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MINUTES OF THE _House COMMITTEE ON Appropriations
The meeting was called to order by Bill Bunten at

Chairperson

1:30 f3%/p.m. on February 27 1989in room 514-8  of the Capitol.

All members were present except: Representative Heinemann (excused)

Committee staff present: Ellen Piekalkiewicz, Paul West, Legislative Research
Jim Wilson, Revisor of Statutes
Sharon Schwartz, Administrative Aide
Sue Krische, Committee Secretary

Conferees appearing before the committee:

Ron Hein, Legislative Counsel for Unisys

Secretary Horace Edwards, KDOT

Jim Jones, Director of Operations, KDOT

Nick Roach, Division of Purchases, Department of Administration

Representative Darrel Webb

Representative Arthur Douville

Mike Oxford, Advisory Committee on Employment of the Handicapped,
Department of Human Resources

Lila Paslay, Association for Retarded Citizens of Kansas

Yo Bestgen, Kansas Association of Rehabilitation Facilities

Ben Coates, Director of Policy, SRS

Bill Wolff, Kansas Legislative Research Department

R. Douglas Sebelius, Norton County Attorney

Others attending: See attached list.

HB 2250 - An act relating to contracts for construction and repairs
and purchases of materials and services by state agencies;
concerning specifications; amending K.S.A. 1988 Supp. 75-3739
and repealing the existing section.

Representative Wisdom explained that HB 2250 relates to the acquisition

of materials and services by state agencies. The bill provides that,

except when the Director of Purchases makes a specific finding or determination
that a prospective acquisition is a sole source, all specifications

written for the acquisition of materials and services must be designed

to insure that at least two potential bidders qualify. Representative

Solbach suggested language should be added to allow the finding of

a sole source to be made after the bids are let. He feels this would

protect the state from possible lawsuits.

Ron Hein, Legislative Counsel for Unisys, appeared in support of the
intent in HB 2250 and provided written testimony (Attachment 1). Mr. Hein
stated the negotiated bid statute is being utilized by the Division

of Purchasing without regard to the competitive bidding statutes.

He believes the use of the competitive bid statutes in acquisition

of computers would save the state money. He proposed an amendment

to HB 2250 on Page 3, line 100 before the word "such" to insert "the
functional requirements of."

Secretary Horace Edwards, Department of Transportation, appeared in
opposition to HB 2250 stating the provision that the director of purchases
make a determination of a sole source would appear to require purchasing
to duplicate research already carried out by the agency over a period

of years. Secretary Edwards stated KDOT has continued to purchase

high intensity reflectorized sheeting for use in work zones due to

the high incidence of injury and death nationally in work areas on

roads and highways.

Unless specifically noted, the individual remarks recorded herein have not
been transcribed verbatim. Individual remarks as reported herein have not

been submitted to the individuals appearing before the committee for P 1 f
editing or corrections. age O __3_
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Jim Jones, Director of Operations, KDOT, expressed concern that HB 2250
may have the effect of requiring the Department to purchase a lower
quality product than is desirable in the effort to write specifications
to accomodate more than one bidder.

Nick Roach, Division of Purchases, Department of Administration, stated
purchasing has no problem with HB 2250 as written, but suggested the
addition in line 98 of the word "comparable." He noted transactions
falling under this bill will take a little longer, though approximately
96% would not be affected by this bill. Mr. Roach concurs with Mr. Hein's
amendment inserting the wording "the functional requirements of."

HB 2333 - An act establishing the self-sufficiency trust fund; authorizing
the expenditures of moneys from such fund for certain purposes;
providing for administration of such fund by the secretary
of social and rehabilitation services.

Representative Darrel Webb explained that HB 2333 allows families,

guardians or friends to establish a trust fund for a disabled individual
without risking loss of other benefits such as supplemental security

income or Medicaid eligibility. The self-sufficiency trust is designed

to allow parents to supplement "active treatment" components of care

either in Day Treatment or in residences. Representative Webb provided
handouts explaining the self-sufficiency trust model in detail (Attachment 2).

He noted the fiscal note for start-up of this program is $92,000 for
FY91.

Representative Arthur Douville testified in support of HB 2333 and
pointed out that this is permissive legislation that would enhance
what the state is trying to accomplish for its handicapped citizens.

Mike Oxford, Advisory Committee on Employment of the Handicapped, Department
of Human Resources, testified in support of HB 2333 (Attachment 3).

He stated HB 2333 removes disincentives, maintains current services

without interruption, and allows for the provision of other needed

services such as supported living arrangements, transportation, and

private rehabilitation.

Lila Paslay, Association for Retarded Citizens of Kansas, expressed

concern that setting up the self-sufficiency trust fund would be costly

and she would not want to see it funded at the expense of current programs
or other needed services for persons with mental retardation (Attachment 4).

Yo Bestgen, Kansas Association of Rehabilitation Facilities, appeared

on HB 2333 and stated this proposal appears to have merit, but recommends
that families and advocacy groups that could benefit from such a trust
have input as to how this would effect their planning for family members
(Attachment 5).

Ben Coates, Director of Policy, SRS, appeared on HB 2333 and provided
written testimony (Attachment 6). He stated SRS has several basic
concerns about the self-sufficiency trust program such as the lack

of the charitable trust provision, staff intensive administration of
the program by the state, and the possibility of this program competing
with local efforts to develop endowments.

