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Original sponsor(s)> SEN. DUNCAN

1 lij THE SENATE BY THE RULES COMMITTEE
2 CS FOR SENATE BILL NO. 50 (Rules)
3 IN THE LEGISLATURE OF TyE STATE OF ALASKA
b
4 SIXTEENTH LEGISLATURE - SECOND SESSION
5 A BILL
6 For an Act entitled: "An Act relating to persons who are handicapped or
7 mentally ill; and providing for an effective date."

8 BE IT ENACTED BY THE LEGISLATURE OF THE STATE OF ALASKA:

9 * Section 1. AS 47.80 is amended by adding new sectionsto read:

10 ARTICLE 3A. SPECIAL FUNDS.

11 Sec. 47.80.200. SELF-SUFFICIENCY TRUST FUND. (a) There 1is
12 established in the state treasury the self-sufficiency trust fund. It
13 consists of money deposited in the trust fund by the commissioner of
14 health and social services under AS 47.80.210.

15 (b) The commissioner of revenue is the custodian of the trust
16 fund in the same manner as provided for the public school trust fund
17 in AS 37.14.160 - 37.14.170, except where the provisions of AS 47.80.-
18 200 - 47.80.290 conflict.

19 Sec. 47.80.210. CONTRIBUTIONS TO THE FUND. (a) The department
20 shall deposit into the trust fund money accepted by the department
21 from a self-sufficiency trust under an agreement with the trust. The
22 agreement must name a beneficiary who is a resident person with a
23 handicap or mental illness and specify the care or treatment to be
24 provided for the beneficiary. The agreement may name more than one
25 qualified beneficiary.

26 (b) The commissioner of revenue shall keep separate accounts in
27 the trust fund for each beneficiary named under (a) of this section
28 and allocate interest earned on the fund pro rata to the respective
29 accounts.
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Sec. 47.80.220. USE OF THE TRUST FUND. (a) Money iIn the ac-—
counts established under AS 47.80.210 may only be U3ed by the depart—
ment under its regulations to provide care and treatment to the named
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 the department determines that the money in an account
cannot be used consistent with thelagreement by which it was accepted
or the regulations of the department, or upon request 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 tﬂf 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 1in
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
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AS 47.80.900, except that it does not 1include "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, 1990.
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W hen parents and nmilies 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 "eaten 22" situations faced by
these families with effective measures to

assure the protective legacy ;ne:r
dependents need. The Self-Sufficiency
Trust model removes the complications
that have traditionally stymied effective
estate planning efforts ay parents: t .n-
eludes the personalized life-care monitor—
ing and guardianship services that signif—
icantly reduce future wlnerability.
Conceived in Hlincis. the Seif-Sut-
ficiency Trust evolved from tne researcn
of the National Foundation for the Hand —
icapped under the direction of Mr. _Xmes



Innovation in

H. DeOrc. wuh funding :n pan from the
Dlinots Department of Mental Health. In
September 1986. the Self-Sufficiency
Trust was enacted into law iP.A. S-MJoi

by unanimous vote of the Illinois
Legislature.

The Trust model was seen as an “'estate
planning” opuon mat would avoid conflict
with existing rules that penalize ranuiies
tor 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 pnvate-puolic in—
itiative encourages parents, state govern—
ment. and service providers to work to—
gether to pian now for a secure future for
the disabled.

The Self-Sufficiency Trust rnodei in—
cludes private and public trust compo—
nents. It is governed by a volunteer Board
of Trustees that works tint with die ramiiy
co-trustees to control the Private Fund
which ranuiies may contribute me assets
(money, secunties. property) designated
by private trusts for lire-care services of
named disabled beneficiaries. Secondly,
the Board of Trustees controls the Chari—
table Trust which accepts residual and
donated assets tor use in providing service
to low-mcome 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 "life-care plan" of the named dis—

Paui Meoiin s nvciveo n setting ,,c ire Seil-
Surt'Ciency "rust rancrwice. nor acoitiorai n-
eorrration aoout SST can <3*2! 3*»i-3-i%. or
*nte ~he Nanonai Pcuncat-on cr *'e Hanoi-
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Planning for the

abled benetictanes. and ensures that
necessary supplemental services are pro—
vided each beneticiary. Finally, the Board
ofTrustees works with the QJinois Depan —
ment of Mental Heaith and Developmental
Disabilities to ensure mat the repository
of donations from the Charitable Fund are
used to expand exisung governmental sup-
poned 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 "Life-Care Plans"
developed by the parents or anuly and the
knowiedgeaole trust staff. The Life-Care
Plan becomes the document that governs
the administration and disbursement of
each "private" trust fund and identifies
those supplemental services that the ram-
ily or parent desires for thetr disabled
dependent. Identifying future needs and
costs is difficult. Therefore, a computer—
ized data-base that assesses present need,
projects changing future service needs,
and correlates present and future costs of
those services helps each family to plan
realistically, based on their capacity to
fund supplemental service needs through
estate planning. Principal assets are in—
dividually calculated that will provide a
flow of interest income sufficient to fund
present and/or future supplemental service
neeas.

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

Disabled

proacn taken, families will have careful —
ly constructed a "life-care plan." defined

the supplemental services desired, and in—
itiated estate planning for me benefit of

their disabled dependent.

What Role Does Parent/Grantor
Play in SST?

Loon 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-irusiee retains the right to disap—
prove or delay implementation of the
disabled beneficiary's “1ife-care plan."
Until disbursement for services ;s made
from each representative beneficiary"s
Self-Sufficiency Private Trust Fund ac—
count. the grantor iparent or otheri may
withdraw from participation and recover
his or her original contnoution 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 die grantor of die trust cannot be
changed.

Additionally, the Self-Sufficiency Trust
model provides that at least 50" 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 donauons. allow
the Board of Trustees to service the
indigent.

How .Art Funds Dishursed?

Once the individual SST Private Tru =is
established and funded, the disbursements
that benefit each disabled beneficiary may
be completed in one of two ways. First,
monies (interest) may be "donated" by
design in the Life-Carc Plan to a counter—
pan SST State Fund operated by the
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Department of Mer.ui Health anil con-
:miloa by the State Treasurer. This fTuna—
tion " process transfers the assets required
to purcnase die neeued -.upplemenul -erv-
ices :0 an individual account maintained
for each beneficiary entitled to aenetits
from that government department. Vou—
chers are then processed via the state
treasurer to pay for the desired sup—
plemental service. While many rind this
step in the process unsettling, it has the
distinct advantages of preserving public
entitlements and avoiding invasion of the
trust. Disbursements by the Department
of Mental Heaith 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 tt is deter—
mined by that department that the funds
cannot be used to purchase the services
for whicn 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 tne cene-
riciary. 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-prom organization or
group to look out for the best interests of
each disabled beneficiary and to act as
either an “&dvisor" 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 d-Mrab? to
families with dependents who ate dis—
abled? How is itunique in its approach
to estate planning?

Historically, government and the private
sector have joined together to cany out the
mandate of services to people with disabil—
ities. Using its resources, each state has
developed a system of services to fulfill

us mandated resoonsictiiues The Seit-

Sufficier.cv Trust .oncapt evolved from

die realisticacknowledgement that a -tales

capacity :o0 provide ihcse needed services

isdiminisned ay .ncreased demand. :he

enanging economic climate, and national

policies. The SST embodies the searcn for

altemative service capabilities and the

generation of resources necessary t pro—
vide them in the future.

