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IN THE SENATE BY DUNCAN
SENATE BILL NO. 50
IN THE LEGISLATURE OF THE STATE OF ALASKA
SIXTEENTH LEGISLATURE - FIRST SESSION
A BILL
For an Act entitled: "An Act relating to persons who are handicapped or
mentally ill; and providing for an effective date.’
BE IT ENACTED BY THE LEGISLATURE OF THE STATE OF ALASKA:
* Section 1. AS 47.80 is amended by adding new sectionsto read:
ARTICLE 3A. SPECIAL FUNDS.
Sec. 47.80.200. SELF-SUFFICIENCY TRUST FUND. (a) There is
established in the state treasury the self-sufficiency trust fund. It
consists of money deposited in the crust fund by the commissioner of

health and social services under AS 47.80.210.

(b) The commissioner of revenue is the custodian of the trust

fund in the same manner as provided for the public school trust fund

in AS 37.14.160 - 37.14.170, except where the provisions of AS 47.80.-

200 - 47.80.290 conflict.

Sec. 47.80.210. CONTRIBUTIONS TO THE FUND. (a) The department

shall deposit into the trust fund money accepted by the department

from a self-sufficiency trust under an agreement with the trust. The

agreement must name a beneficiary who is a resident person with

handicap or mental illness and specify the care or treatment to

a

be

provided for the beneficiary. The agreement may name more than one

gualified beneficiary.

(b) The commissioner of revenue shall keep separate accounts

in

the trust fund for each beneficiary named under (a) of this section

and allocate interest earned on the fund pro rata to the respective

accounts.

SB0050a '1' SB 50
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Sec. 47.80.220. USE OF THE TRUST FUND. (a) Money in the ac-
counts established under AS 47.80.210 may only be used by the depa[t-
ment under its regulations to provide care and treatment to the narr:ed
beneficiaries in accordance with the terms of the agreements by which
the money was accepted and to pay the costs incurred by the Department
of Revenue and the Department of Health and Social Services in admin-
istering AS 47.80.200 - 47.80.290. The commissioner of revenue shall
direct payments from the trust fund upon vouchers properly certified
by the Department of Health and Social Services.

(b) If che department determines that the money in an account
cannot be used consistent with the agreement by which it was accepted
or the regulations of the department, or uponrequest of the self-
sufficiency trust that deposited the money, the balance of the ac-
count, together with any accumulated interest on it, shall be promptly
returned to the self-sufficiency trust.

Sec. 47.80.230. EFFECT ON OTHER ASSISTANCE. The receipt by a
beneficiary of money from the trust fund, or of care or treatment
provided with that money, does not in any way affect the benefits to
which the beneficiary is otherwise entitled by law.

Sec. 47.80.240. CHARITABLE ACCOUNT. (a) There is established
in the trust fund a handicap and mental illness charitable account.
The account consists of money from any source that is deposited with
the commissioner of revenue for the account.

(b) Subject to appropriation, the department may use money in
the account to provide care and treatment of low-income persons with
handicaps or mental illnesses.

Sec. 47.80.290. DEFINITIONS. In AS 47.80.200 - 47.80.290

(1) "mental illness" has the meaning given in AS 47.30.915;

(2) "person with a handicap” has the meaning given in

SB 50 -2- SBOOSOa
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AS 47.80.900, except that it does not include "gifted children" as
defined in AS 14.30.350;
(3) "self-sufficiency trust" means a trust established by a
nonprofit organization that
(A) has as its purpose the provision of care or treat-
ment of persons with handicaps or mental illnesses;
(B) is incorporated under AS 10.20; and
(C) meets the requirements of 26 U.S.C. 501(c)(3);
(4) "trust fund" means the fund established under AS 47.-
80.200.
Sec. 2. This Act takes effect July 1, 1989.

SB0050a SB 50



COMMITTEES
Finance

Senator Jim Duncan Vice C hair -
Health Education
Juneau,A laska 99811-3100 * Social Services
Budget4 Audit

(907) 465-4766 Banking*

MEMORANDUM

DATE: February 15,1990

T0: Senator Rick Uehling, Co-Chair
Senate 'Fihance Committee

FROM: Senato

SUBJECT: Senate Bill Bo, an act relating to persons who are handicapped
or mentally ill -establishing the Self Sufficiency Trust

| again request that you schedule SB so, Trust Fund for the Disabled
fora hearing by the Finance Committee as soon as possible.

Senate Bill so will establish what is known as a "Self Sufficiency
Trust" (SST) to be paid for by the parents of disabled dependents, minors or
adults. Currently, parents of such dependents are not able to establish
trust funds to provide for the current or future care of their children
without jeopardizing that dependent's eligibility for government means-
tested entitlement funds.

The State of Illinois was the first state to establish a Self Sufficiency
Trust program for its residents in 1986. The program was designed and is
maintained b}/ a private sector board of trustees appointed by the National
Foundation for the Handicapped. Their maintenance efforts include
insuring that the program design continues to retain client eligibility for
federal benefits.

The Self Sufficiency Trustis a private sector initiative administered
by a Board of Trustees in cooperation with a nonprofit corporation which
establishes life care plans to address the lifetime needs of each person with
disabilities. The nonprofit agency would, working in conjunction with the
parents, design services to augment those provided to the child by social
services agencies and determine the cost of providing those services.

A life-care plan delineates the priorities for supplemental services to
be funded by the individual private Self-Sufficiency Trust. The Trust can he
funded either by testamentary provisions or as a living trust while the
parents are still alive, ora combination ofboth methods.

D istrictC



The primary focus of the program is outside state government, hut
the Department of Health and Social Services, Division of Mental Health
and Developmental Disabilities would be responsible for issuing vouchers to
pay the claims certified by the non-profit for payment. The funds for that
;%aym.ent would be transferred from the private trust to the state treasury.

he intent is that the State provide the adm inistrative structure for bill
payment without adding to the staffing level of the Department.

~In addition to the individual Private Trusts established by the parents
of disabled children, a Charitable Trustis also established which consists of
assets left to the Charitable Trust by(?rantors of private trusts at the death
of the disabled beneficiaries in addition to contributions from private
donors, and bequests from corporations or foundations. These funds would
be used to augment su(j).plem.er)tal services provided to low-income and
indigent persons with disabilities who are unable to participate in the
Prlvate trust. The earnings from the Charitable Fund are to be used subject
0 appropriations to enhance and expand services to the disabled over and
above what state and federal sources provide.

The Self Sufficiency Trust creates an additional non-State source of
money to provide for the needs of people with disabilities and enables
parents to plan for their disabled dependents’ futures with certainty that
their wishes will be carried out.

I 'would request that a teleconference he established with Mr. Paul
Medlin from the National Foundation for the Handlcanped who will be
available to testify on SB s0. Roxanne Stewart of my staff will be happy to
assist you in contacting Mr. Medlin.

| urge you to schedule the Self Sufficiency Trust Bill and lend it your
support,

Attachments



In This Issue: o System Integration

States Look At System Integratian

SPurred by reports documenting fragmentation
0

tial programs, an over-reliance on”inpatient
care, and gaps in community support services,
state lawmakers have come to recognize major
changes are needed in the way mental health
services are organized and delivered.

At least three states (Washington, Fennsylvania
Kansas) are considering proposals that would
significantly alter the dellver¥ of mental health
services. A forth state (Montana) is plannln%
todevelop a pr prosal to reorganize their menta
health system. The common thread in all of

these initiatives is "decentralization" -- trans-
ferring authority, accountability and respon-

sibility for Providing a range of community
and inpatien .
vices from the state to local agencies. It reflects

a shift from state control todqreater participa-

tion by local governments and usually involves

a redistribution of funds directlz_ to communi-
|

ties for community and inpatient services,
Among several states that have alread%.moved
in this direction are Wisconsin, Ohio and
Virginia.

Washington. ~ After a year of study and
evaluation, the state of Washington is consider-
ing a pro&osal to revamp its mental health
system (SHB 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 overly
focused on providing expensive inpatient acute
care. It also reports on current national trends

SPenso/ts /nfo SOF

0 Self-Sufficiency Trusts

services, a shortage of community_ residen-

treatment and rehabilitation ser-

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 health providers, consumers,
and advocates wanted to design and participate
in an integrated, decentralized, community-
based delivery system that provides the entire
continuum of care.

Based on the testimony, the report recommends
that the authority “and 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 arid 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 .t.hroug?h the
legislative process with the possibility of more
amendments.

HB 1876 attempts to ﬁool 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
LRSNS). The bill calls for assumption of the
lock grant by regional networks according to

No. 46 March 1989



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 respondlng to the federal man-
date of PL 99-660, the State Comprehensive
Mental Health Services Planning Act, which re-
quires states to establish community-based
systems of care, including ease management
scrviccsforchronically mentally ill individuals.

Under the proposal, effective February 1991,
each county or %roup of counties would be
mandated toestablish 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 local authority. All court ordered
commitments would be made to county mental
health authorities rather than to state 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 ﬁatients
receive necessary support services in t
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

g com-

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

The bill also mandates that community support
services Dbe provided in all counties and
specifies 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
lurcher. Because there has heen 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 state
mental health system this year, the issue is now
bQing examined in the long-range Flannlng 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 J)rocess. The proposal
which must be complete b%/ October 1990, in
time for consideration by the 1991 legislative
session, will include increased incentives for
serving pe(y)lellpcally 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 of
private monies into the state's network of
publicly-sponsored (!Jrograms to supplement,
enhance and expand services to all disabled
residents.

Conceived in lllinois, the "SST" evolved from
research by the National Foundation for the
Handicapped under the direction of James H.
DeOre. Funded in part b% 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 1986.
Maine is the only other state to enact such
legislation but this year eight states (Alaska,
Indiana, Kansas, Massachusetts, Michigan,
Montana, New York, Oregon) have introduced
model "SST" legislation, and twelve others have
expressed interest and are in various stages of
pre-legislative review. Legislation with similar
goals, has also been introduced in Missouri,



thou%h technicalities of the trust deviate from
the [llinois model.

The SSTisan irrevocable, "poolcd-incomc trust”
with spendthrift and discretionarg trust
language and clearly defined "charitable” and
"private" trust provisions. Its structure and
benefits are uniquely designed to facilitate
active parental financing of supplemental care
of the disabled without disruption of SSI and
Medicaid.

Two whollg separate pooled-income 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 are commingled, all returns on
investments are credited proportionately to the
private trust. Interest earned on the private
trust is transferred to the countergart State
Trust Fund, which immediately disburses the
assets for supplemental goods or services that
are 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 dishursed 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 are 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 Fund. 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
Life-Care Plan developed for each participant
embodies the wishes of the parent and defines
the intent and nature of supplemental services

that will be provided to the heneficiary.
Trained  Self-Sufficiency  Trust Advisors
provide direction for parents to develop a
rcalic*ic and need-specific plan. A Lifc-Carc
Planning Service Survey helps families tar%et
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 services and 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 realistic acknowledgement that a
state's capacity 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 %eneration 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 private sector
parent and famlly{ voice In services and
Inancing of those services for the disabled.

For states, the advantages are: new sources of
private funds to expand services; a computer-
1zed data collection system to identify type and
scope of services; potentially reduced depen-
dence on federal support; and a private-public
partnership thatactively involves each working
toward improved and expanded services for
disabled peogle. For the families, the trust fund
gives them the peace-of-mind that their loved
ones will be adequately cared for when they are
not able to do S0. [This feature was prepared
from excerpts of previous articles written by Paul
L. Medlin, Senior Vice President for Corporate
Development, National Foundation for the
Handicapped. Elmhurst. Illinois (312) 832-9700.]



Illinois Project Gives
FamiliesaNew Way

ToA idDisabledKin
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CHICAGO — Dann%/ and Fay Moore
have lived with anxregrtm ce die hirths
of their daughter and their ron both
mentally retarded aa a result of the
%enetrc dlaorder Down's syndrome.

he Moores shape their family life
around provrdm?
counseling for Stacey. 7 years old; and
Aaron, a, Wno are growrng into adven-
turous fun-loving cmldren:

"Our concern rs wnat ha ens to the
children wnen we die.” sal Moore,
a_fS-vesr-oid food service manager
“"Ve're not wealthy people.”