HB 2421 - Claims against the state

Bill Wolff, Kansas Legislative Research Department, reviewed the claims
against the state in HB 2421 section by section for the Committee.

A technical amendment will be made to correct the address of Bill Taylor
in Section 4 (b). ‘
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Dr. Wolff explained that Section 7 authorizes payment for damages resulting
from cars hitting chuckholes on I-35. Representative Moomaw made a

motion to delete Section 7. Representative Shriver seconded. Motion
carried.

During discussion of Section 13 (a) regarding utility bills for Osawatomie
State Hospital, Dr. Wolff noted these services were provided in FY88.
Since that fiscal year is closed, they are handled through the claims
process rather than through the appropriations process. Representative
Wisdom made a motion to delete Section 13 (a). Representative Gatlin
seconded. Following further discussion, Representative Wisdom withdrew
his motion with the permission of the second, Representative Gatlin.
Chairman Bunten indicated he would look into this situation further.

R. Douglas Sebelius, Norton County Attorney, testified that the claim
by the Norton County Sheriff's Department in Section 18 of HB 2421
arose as a result of the transition between the mental retardation
hospital and correctional facility in Norton around October, 1987.
During the transition and the start-up of the correctional facility,
a number of inmates were housed and prosecuted by Norton County at
significant expense to the county. In response to a question from
Representative Hamm, Mr. Sebelius stated this is a one-time request
for reimbursement to the county. Representative Shriver made a motion
to delete Section 18 awarding $12,175 to the Norton County Sheriff's
Department from HB 2421. Representative Teagarden seconded. Motion
failed.

By consensus of the Committee, Section 19 (c) will be amended to state
payment for damages will be from the state park and resources authority
general fees fund. Representative Teagarden moved to delete Section

20 directing payment of $2,638.16 by the Board of Agriculture for an
erroneous test for germination of soybeans. Representative Gatlin
seconded. Staff advised that the Board of Agriculture discovered the
error and notified other individuals but failed to notify this claimant.
Representative Teagarden withdrew his motion with the consent of the
second, Representative Gatlin.

Dr. Wolff submitted two additional claims for amendment into HB 2421:

(1) Savin Corporation for untimely submitted invoices--$666.77; and

(2) Dr. Nora T. Quiason for physicians liability insurance--$4,606.93.
Representative Lowther moved that HB 2421 be amended by adding the

claims for Savin Corporation, Stanford, Connecticut and Dr. Nora T.
Quiason, Gladstone, Missouri and that the technical amendments necessary
to the bill be approved. Representative Gatlin seconded. Motion carried.
Representative Helgerson moved that HB 2421, as amended, be recommended
favorably for passage. Representative Wisdom seconded. Motion carried.

Representative Helgerson moved that the minutes of February 15 and
16, 1989, be approved as presented. Representative Kline seconded.
Motion carried.

The meeting was adjourned at 3:45 p.m.
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6807
’ TESTIMONY TO HOUSE APPROPRIATIONS COMMITTEE
ON BEHALF OF UNISYS CORPORATION
PRESENTED BY ROMALD R. HEIN
RE: HB 2250
FEBRUARY 27, 1989

Mr. Chairman, members of the committee:

My name is Ron Hein and I am legislative counsel for Unisys. Unisys is
the world's second largest computer company when measured by installed
base. Unisys resulted from the merger of Sperry Corporation and
Burroughs, which occurred in 1987.

Many of you may remember the major battle that the Sperry Corporation
fought with the Director of the Division of Information Systems and
Communications (DISC) in 1985. At that time, the Department Director was
attempting to implement a single vendor philosophy in the area of
computer acquisitions. That is, the Department wanted only computers
manufactured by IBM, or the two minor computer companies that manufacture
IBM clones, National Advanced Systems, and Amdahl.

The policy being espoused by DISC would have prohibited Sperry,
Burroughs, DEC, NCR, Wang, Control Data, AT&T, Data General, Prime, and
numerous other computer companies from bidding on state purchases of
mainframe computer hardware. The Sperry Corporation refused to keep
quiet in the face of this anti-competitive, discriminatory, and
taxpayer-wasting proposal. After an intense legislative battle, and
after the Diebold company hired, at a cost of $125,000, concluded that
the state of Kansas would be wasting millions of dollars to attempt to
convert its personnel payroll system and central accounting system off of
the Sperry equipment to an IBM computer, the policy was defeated,
ultimately by vote of the finance council.

Diebold in fact recommended that the Sperry system be upgraded. However,
since that time, there has been a consistent pattern of eiclusionary bid
specifications which are technically issued by the Division of
Purchasing, but which, as a practical matter, are drafted by DISC. For
instance, Prime Computer, which is a leading computer company in the area
of computer assisted mass appraisal (CAMA) was prohibited from even
bidding on the statewide reappraisal (CAMA) bid. Unisys, which processes
more than 50% of the public assistance payments in the United States than
any other computer company in the nation, was prohibited from bidding on
the SRS FAMIS (Family Assisted Management Information Services) bid.

Although the legislature spoke on this subject in 1985, turning down the
proposed single vendor philosophy, and instead mandating a competitive,
non-discriminatory computer purchasing policy for the state of Kansas,
over the years the bureaucrats have been able do just the opposite. They
are able to do so because the legislature does not take the time to look
at the details of individual computer acquisitions.