The Seif-Sutficiency Trust research
found that most states face the following
problems:

e Fluctuations in tax revenues have an im—
pact upon services provided to people with
disaoilmes. [t is unreasonable to expect
state tax revenues to support the increas—
ing needs of the population.

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

e [ncreased life spans intensify chronic
i.oustng shortages.

e Seduced Federal program support fur—
ther increases the stress on state treasuries.
e Deinstiniuonalizauon places heavier
demand on the private 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 ractors add to the uncertainty
of furore services for the disabled and
hinder effecuve estate planning by ramifies
that might supplement their disabled
dependent”s furore 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 furore services
and their fiindng. The Self-Sufficiency
Trust combined private (family) concern
with public (state) financing needs into a
legislatively-based mechanism that seeks
to resolve problems confronting the serv—
ice delivery system as a whole.

The Self-Sufficiency Trust has been
enacted into law in Illinois and Maine. To
date, an addiuonal 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
whicn it is enacted:

e Sew -ourcas >r private funding -0 ex-
pand -ervices for uisaoled peooic

e A comoutenzea datacollection -y-tem.
;0 identify type. .cope, ana time projec—
tion or need-oecifieu ler-mes -ie..
residenuan with wmen to pian nature ser—
ices for disaoled people.

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

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

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

Medicaid Eligibility

The Health Care Financing Authority
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 ranuiies fear
the loss of the medical benefits or relates
state support of residenual care if they
contribute assets to their disaoiea aauit
children, or that assets they wisn to set
aside ror nature needs will have :0 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 (IHlinois and upper Mid-West)
has determined that SST principal ana in—
terest will not be counted as resources in
determining eligibility unaerthe Supple—
mental Security Income (SSD program.

For most persons with disabilities wno
depend upon public enutlemeni support,
these rulings will ensure that parental
estate planning efforts become supple—
mental t. and not replacement of. public
benefits. .Additionally ramifies participat—
ing ina Self-Sufficiency Trust wul not ace
the requirement of spending down or ex-
.hausiiing private assets inorder :0 regain
eligibility for public benefits. ivayi
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SELF-SUFFICIENCY TRUST SUMMARY

The Self-Sufficiency Trust (¢) 1is a comprehensive life-care plan—
ning option designed to meet the supplemental service needs of
people with disabilities now and in the future.

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

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

The Self-Sufficiency Trust evolved from the research and support
of the National Foundation for the Handicapped under the direction
of Mr. James DeOre, with partial funding from the I1llinois Depart—
ment of Mental Health and Developmental Disabilities. In 1986,

the Illinois Legislature by unanimous vote established the first
Self-Sufficiency Trust in the country rillinois Revised stat—
utes Chapter 91 1/2, Sections 5-118 and 5-1191. Maine followed 1in
the spring of 1987 (HP 331-L.D. 430). In both cases, the Self-

Sufficiency Trust was seen as a major development in non-
traditional estate and future care-planning which would replace
the usual "catch 22" problems faced by families with a viable and
comprehensive means to impact the present and plan for the future
of the individual with disabilities.

HOW DOES THE TRUST WORK?

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

* A volunteer Board of Trustees is appointed from the private
sector (parents and professionals) to manage and control the

Private Trust Fund. The parent or family member who estab-—
lishes a trust is called the Grantor, and his/her dependent 1is
the Trust Beneficiary. The Grantor or his desighee serves as

Co-Trustee and shares in trust disbursement decisions.



Trust Fund accepts, holds, and invests the "pooled”

assets of each family participating in the SST. Although
assets are comingled, all returns on investments are credited
proportionately to each "private trust". Interest earnings on
Private Trust Fund assets are transferred at the direction of
the Trustees and the parents or guardian, who serve as Co-
Trustee, to the counterpart State Trust Fund which immediately
disburses the assets for the supplemental goods or services to
be provided the Trust Beneficiary. The state"s Mental Heal th

Department may be designated to hold the State Trust Fund and
these funds are generally disbursed by the state treasurer.

Technically, funds disbursed from the State Trust Fund become
"state"™ monies and are not viewed as earned or unearned income
to the disabled Trust Beneficiary, therefore not affecting

public entitlement eligibility under Supplementary Security
Income (SS1) or Medicaid.

* A segment of the trust fund controlled by the Board of Trustees
is the Charitable Trust 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 partici —
pate in the Private Trust. This important part of the Self-
Sufficiency Trust model 1is supported by:

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

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

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

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

* The Self-Sufficiency Trust computerized data base assesses each
Trust Beneficiary”"s present functional abilities and service
needs, projects TfTuture care requirements and correlates present
and future costs based on existing residential per diem
schedules. This process provides each Tfamily with a realistic
projection of the principal necessary to provide a flow of
interest income sufficient to fund the individual supplemental
service Life-Care Plan.

This data <collection system is also very important to the
States.



Self-Sufficiency Trust Summary

Page 3 Rev 5-20-88
1) Via the SST intake process, disabled persons of all ages
who are not currently identified within the provider system
may now be accounted for and identified by disability
(type, severity), age, residential and day-mode program
needs.

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

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

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

HOW DOES PARTICIPATION AFFECT PUBLIC BENEFITS?

The Health Care Financing Authority (H.C.F_.A.) of the Department
of Health and Human Servises, Washington, D.C. has ruled that 1in
most cases Self-Sufficiency Trust principal and interest will not
count in determining Medicaid eligibility.

Region V of the Social Security Administration has determined
that, based on current regulations, the SST assets will not count
as resources in determining eligibility under the Supplemental
Security Income (SS1) program.

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

TOTAL LIFE-CARE PLANNING OPTIONS

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



1. Enhance services with family resources.

2. Help secure the quality of care they desire.

3. Help maintain continued quality of lifestyle after the family
itself can no longer do so.

4. Enhance access to housing.

The Self-Sufficiency Trust enables the family to contribute assets
- savings, investments, real estate, 1insurance, etc. - for the
benefit of their relative who is disabled and others who have
similar disabilitites.

ADVOCACY CARE

Lifelong care and the quality of that care is a primary concern

for all families with relatives who are disabled. Families natur —
ally desire the assurance that their disabled relative receives
all the services to which he or she is entitled. Families also

want to improve the lifestyle of the disabled person by providing
extras to meet individual personal needs, leisure-time activities,
training, clinical services, and transportation.

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

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

RESIDENTIAL NEEDS

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

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

Through this program, families not only help make a residential
facility available, but also determine the quality of that
residence.



Self-Sufficiency Trust Summary
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Parents could provide the capital needed for purchasing a house.
Where necessary, affiliates of the National Foundation for the
Handicapped would negotiate with the appropriate state agency to
determine the Trust portion and the state portion of funding the
cost of care within existing state licensure and rate methodology
guidelines. Contracts would also be negotiated with existing
provider agencies to provide management for the residence.

STATEWIDE DATABASE

The Trust will collect information about individuals with disabil —

ities and their current and future needs. This information will
be compiled in the Disabled Population Profile System and
presented in a confidential manner to the Department of Mental
Health and Developmental Disabilities, to allow the state to plan

effectively fTor future needs.

In addition, a computer program has been developed which uses
federal functional disability criteria to perform need-specific
assessment of present and future residential configurations and

their costs. Families may use this data in preparing an estate
plan sufficient to generate the necessary annual income needed to
purchase the supplemental services desired for the Trust

participant.