Some of the Moores worries — and
those of other families nere in lllinois
— have now eased with the beginning
of an innovative trust fund to Orovide
long-term care for the mentaify or
pnysicailvdlsabled.

he aim is to olfer families a wav to
maxe a sound Investment for their chil-
dren s future, without affecting eligibil-
ity for government dlsaoility” aid: im-
ﬁoverrshrng the familv or adding a
uHe new nurcen on ihe state treasury.
Is an idea areadP]/ being_exolored
bv oilier states to help milllnns of
Americans wno are mentally ill, pnvsi-
callv incapacitated ordeveioomemalUr
disaoled. Mline expects to enroll fam;-
lies In a program Oased on the lllinois
model later fnis year.

The Illinoi* program, the Self Suffi-
crencg/ Trust. Is ngt intended as.a sub-
stituté for Social Security disaoillty or
Medicaid beneilts — wnat social worn-
ers sometimes refer to as the "sheets
and eats ' %overnment services. Ham-
er. it seexs o insure me extra care that
would ennance tre quality of lire sucn
0s special tnerapy, tranSportation or
recreation.

Avoiding a Catch-22

The conceot of the Self Sufficiency
Trust was developed by the National
Foundatrontorthe Handlcoooed. based

eChrsagosu rBoéElmnursc Ac-
mes
irector,

cor re..ihegrouo’s
ecu ve aim Wwas, to
mmate a atch srtuatron that
am eer relatjves rom ttering me
Ives 0 ars ole amra/ _Memuers.
anv wante t% P income or

max? he uests ut doing so risked

cutoff or reduction o ernment ai
restricted to those w?t(h {rmrted re-
sources.
At least ourmrllro dr oled Amer
rcanE gw cherve Fe ene tﬁ Ou}
g ?]rtmento

uman Services Testrmae

ountry has 33 million disaoled resr

Hrnors 's Sel} Sufficiency Trust ctu
II\{ consists of three. frust funds.
tlc o ttng families er paor assets |nt
a erafly Insur H rivate Trust Fun
or Investment, rhterest earn 0
inese investments will be transterre
to a, Stat rust Fu pent on

Bervrces or me disaoled amr?ry[m
ers. beginning soon alter en oIment

special schooling and.
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in the. program. A Charyaote. Trust
Q P Fn set. up orlljamtﬁres not
nancral y ao e to invest

Developing a Cara Plan
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uar |r1ns ust's guida ce

gram us sacomP
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Partnership offers

help to dis ab led

A quiet revolution has begun in Illinois- an unusuai
private-public partnership that couid heip thousands of
famiiies provide long-term care for the rsenuily or phys-
ically disabiecL It deserves continued support from the
state and from the private sector.

The Seif Sufficiency Trust program, inaugurated on
March 29. offers famiiies a way :0 invest for their
children's future without affecting eiigibiiity for govern-
ment assistance, bankrupting the famiiy or adding a huge
new burden to the state treasury.

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

Developed by the National Foundation for the rtar.di-
capoed. based in EImhurst, the new trust program couid
eiimi.nace the barriers that restrict relatives of disabled
peopie from giving them extra heip.

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

services.
The r.ew program creates three trust funds: a Private

.Trust Fund that poois assets from participating famiiies:

a StaCS T.nist Fund, which spends the investments from
the Privace Fund for sefMCSr ihe_disabled family

members, and a Charitaoie Trust Fund Cftst is ."rn?* 2U!It..

on contributions from corporations and private donors, to
heio those unable to participate in the Private Fund.

What does the program do? That depends on each
disabled person's abiiicies and needs. It couid assist in
financing the cost of special schooiing and counseling or
any extra care, such as special therapy, transportation and
recreation- eil ser/ices that can buiiri independence.

Credit for the cooperative venture goes to the National
Foundation for the Handicapped that developed the
concept. Legislation sponsored by Rep. Lee A. Daniels
(Elmhurst), the House Republican leader, was necessary
to start up the trusts. And state agencies, particularly the
Department of Mer.tai Keaith and Developmental Dis-
abilities and the attorney ger.erai's office, sorted, through
the ruies ana regulations to satisfy the dozen or so state
and federai azenc:es involved.

If this kina of cooperation is possible, why can’t it
happen again to provide better residential care for the
state's mentally ill ana devciopmencaily disabied?

Instead of settling far the bare minimum for disabied
peopie. this new program ailows famiiies to suopiy more
heip. \Ve hope this mode* program encourages otr.er staces
to develop similar trust programs, it ulso ?houid encour-
age Illinois lawmakers to deveioo other badly needed
solutions to rhe state's own troubled arorrams.
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By Conslanza Montana ~.*2-

A Lombard family Tuesday’ be-
came ihe dm participants in a
nait-idniinislered Irusc fund that
uiovti porcnts to provide long-term
care for their developmentaJIy dis-
aoled children.. r r . . ~’

"A restricted to handicapped

*Thc trust haj enabled us to do
long-range planning for John,* said
Dennn O'Connell, 30, superintend
Pont of the Roselle Elementary
School Oisirict and father of a de-
velopmentally disabled son. *1
hope mis xllows other parents to
provide for lhe special needs of
llistr children* now os well as after
the parents die, be sard at a press

mH  Vrwv
Nconference at the Stale of Illinois
; Bmldmg 100 W: Randolph St.
"lllinois became the first'state to
establish such a fund, called the
self-sulTiciency trust, nearly two
years ago. Before the law was
' passed, government assistance was
in-
- dividuils with limited assets and
"*Income who were not beneficiaries
of an estate. The fund, financed by
contributions from families and
frivate organizations, allows fami.
ies to .'supplement government
services without reducing state and
federal aid for their disabled rela-
tives.
. The trust establishes two separate

o eceey

Parents .ofhandicapped

*’*mﬁ

| 2000 am i%ﬂ
30050

A'aron Leaf, now 12 years old.
was bom bath seyverely deformed
and arofoundly . His parents,
in teaming to cope WI'[h the meal-
cii and emotional needs presented

by hts birth, learned to develop
financial resources as well. His
motr.er. Etanne Lear, learned so

eveil that she Is now a financial
planner with IDS Fltanctal Ser-
vices In Minneapolis, helping
oiners facing similar problems!
Trusts established by parents are
iflen suggested as a way to ensure
i financially secure future for chil-
ren -vno are disabled or enrom-
aily ill. The new Illinois Self-Suf-
ciency Trust described In my last
siumn removes the uncertainty of
rivaie trusts and serves as a
;ocel for other slates developing

j "similar programs.

But parents must also consider
the present. If you are the parent
or grandparent of a disabled child,
these hints may help: AVAR)

e A rule of thumb in financial
planning Is the need for cash
rtserves sufficient to cover three
months' expenses. With a handi-
capped child, cash reserves should
be much larger. The Leafs, for
example, had lo travel some dis-
tance for Aaron's treatment. Incur-
ring hotel and food costs as well as
medical bills. They had to hire a
registered nurse aa a baby sitter,
on the rare occasions wnen they
both left the house. K] *

« Both life and dlsablllty Income
Insurance are critical. "There's
usually only one breadwinner,
because the other parentis caring
for the eh- J." Leaf points out. "If
that parent dies or is unaole to
work, you must have sc\me sourcle

caretor

, pools of money, a private trust and
*a charitable fund. The private trust
holds contributions from relatives
of handicapped persons and
, guarantees lifetime care for (he
handicapped person.

..»The charitable trust is designed .

UJlo help low-income. dlsabled |n-
dividuals.

It is supported by contributions
: from private donors and assets

' transferred from the private trust
"when the bcneliciary dies.

* *

. For example, when John O' Con—
nell dies, 50 percent of the princi-
pal invested by hi» family in the
private trust will be iransieried 10
Hie charitable fund. The other 30

CHndrefﬁmg'ff;’t do fin

R

On your
money up

T - By Graca Weinstein

of Income for the family. " . Z

With life Insurance, loo,"you
must look very carefully.-at’how
beneficiary designations are made:
they must coincide with what
you've done In your will." Leaving
money outright to a handicapped
child can make the child Ineligible
for needed Social Security and
Medicaid benefits. It’s often prefer-
able to designate a trusgto disburse
insurance proceeds.

Because it will probably be
impossible to buy'life insurance on
the disabled dependelnt,,i—tLeaI

m. the plan,

dis a

percent will go to his-heln. -

e The Elmhurst-based National
Foundation for Ihe Handicapped,
which developed the concept for
has donated about
S$20.000 to Ihe fund, said Director
James DeOre. "We duplicated
+ John's program ... for a low-in-

» come person* or what it would

cost to maintain for a lifetime a
mildly handicapped Individual in a
residential setting beyond what
government grants would provide.

‘ 'Hopefully what we see today is
a beginping, the beginning of what
parent?, the families of disabled
citizens and private sector assist-

"y

, recommends Invoking the auto

;’maUc child's rider on the parents'-

--whole life Insurance policies. It
may be "gruesome to think aboui."”
she says. but a S10.000 rider could
provide enough cash for burial
.expenses -
m'eHealth Insurance, which most
"people have through their Jobs, Is
‘.dearly a necessity. If the Insur-
ance-carrying breadwinner In i
family with a disabled dependent Is
even thinking about a Jab eh nge,
Leaf points out. It's vital “:0 be
up-front about the child and find
out ahead of time if the health plan
will provide coverage." Don’t
make assumptions.

Where a previously healthy
dependent suffers a disabling acci-
dent or illness as adulthood nears,
remember that group health
insurance often ends for children
at age 19 or age 22. Check your
coverage, before the designated

bled child

ance- and government can do w
one another to assist and bett
our suite." said Ann Kiley, dirte:
of the Illinois Department of Me
taJ Health and Developmental D
abilities.

e For John O’Connell. 23. ihe ir
mediate gain is that he can lea
his parents’ home and move into
supervised apartment complex wt
outer disabled Individuals. For 1
parents, “the long-term benefit h’
to do with the financial security if
program'provides for John ill-
we're gone,” Dennis O'Conne
said. “Without this program. 3
would become the responsibility <
the state.*. '

ancial planning

age cutoff, U):aee.-If. the Indivnc
can be k pt oil the.policy as a cl
'bleddet endenL’- 7. I's

« Take advantage of Lhe Inter
Revenue Code.wbere you can. f
example, medical expenses ar;
longer.deductible exceot to :
extent that they exceed 7.S oerc-
of ad|uated Jross Incom*. That.
pretty high.figure fot ..lost far
lies. Grouping, medical procedu:
within a calendar year, howev
perhaps by scheduling necessa
surgery for-January a-
December, can make It possible
claim some deductions. If you m.
make structural changes to yc
house to accommodate a ham
capped person, such as by wide
Ing doorways for a wheelchair
by adding a ramp, the cost is fu
deductible. (Other improvemer
such as a swimming pool pr

a PARENTS. Page

Parents of handicapped

must do Ffinancial planning

Tip for loday: For more Informa-

m PARENTS
Continued from Page CI

. scribed for therapy, are deductible

only to the extent that they don't
Improve the market valua of the
properly.)

-, * A will Is essential, Including a

. carefully thought-out designation
of a guardian (or the handicapped
child. That child may have special
needs. Leaf points out. and a
guardian ynu'v* named for other
children may be unwilling or
unable to take the responsibility
Jar a child wiLh blijth delects.

tion about tha Illinois Self-SuHI-
elency.TrusL write to 310 W. But-
terfield Rd, EImhurst, [OL60126, or

s o
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FAMJLY DOC

continued

sore throat that wasn"t positive for strsc.”
You couid be ignoring an esuatlvdanger —
ous staon infection or even diontnena. |
feei these tests are oniy as good as :r.e
doctor®s aavice you get witn them— mu
attemotme-setf-diagnosis of severe sore
Jhroacsis just not a very smart idea.