HA
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yn Hein Page Two ! ruary 27, 1989

I think the legislature would find it interesting that in 1980, Sperry
system was bought in order to bring up KIPPS (Kansas Integrated Personnel
Payroll System) and CASK (Central Accounting System of Kansas). In 1981,
an IBM system was purchased to bring up KBITS (Kansas Business Integrated
Tax System). By 1984, KIPPS and CASK were fully implemented and
operational. After seven years, the KBITS project was finally terminated
after millions of taxpayers' dollars were wasted., (I would call your
attention to the legislative post audit study report on the KBITS
disaster). During the entire seven years, the program was never
implemented or operational. This is an unfortunate example of the
extraordinary costs associated with a data processing purchases policy
that places an exclusionary preference on product brand instead of
product functionality.

Since then, several new mainframe computer systems have been purchased,
all of them IBM, and many of them pursuant to bid specifications that
prohibited other vendors from bidding.

Unisys supports the intent of HB 2250. However, in order to insure that
the state of Kansas is getting the most competitive price possible, we
would urge you to adopt the following amendment: On page 3, line 100,
before the word such, insert the words: “the functional requirements of".

With this amendment, we truly believe that, at least in the area of
computer acquisitions, the state of Kansas would be able to get better
products at a lower price and save the taxpayers significant dollars
while having a more efficient computer operation.

One last point needs to be stressed. The legislature has, somewhat
unknowingly, authorized a process whereby competitive bidding can be
disregarded completely, and the bids can be negotiated. I was in the
legislature when the negotiated bid statute was enacted, and the intent
behind it at that time was, in those instances where competitive bidding
was not a reliable technique, there should be a process for "negotiating"
the bid with responsible vendors. However, the Division of Purchasing
has, in recent days, been utilizing the negotiated bidding statute as a
means of totally disregarding the competitive bidding statutes, since the
negotiated bidding statutes exempts such bid from all provisions of the
competitive bidding statutes.

For instance, just recently, bids were to be taken on a statewide
mini-computer contract. It was announced in advance that the competitive
bidding statutes would not apply, and that the bid would be negotiated.
Absolutely no criteria has been set down by the Division of Purchasing to
indicate why the negotiated bidding was being utilized, what criteria
would be utilized in arriving at the successful bidder, or what
procedures would be followed by the Division of Purchasing. It is
important to note that these mini-computer specifications were written by
DISC.

In fact, it has been indicated that, although extensive specifications
were drafted, that any and all specifications will, in the sole
discretion of the state, be waived or waiveable. There is no protection
against the arbitrary application of this process in which the personal
preference of the negotiators outweighs the functional and financial
merits of the non-IBM oriented bidders.

o
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We would recommend to the legislature that you more closely examine what
the bureaucrats in state government are doing with regard to computer
acquisitions. The KCC recently spent two years drafting specifications
in order to obtain a computer system that would meet their needs. After
two years of labor intensive effort, at significant dollars, bids were
opened to acquire the computer system, Three vendors bid, with the
lowest bid being presented by DEC. Unisys had the second lowest bid, and
1BM the highest bid. Subsequently, the negotiated bidding statute was
“activated" by the Division of purchasing, all bids were thrown out, and
a final contract was negotiated directly with IBM. 1In the process, the
specifications that were two years in the making were thrown out the
window, including the most essential requirement of the original biad,
that being that the hardware be capable of running a particular software
system deemed by the KCC to be necessary for performing its job.

The net result today is that a computer has been purchased, the system is
not operational, additional work needs to be done, and the state ended up
spending more money than it would have had there been a level playing
field in the bidding procedure.

After nearly five years of representing Unisys (or previously Sperry), I
am well aware that when it comes to computers, members of the legislature
feel 111 at ease due to the complexity of computers. If the Division of
Purchasing were to recommend that the state buy only Pontiacs and not
permit Buick or Chevrolet or Ford or any other vendor or manufacturer to
bid with regard to purchase of automobiles for the state motor pool,
members of the legislature would come out of the woodwork in protest.
However, when the Division of Purchasing and the pivision of Information
Systems and Communications does the same thing in the area of computers,
there is a reluctance to cry foul, probably because, as individual
legislators, you are afraid that you don't know enough about computer
jargon or computer details. But that is exactly what is going on today,
and the net effect is to cost the taxpayers of this state dollars.,

We commend Rep. Wisdom for having the foresight to be aware of what is
going on in this area, and to attempt to bring it to this committee's
attention. We would be happy to provide additional information if the
committee desires it at a later time.

_ Thank you very much for permitting me to testify this afternoon. I would
be happy to yield to any questions.



NATIONAL FOUNDATION FOR THE HANDICAPPED

February 3, 1989

Mr. Ben Barrett

Legislative Research Department
State House, Room 545N

Topeka, Kansas 66612

Re: Self-Sufficiency Trust©

Dear Mr. Barrett:

Pursuant to our telephone discussion of February 3rd, I am

express mailing the enclosed materials regarding the Self-
Sufficiency Trust.

We are pleased to learn of the legislative interest and the
impending introduction of SST legislation in your state. The
National Foundation for the Handicapped is most willing to

provide testimony before designated legislative committees upon
request.

As we discussed, I do recommend that departmental and family/
client advocacy organizations be exposed to the SST model in the
| pre-legislative process, in order to avoid internal discord due
§ to the lack of understanding of the benefits of the program. We
are available to provide an in-service at no fee, but do request
reimbursement for out-of-pocket travel expenses.

| I look forward to hearing from you regarding the status of SST
| legislation in Kansas. Copies of any draft legislation pending
introduction would be greatly appreciated.