FINANCING

Families can Tfinance their participation in the Trust by making a
transfer of cash or other assets, either immediately, over time as
various services are initiated, or through a will. Life 1insurance
provides another means for fTamilies to fund the program and to
participate in the Trust.

SUMMARY
Program funding for people™ with disabilities becomes more
difficult to obtain each year. This uncertainty threatens the

stability of the state”"s provider network and concerns the
families of iIndividuals with disabilities.

Unmet housing needs for a significant portion of the disabled
population is a widespread dilemma. Longer lifespans of people
with disabilities and the aging of responsible family members
increases anxieties concerning long-term care and Tfuture housing
needs.
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(||| [tev. stat. ch. (7, Par. t<<|||||OUO)

IHim passaged Into law of 1ulillo Act
- 1:r/>» creating a mechanism to receive private
trust assets to oxpmnl, enhance anil supplenient
servlees Tor dlsahled eligible for services
under the Illinois Heportment of Huiilul

Health mid Hevolopmcntnl Disabilities.

-.;lislahl Islied Chapter 1)1 1/2 Sections S-I11H and
{»1J0 of (he "Mental Health and Development!!l
Disuhl titles Code".

- followers the State Treasurer as ex-offleln
and custodian of the public sector fund.

- Provides for the Comptroller to direct pay-—
ments from each account within the "Tund"
upon receipt of certified vouchers approved
hy the Director of DMII-DD.

- Hoipilros DMII-DI) to adopt rules "nnd rcgulii
(Jons Tor Ilio administration of the public
sector "fund".

- Monies shal I lie spent pursuant to existing
department rules governing expend llures .lur
servlces and based upon® the Indlvl.duul t tried,

agreements (1.I1fo-Cnre Plan) for each f*1-
p.1lile llenef Ic lary. J 1
t
- 1 Director determines monies cniiuol he

expended pursuant to department rules or see
vice availability, funds and hccrued Interest
.will he returned to the belieflclury"s Private
"Trust fund.

The receipt nf monies from the SbKSj-Siifrloloncy
Trust. (Private fund) will not 111 nny way reduce
Impair or diminish the benefits each benefici—
ary would otherwise bn entitled to under law.

establishes a "Fund" for the Disabled to neeepl
monies from any source which, subject to approe
print Inns, will bn used lor services 1In low
income disabled eligible for DMII-DD services.



| THESE INSURANCE. TAX
mAND ESTATE PLANNING
: STRATEGIES WILL HELP
| ASSURE THE FUTURE FOR
'YOUR DISABLED CHILD.

amdies with disabied children face
soeciai cr.aiier.ges wr.es arranging metr
dr.ar.ces. Any inanciai pian muse cover

: day-tc-aay iivtng expenses tor the fam-
ily as weil as me long-term r.eeas of a

chiid who may need to have individual
care for a lifetime. '
Thirteer.-year-oid Aaron Leaf of

.Minneapolis is such a chiid. He was

bom profoundly deaf and wich numer-
ous facial, spinal and internal problems
that required .extensive- and some-
times unexpected- medical and disabil-
ity-related care. Aaron's neeas for mul-
tiple operations strained the family
income, so his parents took steps to set
up a dnar.ciai pian.

COVERING DAY-TO-DAY EXPENSES

Of course, r.o two famiiv pians are ex-
actly alike because eacr. must taxe into
account tr.e severity of ana prognosis
for me chiid's disaoiiity as wed as me
family's inanciai resources. 3uc a num-
ber of imoortant issues are common to

all famiiies with disabled chticron.
REVIEW YOUR INSURANCE. Anaiyce
whac wouid haopen to your income ar.c
='cash Sow under different scer.ar.cs.
For examoie. if oniy one parent works
outside die home, consider haw you
would manage ii the orescwanner ;:e0
or became disabled. When beta parents
work, wnat wouid happen if one income
were cut oc? (s your disability insur-
ance or die insurance acequate to cover
the loss?

Parents of a chiid with a .-.ar.cicao
need ==oe aisaoiiity insurance man
others.  you nave a aisaoiiity pcicv
througn your empio'.-er. it mav :r_v :e
tied to your case saiary. Consider rav—
ing an additional podcy to tover any
overume or bonuses.

Your Life insurance needs will aid-



fer. too. because you may r.eed to keep
up higher life insurance coverage lon-
ger than other parents. Terra insurance
is a cost-efective "vay to ouiid an insur-
ance estate wmie you are young and
heaithy. For exampie. 5250.000 worth
of term insurance tor a 35-vear-old man
who does not smoke might cost around
$220 for the nrsc year and about $1,140
for the nrsc dve years' premiums. For a
nonsmoking woman of the same age
the premiums would be a bit less.

But term insurance premiums can
get prohibitively expensive as you age.
And uniess your poticy wiil be automat-
ically renewed without checking your
heaith. it rr.3v not be avaiiabie when
you need it most. A good m e of ‘Jiumb.
savs Wasnir.gton. D.C.. insurance bro-
ker Andrew Gross, is to swicca to a
permanent type of insurance by age 50.
Gross favors universal life -insurance

=for each parent. Another possibility is a
I whoie iiie poiicy witn a iast-to-oie pro-
j vision. which pays oc when the surov-
' ir.g spouse dies. Insurance proceens
then go into a rust set up for the
aisabiea chiid. With mis type of msur-
once you may r.eea an accitionai poiicy
to cover --he rest of me famuiy if or.e
parent lies.

Children who are bom with dis-
abilities are aucomaticady covered un-
der tr.eir parents' group heaith insur-
: ance policies. 3ut coverage mignt not

last incehmteiy: typicaiiy it er.os at age
i 19. or 02 for luil-time stucer.cs. Some
1 group policies contmue to cover perma-
nently oisaoiea cmidrer. no matter how
oia they are. ana seme states require
group earners to exter.a sucn coverage
beyond age 19. 3ut you might lose cov-
1 erage uncer some poiic.es tana in some
states) uniess you notify the 'insurance
company of tne aisaoiiity by that age.
A parent ihcing a job change
| shouid get assurances and a detailed
i explanation, in writing, of a child's cov-
" erage uncer the new employer's group
heaith insurance poiicy. Often, if you
join a new employer s medicai pian
=within a certain numcer of days, ail
. famiiy memcers wtil be auiomaacaiiy
coverea. "Don't count on the disabiiicy
being covered, thougn." says Rianne
Leaf. Aaron's motr.er. wnose searcn for
information resuited in a career as a
financial pianner witn IDS Financial
Services in Minneapolis. “"Some poli-
cies exciuce preexisting conditions,
which couid mean your cmid wouid be
covered for a aroxen leg but not his or
her nisaoiiity-reiated costs."”
i For tr.ose wr.0 cannot

insure a

80 CHANGING TIMES

chiid any other way, there are speciai-
r.sk insurers. Whether it wouid be
worth the considerably higher costs
wouid depend on your child’s disabiiicy.
As a last resort, more man a thira of
the stares have a statewide insurance
pool through which you can buy heaith
insurance for a disabied child. Call your
state insurance commissioner to find
out if such a pool is available.

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

aun.0 AN EMERGENCY FUND. A gO0d
heaith insurance poiicy is a must, but it
won't cover ail your heaith costs. One
family with a severely mentaily retard-
ed and physicaily handicapped son had
to aosoro more man $4,000 of medicai
=oosts last year mat Zheir heaith insur-
ance simpiv didn't cover.