RSE,

EBS2SSSSB3BSB& ss”~"BBaaaa

FAMILY DOCTOR

:rTective contraceptive. such us the
Pill, for a month before starting

PROJECT FOR THE DISABLED
The IMinois legislature has launched an
innovative pilot project to he:p fam—
ilies provide long-term quality care for
disabled family memoers without re—

ACCUTANE UPDATE a ALERT
In January I9H6 | resorted an-FDA
warning that women who were sregnant
orbecame sregnant wniie taking the ao-
tent anttacr.s ante Accutane ran an ex-
treme:;/ hign ask ofhaving a buoy with
major cirtn defects. Now mat a numcer
of binn deformities attrtbucaole to the
drug have seen resorted, tne FDA fears
that the warning isn't being heeded. As
we went to oress. the agency was weigh-
ing new. tighter regulation of the drug.
W hether or not new regulations are
enacted, doctors and patients can en-
sure safe use of Accutane. First, maxe
sure the drug is ready needed-
Accutane is not foruncomnlicated ado-
lescent acne, but for cases of severe,
di.stigttnng cystic acne that don't re-
sound to otner. safer treatments. Sec-
onu. a woman wno mignt possibiy ce-
same pregnant -.nouio also use an

3N Gooo -‘asxeoigiAlg st 199

Accutane (and should continue
through™.;: treatment). The woman
should have a pregnancy test imme-
diate:";/ before starting the medica-
tion. and wnen she finishes treat-
ment. she shouid asic her doctor
how ionc to wait-before trying to
canceive. :0 ce sure heroouy is free
r'f the drug.

GUESTICNS FROM READERS

PAP ACCURACY

I"n 26 ana veryfaithful about Pap
smears, but lately I've beat iteariitq
that the resorts themseives may not
be accurate. How can i be sure that
my results are correct/

One .vav is to :e:l your doctor
you"re worried. Ask him or her
wnat lab reads your tests, wnat
assurance you have that resorts
are accurate, anu what measures
are taxen to assure that samcies
are auesuate- or exumoie.
does the iao ted the doctorwnen
agiven samcie can"t be croperiy
rasa, so that it can be taxen
againJSooner or later, uniform
nationwide quality controls must
ce estaolisned for inis important test,
but meanwiiiie. direct pressure on doc —
tors from them rightfully concerned pa—
tients- and on laos from physicians—
ca,nncio improve standards immensely.

ADULTS AND STREP

Are strep throatsasseriousforaauits asfor
children/ Willthe instantstrep tests hi doc-
tors' offices be availablefor use at home/

Strep throats are always potentially
dangerous. Adults may not end uo with
rheumatic feveras often as chiidren do.
but they can sureiy develop scarlet fe-
ver. throat aoscesses. or seoticemia
(bioou poisoning,1 As for the new "in-
stant" streo tests, they may be on the
marketsoon. But. wniie these tests are a
tine orFiceaid fordoctors looking forthe
rignt antibiotic with whic.n to treat a se-
vere sore throat, what wuuid you do
wur. sucn .t test at nome.” Ignore any

continued on pact: J2

ducing eiicibiiity for government aid.
Basicall t. Illinois famiiies with
phvsicaily or mentaily disaoled chii—
dren can in/estmoaest sums ofmone;/
in a soeciailv sheiteres Seif-Sufricien-
oy Trust Fund. Income from me trust
can then oe spent for iong-term care,
srteitereo homes. scec:ai theraov. ana
other services to orovide higher cuaii-
tyor lifeforme uisaoiec- "more man
me bare minimum." as one crojec:
leaderaescnbec it. (A soec.-ai Chan ta—
ble Trust fundeo by r*ounaations. cor —
porations”. ana onvate aonors wtii pro-
viue ecutvaienc ser/tces for aisacieu
inaiviuvais whose famiiies are ar.aoie
b contribute.! Ana umixe income
from a anvace-xavings s:an. trast-runu
he:o w:il not reuace a recier.: sentitle—
ment :oomer government aid- -ama —
jor renetit.

Just off the ground, this pioneering
se:f-he:o program is cireauv remg
stuoiec by otner states. inciuaing
Maine, which are considering simiiar
legislation. Ana Connecticut nas en-
actea a similar pian for famiiies wttn
mentally retarcea cniidren.

BABY'S BEX

Couid you piease teil me who determines die
sex ofa caoy, tne mother or tnefatotr/

The father- ;ver/ time. A woman has
two neanv identical "sex chromosomes"
ineacn ofher ceils- in.Y ana anocner.Y.
Tnis means tnatwnen sne ovuiates. ever/
egg ce:l. wmen contains naif her chromo —
somes. has an X chromosome. The man.
on tne otner hand, has two uitTersr.t sex
cnromoscmes ineach ce:l- anX anua Y.
His soermceils. wnicn earn/ naifhisChro—
mosomes. contain either an X chromo—
some ora Y. Ifan/Y-bearinc sperm fertil—
izes the .Y-beanng egg. the resuit wiil
always ce an XX baoy— jragirt. Ifa Y-
beanng soerm fertilizes the X-beanng
egg- the resuit wiil be an XY baoy- ;ra
bov.

You mav address questions on meuicai
treatment or Droniems to AJan S. Nourse.
M.D.. GOOD HOUSEKEEPING. )fb
E.-uhtn Avenue. New York. N.Y. SUMO.
Omv questionsennsen for use in hiscuiumn
wiil he unsvverea.



WHEN YOUR CHILD
IS DISABLED

‘HESE INSURANCE, TAX
*AND ESTATE PLANNING
STRATEGIES WILL HELP
ASSURE THE FUTURE FOR
YOUR DISABLED CHILD.

| tEiiies with disabled children face

special challenges when arranging their
finances. Any dnanciai pian must cover
aay-to-dav living expenses for die fam-
ily as "veil as the long-term needs of a

child whuraay need to have individual
care for a lifetime. *
Thirteen-vear-oid Aaron Leaf of

.Minneapolis is such a child. He was

bora profoundly deaf and 'with numer-
ous facial, spinal and internal problems
that required .extensive- and some-
times unexpected- medical and disaoii-
ity-reiaced care. Aaron's needs for mul-
tioie operations strained the famiiv
income, so his parencs took steps to sec
up a dnanciai plan.

COVERING DAY-TO-DAY EXPENSES

Of course, no two family pians are ex-
Icdy alike because each must take inco
account the severity of and prognosis
for die child’s disabiiicv as well as the
family's dnanciai resources. But a num-
ber of important issues are common to

SUUSTIAION* »T *-tUH WMUCMI

?

all families with disabled children.
REVIEW YOUR INSURANCE. Analyze
wnat would happen to your income and
='cash flow under different scenarios.
For example, if oniy one parent works
outside die home, consider how you
wouid manage if the breadwinner died
or became disabled. When both parents
work, wnat would happen if one income
were cut off? Is your disability insur-
ance or life insurance adequate to cover
the loss?

Parents of a chiid with a handicap !
need>--more disabiiicv insurance chan |
others. If you have 3 disability poiicy j
through your employer, it may oniy be
tied to your base saiary. Consider buy- ;
ing an aadidonai poiicy to cover any’j
overtime or bonuses.

Your life insurance needs wiil dif- j
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fer, too, because you may need io keep
up higher life insurance coverage lon-
ger than other parencs. Term insurance
is a cosc-eaective way co build an insur-
ance estate wniie you are young and
heaithy. For example, 3250,000 worth
of term insurance for a 35-year-old man
who does not smoke might cost around
S230 for the first year and about S1.140
for the first five years' premiums. For a
nonsmoking woman of the same age
the premiums would be 3 bit less.

But term insurance premiums can
get prohibitively expensive as you age.
And uniess your poiicy will be automat-
ically renewed without checking your
health. it may noc be available when
you need it most. A good ruie of thumb,
says Washington. D.C., insurance bro-
ker Andrew Gross, is to swicch to a
permanent type of insurance by age 50.
Gross favors universal life insurance
for each parent. Another possibility is a
whole life poiicy -with a last-to-die pro-
vision. which pays on when the surviv-
ing spouse dies. Insurance proceeds
then go into a trust sec up for the

! disabied child. With this type of insur-
| ance you may need an additional poiicy
; to cover the rest of the family ifone
i parent dies.
i Children who are born with ais-
j abilities are auc.maticaily covered un-
cer their parents' group heaith insur-
| ance policies. 3ut coverage mighc noc
j last indefinitely; typically it ends at age
19. or for fuil-ume students. Some
group poiicies continue to cover perma-
! nenciy disabied children no macter how
I oid they are. and some states require
j group carriers to extend such coverage
beyond age 19. But you might lose cov-
erage under some polices tana in some
states) uniess you notify the insurance
company of the disability by +ac age.

A parent facing a job change
shouid get assurances and a decaiied
explanation, in writing, of a child’s cov-
erage under the new employer's group
heaith insurance poiicy. Often, if you
join a new employer's medicai plan
within a ue:Caul AUuiucf Gi days, ail
family members will be automatically
covered. “Don't count on the disabiiicv
being covered, though,” says Rianne
Leaf. Aaron’s mother, whose search for
information resulted in a career as a
financial planner ‘with IDS Financial
Services in Minneapolis. “Some poii-
cies exciude preexisting conditions,
which couid mean your child would be
covered for a broken leg but noc his or
her disaoiiity-reiated costs.”

For those who cannot insure a

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

DEDUCTIBLE MEDICAL
EXPENSES CAN INCLUDE
THE FULL COiI~T OF SOME
STRUCTURAL CHANGES
TO YOUR HOME, SUCH
AS A RAMP, AND PART
OF THE COST OF OTHERS,
SUCH AS AN ELEVATOR
FOR A CHILDWHO CANT
CLIMB THE STAIRS.

BUILD AN EMERGENCY FUND. A good
heaith insurance poiicy is a must, but it
won’t cover ail your heaith costs. One
family with a severely mentally recard-
ed and physically handicapped son had
to absorb more chan 34.000 of medical
costs last year that their heaith insur-
ance simply didn't cover.

You 3hould create an emergency
fund you can quickly convert co cash,
recommend planning experts like CPA
Bruce Shanker, a financial planner with
the Wallace Financial Group in Bethes-
da. Md. Three months' expenses is ad-
equate for most families, but those with
a disabled child should strive for a six-
month co a one-year nest egg.

Put the assets in safe, flexible or
short-term investments, such as mon-
ey-market and bond funds, certificates
of deposit (divided among three- , six-

and nine-month maturities) and Trea- 1
sury biils with 30- , 60- and 90-dav |
maturities. You could aiso consider a j
conser/fauve stock fund from which
you can withdraw your money without
penalty.

DOUBLE-CHECK STATE RESOURCES. Re-
view the social services available
through state agencies to ensure that
your child i? receiving the financial and
therapeutic..alp he or she is entitled to.
Families faud with a move to a new
state through a job transfer, for exam-
ple. should find out well in advance
whether a child can get similar special
services at the new location. Check
whether the state will pick up as much =
of die cost as your current state.

GETTING THE IRS TO HELP

You can deduct oniy those medical ex-
penses that exceed 15% of your ad-
justed gross income, but many other
related expenses qualify. For example:
» the cost of special schooling;

» heaith insurance premiums:

» mostof your travel expenses to hos-
pitals. inducing any lodging (up to 350 1
per day each for one parent and chiia).
transportation and meais at medicai !
facilities;

» and ail mfieage :0 and from doctors'
ofiices and s?ec:ai-educanon faculties at

9 cents per miie (or the actuai ex- |
penses of using your car), pius parking ;
and toils.

Schedule elective surgery, deduct- |
ible equipment purchases and ocher
tax-deductible expenditures in the same
year whenever po.'siole. Suggest to
grandparents or others who want to
heip that they buy nonaeducdoie items.
such as a TV, so you can buy deductible
items such as a TV caption decoder.
And. of course, keep receipts and make
meucuious records as you go aiong.
The ruies can change at any time. Leaf
keeps receipts for everything that
might be aeducdbie ana then sons
them out at tax time.