Thank you.
Sincerely,

AV

Paul L. Medlin, As Agent
Senior Vice President
Corporate Development

Enclosures

PLM/lg

cc: James H. DeOre . ;%A
1850 K STREET N.W/, SUITE 500, WASHINGTON, D.C. 20006, 202,778-8117 2 - o Ry = gjf;
340 W, BUTTERFIELD RD., ELMHURST, IL 60126, 312/832-9700 e '

ONE POST OFFICE SQUARE, BOSTON, MASSACHUSETTS 02109-2146, {617) 451-8130

A”!‘%‘égff} ,Z@y’w 0‘1“"’5 ﬁ? .



€l

[llinots Project Gives
Families a New Way
| ToAid Disabled Kin

By KATHLEEN TELTSCH
Specisd 46 The Hew Yorn Tinrs
CHICAGO — Danny and Fay Moore
have iived with anxtety since the births
of thetr daughter and thetr son, both

mentally retarded as a resuit of the

genetic disorder Down's syndrome.
The Moares shape their family lile

around providing spectal sehooling ana,

counseiing (or Slacey, 7 years old, and
A3ron, 4, '¥ho are growing Into adven.
turous, {un-loving children,

“Our concern (s wnat hanpens (o0 the
children wnen we dle,’* said Mr. Moore,
a J6yearaid (ood service manager.
"'¥e're nat wenithv peopie.’”

Same of the Moores' worrtes — and
those of other (amilies nere n illinois
-= have now eased with the deginning
of an innovative trust (und o provide
leng-term care for the mentaily or

 physicaily disabied.

! The aim Is to offer famiiles a way to
make 1 sound investment (or their chil.
dren’s (uture, without affecting eligibil.
ity for government disatiilty aid, im-
paveristiing the (amily or adding a
huge new hurden on the state treasury.

It 13 an 1dea aiready being exoiored
by other staces to help mutlions of
Americans wno are mentaily {ll. physi.
caily incapacitated or deveroomentaily
disaoled, Matne expects ta enrolt famt.
lies in a program based on e iilinots
madei later this year.

The ({linows program, the Self Sulfl-
crency Truse Is not intended as a supF
stitute for Soctal Security disability or
Medicaid benefits — what social work-
ers sometimes refer (0 as the "sheets
and eats'' government services. Rath.
er, it seexs o insure the extra care that
would ennance the quality of life such
as spectal therapy, transpartation or
recreation.

Avaiding a Cateh-22

The conceot of the Seil Sulficiency
Trust was developed by the Nationai
Foundation for the Handlcaoped, based
In the Chicago suburt of Elmnurse. Ac.
cording to James H. DeQre, the group's
executive director, the aim was to
eliminate a Catch-22 situation that
hamoered retatives (rom bettering the

 ~——

2w dork

NEW YORK, MONDAY, APRIL 4, 1958

i the program, A Chantable Trust
Fund 13 beine set uo {or {armiites not
{lnanciaily aote to invest.

Deveioping s Care Plan

In joiming thie program, rejatives or
guardians and the trust’s guidance

counsejors develoo a {[fecare plan {or

the disanled famiiy . The pro-
gram uses a computer data base in 13-
sessing the disabled parucioant's abil-
ittes and needs and (n projecting the
costof current and future services,

The famiiy then decides, in consuita-
tion with the proqram of(lcials, what
services are wanted {or the disabled
{am:iiy memper. The amount of the in.
vestment and wnether it 13 immediate
or delaved, lump sum or periodic, are
determined 1n these negotiations.
There 13 no minimum investment re-
aquired. but (amilies wno want more
services wouid have to invest more.

The services orovided to the disabied
family member. are not regarded as
“ncome ‘' and thus do not af{ect efigi-
bility (or other government heio.

Elght famiiies are expected Lo be en-

rolied in the Private Trust Funa by
mtd-Aorit and 50 families by the year's
end, when assets in the Private Trust
Fund are expected to reach $10 miilion,

Charity Fund (or Others

The Charitaole Trust Fund il pro-
vide sgutvaient services (or low-in-
come or indigent disadbled Individuais
‘¥no dg not have {inancial suoport from
relatives to =nrotl them in the Private
Trust Fund. This (und s bewng butit on
contributions {rom {oundations, corvo-
rations and private donors, in addition,
wnen participants in the Private Trust
Fund dle, at least haif the principai
{rom the {amily conuribution is turned
over to the charity fund. The rest of the
princioai reverts to the famiiy.

The tegisiation was sponsored In Hit-
nois hy Lee Danteis, a state legisiator
wno has a handlicaoped 23.vear-oid
daughter. The program was (naugu.
rated at ceremonies March 29 when
Dr. Denms O'Canneil, supenintendent
of a Chicazo school district, contribe,
uted $16.090 to the trust for his 25.year-
old sonm, John,

Young Mr. O'Conneil has Tourette’'s
svndrome, a neurologicai disease af-
(Heting 100,000 Americans and charac-
terized by involuntary muscuiar
spasms. verbai outbursts and intense
restlessness, He works for a (ood dis-
trtbutor and receives Social Securnity
disabtiity aid. He now ilves wuh his
parents at home, but because of the
trust program, 0 July he and 14 other
L)

itves of disaoled farmily re.
Many wvanted (o provide income or
make bequests, but doing so rsked a
cutoif or reduction of government aid
restricted (o0 those ‘wtth lirmited re-
sources.