You should create an emergency
fund you can quickly convert to cash,
recommend planning experts like CPA
3nice Shanker. a dnancal planner with
the Wallace riaancai Group in Beches-
da. Md. Three months’expenses is ad-
equate for most families, but those with
a oisaoiea chiid should strive for a six-
month to a or.e-year nest egg.

Put the assets in safe, dexible or
short-term investments, such as mon-
ey-marxe: ana bona funas. certidcntes
of deposit idviced among three- . six-

and nine-monm maturities; ana Trea-
sury biiis witn 30- , c0- ana 90-day
maturities. You couid aiso consider a
conservative stocx func from wrucr.
you can wur.craw your money witnouc
penaity. )

DOUBLE-CHECK STATE RESOURCES. Re-
view the social services avaiiabie
through state ager.ces to ensure that
your chiid is receiving the dnar.cal and
therapeutic help he or she is entitled to.
Families faced with a cove to a new
state through a job transfer, for exam-
pie. shouid and out weil in advance
whether a child can get similar specai
services at the aew location. Check
wnemer me state wiil pick up ac mucn
of the cos: as your current state.

GETTING THE IRS TO HELP

You can cecuc: ooiy those medicai ex-
penses mac exceeo 7.£11 of your sc-
justeo gross income, but many other
reiated expenses qualify-. For example:

» the cost of soeciai schooling;

» heaith msurar.es premiums:

» mosc of your travel expenses to hos-
pitals. inducing any icagmg ".up to 550
per day eacn for one parent ana chiid).
trar.socrmtion and mens a: mecicai
facilities:

» me ad mheage to me from teeters’
occces ar.a speciai-ecucction facilities a:
9 cents per mile >or me actuai ex-
penses of using your car:, pius paricr.g
ana tods.

Schedule elective surgery, tecuct-
ibie equipment purchases me omer
tax ceaucnbie expencitures m me same
year -vnenever possfoie. Suggest to
grandparents or outers wr.o war.: to
heip chat tr.ev buy nondecuctibie items,
such as a TV. so you can ouy tecucubie
items such as a TV cacuon becccer.
Aiq. of course, keep recemts ar.c ma.-:e
meucuious recoras as you go aicr.g.
The ruies can change at any tmte. Lea:'
keeps receipts for everything mat
mignt be aeauctibie ar.c men sorts
them out at tax time.

Your mecicai expenses car. -.S0
induce the fail cos: of certain structur-
ai changes to your borne, suer, as w-.c-
emng doorways tor wr.eeicr.aus, :udc-
ing ramps and installing oamroom graa
bars. Ouhers are generally cecuctib.e
oniy to the extent that mem casts ex-
ceed the increase in vaiue ot your
home. For example, a $5,000 eievatcr
for a cmid wno cannot clLmo stairs
might increase the vaiue of me heme
by $3,500. You deduct $C.£CO. Get a
written recommenoaticr. from tr.e
cmid's cocior ana belare-ma-srtsr



"V OME PEOPLE THINK
of the worid or investing

as a world that revolves around

guesswork, where success comes

oniv to those who play the ngnt

hunches at the right time.

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

the years.

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

When you ioin our growing
fanny of shareholders, you are
weiccmed by a team of dedicated
employees with one goal in
mind — to provide you with

the best service possible. A lot
ofcompanies talk about quality.
Ac Twentieth Century Investors,
we make it an everyday
commitment — with dedicated
ceopie ana the best systems.

We think the things mac make us
who we are can make a worid of
diiierer.ce to you as an investor.
Let us show you how. Just

wr.te or cail for an Information
Kit ir.d Prospectus. Please

read the Prospectus caretuily
before investing.

Calil toil-free:
1-800-345-2021

P.O. 3o0x U192C0
Kansas C“‘\ MO o-m-1-0ZCO

32 2-anc;ng times

A growing number of private organisations wcl watcn.cut for the child when
the parents can't Some are guardianship programs that serve as surrogate
families: others are trust programs. And some provide both services. i =
Typicaiiy, the family works out a detailed fucure-care plan with the help of
the organization. If it's primarily a guardianship-type program, the family wiil
contract for such services as monitoring living arrangements, serving as an
advocate for the child and working Wwith attorneys, guardians and trustees. A
trust program wiil provide for supplemental services that wiil not jeopardize
eligibility for government benents.
» Foundation for the Handlcapped (1350 West Armory Way, Suite 205.
Seattle, Wash. 98_119%. Washington: disabled orphans or abandoned people.
> National Continui y Program (The Anchorage. 253 Riverside Ave..
Wescport. Conn. 06380). Connecticut. New Hamosmre and California: ail
disabilities.
» PACT InC. (165 w. Washington St.. Suite 300. Chicago. IIL 50602). Cook
County and surrounding counaes: ail disabilities.
» Permanent Plannlng (2530 University Ave.. Waterloo. lowa 50701). 3 lac:-:
Hawk Coupty, and surrounding counties: mentally returced.
» Planned Lifetime Assistance Network (BLA - 3001 W, 3roaa St., No. 2S.
Richmand. Va. 23220), Virginia: ail disabilities. Planntd Lifetime Assistance
Network of Mardand- QC (912 Thayer Ave.. Suite 1C3. Silver Spring, Md.
20910). Maryland, anu the District of Coiumojar mer taily iil. .
eSeﬁé{umuency Trist National Foundation for the Handicapped ‘240
W. 3ut:erde:d Road. Suite 3C. Elmhurst,, ill. 60125!. Illinois: ail cisaoiiides.
» Star Systems Consultation and T ra in in g 7ot Ave.. Fhiiadeiooia. ?;.

19125). Pennsylvania. New Jersey ar.o Delaware, plus naucr.ai referrals: li

disaojiities ana ejderiy aisaojea.

» Virginia 3eacii Community Tr.ist (Pembroke Six. Suite 213. Virgmia
Beach. Va. 23462). Virginia Beach: for deveiopmen.taiiy risaoied. .
An excellent source of information on ail -eievan.t issues is Alternatives:
4 Family Guide t Legal and Financial Pr]anmngfor the Disabied. by L
Mark Russeil (First Publications inc.. P.O. 3ox 5072- Depc. TC. Evanston.
m 60204: 518.95). AJso avaiiabie from Firs: Publications :s die Parer.:
Planning Guide (S10). an extensive checklist that he:?s you assess how wed

preparea you are.

praisais to defend ar.v IRS chailer.ge.

The depen.den.t<are credit, aiso
used for chiid care, is applicable as wed.
This credit against your income tax on-
sets up to 52.400 in expenses for or.e
depenaent ana 54.300 for two or more.
It applies to the cost of caring for a
chiid. spouse or otner disabled depen-
dent whiie you work.

PLANNING FOR THE FUTURE

Estate pianmng is a minedeid for peo-
pie with dsabied chddren. Qualifying
for state or federal programs, such as

medicaid and supplemental seeuncy in-

come. is a dnancal necessity for most.
So a critical goal of estate planning is to
protect edgibiiiry.

You must aiso protect the .inanciai
resources you intend for your child.