Your medicai expenses can aiso
include the full cost of certain structur-
al changes to your home, such as wid-
ening doorways for wheelchairs, buiid-
ing ramps and installing bathroom grab
bars. Others are generally deducdble
only to the extent that their costs ex-
ceed the increase in value of your
home. For example, a 36,000 elevator
for a child who cannot -limb stairs
might increase the value of the home
by 33.500. You deduct S2.50. Get a
written recommendation from the
child's doctor and be:ore-and-after 30-



OME PEOPLE THINK
ofthe world of investing
as a world that revolves around
guesswork, where success comes
only to those who play the right
hunches at the right time.

Ac Twentieth Century Investors,
we're aworld apart from chan
There has been no guesswork
involved in the success we've
achieved for our shareholders.
Just hard work, combined with
a disciplined investment strategy
that we have consistendv and
successfully applied over

the years.

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

When you join our growing
family of sharehoiders, you are
welcomed by a team of dedicated
employees wich one goai in
mind — to provide you wich

the best service possible. A lot
ofcompanies taik about quality.
At Twentieth Century Investors,
we make it an everyday
commitment — with dedicated
people and the best systems.

We think the things that make us
who we are can make a world of
difference co you as an investor.
Let us show you how. Just

write or call for an Informarion
Kit and Prospectus. Please

read the Prospectus careniily
before investing

Cali toll-free
1-800-345-2021
ext. 257

P.0. Box-H9200
Kansas City, .\\'0 64141-6200
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USABLE,” CHILDREN

A Helping Hand

A growing number of private organizations wiil watch, out for the child when
the parents can't Some are guardianship programs that serve as surrogate
families; others are bust programs. And some provide both services, a
Typically, the family works out a detailed fucure-care plan with the help of
the organization. If it’s primarily a guardianship-tvpe program, the family will
contract for such services as monitoring living arrangements, serving as an
advocate for the child and working -with attorneys, guardians and trustees. A
trust program will provide for supplemental services that will not jeopardize

eligibility for government benefits.

» Foundation for the Handicapped (1550 west Armor/ Way, Suite 205,
Seattle, W15&.098,119{. Washington: disabled orphans or abandoned people.

» National Continul

y Program (The Anchorage. 253 Riverside Ave..

Westport. Conn. 06380). Connecticut. New Hampshire ana California: ail

disabilities.

» PACT Inc. (166 W. Washington St.. Suite 300. Chicago. ILL 60602). Cook
Councy and surrounding counties: ail disabilities.

> PermanentPIannlng (2530 University Ave.. Waterloo. lowa 50701). Black
Hawk County and surrounding counties: mentaily retarded.

» Planned Lifetime Assistance Network (PLAN- 5001 W, Broad st.. No. 23,
Richmand. Va. 23230). Virginia: ail disabilities. Planned Lifetime Assistance
Network ofMaryland-D.C. (912 Thayer Ave., Sujte 108. Silver Spring. Md.

20910). .M

r/land, and the District of Coiumbjar. mentaily ill.

5 e self Sumciency Trust. National Foundation for the Handicapped (340
W. Butterfield Road. Suite 3C, Edmhur_st_. 111 60126). Illinois: ail disabilities.
» Star Systems Consultation and Training (1011 70th Ave.. Philadelphia. ?a.

19125). Pennsylvania. New Jersey and Delaware, pius national referrals: ail

disabjlities and ejderiv disab)ed.

» Virginia Beach Community Trust (Pembroke Six. Suite 213. Virginia

Beach, Va. 23462). Virginia Beach: for deveioomentaily disabied.
n llent squrce of ipformation o

An.exce
4 Family Guide to Legal and Financial

Il rel i is Alternatives:
Blanning for the Disabied, oy L

Mark Russeil (First Publications Inc.. P.O. Box 5072- Dept. TC. Evanston.
Ill. 60204: 318.95). Also available from First Publications is the Parent
Planning Guide (S10), an extensive checklist chat heips you assess how well

preparea you are.

praisais to defend any IRS challenge.

The de?endent-car» credit, aiso
used for child care, is applicable as weil.
This credit against your income tax on-
sets up to 32.400 in expenses for one
dependent and S4.800 for nvo or more.
It appiies to the cost of caring for a
child, spouse or other disabled depen-
dent wniie you work.

PLANNING FOR THE FUTURE

Estate piannmg is a minetieid for peo-
ple with disabled children. Qualifying
for state or federal programs, such as
medicaid and supplemental security in-
come. is a financial necessity for most.
So a critical goal of estate planning is to
protect eiigi;-;,:tv.

You must also protea the financial
resources you intend for your child.
Many state programs expect the dis-
abled person or whoever is responsible
for that person to pay to the extent

possible. If your child has assets of his
or her own from gifts or inheritance,
those become the source of the so-
cailed cost-of-care funds, leaving little
or nothing for extras. Possibly even
worse, your child could aiso lose his or
her government benefits completely.
Re-establishing eligibility once disquali-
fying asets are gone can mean months
with no benefits.

You may not have to disinherit
your chiid to get around this problem,
as many parents of disabled children
fear. One of the most popular solutions
is a trust that you set up during your
life or in your wiil funded by some of
your assets or by your life insurance
proceeds. This "discretionary trust"
names a trustee, who may be a relative,
friend, lawyer, private guardianship
program, a bank or trust company, or
some combination. Most parents seiect
at least one trustee who knows the
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HYSTERECTOMY

UPDATE -

For years there “SEP

=5 concern mat djStvi

many  unneces-

sary hysterecto—

mies were

performed.

things seemed to

imorove:' It ap-

peared that physi-

cians were be-

coming more

conservative in recommending" this sur-
gery. Butthat may be only partly true. Ac-
cording to recent studies, the hysterecto-
my rate nas drooped insome areas ofthe
country- “particularly the Northeast-
but has remained high in other areas. In
the Northeast, for examoie, the rate is
oniy 5 oer 1.0CO women (oniy 2.3 per
_1.QEQ in New York City), comoareo to 3
per 1.000 women in the South.
The American College of Ob-
stetncians and Gynecologists
is currently stuaying wnich rea-

NOURSE M .D

Many of you have asked
for details about the
Illinois Self-Sufficiency
Trust program mentioned

in my August coiumn. This

project seeks to help

famiiies provide long-term

care for disabled family

memoers without reducing

their eligibility for
povernment aid. For more
information write:

The Seif-Sufficiency Trust

of Illinois

340 West Butterfield Rd.

Suite 3C

Eimnurst, 111 S0126.
Oryou may call:

(312) 241-3498 (for
inquiries about the
Illinois trust);

(312) 832-97QQ (for
inquiries about project
in other states).
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sons rcrnystersctcmy are valid-  uterine
or cervicai cancer, for examcis. or treat-
ment of severe encomemosis. Ana
wnicn reasons- tonsymotomaric  fi-
broid tumors or heavy menstrual bleed-
ing- mignt better ce treatec by nonsur-
gicai means. Meanwniie. it is wise (and
sometimes necessary for insurance pur-
poses) for a woman to ootam a second
ooimon cefore agreeing to the ooeratioa

QUESTIONS FROM READERS
BIZARRE "DREAMS"

Recently, follow- " " J?F28k
ing gallbladder
surgery, | hallucim

nated for four sc=-.;
days. | have never
hadsuch an expe-

rience inmy life.

What could have »
causedit? Istnere  r "_jgjPjjjliligl
any way to prevent

itif | needsurgery

in the future? 3

-RSife."siJ

You were probably exoenencing a reac-
tion to the anesthen'c or to some other
pre-00 or post-00 medicine you were giv-
en. In any event this is hignly unusual: if
you haven't done so alreaay, you snould
reoort it directly to your surgeon, the an-
esthesiologist. 3nd the hoscital adminis-
tration. In addition, you snouid ootain an
accounting of ail anesthesia ana other

h the rcrurs.ycu can eraser: :
maticn in 2cvar.ce. ;0 2vc:c a rec;

EMBARRASSED SON

My 13-year-old son nas alow-grad:

and needs his temperature taxen tv.Yci
day. The doctor says rectal temos for ac-
curacy. Theooy says "no way." Whatcan
I do? -

A 13-year-old boy mightwell objectto his
mother taking his temperature retfaiiy.
But why can t he take and record it him-
seif. in pnvacy? The maior hurdle is to
convince your son that accurate temps
are really imoortant- a job for you. the
doctor, or both. (If he unaerstands WY,
he won't cheat.) Then, the rest is just me-
chanics. wnicn the doctor can exoiain.

AT RISK FOR POLIO

My motheris on chemotherapy forbreasi
cancer. When my 18-month-old son had
his oralpolio vaccine, the doctorsaidthat
Mother shouldn't even visit ourhome fc:
at least two months. Why?

ine crai ooiio vaccine is made rrct’ ¥
thougn weakened, coiio viruses. It wonts
by giving the person inocuiateo a minor,
controlled ooiio infection. Pciio viruses
are then sned from the nose, thrcr.
bowei ;cr 3bout eignt weens, p: rii,-
wnicn ::me other oaccie can ccr.., N
contact with them. Since your mother
immune system may not be working wai'
due to the effects of her cancer and ths
cnemotheraoy for it, sne may ce at hign
risk cf catering poiio from the vaccine v:
ms your son seeds. This doesn't hajpc
often, cut it CAN- ana that's wnat your
doctor is wornea aoout.

SHAVING PROBLEM

Ever)' time | shave my legs, | getan~:tat
wellas infected hair follicles. Am | dairy:
something wrong?

Possibly. Manywomen shave their In:;; ir
the shower or just afterv/ara. witho:: I*
ing any iuoncant You might try sir

ing with an antibacterial soaD (to [C.

3Kin bacterial, than use a foaming crav-
ing cream, rinsing, and drying thorougnly
wnen you're finisned. Ifthat a'oesn t soive
your problem, try snaving hefore your
shower with an electric shaver, us;;,. -
pre-electric-shave oowder first. This may
notresuitinas ciose a shave, but may net
do as mucn damage either.

You may address questions on mécic3l
problems ortreatmentto Alan E.N"aurse,
M.D- GOOD HOUSEKEEPING. 959 Egnth
Avenue. New York.N.Y. 10019. Only ques—
tions chosen foruse inhis column wiil be
answered.
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New Trust Offers Secure Future to DD Children

Parents of an aurutic. schizophrenic, or mentally retarded
child all share a common concern: providing their
developmentally disabled child with continuity of cate,
nearmentand personal advocacy in the event oftheir deaths.

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

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

When it established the
nation's first self*
sufficiency trust fund in
1966. Illinois became a
leader in removing
obstacles that families
have traditionally faced
when financially planning
for the care of their
disabled child. Chapter
91 1/2, Sections 5-118 and
5-119 of the Illinois Revised Statutes. Public-jector funding
lor programs and services has steadily decreased and
governmental support has also failed to keep pace with the
growing costs and demands for the care of the disabled. Ac
present, it appears that state and federal funding 3llow for
only basic maintenance of the system of care in place.
Minimal annual increases would provide cost of living
adjustments at best, but would noc cover sufficiently the
expansion of needs.

Implementation of the State law began early in 1988 with
the federal HCFA approval of a specific document called the
Self-Sufficiency Trust Model. According to james DeOre,
Executive Director of the National Foundation for the
Handicapped and creator of the Self-Sufficiency Trust
concept, the SST Model isunique in its structure and specific
in its intent. 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. Historically, the
disabled have faced loss of public entitlement support if
inherited assets were made directly available to them. In
addition, if trusts were established, they were potentially
subject to invasion by government creditors who had provided
services m the past. In some cases, disinheriting a disabled
dependent and leaving instructions for that dependent's care
with other beneficiaries seemed the only estate planning
option available to parents.

The SST has found a way 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 urfers another alternative and makes it
easier for parents to actively finance supplemental care of
(heir disabled child without disrupting Supplementary
Security Income (SSI) and Medicaid benefits. The intenr uf
the Self-Sufficiency Trust is to augment these lederal sources
and not supplant them, thus making new funds available to
enhance the service delivery system and meet the special
needs of (he child who is disabled.

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

Parents who are
considering the Self-
Sufficiency Trust for their
disabled child can discuss
programs and services with
specially-trained advisors.
As SST applicants, thev
can input into the unique
Disabled Population
Profile System, This
specialized database
determines the dollar 3mounc needed to provide the specific
supplemental services that parents select for their disabled
beneficiary. At this point, an attorney or financial planner
could advise the family on wavs to develop an estate or
investment plan.

