and
share in decisions concerning disbursements. A
Lit'e-Care Plan developed for each participant
embodies the wishes of the parent and defines
the intent and nature of supplemental services

that w'ill be provided to the beneficiary.
Trained Self-Sufficiency Trust Advisors
provide direction for parents to develop a
realistic and need-specific plan. A Lifc-Carc

Planning Service Survey helps families target
the services they want and reinforces areas that
the SST is unable to finance,

SST fund monies may be spent for social
services, recreational programs, rehabilitation
services, educational services, rehabilitation
and remedial scrviccsand training programs to
assist in managing activities of daily living.
The major restriction on the SST is that the
dollars cannot be used to meet the same needs
as those intended to be met through available
public assistance programs.

The Self-Sufficiency Trust concept evolved
from the -calistic acknowledgement that a
state's cap city to provide these services is
diminished by increased demand, the changing
economic climate and national policies. The
SST embodies the search for alternative service
capabilities and the generation of resources
necessary to provide them in the future.

The National Foundation for the Handicapped’s
goal is to see the SST available in all 50 states,
allowing transferability and universal benefits
for all disabled individuals. The potential
benefit of a nationwide trust network is
economy of scale, resulting in trust management
savings, larger principal investment and return
and, most importantly, a stronger priv ate sector
(parent and family) voice in services and
financing of those services for :hc disabled

For states, the advantages arc: new sources of
private funds to expand services, a computer-
ized data collection system to identify type and
scope of services: potentially reduced depen-
dence on federal support; and a private-public
partnership that actively involvcseach working
toward improved and expanded services for
disabled people. For the families, the trust fund
gives them the pcacc-of-mind that their loved
ones will be adequately eared for when they are
not able to do so. [77tts featUre was preparea
from excerpts of previous articles written h\" Paul
L. MeJhn. Senior Vice President for Corporate
Development ~ Wiitonnl Foundation <or
Handicapped Elmhurst lllinois e If