Many state programs expect the dis-

abied person or wr.oever :s responsible
for that person to pay :0 the extent

possible. If your chiid has assets of his
or her own from gifts or inher.tar.ee.
those become the source of the so-
enden costof-care funds, leaving urue
or nothing for extras. Possibiy ever,
worse, your chiid couid aiso iose his or
her government benedt3 compieteiy.
Re-estabushir.g eiigibiiicv once discuad-
r.nr.g asets are gone can mean morons
with no ber.edts.

You may not have to disinher.t
your chiid to get arour.d mis prooiem.
as many parents at oisaoiea cndcrer.
fear. Or.e of the most popular soiuucr.s
is a tmsc that you sec up during your
life or in your wui funded by some of
your assets or by your life insurance
proceeds. This "discretionary trust’
names a trustee, who may oe areacve.
friend, lawyer, private guardiansnip
program, a bank or trust comoanv, or
some comoination. Most parents seiec:
at ‘east one trustee wr.o knows tne
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things seemea L
.morcve:" it ao-
pearedthatpnyst-
dans were be—
coming more
conservative m recommending tnis sur—
gery. But thatmay oe oniy partly tre,be —
coming to recent studies. the nysterectc-
my ratenas dracoes insame areas ofthe
country- particllarly the Northeast—
but has ramamao hign in other aress, in
the Northease. for examoie. the -ate S
5 ;sr i.0CO women lcmy 2.2 car
inNew font Cityi, ccmcareo t© 3
cer i.CCOwomen intne Soutn.
7re Arverican College of Cb-
statrcians ano Gynecologists
s aurrently stucyingwmen rea-

NOURSE. M .D

Many af you have asked
lor details aoout the
Iirois Self-Sufficiency

Tmsx orogram mentioned

inmy August column. This

project seeks to helo

Tamilies provide long-term

care far disabled family

memoers without reducing
their eligibility for
government aid. For more
information write:

The Self-Sufficiency Trust
of 1llinis

340 West Butterfield Rd.

Suite 2C

Eimurst, 1ll. 60126.

Or you mav call:

(312) 341-3498 (for
inauiries about the
lirois tnst);

(312) S32-970Q (for
inquiries about projects
in other s"ates).

A Scis -ouseKeesing/awaiv 1339

sens r;rmtystarectowvarevalic- 1tems

cr carvica: cancer, for exancie. zr treat-
ment -f savers encaretriosis. Arc

wmen - reasons- icnsymotamatic i
droid dimers cr nsavy mensouai ileec-
=13 might cedar :e traatsd by nensur-
gical means. .Meawniie. ;tiswise (ana
sometimes necessary for risuranca cur-
pcsasi fora woman -acotam a seccna
ooinicn csfore agreeing to the oceration.

QUESTIONS FROM READERS

BIZARRE "DREAMS™
Recently, follow- IPST * =
ing gallbladder

surgery, | hailuci-

nated for four s=?-.;

aays. | have never &
haasucnanexae-
rience in my life,
What ccuia have
causeait?Isthere
anywaytacrevent
itif I neeasurgery slbfT
in the future?

Ycu were orcoaoiv excenencing a reac—
tion o the anesthetic or to some other
?re-00 Cr ccst-comeoicme ycu were giv—
en. Inary it this smgniy unusuai: if
yCu neve.n i ucr.e so airesgy. you sncuid
reccrt ;tcirectiy to ycur surgeon, the an-
estresiaogret. ana the rescitail aominis-
tratin. n accition. ycu sncuid cotam an
acccur.org -f dl anesthesia anc other

t

EMBARRASSED SON

My 13-year-cidson nas a icw-grac
ananeeasms temcerature taxer

day. Theaoctsrsays rectai temos for ac—
o.éragy Thecoy says "noway." What can
1do? =

A 13-year-old boy migntweil ociecrtr hs
mother's taking ms temcerature rtct-.iiy.
Sut wny can t he taxe arc record ,t him-
seif, m cnvac/? The maicr hurcie s to
convince ycur son that accurate temcs
are reaily imoortanc- a ;co fcr you. the
acctor. cr coin, ilf he uncerstar.es .V,
he wen tcnear.) Then, the rest:s us: me-
cnamcs. .vmen the ccctcr can exciam.

AT RISK FOR POLIO

My mother is on cr.emotheraoy far erasj.-
cancer. When my §8-month-oid son .aad
hisoral ooiiovaccine, the doctorsaidthat
Mother snouidn't even visitaurncme fc:
at leas; two montns. Why?

The orai cciio vaccine ;s mace frcr
thcugn wea.Ker.ee. cciio viruses, .t won-ia
ay g-virg tne carscn mccuiatec a miner,
controlled cciio -nrecccn. Pciio viruses
are then snea from me r.cse. threr
ccwei rar acaut aigrt weexs. : <.
wrier time ether caccie car :c: -
ccr.tac: with tnem. Since ycur ~ctr.e: -
mm.une system may net :e .vcrxirgwe:'
cue to the effects cf her cancar aira -hr
cremotheraoy for if. are may :s at hign
nsx of catching pciio from the vaccine [,
rus ycur son sr.ecs. 7ns ccesn t hacn-a
often, cut t can- ana that's wnat ycur
coctcr ;swcrnec accut.

SHAVING PROBLEM

Every time Isnave my legs. Ige:ar ~5a:
well as infected hair foilicies. Am lu: -/
something wrong?

Possibly. Many women snave their n: r
the srewer cr just arterwarc. withcy ~ *
‘r.g ar.y ‘'ucncant. Ycu mignt try

rig with an antibacterial scao ter.

sxin cactenai, then use a fcamir.g sr.av-
ing cream, rinsing, ana crying trcrcugny
wnen you re rimsr.ea. ifthatccesn: sove
your orcctem, try snavmg defers y.*
snower with an electro shaver, us
pre-eiectnc-snave oowcer nrsc Tris mav
rotresuitinascose asnave. cutmavr.ct
€0 as muon oamage either.

You may aadress auesnans on msci®;:!
proolems ortreatment to Alan S. "curse.
M.D. GCCD HOUSEKEEPING. 359 Eigr.th
Avenue. New YorK.N.Y. 1CO 19. Cnv aues-
3ons c.ncsenforuse m ms cciumnwnl ie
answerec.
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lIER OF THE MENTAL HEALTH ASSOCIATION IN ILLINOIS.

New Trust Offers Secure Future to DD Children

Parenn of an aututtc. schisophrenic. or mentailv retarded
child all share a common concern: providing their
developmental® disabled child with continuity of care,
treatmentand personal advocacy in the event ol their deaths.

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

The term “ielf-sutficiencv 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.

W ien it established the
nation's first self-
sufficiency trust fund in
1986. 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-sector funding
for programs and services has steadily decreased and
governmental support has also failed to keep pace with the
growing costs and demands for the care of the disabled. At
present, it appears that state and federal funding allow for
only basic maintenance of the system of cate in place.
Minimal annual increases would provide cost of living
adjustments at best, but would not cover surficiently the
expansion of needs.

Implementation of the state law began eatlv in 1988 with
the federal HCFA approval of a specific document called the
Self-Surficiency Trust Model. According to James DeOre.
Executive Director of the National Foundation for the
Handicapped and creator of the Self-Sufficiency Trust
concept, rhe SST Model isunique in its structure and specific
in to intent. The SST has found a wav to make pnvate-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 governmentcreditors who had provided
services m the post, In some cases, disinheriting a disabled
dependent and leaving inscrucnom for that dependent's care
with other benenciana seemed the only a rate planning
option available ta 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 patents to actively finance supplemental cate nf
their disabled child withuut disrupting Supplementary
Secuntv Income (SSI) and Medicaid benefits. The intent nl
the Self-Sutficiencv Trust is to augment these tedenl sources
and not supplant them, thus making new funds available to
enhance the service delivery system and meet the ipecial
needs of the child who is disabled.