At Jeast lour milllon disabied Amer.
leans now receive Federal benefits, but
the Federal Department of Health and
Human Services has estimated that the
country has )3 miilion disadied resi
dents,

Illinois’s Self Sulfleiency Trust actu.
ally consists of three trust funds, Par-
ticipating (amiles wiil pool assets into
2 {ederatly insured Private Trust Fund
for investment. The interest earned on
these investments wiil be (ransferred
to a State Trust Fund. and spent on
services for the disapied {amily meme-
bers, beginning soon aiter enroliment

ped r s wiil move 1nto a
new supervised housing compiex.

The prospect of living on nis own
with (riends 1s *axciting, * he said.

The Moores also ptan to cresie the
maximum possible independence for
their children wnen they grow uo, They
want them (a ilve in some semi-sucers
vised environment but to know ‘‘they
stilt have (amiiy,”” Mr. Moore said.

Plans (or More Group iomes

For now, the cpportumties {or place
ment in grouo residences are Hmited,
and there 1s a waiang list. However,
Mr. QeQre said the foungation was
seexing grants and loans to devetop at
least four additional group homes,

Ueveigping the trust so thar a -is-

abled particioant s entitiement to gov-
ernment Denetits vil not De jeopard-
ized invoivea sausiying 3 Jozen agen-
cles and working tnrougn a tanwie of
1,000 pages of rutes and rexulalions,
said Ann Kiley, director of the illinois
Department of Mentai Heaith and
Develoomentai Disabilities.

The department heiped pay for the

fgundation 3 deve
concept. A numuer of state agencies,
Including the Attorney Generai's office

of the trust

with its legai expertise, are supervising
the gperations.

An incidentai benefit-of the program
|s that the comouter daia base being
used will give {illnois oliiciais a more
accurate picture of (he state’s disaoted
population and its rieeds, theredy allows
ing imoroved government assistance.

iilinois has oeen praised (or poneer-
ing the trust conceot, but criucs say tne
state lags benind many others 0
providing groug residences for the
mentally il and mentatly retarded.

‘More Than the Bare Minimum’

Larry Russetl, sxecutive gdirector uf
the Nationai Alliance for Researcn an
Schizopnrenta and Depression. sawd
five state agencies had been sued (or
(ailure (0 provide adequate care, The
suit, brougnt by the Assnciauon ior Re-
tarded Citizens of Itlinmsz cnarges that
3,000 retarded adults are :naoproori-
atety ‘'"warenoused' and receiving
inadequate care in aursing homes
meant {or eideriy peonie.

Mr. Russetl intenas to enroil his 40-
year-old son. Jon, in the (fust program.

He sawd the son now iived in a grouo
home in Ausun, Tex., beciuse there
‘#A8 no such otace for mmn Hinois.

Harotd Unger, a Chicago chemical
enqincer who is the trust program s
secretary, satd he and his wife, Doro-
thy, were preparing (o enroil their 24-
year-nid daurnter, Carol Ann, 'wno has
Down s syndrome. She works in a shet-
tered workshoo operated by Rav Gra-
ham Association (or the Handicaoped
and in her spare time enjoys playing
the oano.

“We want a quality of life for her that
will suopiy more (han the hare mint.
mum,” said Mr, Uneger. “That is wnat
the Seif Suf{iciency Trustis ail about.””

FREERNGS

News Summary

Natlonal

A truse {und to help the disadied in il-
iinois aliows (armiiies (o make invest-
THGTINS (N PIUe M il ke tbe vt - war
memally and physicaily hanaicanoed
refatives without aifecting eiigiouity
for Federai aid. Al



-~

o . s
STl

— ctl : Nobest E. Page. Mremaent 4 Putnsner
‘ﬂ]m b n ll!l& Xeannatn O, Towers, Erecuires Editor A Vice Prasmem Aaymana A, CIeY, MATMWNG Topome

~angecencent Newsrcacer X. XK. Gaue, Editor af Ine Edgilonm Paces Wary L Jedinsav, 2rowuv Mansaney G

Partnership oiffers
help to disabied

A quiet revoiution has begun in illinois—an unusuai
private-public partnersnip that couid heip thousands of
famiiies orovide long-term care for the mentaily or pays-
ically disabled. [t deserves continued support from the
state and from the private sector.

The Seif Surficiency Trust program. inaugurated on
Marca 29, offers families a way to invest for their
nildren’s future without affecting eiigibilicy for govern-
ment assistance. banirupting the family or adding a huge
new burcen to the state treasurv. -,

And it’s not a program just for the weaithy. Too good to
be true? An innovauve program in illinois? No. and yes.

Deveioped by the Nationai Foundation for the Handi-
capped. based in Elmhurst. the new trust program couid
aiiminace the barriers that restrict reiatives of disabied |
peopie from giving them extra heip. <

[n the past, many parents who wantad o provide
additivnai income or make bequests to their disabied
¢hildren couid not. Doing so risked a cutoff or reduczion
of zoverament aid. So onty those peopie wno did not need

. any gzoverament aid couid afford o provide special
services.