Thus, the self-sufficiency trust concept works by
encouiaging parents to determine the specific dollar amount
that is necessary to generate a flow of income to pay for the
supplemental services needed during the life of the disabled
beneficiary. This is identified as the Life Care Plan. It allows
parents to provide the quality or life that thev have catefully
determined is appropriate for (heir disabled child. DeOre
points out that the SSTs usefulness or benefits are
individualized and based on the needs of the disabled
beneficiary and the ptioritiesofthe family who isfunding it.

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

In addition cosupplying supplemental services to a disabled
beneficiary, the SST is structured to act as an advocate for
that beneficiary dunng his or her lifetime. DeOre sates,
“The SST incorporates Fiduciary management and social
service advocacy not traditionally found In trust structures
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within banking institutions.” The SST
model also gives its Board or Trustees and
contractual agents the capacity co assess
the on-going qualicy of service delivery
and to adapt to the changing needs of the
disabled beneficiary.

The unique qualities of the self-
sufficiency trust make it an estate-
planning option worthy of investigation
by parents of disabled dependents. The
National Foundation for the
Handicapped, developers of the SST
model, are active in the implementation
of the SST model nation-wide. Locally,
the Board of Trustees of the Self-
Sufficiency Trust have contracted with
PACT, Inc., to implement the SST in
Illinois. Families making contact with one
of four PACT offices in Illlinois will deal
with counselors who assist in the
applicaton process and provide
information about the SST.

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

Self-Sufficiency Trust of Illinois

340 West Butterfield Road. Suite 3C
Elmhurst, 1L 60126

(312) 941-3498



W hen parents and families with
children who are disabled
ponder the future, they face

concerns that parents of non-disabled
children do not. They must provide a life-
care legacy that will not render their
disabled dependent vulnerable after the
parent’s death. Innovative research and
development in nontraditional estate and
future care planning has begun to replace
the usual “catch 22" situations faced by
these families with effective measures to

assure the proter.rive legacy their
dependents need. The Self-Sufficiency
Trust model removes the complications
that have traditionally stymied effective
estate planning efforts by parents: it in-
cludes the personalized life-care monitor-
ing and guardianship services that signif-
icantly reduce future vulnerability.
Conceived in lllinois, the Self-Suf-
ficiency Trust evolved from the research
of the National Foundation for the Hand-
icapped under the direction of Mr. James



Innovation in

H. DeOre. with funding in pan from the
Ilinois Depanment of Mental Health. In

September 1986. the Self-Sufficiency

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

by wunanimous vote of the Illinois

Legislature.

The Trust model was seen as an "estate
planning" option that would avoid conflict
with existing rules that penalize families
for providing direct services to their dis—
abled dependents eligible tor federal
assistance under the Supplemental Secur—
ity Income and Medicaid programs. Fur—
ther. the Trust would encourage the flow
of money from private sources, focusing
on expanded supplemental services to the
disabled. This new private-public in—
itiative encourages parents, state govern—
ment. and service providers to work to—
gether to plan now for a secure future for
the disabled.

The Self-Sufficiency Trust model in—
cludes private and public trust compo—
nents. It isgoverned by a volunteer Board
of Trustees that works first with the family
co-trustees to control the Private Fund to
which families may contribute the assets
(money, securities, property) designated
by private trusts for life-care services of
named disabled beneficiaries. Secondly,
the Board of Trustees controls the Chari—
table Trust which accepts residual and
donated assets for use in providing service
to low-income and indigent persons with
disabilities who are unable to participate
in a private trust.

Further, the Board of Trustees controls
the disbursement of funds as defined in
each “1ife-care plan" of the named dis-

Paul Medlin is involved in setting uo me Self-
Sufficiency Trust nationwide, ror addiliona) in-
formation about SST call (312) 941-3498, or
v -'te The National Foundation lor the Hanoi-
cooped. 340 W. Buitterfield Bo.. Elmnurst. H
60126.
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Life-C are

Planning for the

abled beneficiaries, and ensures that
necessary supplemental services are pro—
vided each beneficiary. Finally, the Board
of Trustees works with the Illinois Depan —
ment of Mental Health and Developmental
Disabilities to ensure that the repository
ofdonauons from the Charitable Fund are
used to expand existing governmental sup—
ported services to benefit people with
disabilities where the greatest need exists.

What Are SST Life-Care Plans?

Each "private trust” within the Self-
Sufficiency Trust is operationally based
upon the individual “tife-Care Plans"
developed by the parents or family and the
knowledgeable trust staff. The Lire-Care
Plan becomes the document that governs
the administration and disbursement of
each "private" trust fund and identifies
those supplemental services that the fam—
ily or parent desires for their disabled
dependent. Identifying future needs and
costs isdifficult. Therefore, a computer—
ized data-base that assesses present need,
projects changing future service needs,
and correlates present and future costs of
those services helps each family to plan
realistically, based on their capacity to
fund supplemental service needs through
estate planning. Principal assets are in—
dividually calculated that will provide a
flow of interest income sufficient to fund
present and/or future supplemental service
needs.

Initiation of private trusts will vary for
families, depending on the assets required
to fund their plan. Some families may
establish a trust within the Self-
Sufficiency Trust while they are living by
depositing assets in a private trust at one
time or over several years. Others may
make provisions to deposit their disabled
heir"s share of the parent”s estate into a
Self-Sufficiency Trust via a trust clause in
their will. Some may choose a combina—
tion. but regardless of the funding ap—

Disabled

proach taken, families will have careful —
ly constructed a "life-care plandefined
the supplemental services desired, and in—
itiated estate planning for the benefit of
their disabled dependent.

What Role Does Parent/Grantor
Play in SST?

Upon the establishment of a Self-Suffi—
ciency Trust account, the donor or gran—
tor of the private trust may serve as co—
trustee or may designate someone else.
The co-trustee retains the right to disap—
prove or delay implementation of the
disabled beneficiary's "life-care plan."
Until disbursement for services is made
from each representative beneficiary’s
Self-Sufficiency Private Trust Fund ac—
count. the grantor (parent or other) may
withdraw from participation and recover
his or her original contribution minus a
penalty based on the number of years of
participation inthe SST Private Fund. The
SST Private Trusts are considered irre—
vocable. meaning that the original intent
of the grantor of the trust cannot be
changed.

Additionally, the Self-Sufficiency Trust
model provides that at least 5055 of the
principal remaining in the Private Trust
at the death of the disabled beneficiary be
left to the Charitable (Remainder) Trust,
with the balance returned to the heirs of
the Trust grantor. These residual assets,
combined with private donations, allow
the Board of Trustees to service the
indigent.

How Are Funds Dishursed?

Once the individual SST Private Trust is
established and funded, the disbursements
that benefit each disabled beneficiary may
be completed in one of two ways. First,
monies (interest) may be “Honated" by
design in the Life-Care Plan to a counter—
part SST State Fund operated by the
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Department of Mental Health and con-
. trolled by the State Treasurer. Tins Gona—
tion" process tran.st’ers the assets required
to purchase the neeoed supplemental serv—
ices to an individual account maintained
for each beneficiary entitled to benefits
from that government department. Vou—
chers are then processed via the -tae
treasurer to pay for the desired sup—
plemental service. While many rind this
step tn the process unsettling, ithas the
distinct advantages of preserving public
entitlements and avoiding invasion of the
trust. Disbursements by the Department
of Mental Hecath via the state treasurer are
made to regular service providers.

Monies deposited for this purpose may
not revert back to a private trust or
charitable trust account, unless it isdeter—
mined by that department that the funds
cannot be used to purchase the services
for which they were designated in the
agreement. At that point, funds may be
returned.

The second disbursement process in—
volves direct payments to private vendors,
human service providers, advocates, or
successor guardians who are monitoring
the welfare and condition of the bene—
ficiary. This service provision sets the
Self-Sufficiency Trust apart from generic
trusts devoid of life-care monitoring.
Families may build into the life-care plan
a personalized, non-profit organization or
group to look out for the best interests of
each disabled beneficiary and to act as
either an “advisor" to the Board of
Trustees, ensuring that Trust assets are
meeting valid needs, or purchasing quality
services. They may also seek a successor
guardian to assume legal consent authority
at some point in the future. The peace of
mind that is desired by all families with
dependents who are disabled is offered,
not as an option, but as a major compo —
nent of the Self-Sufficiency Trust model.

So far we have discussed the Self-
Sufficiency Trust from the standpoint of
itsmechanics as a "pooled-income" trust.
What does itcontribute to the overall im—
provement of services for our nation"s
disabled? What makes it desirable to
families with dependents who are dis—
abled? How 1is itunique in its approach
to estate planning?

Historically, government and the private
sector have joined together to carry out the
mandate of services to people with disabil—
ities. Using fits resources, each state has
developed a system of services to fulfill
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its mandated responsibilities. The Self-
Sufficiency Trust concept evolved from
the realistic acknowledgement that a state’s
capacity to p.ovide these needed services
isdiminished by increased demand, the
changing economic climate, and national
policies. The SST embodies the search for
altemaiive service capabilities and the
generation of resources necessary t pro—
vide them in the future.

The Self-Sufficiency Trust researcn
found that most states lace the following
problems:

« Fluctuations in tax revenues have an im—
pact upon services provided to people with
disabilities. It is unreasonable to expect
state tax revenues to support the increas—
ing needs of the population.

e Unmet housing needs unfairly affect a
segment of the disabled population.

e Increased life spans intensify chronic
housing shortages.

* Reduced Federal program support fur—
ther increases tht stresson state treasuries.
« Deinstitutionalization places heavier
demand on the p rivate provider networks
to supply services and housing to the
disabled.

e Fluctuations in governmental grants
place severe strain on the capacity tocon—
tinue these services and to survive funding
shortfalls.

All these factors add to the uncertainty
of future services for the disabled and
hinder effective estate planning by families
that might supplement their disabled
dependent”s future care needs. Estate plan—
ning for the disabled had to be more than
a trust that could withstand invasion.
Rather, ithad to address the real situations
that could negatively effect future services
and their fundng. The Self-Sufficiency
Trust combined private (family) concern
with public (state) financing needs into a
legislatively-based mechanism that seeks
to resolve problems confronting the serv—
ice delivery system as a whole.

The Self-Sufficiency Trust has been
enacted into law in Illinoisand Maine. To
date, an additional ten states have express—
ed interest. The potential benefit ofa na—
tionwide Trust network is, of course,
economy of scale, resulting in trust
management savings, larger principal in—
vestment and return, and most important—
ly, increased private sector (parent and
family) voice in services and financing of
those services for the disabled. However,
several advantages accrue to each state in
which it is enacted:

e New lources of pnvar* funding 0 ex—
pand icrvices for disabled people.

* A computerized data collection -.vstem
to identify type. -.cope, and time projec—
tion of need-"peciried lervtces (i.e..
residential) with viuch to pian future serv—
ices for disabled people.

« Potentially reduced dependence upon
federal support, which carries with itred
tape and the expense of obtaining those
federal funds.

e Private-public partnership which active—
ly involves each in working toward im—
proved/expanded services for disabled
people.

For families several major advantages
are incorporated into the SST model.
Several yean and close to a million dollars
of research have carefully evolved into a
trust which encompasses the "state of the
an””in estate planning for the disabled.
Disincentives have been eliminated, spe—
cifically in the areas of safeguarding pub—
lic entitlement benefits.

Medicaid Eligibility

The Health Care Financing Authority
IHCFA) of the Department of Health and
Human Services have ruled that neither
principal nor interest held ina SST Private
Trust will be counted in determining
Medicaid eligibility. Many families fear
the loss of the medical benefits or related
state support of residential care if they
contribute assets to their disabled adult
children, or that assets they wish to set
aside for future needs will have to be spent
down before their children will become
eligible again. Under this ruling, parents
may establish a Self-Sufficiency Trust
without affecting their disabled son or
daughter”s eligibility.