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

Parentswhoare
considering the Self-
Sutficiencv Trust for their
disabled child can discuss
programs and services with
ipeciailv-trained advisors.
As 55T applicants, they
can input into the unique
Disabled Population
Profile System. This
specialised database
determines rhe dollar amount needed to provide the specific
supplemental services (hat parents select for their disabled
beneficiary- At this point, an attorney or financial planner
could advise the famtly on ways to develop an estate or
investment plan.

Thus, the self-sufficiency trust concept works by
encouraging patents to determine the specific dollar amount
that is necessary to generate a flow of income to Fay for the
supplemental services needed during the life of the disabled
beneficiary. This is identified as the Life Cate Plan. It allows
patents to provide the quality of life that they have catetuilv
determined is appropnate for their disabled child. DeOre
points out that the SST*s usefulness or benefits are
individualited and based on the needs of the disabled
beneficiary and the ptiontiesofthe family who is funding it.

Although the patents must have the principle necessary
to fund their chosen pnorities. the SST Joes not require a
minimum dollar amount. The actual amount put in trust is
proportional to the jupplemental service pnonnes of the
family involved.

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

Gnnedoan@e8
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within banking institutios.” “The SST
model also gives itsBoard or Trustees and
contractual jgencs the capacity to assess
the on-gotng quality of service delivery
and to adapt to the changing needs of the
disabled benet fiarv.

The unique qualities of "the self-
sufficiency trust make it an estate-
plami.-ig 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
Hlinois. Familiesmaking contactwithone
of four PACT offices in Illinois will deal
with counselors who assist in the
applicaton process and provide
information about the SST.

Editor*sNote: Hyou are interested inmore
information or wish t make an appointment
o disauss the Self-Sufficiency Trust, please
comtact:

Self-Sufficiency Trust of 1llinois

340 West Butterfield Road, Suite 3G
Elmhurst, IL 60126

(312) 941-3498
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An Act to provide for a Self-Sufficiency Trust for the de —

velopmental!*"/ disabled,-mentally 1ill and physically handicapped

STATE OF

BE IT ENACTED bv the Peocle of the State of

as follows

SECTION 1: Sections I, 2 and 3 are added to the
(detail the State law section deaiir.c with

9 disabled) , the added sections to read as follows:

?here is herebv created the Self-Sufficiency

Trust Fund. The State Treasurer, ex otzicio,esnail be
custodian of the Trust Fund, and the Comptroller sha L
direct payments from the Trust Fund upon vouchers cro-
perl/ certified by the (@irector or Commissioner) of
(name acorocriate state acencv). The Treasurer shal
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 beneficiariss

* cf the Trust Fund. For the purposes of this section |
the term "self-sufficiency trust"™ means a trust created
by a noripcofit corporacion which 1is a 501-C-3 organi za-
tlon under the United States Internal Revenue Code of
1954 and which was organized under the Nonprofit
Corporation Act, Chap” Section for _the purpos a
of providing for the care, or treatment of one or mofre
developmental! 7 disabled, mentally 1ill or physically
handicapped persons or persons otherwise eligible ror
department services.

(B) RULES. The department shall adopt such rules and pra-—
cadures under the Administrative Procedures
Act, ; CE_aoter. as may be necessary
or useful foe tr.eadministrationof the trust fund.



A NAMING BENEFICIARIES .. The Department of (acctccr lata
state acencv) 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 deveiocmentally
disabled, mentally 1ill or physically handicapped persons or
persons otherwise eligible for department services residing 1in
this State and specifying the care, or treatment to be provided
for them. The department shall maintain a separate account 1in
the trust fund for each named beneficiary.

A3) CARE OF BENEFICIARIES. The money 1in these accounts
shall be spent by the department, pursuant to its rules, only

v

to provide care and treatment for the named beneficiaries 1in
accordance with the terms of the agreement.

© RETURN OF MONET. In the event that the director deter —
mines that-the-money-in the account of a named beneficiary, can—
not be used for the care or treatment of the beneficiary 1in a
manner "consistent with the rules of the department.and the
agreement, or upon request of the self-sufficiency trust, the
remaining money 1in that account, together with any accumulated
interest on that account, shall be promptly returned to the
self-sufficiency trust which deposited the money 1in the trust
fund.

(D) OTHER BENEFITS NGT AFFECTED. The receipt by a benefi—

ciary of money from the trust fund or of care or treatment pro-
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diminish the benefits to which the beneficiary is otherwise en-

titled bv 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 for deposit into the fund. The money 1in the fund snail
be used by the department, subject to an appropriation, for the
curcosa of crovicinc cor the care, and treatment of lew-1income
deveiocmentally disabled, mentally 1ill ana physically hanai-
C2Dced persons, or low-income persons otherwise el-pible *.or

aeoartment services, as defined by the department.-

Wt
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OVERVIEW

There are two purposes for the Disabled Population Profile Systea:
1) It is the first step in foraing a life-care plan for a disabled individual;

2) It is a planning tool which provides a system to collect information on the
needs of the disabled papulation 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 systea
to accurately show these needs.

The service application will give the following inforaation:
1) Parent deaographic information:

2} Disabled person demographic inforaation:

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

4) Scales for level determination - thesescales will be used later to
determine what level of residential care and day programming is needed by
the disabled person. Al costs associated with the level are also
calculated (current year or future year costs). The systea then takes these

costs and produces an"lIncome Earnings Projection which is the starting point
for the financial planning for a parent for the needs of their son or
daughter:

5) Current living arrangements and services:
3) Immediate needs of the disabled person;

7 Future needs - This is when the system takesthe Life-Care needs, matches
them to the level determination and costs for those needs, in any given

year.



WHEN CAN 1 ENROLL IN THE SELF-SUFFICIENCY TRUST?

When it is time to deliver services under the Life Care Plan developed
for vyour beneficiary who 1is disabied. you can enroll in 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 you have determined that services are to be purchased
immediately, then your enrollment in the SST will be completed at once.

As you work with the SST Interviewers, your 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 1is the agreement you sign with the SST] ,
and the Appointment of Soeciai Trustee [which gives you or your appoin—
tee a voice in the provision of services to your disabled beneficiary].

A summary of your file 1is then prepared for presentation to the 3oard of
the Self-Sufficiency Trust. This file is identified only by the social
security number of the disabled individual and contains a summary of the
Life Care Plan, a verification of the financial projections, a verifica—
tion that a Provider has been identified to provide services, and a
verification that the Transfer Document and Appointment of Soeciai
Trustee have been executed by the donor.

If all these 1items are 1in order, the 3o0ard of Trustees will accept the
enrollment pending funding. Immediately after that acceptance, the
original Transfer Document and Appointment of Special Trustee are pre—
sented to the President of the Board for signature.

Now that enrollment has been approved, your file 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 full}

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 service;
will begin. Of course,- we"ll be interfacing with your Special Trustee a:
needed thereafter.