The aew program creates three trust funds: a Private ' -
.Trust Fund that poois assets from participating famiiies:
a Statg Trust Fund, which spends the invesuments (rom

. the Private Fund for sefvices [ur the disabled famiiy
mempers. and 2 Charitapie Trust Fusnid that is Tomss Swiit
on contributions (rom corporations and private donors. to
heip those unabie-to participate in thRe Private Fund.

What does the program do? That depends on each
disabled person’s abiiities and needs. [t couid assist in

- financing the cost of speciai schooiing and counseiing or
any extra care, such as speciai therapy, ransportation and.
recreation—ail services that can buiid indenpendence.

Credit for the cooperative vencure goes to the Nationai
Foundation {or the Handicapped that deveioped the .
concept. Legislation sponsored by Ren. Lee A. Danieis
{Elmnurst), the House Republican leader, was necessary
to start up the trusts. And state agencies, particuiariy the
Department of Mentai Heaith and Devetopmentai Dis-
apilities and the attorney generai’s office. sorted.througn
the ruies and regulations to satisry the dozen or so state
and federai agencies invoived.

If this kind of cooperatiun is pussible. why can't it
happen again to provide better residencizl care for the
state’s mencally il and deveioomentaily disabied?

Instead of settling {or the bare minimum for disabied
neopie. this new grogram ailows fzmiiles (o suppiy more
Reip. Ve nooe this modei Program =neoursyges otner states
0 daveivp similar trust programs. [ 2iso shouid encour-
age [llinois lawmakers to caveivo ocher badly needed
solutions o rhe state’s uwn roulied pengramz.

T
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By Constanza Mantana "=

A Lombard family Tuesday bev
came the firt participants in a
state-admiinistered (rust fund Lhat
. ulows parents to provide long-term
care for their developmentaliy dis-
soled children s e, g

"The trust has enabled us to do

-

long-range planning for John,® said * Iy

Denmis O'Connedl, 50, supeninten.’
dent of the Roseile Elementary
School District and father of a de-
velopmentaily disabled son. *1
hone (his allows other parents (o
provide for the special needs of
ther children® now as weil as ailer

the parents die, be sard at a press -

DR Ly

4L AL e leg
BB,

LZ{icdnference it the State of lingis

1 Building, 100 W Randolph St.
, Minois became the first state 10
establish such a (und, cailed the
. seif-suliciency trust, nearly two
, Jears sgo. Before the law was
+ govermment assistance was

" testricted to handicapped in-

- dividuals with limited assets and
* lncome who were not beneficianies
of an estate. The fund, financed by
contributions (rom f(amilies and

rivate organizations, allows fami- -

ies to./supplement government
services without reducing state and
federni aid for their disabled reia-
Jlves. ’ ! .
.. The trust establishes two separate

- “ I -
. pools of money, a private trust and

57;’-
AN A ST 4o

a charitable fund. The private trust
holds contributions from relutives
of handicapped persons and
,ﬁuar!nlcc: lifetime care for the
andicapped person, - .
v The charitable trust is designed
410 help low-income disabled in-

dividvals, .. . .

It is supported by contributions
»lrom private donors and assets
"transferred from the private trust
when e beneticiary dies. '
.- For examiple, when John O'Con-
nell dies, S0 percent of the princi. -
pal invested Ey his family in the
pnvate trust wall be transterred to
the chantable fund. The other 50

LA IS I

Pund lets parents plan lifetime car

e

- The Elmhurst-based Nitionai
Foundation for the Handicapped,
which developed the concept for

. the plan, has donated sbout

$20,000 to the fund, said Director
James DeOre. “We duplicated
John's program ... for 1 low-in.
come person” or what it would
cost to maintain for a lifetime a
mildly handicopped Individuai in
residential setting beyond what -
govermnment grants would provide,

" “Hopefully what we see today is
a bcginninz. the beginning of what
parents, the [amiiies of disabled
citizens and private sector assist-

Parents'of
arents or.
- e N et
-"Thls (s the second of {wo
columns by Grace W, Weinstein on
financial pianning for the handi:
c2oped. . Dt
Aaren Leal, now .12 years oid,
was borm both severely deformed’
and profoundly deaf. His parents,
in tearning to cope with the medi.
cat and emotional needs presented
by his birth, learned to develop
{lnancial resources as weil. His
mother, Rianne Leaf, learned o
well that she is now a financtal
pltanner with [DS Flnanciai Ser-
viess in Minneapolls, heiping
othery facing simtlar problems. .
Trusts established by parents are’
often suggested as a way to ensurs
i {inancially secure {uture for chil.
dren who are disabled or chroni.
caly til, The new lilinois Seil-Suf.
{iciency Trust descnibed in my last
column removes the uncertainty of
arivate trusts and serves as a
model [(or other states devetoping
AN

handicapped

similar programs, s
. But parents must also consider
the present. I you are the parent
or grandoarent of a disabled child.

these hints may heip: - e
® A rule of tiwmb in financial
planning i3 the need for cash
reserves sufficient to cover three
months’ expenses. With a handi-
.capped chlld, cash reserves shouid
be much larger, The Leals, {or
example, had ta travet some dis-
lance for Aaron's treatmemt, incur-
ring hotel and (ood costs as weil as
medicat bills. They had to hire a
registered nurse as a baby sitter,
on the rare occasians when they
bath left the house, " CEEN
¢ Both life and disabillty income
insurance are critical. “There's
usuaily oniy one breadw:nner,
because the other parenc-is caring
for the child,” Leaf points out. "Il
that parent dles or is unable (o
wark, you must have some source
. : J

childr

. ]

'l

_e e

are !7!