Similarly, the Council General®s Office
of the Social Security Administration for
Region V (Illinois and upper Mid-West)
has determined that SST principal and in—
terest will not be counted as resources in
determining eligibility under the Supple—
mental Security Income (SSI) program.

For most persons with disabilitieswho
depend upon public entitlement support,
these rulings will ensure that parental
estate planning efforts become supple—
mental to, and not replacement of, public
benefits. Additiona. y families participat—
ing in a Self-Sufficiency Trust will not face
the requirement of spending down or ex—
hausting private assets in order to regain
eligibility for public benefits. way*



a planning and contracting approval process.
Implementation would be phased in over a
EJGFIOd of time, v/ith a target completion date of
uly 1995.

By 1993, counties would have to assume
responsibility for a single block grant, which
would include 15 percent of the state hospital
funds as well as all funds currently provided
for residential and community support services
and services pursuant to the involuntary
treatment act. At the same time, counties would
assume responsibility for all short-term
involuntary commitments.

Together with this new method of financing,
there would be asignificant change inapproach
to the delivery of community-based services,
The current statute mandates day treatmentand
outpatient services, while residential and com-
munity support services are optional. HB 1876
would reverse these priorities. The measure also
mandates resource management and ?ives
explicit priority to those who are acutely or
chronically mentally ill and those who are at
risk of hecoming so.

The bill would appropriate $17.3 million, with
$9.6 million going toward residential services,
crisis intervention services, and resource
management. However, officials in the
legislature have indicated that they are looking
for uﬁ to $30 million during 1989-91, plus the
possible use of bond money for residential
treatment.

Pennsylvania.  Going a bit further than
Washington's Proposal, HB 221 would make
counties completely responsible for developing
a full continuum of services for adults an
children, including new mandated services such
as residential care and case management. State
hospital funds for all treatment services would
be directed through county mental health
programs. This respoi.sibil»,ty vculd be phased-
In over a five year period. The state would
continue to run state hospitals and be financial-
ly responsible for administering and maintain-
ing the facilities. They would essentially
become another provider in the community
from which counties may choose to purchase
services.

Patient’s rights are expanded under the bill to
apply toall'individuals receiving services. They
include tfc, right to: a treatment service appeal
process; manage money or property unless ad-

judicated incompetent; independent evaluations;
and representation by an advocate. The bill also
would mandate that local mental health boards
include consumers and family members in
addition to advocates and professionals.

Extended care services for persons discharged
from state-run facilities are more explicitly
defined under the bill. It requires the county,
in conjunction with the facility, to provide
dlscharge planning and assistance to individuals
released from the state hospital.

The bill is now in the House Health and
Welfare Committee. Public hearings are
scheduled for the last week in March. A
coalition of consumers, advocacy groups and
providers have drafted an alternative proposal
that will be presented at the public hearings.

Although in basic agreement with the goals of
the proEosed initiative, the coalition isdrafting
a bill that they feel goes a bit further in terms
of the financing mechanism and emphasizing
community support services.

Kansas. Legislation under discussion in Kansas
(HB 2016) 1s similar to Pennsylvania’s biii in
that responsibility for all inpatient and
outpatient services would be transferred to the
counties. Amendments to the proposed reorgani-
zation are likely, however, as the bill has
received negative reaction from state and
community officials.

Over the last 10 years, nu-rxerous interim
committees, task forces, anci groups have
reviewed the mental health system. Many have
recommended 5|%n|f|cant changes in the way
the mental health system operates at both the
state and local levels; get many of these recom-
mendations have not been adopted.

The renewed interest this year stems in part
from problems the state mental health institu-
tions have experienced recently with over-
crowding and understaffing. Also, there are
concerns that Kansas' mental health system does
notlgperate as effectively or efficiently as it
could.

Both the executive and legislative levels of
government are committed to making a change
now. On the legislative side, the main thrust
comes out of recommendations proposed by the
Special Committee on Ways and Means/Appro-
priations.

ey



HB 2016, drafted by the Special Committee,
would transferresponsibility for both inpatient
and outpatient mental health services to the
counties. The committee emphasized in its
report that it is respondlng to the federal man-
date of PL 99-660, the State Comprehensive
Mental Health Services Planning Act, which re-
quires states to establish community-based
systems of care, including case management
servicesforchronically 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 flocal authority. All court ordered
commitments would be made to county mental
health authorities rather than to state 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 ﬁatients
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 in the
pilot area to finance the additional services
required.

The bill also mandates that community support
services be provided in all counties and
specifies adult chronically mentally il
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 speciall 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 state
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 (?rocess. The proposal
which must be complete bK October 1990, in
time for consideration by the 1991 legislative
session, will include increased incentives for
servmg 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 pIannmg{ 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 of
private monies into the state’s network of
publicly-sponsored J)rograms 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.
DeOre. Funded in part b% the lllinois 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 1986.
Maine is the only other state to enact such
legislation but this year eight states (Alaska,
Indiana, Kansas, Massachusetts, Michigan,
Montana, New York, Oregon) have introduced
model "SST" legislation, and twelve others have
expressed interest and are in various stages of
pre-legislative review. Legislation with similar
goals, has also been introduced in Missouri,



thou?h te.c'hrnicgliﬂes of the trust deviate from
the Illinois model.

The SST isan irrevocable, "pooled-income trust”
with spendthrift and .discretior]ar%/ trust
language and clearly defined "charitable” and
"private” trust provisions. Its structure and
benefits are uniquely designed to facilitate
active parental financing of supplemental care
of the disabled without disruption of SSI and
Medicaid.

Twao whoIIK separate pooled-income 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 are commingled, all returns on
investments are credited proportionately to the
private trust. Interest earned on the private
trust is transferred to the countergart State
Trust Fund, which immediately disburses the
assets for supplemental goods or ser .ces that
are 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 are 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 Fund. The fund is also financed by
donations.

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

that will be provided to the beneficiary.
Trained Self-Sufficiency  Trust Advisors
provide direction for parents to develop a
realistic and need-specific plan. A Lifc-Care
Planning Service Survey helps families tar%et
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 services and 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 realistic acknowledgement that a
state's capacity 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 %ener_ation 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, astronger private sector
parent and famlly{ voice in services and
Inancing of those services for the disabled.

For states, tne advantages are: new sources of
private funds to expand services; a computer-
1zed data collection system to identify type and
scope of services; potentially reduced depen-
dence on federal support; and a private-public
partnership thatactively involves each working
toward improved and expanded services for
disabled peogle. For the families, the trust fund
gives them the peace-of-mind that their loved
ones will be adequately cared for when they are
not able to do So. [This feature was prepared
from excerpts of previous articles written by Paul
L. Medlin, Senior Vice President for Corporate
Development, National Foundation for the
Handicapped, Elmhurst, IHinois (312) 832-9700.]



Substance Abuse LegiSlation Proposes New Treatment Programs

Legislation this year for new treatment
programs is by and Iar%e focusing on specific
target populations. The majority of these
initiatives have an eye toward vulnerable
groups such asadolescents, pregnantwomen and
Indigent persons. Furthermore, new initiatives
have been proposed for the rehabilitation of
individuals arrested for or convicted of drug-
related offenses. Several states have also
proposed more comprehensive efforts for
prevention, education, and treatment.

Tareeted Treatment Programs. A bill in New
Jersey appropriates $2 million to establish
residential drug treatment centers for in-
dividuals 14 years of age and older (SB 660). In
aseparate measure,an equivalentappropriation
would be provided to establish residential
alcohol and drug abuse treatment centers for
adolescents hetween the ages of 12 and 18 LSB
1076). A third measure establishes a 15-member
advisory task force to make recommendations
on regulations to govern outpatient adolescent
%%g)and alcohol abuse treatment programs (SB

A Rhode Island proposal (HB 5206) seeks to
establish the "Adolescent Alcohol and Substance
Abuse Treatment Fund," to be supported by
increasing the char%e for courtesy license plates
from $10 to $15. The fund is for the develop-
ment of treatment and rehabilitation programs
dgsigned specifically for adolescent substance
abusers.

Legislation in Washington (HB 1793, SB 5832)
targets assessment and treatment programs for
low-income youth and pregnant women and
new mothers. Within available funds, the
Department of Social and Health Services is to
provide expanded inpatieni treatment slots for
drug-addicted youth,in.corporati.ngapFropriate
aftercare and outpatient services. Intensive
outpatient treatment services for children and
youth are to be developed in cases where in-
patient treatment is either unavailable or
Inappropriate.

A continuum of services would be specifically
designed to serve pregnant women and new
mothers and their infants, including inpatient
care, transitional housing, intensive post-natal
care for mothers with infants at hi?h risk of
chemical dependency, outpatient or Tollow-up,
day care services and medical stabilization or
detoxification services.

The bill calls for an appropriation of $6 million
to expand services for youth, plus another $3
million for services to chemically-dependent
pregnant women and new mothers,

Treating Drurc Offenders. Several Assembly
bills in California strengthen enforcenent
activities related to illegal drug use —including
mandatory drug treatment programs for
defendants convicted of crimes committed
while under the .nfluence of alcohol or drugs
EAB 78, AB 282, AB 436;. A simiar measure in
onnecticut (HB 7053) requires mandatory
enrollment in treatment programs for drug
dependent defendants convicted of a dru
offense. A separate measure (HB 6970%
appropriates $750,000 to set up treatment
programs for clients on Erobatlon who abuse
drugs. Connecticut lawmakers are also consider-
|ngestab||sh|n69 afre-trlaldrug abuse diversion
program (HB 6914),

Legislation in Florida (HB 312) establishes a
voluntary proqram for mandatory sentencingof
non-violent fefony drug offenders to communi-
ty-based drug treatment programs. Minimum
eligibility criteria would be established for the
program. Local county boards are required to
establish a "drug sanctions advisory board" in
order to quality for direct financial aid.

Funds may be used to develop a range of
community-hased treatment/detention options:
1) community corrections programs that do not
provide for housing the offender in jail; 2)
short-term and long-term residential treatment
options involving closer supervision in a
residential setting; 3) enroliment in residential
inpatient or outpatient drug or alcohol
treatment centers for detoxification and
therapy;, and 4) individualized services to
evaluate and treat the special needs of
prisoners.

A corrections-related drug abuse strategy is
targeted in a measure in Kansas (SB 154{. It
allows courts to order convicted defendants in
need of substance abuse or alcoholism treatment
to be sent to state or county institutions
providing these services prior to being sen-
tenced. The term of confinement may not
exceed the maximum prison term allowed for
the crime committed. When the defendant
returns to the court for sentencing, the court is
authorized to credit the time the defendant



stayed in the treatment facility against the
final sentence imposed.

Lawmakers in New York are debating a bill
establishing an "alcohol intensive supervision
demonstration program"(AB 3952).Thc program,
available only to those who have been convicted
of at least two alcohol-related offenses within
a two-year period, consists of the following
three phases. First participants arc screened
and attend counseling programs. Second,
participants are under house arrest for 90 days
allowed to leave home for work and to meet
with probation officers or community service
workers. To monitor compliance, Program par-
ticipants may be followed by telephone calls
and three home visits per week. Participants
would be required to take their prescribed
Antabuse in the presence of the probation
officer or communlt% service worker during
these visits; Phase three continues for four
years, during which time participants continue
to take the required antabuse medication three
times a week. Random visits would also
continue,

Highlights

0 Legislation establishing criminal penalties
for the manufacture, sale and possession of
"Designer Drugs" — chemical compounds that
mimic substances such as cocaine and heroin—
was approved by the Senate in New York in
early February. Under the proposal (S.934/A
1483), persons convicted either manufacturing
or selling such drugs, the most serious charge
under the bill, could face sentences of up to 7
years.

0 Massachusetts legislators are considering a
bill (H 2254) to establish a Mental lliness
Research Board within the Department of
Mental Health. The board would develop and
oversee research programs relating to the causes
and treatment of mental illness, including
treatment within a comprehensive system of
community services.

0 Also in Massachusetts, S 665 would establish
a task force and pilot project for the treatment
of individuals diagnosed as suffering from both
mental illness and substance abuse. The task
force would determine the approximate number
of people who are dually diagnosed, research
the various aspects of it, and develop treatment
procedures combining services currently pro-
vided by the Department of Mental Health and

The measure appropriates $50,000 initially for
the program. In addition, clients would pay to
participate, based on a fee schedule.