FUTURE/COMMITTED ENROLLMENT PROCEDURTS

If you have completed the Life Care Plan for your beneficiary who dis
abled and determined that services are to be purchased at a Future Se
Date or after your death, then your enrollment will be completed at tha

future time. However, it is important to both of us that your enroll
raent be COMMITTED. This allows you to depend upon and plan for ycu
enrollment, and it allows us to plan for the future of the SST and you.

beneficiary.



devices, primarily through your Wiil and,or through 1life 1insurance.

As you work with the SST Interviewers, your attorney and advisors. you
wiil complete the Life Care Plan. Then, if you intend to fund the Trust
through your Will, you will prepare a new Will which 1includes the para-—
graphs necessary to enroll in and transfer funds to the SST anc to

appoint a Special Trustee.

If you intend to fund the Trust through life 1insurance, you will make
the Self-Sufficiency Trust of Illinois the beneficary of your policy for
the sum need to fund your Life Care Pian, and you wiil 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—
abied 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 1is prepared for
presentation to the Board of the Self-Sufficiency Trust. This file is
identified only by the social security number of the“disabled 1individual
and contains a summary of the Life Care Plan, a verification of the
financial projections, anda verification that yo.ur financial/estate
planning and documentation is in order so that future funding anc
enrollment can occur.

If all these i1tems are 1in order, the 3o0ard of Trustees will recacn:;;
the enrollment pending future funding.

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

At your death, we will work with your Executor and Special Trustee 1<
complete enrollment as described in the first part of this handout.

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

Suppose for a moment that you know now that you want services to begi
on a SET FUTURE DATE - for example, 1if you want services to start whe
you retire in 1999- the SST requires that you go through the testamen
tary enrollment procedure. Then if you die before 1999, your benefi
ciary 1is protected through your Will or life insurance. If you surviv
until 1999, we will arrange for immediate enrollment at that time.

Form SST-IL 120 slh 07/01/S



As you learn about the Self-Sufficiency Trust of Illinois (the
"SST"5. 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 Pian for the individual with disabilities.

From your 1identification 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 program needs answers, the
DPPS will identify the residential and day progranm setting
appropriate to your disabied beneficiary within the program
parameters established by DMH-DD.

From your service timing answers, the DPPS will determine the
number of years each service 1is to be provided. In doing this,
DPPS examines the current age of your disabled beneficiary and
the date you want services to begin, and it factors in an
average life span of eighty-one years.

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

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 1is disabled.



level-of-functioning information and start-up date which you
provided in the first interview. IT the information you have
given us 1is 1inaccurate, then the projections may be 1inaccurate.

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. If applicable to the services to be supplied, the
Provider will be asked to do a complete evaluation of your
disabled beneficiary. IfT the results of this evaluation differ
from the information you have given us, then there 1is che poten—
tial that the actual cost of services will differ from the
projections.

Some donors are not 1interested in securing services under the
SST right away. They may have minor beneficiaries or they may
want to keep their adult beneficiaries home a few more years.
In these cases, the donors might want to work with the SST and
other SST donors in developing new housing for future
occupancy, or the donors might wish simply to contact the SST in
the future when they are ready for services. [Please see the SST
handout entitled SELF-SUFFICIENCY TRUST RESIDENTIAL
INITIATIVES.]

In many 1instances, the donors will want to use the SST to make
plans for after their own death. In this event, we ask that a
qualified third party make a level-of-functioing assessment, and
based upon that evaluation we will cost out service as if it

were to begin today. These figures can then be used bythe
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, thecost
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.

Form SST-IL 170 ) _Slh 07/01.- 8
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COMMITMENT TO EQUAL ACCSSS

It is the commitment of the Board of Trustees of the Seif-
Sufficiency Trust of 1linois o offer equal access to all
citizens of the State or Illinois to meet with Trust
Interviewers.

INTAKE PROCESS FEES

AlIl 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. course, confidentiality is strictly preserved.

Fee for one interview to enroll in the
Disabled Population Profile System. ,NO CHARGE

Families who wish to learn more about the Self-Sufficiency Trust
may choose to come 1in 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 1in any way and that you may discontinue :he 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 S90.00 per hour
All other counties....... $60".00. per hour

TRUST MANAGEMENT FES

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

Of this figure, 1* (one percent) 1is paid to the Self-Sufficiency
Trust or its designated agent for account maintenance and
administration. The remaining 0.4* (four-tenths percent) is
paid to the bank f.or 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



-V o Hy2t \
-

Families who are enrolled in and receiving services from the

Self-Sufficiency Trust who wish to augment those services are

invited to meet with us. Remember that you are not obligated ir.

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 $90.00 per hcur
All other counties $60-. 00 per hour

Families who have neither completed <current enrollment nor
committed to future enrollment 1in the the Self-Sufficiency Trust
and who wish to update their financial projections or to modify
their Life Care Plans are 1invited to do so.

Update fee for donors who are neither currently enrolled
nor committed to future enrollment in the SST,

maximum OF TWO TN T eI VI WS cuu et a e caaaea e aaaaaaans $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 includesthe”"SST Newsletter"™ free of charge. After the
first year, theAnnual Membership wiil cost $100.00 per year
and, in addition to the newsletter, includes one one-hour

conference to review accounts and keep records up to date.
Additional conference time 1is billable as follows:
Cook and collar counties $90.00 per hour
AlIl other counties....... $60.00 per hour

JOINT EMERGENCY SERVICES FUNS

The Board of Trustees of the Self-Sufficiency Trust 1is 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 first come, first
served basis in the event that an unexpected change in the
participant®s condition results in 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.

FORM SST-I1L 230 ) %ih 07/C1/35
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you are participating in the Self-Sufficiency Trust as a
Future Comnr.itted Enrollment through your Will or life
Insurance.

You will be given new financial projections for cost of
service based wupon 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 3eneficiary
designations.

There is an annual Membership Fee for donors participating
in the Trust in this manner. Please see the handout
entitled F5F. INFORMATION.

HOW CO I UPDATE MY SST RECORDS?

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

convenient time to meet and discuss the necessary revisions.

Self-Sufficiency Trust of Illinois
ElImhurst 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



First, the individual must be developmentally disabled or otherwise
entitled to receive services from the I1llinoisDepartment 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: 1llinois Revised Statutes Chapter 91 1/2, Section 5-118.]

AP_.E THERE OTHER LIMITATIONS ON WHO CAN PARTICIPATE?

There are no other 1legal restrictions. However there are some practical
considerations.

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

The Heaith 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 also 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 eligible under
Illinois law to participate in the Self-Sufficiency Trust, it might not
be a wise financial decision to do so.

[See: Letter of January 6, 1988, from the Health Care Financing Adminis—

tration to the National Foundation for the Handicapped, reprinted 1in 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 or. current regulations, Self-Sufficiency Trust
Assets will not count as resources 1in determining eligibility under the
Supplemental Security Income (SSI) program.

[See: Letter of June 29, 1987, from the Office of the Regional Commis—
sioner, Social Security Administration to Daniels and Sheen; counsel for
the National Foundation for the Handicapped, reprinted in the Appendices
of the 1llinois Self-Sufficiency Trust ATTORNEY HANDBOOK.]

Form SST-IL 310 slh 07/01/35



COMMITTEES:

Finance

Senator Jim D uncan Vice C hair -
Health Education
P.0. Box V Juneau.A laska 99811-3100 aSocial Services
Budget a Audit

(907) 465—4766 Banking a

Economic

Development

Representative Johnny Ellis

Chair

House (Health, Education and
Services Committee

From:
Regards: SB 50
Date: April 10, 1990

I WOULD APPRECIATE THE EARLIEST POSSIBLE HOUSE HEALTH, EDUCATION

and Social Services Committee hearing for Senate Bill 50.