BylG'rnc's Wiinste )
of Incame for the tamily.”; o pus o'
With life Insurance, too. !'yo
must look very carefuily; at how
beneiiciary designations are made:
they must coincide with what

you've done in yaur will.” Leavin
maney outright to a handlcappe
child can make the child ineligible
for needed Social Security and
Medicaid benefits. It's often prefen
able to designace a truse Lo disburse
insurance proceeds, : /' '
Because it will probably be
impossible to buy'life insurance on

VAt gsevne 4y
el :

.

. :whole life Insurance poilcies. It

+|. expenses. :

recommends invoking the auto-
i’made child’s rider on the parenw’

may be “gruesome to think about,”

she says, but a $10.000 rider could

. provide enocugh cash foz_burtal
s deer

i @ Heallh Insurance, which most

in-: People have through their jobs, ls

‘clearly a necessity. If the (naur-
snce-carrying breadwinner in a
{amily with a disabled dependent Ls
even thinking about a job change,
Leaf paints out, it's vitai “to be
‘up-(rent about the child and {ind
out ahead of Ume if the heaith plan
will provide coverage.” Don't
make assumptions. - TR
Where a previousiy healthy
dependent suffers a disabling acct.
dent or iliness as aduithood nears,
remember that group heaith
insurance oiten ends (or children

the disabled dep ev:_ldg.vr_u‘."he';('

Parents of handicapped & |
must do financial planning -

m PARENTS

at age 19 or age 22, Check your .

.coverage, before the designated

t do finanicial

1p for tod.n}: For more Informa-
ll:l“l Plbt\ut the Hllnoiz Seif-Sufil-

for disabled chil

_percent will go to hmhem. -

Ance. and government aan dc
one another to assist and
our state,” said Ann Kiley, di
of the llinois Department of
al Health and Developmenta
bilides, ° cL

For John O'Conneil, 25, th
mediate gain is that he can
his parents’ home 1nd move .
supervised apartment comple:
other disabied Individuals, Fc
parents, “the long-term benes
lo do with the finandal secun-
program ‘provides for John
we're wne.',Dennu 0'Co
said. “'Without this prograr
would become the responsibil
the sate -

nwe 3.4

.’...-1 . .
. ~p:l~~."lql.2d..“ e g
. age cutofl, o:wee-if the ind:
‘can be kept ait. the.policy as
‘bled dependent™ {* . .

@ Tike advantage of the 1.
Revenue Code where you ¢z
exampie, medical expenses
longer .dedictible excent
extent.that they exéeed 7.5¢
of adjusted jross income. T:

retty high. figure for most
Bes. Grouping, medical proc
within a cslendar year, ho'
perhaps by scheduling nec
surgery for:January
December, can make it poss
ciaim some deductions. If yo!
make structural changes tc
house to accommodate a ;
capped person, such as by -
ing doorwayy for a wheelct
by adding a ramp, the cost i
deductible. (Other improver
such as a swimming poo:

"'V & PARENTS. Pa

[T
et L

" Contnued from Page C1

. . :c;ibed for therapy, sre.deductible

oniy to the extent that they doa't
) lmpyrove the market vaiue of the
property.)

. @ A will 13 essentfal, Inciuding a
. ‘ca:elully thought-out deslgnam:g
"ol a guardian for the handicaop 1

child. That child may have specia

needs, Leal points out. and a

guardian you've named for other

children may be unwilling or
unable to lake the responsibility

{gr a child with bl:‘th defects.

I R I T I

ney Trust, write to 340 W, But-

'l::'ﬂe{d Rd. Elmhaw&unt. {IL 60126, or
41 ni

u"!'f‘?nz)&[ettme Book of Money
Management,' Grace. w. Wem;
stein’s comprehensive and usefu
finaneial resource for all ages and
Incomes, i3 avaable through her
column. Send $12.95 pius §1.50 for
postage and handling to {The Lll'e‘-_
lime Book of Money Management,
in care of this newsoaper, £.0. Bo;r
{19150, Kansas City, 3o. 64141
Make checks payable (o Andrews
and McAfeel . .. . .om

@W;’
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A woman writes

- am, the
a mummOGf
\‘ﬂGQ QDHeq ‘O ne(

se for this.

\Wiitie @ m°°°’
ure to the oreast s
preSS a GOQG
necessary to optain
lo w-rcctcﬂon
the X ray snould
‘hdﬂ ml\d\‘f Uﬂc

4 not be mor

NOURSE MD)

that wnen si€

cte amount OF

oqrcm'
mamm e assurincs vou have that resorts

cmror?dﬂ‘e' ,*

e, e, e ® N Gl Ve 0l

effective contracestive, such as the
pill. for a month betore starting:
Accutane (and shouid continue
throughout treatment). The woman
shouid have a pregnancy test imme-
diateiv betore starting the medica-
tion. and wnen spe tinisnes (reut-
ment. sne shouid asik her doctor
how long (0 wait before trymng o
conceive. 10 be sure ner pody Is (Tes
of the drug.

GUESTICNS rRCM READERS

B a

‘ omoressmf‘ shewas | PAP ACIURACY

: was so ocm““ . : g :

.= breasis” g siack and ["in 25 and very jaitiful about P20
left in tears—1 m-“.gr reports smears, yut lately ['ve geen earing
Live. l've necrc s nd | shink \ that the reoons temseives may 1ot
trom other women, = be accurate. How can { be sure that

‘.\ my resuus are correct?!