Texas lawmakers arc Iooking into contracting
with private agencies for distinct substance
abuse treatment programs within state and
county correctional facilities. Le%islation under
consideration in both houses (HB 833, SB 387)
provides for the establishment of secure units
to provide treatment services to inmates within
the state correctional system —low to medium
risk inmates, probationers, parolees, state and
county prisoners, juvenile offenders.

Involved state agencies are authorized to
contract with one or more private vendors to
develop these facilities and may further
develop interagency contracts for inmates in
different programs. Authorized facilities must:
provide for the housing and treatment of up to
1,000 patients; be located within 55 miles of a
county with a population of 230,000 or more;
and be a secure facility capable of housing low-
to medium-risk patients.

the Department of Public Health. The pilot
would Include a 10 bed detoxification unit, a
20 bed residential care unit, and training pro-
gramssufficienttoenableglinicianstogrov_ide
outpatient treatment services for such diag-
noses.

0 A bill that would give Missouri law enforce-
ment officials broad authority to crack down
on the drug trade has been approved by the
Senate. The measure, known as the "Drug Con-
trol Act of 1989," would give enforcement o ffi-
cials the power to use wiretaps against drug
dealers and organized narcotics rings.

0 Florida's HB 21 would require the Mental
Health Institute at the University of South
Florida to establish a culturally-based mental
health professional training program. The
purpose would be to increase the number of
minority group members in the mental health
professions who work in minority communities
In the state.

0 HB 66 in Montana would add case manage-
ment for chronically mentally ill individuals as
a mandatory service under Medicaid. The bill
is expected to be amended to provide funds for
two demonstration centers, one urban and one



rural, in an cfTort to contain costs. Also on the
legislative agenda is a bill (HB 304) to provide
residential services to mentally ill children
between the ages of 5 and 21,

0 A new bill in the District of Columbia ~
where current levels of drug-related crimes and
murders make substance abuse the city's major
public health problem -- provides for the
establishment of a comprehensive drug abuse
treatment facility to provide both residential
and outpatient services to District residents,
regardless of their ability to pag. The famhtx
would initially have up to 250 slots, wit
adequate resources to provide follow*up
outpatient treatment. The bill also requires the
Mayor to establish and implement a public
education campaign.

0 In Washington state, HB 1619 requires direct
care providers, institutions, and pharmacists to
protect the confidentiality of individuals seek-
Ing treatment, counseling or rehabilitative
services for alcoholism or substance abuse. If
confidentiality is breached, the information is
not admissible as evidence and may not be
considered in any criminal proceedings. The
provisions may be waived if the individual's
Identity is protected, and if the waiver is ?lven
voluntarily, with full understanding of the
consequences of releasing the information,

0 A measure in New Jersey (A 2154) requires
both the Division of Rehabilitative Services in
the Department of Labor and the Division of
Mental Health and Hospitals in the Department
of Human Services to develop a plan to provide
vocational rehabilitation services to persons
with mental illness. The plan must include pro-
visions for those with chronic mental illness,
who, until recently, were often considered too
severely impaired to benefit from vocational
services. The plan would be implemented jointly
by both divisions. The bill includes an apBro-
priation of $50,000 to the Department of Labor.

0 A bill in the Indiana legislature (HB 1259)
would require the Department of Public
Welfare to develop or contract for three home-
based treatment demonstration programs
desi%ned to provide time-limited services to
families with a child who is in imminent
danger of being removed from the home and
placed in foster care, residential treatment, or
a psychiatric hospital setting. The programs
must be de5|?ned to prevent the unnecessary
separation of a child from the family by

providing intensive in-home services when an
acute crisis threatens the family's ability to
remain together. Services, to he Provw_led for a
maximum of 4 months, must include: intensive
family and individual counseling; behavioral
management training; parent training; client
advocacy; access to caseworkers on i 24-hour
basis; and arrangements for other services.

0 A recent study of the Division of Mental
Health and Mental Retardation in Nevada
makes 28 recommendations to the legislature
regarding the organization, management, and
treatment of mentally ill clients. Some of the
recommendations include establishing a
legislative committee on mental health and
mental retardation; improving training through-
out the division with increased financial
supPort; requiring certification of all mental
health technicians; requiring inpatient facilities
of the division to meet all' licensing and
accreditation standards by July 1992: elimina-
ting all waiting lists in division facilities;
lowering client-staff ratios in community
training centers; establishing residential group
homes; expanding services to the chronically
mentally ill; providing case management; and
constructing a 50 bed secure forensic facility.

0 A new Nebraska law, LD 70, requires holders
of ligaor licenses to post signs on the dangers
of alcohol consumption during Er_egnancy. The
signs must be prepared by the Liquor Control
Commission and are to read as follows:
Drinking alcoholic beverages during pregnancy
can cause birth defects.

0 In Washington, HB 1599 $Chapter 3) appro-
priates $10.2 million in supplemental funds for
services provided under the Alcoholism and
Drug Addiction Treatment and Support Act
&ADAT_SA) to indigent clients. Of this amount,
4,8 million will come from federal sources.
Several restrictions appIY to the appropriation,
including placing caseload ceilings on out-
patient and shelter services.

0 The Robert Wood Johnson Foundation has
announced the availability of $26.4 million in
grants to support intensive, communlt?/-wme
Initiatives to reduce demand for |Ilega drugs
to reduce demand for illegal drugs and alcohol.
The purﬁose of these initiatives is to demon-
strate that by consolidating resources and
creating a S|ng1|e_comr_n_un|t_y-W|de system of
prevention, early identification, treatment and
aftercare, communities can, over time, achieve
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substantial reductions in the demand for - and
clonsheqluently the use of -- illegal drugs and
alcohol.

0 The Foundation program is intended for
medium-sized communities — those with
populations of from 100,000 to 250,000 - that
are experiencing serious problems with drug
and alcohol abuse and that have made these
problems among their highest priorities. Also
eligible are other geographic areas with similar-
sized populations, such as multi-county regions
or parts of larger cities. As many as 12
communities will be selected to receive one- or
two-year planning grants of up to $100,000 per
year. Once communities have comf)leted
planning and development, they will be eligible
tocompete for five-year implementation grants.
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tation grants of as much as $3 million each.
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For more information contact: W. Anderson

Spickard, Jr., M.D., Program Directo.-, F|ght|n(1;

Back, Room 2553, The Vanderbilt Clinic, 130

22nd Avenue South, Nashville, TN 37232-5305;

(615) 343-9603.

0 Maryland's Governor Donald Shaefer has
announced the establishment of a data base on
drug abuse prevention and treatment. It will
use a state-wide telephone service and comput-
erized resource directory to assist the public
and state agencies seeking to identify substance
abuse treatment, prevention and aftercare
programs available in the state.
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An Act to provide for a Self-Sufficiency Trust for the ae-

velopme.ntally disabled,-"mentally ill and physically handicapped.

3E

STATE OF

IT ENACTED by the People of the State of

as TfTollows:

SECTION 1: Sections 1, 2 and 3 are added to the

(detail the State law section dealing with

the disabied), the added sections to read as follows:

»

®

CPEATION. There 1is hereby created the Self-Sufficiency
Trust Fund. The State Treasurer, ex officio, mhall be
custodian of the Trust Fund, and the Comptroller shall
direct payments from the Trust Fund upon vouchers pro—
perly certified by the (@irector or Commissioner) of
(name aoorooriats state acencv). The Treasurer shall
credit interest on the Trust Fund to the Trust Fund,

and the Director shall allocate such interest pro rate
to the respective accounts of the named beneficiaries
of 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
1954 and which was organized under the Nonprofit
Corporation Act, Chap. Section for the purpose
of providing for the care, or treatment of one or more
developmentally disabled, mentally ill or physically
handicapped persons or persons otherwise eligible roc
department services.

RULES. The department shall adopt such rules and pro—
cedures under the Administrative Procecures
Act, Title j , Chapter , as may be necessary

of useful for the administration of the trust fund.



A) NAMING BENEFICIARIES.. The Decariaenc of (accrccriacs
state aoencv) may accept money from a self-sufficiency trust
for deposit in the trust.- fund pursuant to an agreement with the
trust naming one or more beneficiaries who are developmentally
disabled, mentally ill or 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. The department snail maintain a separace account 1in
the trust fund for each Qamed beneficiary.

((3)) CARE OF BENEFICIARIES. The money 1in these accounts
shall be spent by the department, pursuant to its rules, only
to provide care and treatment for the named beneficiaries in"
accordance with the terms of the agreement.

© RETURN OF MONEY. In the event that the director deter —
mines that-the-money-in the account of a named beneficiary, can—
not be used Tfor the care or treatment of the beneficiary in a
manner Tonsistent with the rules of the department._and the
agreement, or upoh 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.

D) OTHER 3ENEEITS NOT AFFECTED. The receipt bv a benefi —

ciary of money from the trust fund or of care or treatment pro-
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viced with that money, shall noc m any wav reduce, 1imgair or
* e

diminish the benefits to which the beneficiary 1iIs otherwise en—

titled by law.

SECTION 3: SPECIAL FUND

The fund for the disabled 1is created as a special fund from
the State Treasury. The director may accept money from any
source Tfor deposit into the fund. The money in the fund shall
be used by the department, subject to an appropriation, for the
purpose of providing for the care, and treatment of low-income
developmentallv disabled, mentally ill and physically handi —
capped persons, or low-income persons otherwise eligible for

department services, as defined by the department .-
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{ DISABLED POPULATION “PROFILE SYSTEM™
OVERVIEW

There are two purposes for the Disabled Population Profile System:

)
2)

It is the first step in forming & life-care plan for a disabled individual;

It is a planning tool which provides a system to collect information on the
needs of the disabled 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.

service application will give the following information:
Parent demographic information;
Disabled person demographic information;

Functional disabilties of the disabled person - very basic yes - no
function not an in-depth clinical review:

Scales for level determination - these scales will Dbe wused later to
determine what level of residential care and dayprogramming isneeded

thedisabied person.  All costs associated 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;
Current living arrangements and services;
Immediate needs of the disabled person;

Future needs - This is when the system takes the Life-Care needs,matches
them  to the leveldetermination and costs forthose needs, in any given

year.



WHEN CAN 1 ENROLL IN THE SELF-SUFFICIENCY TRUST?

When it is time to deliver services under thel Life Care Plan developed
for your beneficiary who 1is disabled, you can enroll 1in and fund the
Self-Sufficiency Trust (the ™SST"). Depending upon your 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 1is for donors who desire services CURRENTLY; the second is for
donors who desire services on a FUTURE SET DATE or AT THEIR DEATH.

CURRENT ENROLLMENT PROCEDURES

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

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

A summary of your TfTile 1is then prepared for presentation to the Board of
the Self-Sufficiency Trust. This file is identified only by the social
security number of the disabled individual and contains a summary of the
Life Care Plan, a verification of the financial projections, a verifica—
tion that a Provider has been identified to provide services, and a
verification that the Transfer Document and Appointment of Special
Trustee have been executed by the donor.

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

Now that enrollment has been approved, your Tile 1is returned to staff
who will write to you giving instructions on how your funds are to be
deposited into the SST. You will also be given copies of the Ffully

signed Transfer Document and Appointment of Special Trustee.

When your funds are received and cleared, your enrollment is complete.
Your disabled beneficiary becomes a Participant in the SST, and services
will begin. OFf 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 your 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 your
enrollment, and it allows us to plan for the future of the SST and your

beneficiary.

Continued..............
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Enroliment: ror future services is accoawawiished thhrough testamentary
devices, primarily through your Will and/or through 1life 1insurance.

As you work with the SST Interviewers, your attorney and advisors, you
will complete the Life Care Plan. Then, 1if you intend to fund the Trust
through your Will, you will prepare a new Will which includes the para—

graphs necessary to enroll in and transfer funds to the SST and to
appoint a Special Trustee.