Senate Bill 50 will establish what is know as a "Self Sufficiency
Trust" to be paid for by 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 lllinois was the first state to establish a Self
Sufficiency Trust Program for its residents in 1986. The progranm
WAS DESIGNED AND IS MAINTAINED BY A PRIVATE SECTOR BOARD OF
TRUSTEES APPOINTED BY THE NATIONAL FOUNDATION FOR THE
Handicapped. Their maintenance efforts include insuring the
EE&nggSDESIGN CONTINUES TO RETAIN CLIENT ELIGIBILITY FOR FEDERAL

The Self Sufficiency Trust is 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 be funded either by testamentary provisions
OR AS A LIVING TRUST WHILE THE PARENTS ARE STILL ALIVE, OR A
COMBINATION OF BOTH METHODS.

The PRIMARY FOCUS OF THE PROGRAM 1S OUTSIDE STATE GOVERNMENT, BUT

the Division of Mental Health and Developmental Disabilities in

D istrictC



the Department of Health and Social Services would be responsible
FOR ISSUING VOUCHERS TO PAY THE CLAIMS CERTIFIED BY THE NONPROFIT
FOR PAYMENT. THE FUNDS FOR THAT PAYMENT WOULD BE TRANSFERRED
FROM THE PRIVATE TRUST TO THE STATE TREASURY. THE INTENT IS THAT
the State provide the administrative 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 TRUST IS ALSO
ESTABLISHED WHICH CONSISTS OF ASSETS LEFT TO THE CHARITABLE TRUST
BY GRANTORS 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 SUPPLEMENTAL SERVICES PROVIDED TO LOW INCOME
AND INDIGENT PERSONS WITH DISABILITIES WHO ARE UNABLE TO
PARTICIPATE IN THE PRIVATE TRUST. THE EARNINGS FROM THE
Charitable Fund are to be used subject to appropriations to
ENHANCE AND EXPAND SERVICES TO THE DISABLED OVER AND ABOVE WHAT
STATE AND FEDERAL SOURCES PROVIDE.

The Self Sufficiency Trust creates and 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 BE ARRANGED WITH Mr . PAUL
Medlin of the National Foundation for the Handicapped who will be
AVAILABLE TO TESTIFY ON THIS LEGISLATION. My OFFICE WILL BE
AVAILABLE TO ASSIST YOU IN CONTACTING Mr . MEDLIN.

Your consideration of this request is most appreciated.



States Look At Systenm

hi This Issue: o System Integration

Spurred by reports documenting fragmentation
of services, a shortage of community residen—
tial programs, an over-reliance on iInpatient
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 lesst three states (Washington, Pennsylvania,
Kansas) are considering proposals that would
significantly alter the delivery of mental health
services. A forth state (Montana) s planning
to develop a proposal to reorganize their mental
health system. The common thread in all of
these inrtiatives is "decentralization” - trans—
ferring authority, accountability and respon—
sibility for providing a range of community
and inpatient treatment and rehabilitation ser—
vices from the state to local agencies. Itreflects
a shift from state control to greater participa—
tion by local governments and usually involves
a redistribution of funds directly to communi —
ties for community and inpatient services.
Among several states that have already moved
in this direction are Wisconsin, Ohio and
Virginia.

Washington. After a year of study and
evaluation, the state of Washington isconsider—
ing a proposal 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. ltalso reports on current national trends
m m nBHnuDBMmaumi
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Integration

o Self-Sufficiency Trusts No. 46 March 1989

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

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



inancing

HB 2016, drafted by the Special Committee,
would transfer responsibility for both inpatient
and outpatient mental health services o the
counties. The committee emphasized iIn 1S
report that it is responding 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
services for chronical ly mental ly ill individuals.

Under the proposal, effective February 1991,
each county or group 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
t 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 iIn
discharge planning by making sure patients

receive necessary support services in the com—

munity.

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

Issues:

An innovative idea iIn 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") B the first trust of its kind 1o

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 states network of

publicly-sponsored programs to supplement,

enhance and expand services to all disabled

residents.

funds would be provided to the counties In the
pilot area t 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 hill.

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 hill from various agencies and
organizations in the state, the special subcom—
mittee iIsnow considering altemative 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 s now-
being examined in the long-range planning pro—
cess. Montana’ new draft mental health plan
for FY 1990-93 contains an objective stating
that a proposal will be developed to restructure
the mental health system through the mental
health system planning process. The proposal
which must be completed by October 1990, in
time for consideration by the 1991 legislative
session, will include increased incentives for
serving people locally and mechanisms for local
(CMHC) decision making on appropriate
services for ad ilts with severe mental illness.

Self-Sufficiency Trusts

Conceived in Illimis, the ” ST evolved from
research by the National Foundation for the
Handicapped under the direction of James H.
DeOre. Funded in part by the Hlinois Depart—
ment of Mental Health, the "SST" was enacted
into law (P.A. 84-1373) by a unanimous vote of
the Ilinois Legislature in September 1986.
Maine s 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 hav c
expressed interest and are in various stages of
pre-legislative review. Legislation with similar
goals, has also been introduced in Missouri.



though technicalities of the trust deviate from
the HHlinois model.

The SST san irrevocable, poolcd-incomc trust”
with spendthrift and discretionary trust
language and clearly defined "“'charitable and
"private” trust provisions. Hs structure and
benefits are uniquely designed t facilitate
active parental financing of supplemental care
of the disabled without disruption of SSI and
Medicaid.

Two wholly 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 s transferred to the counterpart 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
=viened as earned or unearned income to the
disabled beneficiary, therefore do not affect
entitlement eligibility.

Monies may also be disbursed t non-profit
vendors such as advocacy group} 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 Boa.d of
Trustees s the Charitable Fund. This fund B
a repository t accept residual and donated
assets earmarked for low-income and indigent
persons with dissbilities 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 isdonated to the
Charitable Fund. The fund isalso 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
Lifc-Carc 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-Carc
Planning Service Survey helps families target
the services they want and reinforces areas that
the SST s 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 B that the
dollars cannot be used to meet the same needs
as those intended to be met through available
public assistance progranms.

The Self-Sufficiency Trust concept evolved
from the realistic acknowledgement that a
states capacity to provide these services B
diminished by increased demand, the changing
economic climate and national policies. The
SST embodies the search for altermative service
capabilities and the generation of resources
necessary to provide them in the future.

The National Foundation for the Handicapped®s
goal s 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 B
economy of scale, resulting in trust management
savings, larger principal investment and retumn
and, most importantly, a stronger private sector
(parent and family) woice in services and
financing of those services for the disabled.

For states, the advantages are: new sources of
private funds to expand services; a computer —
ized data collection system to identify type and
scope of services; potentially reduced depen—
dence on federal support; and a private-public
partnership that actively involves each working
toward improved and expanded services for
disabled people. For the families, the trust fund
gives them the peace-of-mind that their lo\cd
ones will be adequately cared for when they arc
not able t do 0. [77i/s feature was p

Trom excerpts of previcus artickes wrttenhy  Paul
L. Medlin. Senior Vice Presidatt for Corporate
Development. Natioral Foundation for te
Handicapped. Elnhurst. lllrois<J12 PS2-"IY-. "
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