IT you intend to fund the Trust through life insurance, you will make

the Self-Sufficiency Trust of Illinois the beneficary of your policy for
the sum need to fund your Life Care Plan, and you will complete a
Transfer Document and an Appointment of Special Trustee. As an alterna—
tive, you can flow the insurance proceeds through your estate and enroll

in the SST through your Will, as discussed above.

We then ask that you give the SST a photocopy of your Will (Just  the
pages that relate to the SST) and of your life insurance beneficiary
designation with a letter stating that you intend to enroll your dis—
abled beneficiary in the SST at a future time. This tells us that you
are COMMITTED to enrollment 1in the SST.

Once we have all these documents, a summary of your file is prepared for

presentation to the 3ocard of the Self-Sufficiency Trust. This file is
identified only by the social security number of the ™Wisabled individual
and contains a summary of the Life Care Plan, a verification of the

financial projections, and a verification that yo.ur financial/estate
planning and documentation is in order so that future funding and
enrollment can occur.

1f all these items are 1in order, the 3oard of Trustees will recognize
the enrollment pending future funding.

It is then necessary for us to meet annually to update your file and

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

At your death, we will work with your Executor and Special Trustee to

complete enrollment as described in the first part of this handout.

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

Suppose for a moment that you know now that you want services to begin

on a SET FUTURE DATE — Ffor example, 1if you want services to start when
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. If you survive

until 1999, we will arrange for immediate enrollment at that time.
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As you learn about the Self-Sufficiency Trust of Illinois (the
"SST™), you will see that the goal of the SST is to fund
services to meet identified needs of individuals with disabil —
ities for defined periods of time.

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

When you meet with the SST Interviewers, the goal of the
meetings is mutually to define service needs and when the needs
are likely to occur. During the first interview, you will
complete the computer-based Disabled Population Profile System
("DPPS™) by answering a variety of questions. These will range
from identification information (such as name, address, social
security number) to level-of-functioning information. You will

be asked about a variety of services (such as residential, day
programming, advocacy, and guardianship) and whether or not your
disabled beneficiary will need these services. You will also be
asked when you think these services should begin.

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

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

From your level-of-functioning and proqram 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 your 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 you..- disabled beneficiary and
the date you want services to begin, and it factors in an

averagu 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 Mental Health Code of Illinois, the SST must make
appropriate placement determinations when identifying services
for individuals participating in the SST. All of our efforts
are to this end, and you play a large part 1in our success by
supplying complete and objective information about your benefi —
ciary who is disabled.

Continued



At your second SST interview, we will review the computer-
projected costs of various programs for your beneficiary who is

disabled. All of these projections will be based upon the
level-of-functioning information and start-up date which you
provided in the first interview. IT the information you have

given us 1is 1iInaccurate, then the projections may be inaccurate.

That"s why we call them "projections". These figures give us
both an estimate of the cost 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 individual with disabilities. In all
cases, a Provider of those services will be identified prior to
enrollment. IT applicable to the services to be supplied, the
Provider will be asked to do a complete evaluation of your
disabled beneficiary. If the results of this evaluation differ
from the information you have given us, then there is the poten—
tial that the actual cost of services will differ from the
projections.

Some donors are not interested in securing services under the
SST right away. They may have minor beneficiaries or they may
want to keep their adult beneficiaries home a few more years.
In these cases, the donors might want to v/ork with the SST and
other SST donors in developing new housing for future
occupancy, or the donors might wish simply to contact the SST 1in
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 v"ill cost out service as if it
were to begin today. These Tfigures can then be used by the
donors to make estate plans and life insurance decisions. Each
anniversary thereafter, the donors should meet with the SST
Interviewer to update their file. At that time, the cost
figures will be verified to reflect any significant changes in
the condition of the beneficiary. The donors can then adjust
their estate plans or life insurance beneficiary designations.
[Please see the SST handout entitled ANNUAL UPDATE PROCEDURES.]

As you can see, you and your 1input are a vital part of the SST
effort to fund services to meet the 1identified needs of your
beneficiary with a disability for a defined period of time.
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INTAKE PROCESS FEES

All donors with a beneficiary who is disabled are encouraged to
come in for one interview and enroll their beneficiary in the
Disabled Population Profile System computer database. This
information wiil be shared with the State of Illinois for plan—
ning purposes. Of course, confidentiality 1is strictly preserved.

Fee for one interview to enroll in the

Disabled Population Profile System...., NO CNARGE

Famiiies who wish to learn more about the Self-Sufficiency Trust
may choose to come in for a second and third interview for this

purpose. It is possible to complete all enrollment steps in
these two interviews, however, reraeber that you are not obli—
gated in any 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-Sufficiency Trust............... NO CHARGE
Additional interviews: Cook and collar counties $90.00 per hour
All other counties........ $60° .00 per hour

TRUST MANAGEMENT FEE

After you have enrolled in the Self-Sufficiency Trust, the Trust
charges a management fee of 1.435 (one and four-tenths percent)
of annual principal and accrued interest to cover management
costs.

Of this Ffigure, 1% (one percent) is paid to the Self-Sufficiency
Trust or its designated agent for account maintenance and
administration. The remaining 0 .43% (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 1is disabled.
In most instances this update can be handled through the mail.

Fee to update the Disabled Population Profile System...NO CHARGE



Families who are enrolled in and receiving services frer. the
Self-Sufficiency Trust who wish to augment those services are
invited to meet with us. Remember that you are not obligated in
any way and that you may discontinue the process at any time.

Fee to augment current services, two interviews............ NO CHARGE
Additional interviews: Cook and collar counties S9Q.00 per hour
All other counties $60.00 per hour

Famiiies who have neither completed current enrollment nor
committed to future enrollment in the the Self-Sufficiency Trust
and who wish to update their fTinancial 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,

maximum OF TWO TN EeTrVIEEWS oo e e e e $100.00

Additional interviews: Cook and collar counties $90.00 per hour
All other counties....... $60.00 per hour

FUTURE/COMMITTED ENROLLMENT UPDATE FEES

Families who have committed to future enrollment 1in the Self-
Sufficiency Trust are entitled to a one-year Annual Membership

which
first
and,

includes the "SST Newsletter"™ free of charge. After the
year, the Annual Membership will cost $100.00 per year
in addition to the newsletter, includes one one-hour

conference to review accounts and keep records up to date.
Additional conference time 1is billable as fTollows:

Cook and collar counties $90.00 per hour
Ail other counties....... $60.00 per hour

JOINT EMERGENCY SERVICES FUND

The Board of Trustees of the Self-Sufficiency Trust is empowered
to levy a variable nominal fee against each particpant®s account

to fund a pooled Joint Emergency Services Fund. This Fund is
available to all participants on an emergency Tirst come, first
served basis in the event that an unexpected change in the

participant®s condition results iIn a greater need than original —
ly funded by the individual trust account

NOTICE: THE FEES HEREIN MAY BE CHANGED BY RESOLUTION OF THE BOARD OF
TRUSTEES OF THE SELF-SUFFICIENCY TRUST WITHOUT NOTICE OR OBLIGATION.
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WHAT JOSS "UPDATS'™ MEAN?

During your first Self-Sufficiency Trust ("SST") interview, you
will complete the Disabled Population Profile Systenm ("DPPS™®
which is a computer-based Tfile describing the status and needs
of your beneficiary who is disabied. You may also have
requested and at your second interview been given projections of
the monies needed to fund services to meet the identified needs
of your disabled beneficiary for a defined period of time.

Updating the DPPS file simply means reviewing your previous
answers and supplying new answers that more accurately reflect
your new situation.

IT needed, new financial projections will also be prepared which
reflect your new situation.

WHO NEEDS TO UPDATS THEIR PILE?

You should update your DPPS computer file anytime your
disabled beneficiary experiences a dramatic and unexpected
change in condition and/or needs. This information will
then be shared with the I1llinois Department of Mental
Health and Developmental Disabilities to allow the state to

plan for the needs of the disabled population. Of course,
your privacy, and that of your disabled beneficiary will be
fully protected; statistical information only will be

given to the state.

There is no charge for an update of your Disabled Popula—
tion Profile System file.

2. IT you are using financial projections provided at your SST
interview for purposes of financial planning, you should
update your DPPS computer file and your financial

projections anytime your disabled beneficiary experiences a
dramatic and unexpected change in condition and/or needs.

You will be given new Tfinancial projections for cost of
service based upon your beneficiary"s new condition.

There is a Fee for updating your Ffinancial projections.
Please see the handout entitled FEE INFORMATION.

Continued



Future Commmitted Enrollment through your Will
Insurance.

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

There is an annual Membership Fee for donors participating

in the Trust in this manner. Please see the handout
entitled FEE INFORMATION.

HOwW DO I UPDATE MY SST RECORDS?

It"s simple. Just call your 1local office or agent for the Self-
Sufficiency Trust of Illinois. If you want to update your DPPS
file only, chances are we will be able to do it through the
mail. If you want to update your DPPS file and review new
financial projections, then we will schedulea mutually

convenient time to meet and discuss the necessary revisions.

Self-Sufficiency Trust of 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
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WHO 1S ELIGI3ILE TO PARTICIPATE?

To be eligible to participate in the Self-Sufficiency Trust of Illinois,
an individual must rr.eet two criteria.

First, the individual must be developmentally disabled or otherwise
entitled to receive services from the Illinois Department of Mental
Health and Developmental Disabilities.

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

[See: I1llinois Revised Statutes Chapter 91 1/2, Section 5-118.]

ARE THSRE OTHER LIMITATIONS ON 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 1is to
preserve 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 ail but the following instances. Medicaid benefits would be jeopar—
dized if the Trust account is set up by the disabled individual or
his/her spouse using the disabled person or the spouse®s funds.

Medicaid benefits would aiso be jeopardized if a guardian or legal

representative set up a Trust account for a disabled individual using

funds that are the property of the disabled person.

Although individuals falling in these categories are eligib
Illinois law to participate in the Self-Sufficiency Trust, i
be a wise financial decision to do so.

ible under
t might not
[See: Letter of January 6, 1988, from the Health Care Financing Adminis—
tration to the National Foundation for the Handicapped, reprinted in the
Appendices of the Illinois Self-Sufficiency Trust ATTORNEY HANDBOOK.]

WHAT ABOUT BENEFITS PAID BY SOCIAL SECURITY? _
The Regional Commissioner of the Social Security Administration has
determined that, based on current regulations, Self-Sufficiency Trust
Assets will not count as resources in determining eligibility under the
Supplemental Security Income (SS1) 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 Tfor the Handicapped, reprinted in the Appendices
of the Illinois Self-Sufficiency Trust ATTORNEY HANDBOOK.]
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NEXPENDITURES/REVENUES:

1989 LEGISLATIVE SESSION

REQUEST EISCALNOTE

Revision Dale:
. An ActT~relating to persons who

are handicapped or mentally ill...

Sponsor: Duncan
Requestor:

(Thousands of Dollars)
OPERATING FY 89 FY 90 FY 91

PERSONAL SERVICES 46.9
TRAVEL

CONTRACTUAL

SUPPLIES

EQUIPMENT

LAND & STRUCTURES

GRANTS, CLAIMS

MISCELLANEOUS

TOTAL OPERATING

FY92

53.4 52.4

CAPITAL L. 0- 0- 0-
REVENUE L o 0 0- 0-

FUNDING: (Thousands of Dollars)

GENERAL FUND
FEDERAL FUNDS
OTHER

TOTAL
POSITIONS:

FULL-TME 1 1
PART-TIME
TEMPORARY

ANALYSIS : (Attach a separate page if necessary)
See attached.
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Date

FY 93 FY 94
-.n- -0-
-0 - 0
A
1 1
page of

v



Senate Bill 50

This fiscal note assumes "that one position (Range 16) and
support costs would be needed by the Division of Mental Health
and Developmental Disabilities, beginning in FY 91, to verify and
monitor services offered by the Department of Health and Social

Services through agreements with the Private Trust. The need for
the fTiscal note can be eliminated to the extent that this
verification and monitoring function is not performed by

Department personnel.

Range 16: 46.9 Personnel
2.0 Travel
3.0 Contractual
.5 Supplies
1.0 Equipment
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