Cae way is to el vour doctor
vou're wormed. Ask him or her
what (D reads your tests. wnat
| are sccuriate. and wnat messures
are tasen (o assure that samotes

3 ou sutter reai acm. regort it at are ud;cgute——“or exumpie.
1 <. o to the faciiity's ‘ he | 408 the izb te:l the doctor wnen
“ oncs mor—-ﬂnd aiso 1o tne agivensampte cin L be oropernty

qqmm‘s“ red YouU. read. 50 that it can be (aken

doctar Who reter

ACSUTANE UPDATE & ALSRT
ln Junuary 1986 | recorted un~FDA
warning (hil women wnq were pregaant
oF Becume presnunt whiie taking the so-
tenr anuicae drug Acsutitne mn un ex-
lremeiv Righ 1sk of having a ouoy with
major sirtn deress, Now thata numoer
of birth deformuties autnoutoie (0 (hc
drug fuve Heen reoorted, the FOA [
that the warning isn't being hesded, A:
we went Lo gress. the agzacy was weign-
ing new. tighter reguiation of the drug.
Whether ur not new regujatons are
enucten. dJoctors and putients cun 2n-
sure su(c use of Accutane. First. MuKe
sure the drug is rewly  nesded—
Aceutaae iy not for uncompiicutey sdo-
lescant ucne. Hut for cuses of severs.
disliguring cystie ucne hat don't e
spory o uther. safer rentments. Sec-
OAQ. 4 WO WO Mgt ossioly Se-
some Sregnunt SOUd wse use ud

30  Zsoo HousexesgingAugust (228

again? Svoner or later. uniform
nationwide guaiity controts must
-= estaciisned for this important test.

Hut meanwntie, direc: pressure on doe-
lors from thetr nghttuily concermed pa-
tients—and on labs rom physicians-—
can heip improve standards immenseiy.

ADULTS AND STREP

Are strep throats as sertous foraduits as for
citiidron? WViil the instane strep tests in doc-
tars’ offices ge avaiiadie for use at home?

Streg throwts are always putentially
dangerous. Aduits may notend up with
rieumatic fever as otten as chiidren do.
Sut they cun surely deveiop scuriet te-
ver. tnroul apscesses. or sesticemia
(bluou poisoningl. As lor the new *in-
saat” strep tests, they may ge on the
market soon. But. while these testsare
fine orfice aid for doctors louking fur the
rient nupivde with wiich to treat A se-
vere sqre throut. wnat would you do
with suca o (est at nome!? lynore any

conaned on pave $2

FAMILY DOCI &

cantinueqa

sore tnroat that wasn't cositive for stren ?
You couid‘be 1ERONNg 2n ecunily dange .
ous staon infecuon or even dmntncna. |
{e2! these (eSS Gre oniy us yood uas (ne

docior's aavics vou S2win them-—and

aiemoung-sei-diagnosts of severs sore
throats:is just not a very smart ides.

PROJ'EC_“.' FOR THE DISABLED
The Hlmots lgg:siacurc nas launched an
innovauve piiot project to heio ram-
|lges provide long-term quaiity care for
dlsa_bled family memopers without re-
ducing =iigioility for government aid.

. Bu;xcm’ly. lllinots  famiiies with

pavsicaily or menaily disabled chii-
Fircn caninvest modest sums of money
in a yoecuily sheitere Seif-Surficien-
¢y Trust Fund. [ncome from tne trust
can then be scent tor iong-rerm czre.
sfeitered homes. specrai theraoy. and
other services (0 orovide aigher quaii-
tv ot life for tne disaniec—""more tnan
the pare minimum.  as one oJrojec:
leader describes it. (A soeciai Chana-
bie Trust fundec by founaations. zor-
pUrANONS. 2N0d 2rIvate 2000rS Wiii 5ro-
vide 2gulvalent services [or disacied
ipcividuais Wwnose [amiiies ars unapie
{0 contrioute. And unilke income
from srvale-2avings o, FUst-fund
a2 Wil NoE reLuce 2 sutient s entitiz
ment (0 Olner ZOVernment Ad=—— M-
Jor generit,

Just orf the ground. this pionesring
seif-heip srovrmam is diready ceing
studied by otner states. incxucin;
Maine, wnich are considenng strruiar
leatsiaton. Ana Coanecsicut nas ea-
acaq 4 simuiar pian for famiiies with
mencaily retargeq calidran,

BABY'’S SEX
Couid you giease teil ine wito determtnes tie
sex of'a baoy, lte movter or ine faurer?

The father—<every tme. A woman has
two nearty identical "*sex chromosomes '’
in each or her c=iis=-an X and another.Y.
This mezns that wnen sne ovuiates, 2very
egz ceil, wiien concains hait her caromo-
somes. nas an ¥ shromosome. Thae man.
on e owner tand. has (wo different sex
chromosomes ineaca catl—an.Xand a 7.

His spermesiis. wnich carry naif his ciro-
mosomes. contain eitner an ¢ chromo-
some ura Y. [Fan X-bearing sperm ferui-
izes (he .Y-beanng eug. the resuit wiil

always be an (.Y baoy—r o 2int. {Fa v-

bexring sperm leruiizes the X-beanny

eag. the resuit wiil be an XY baoy—ic

bov.

You may address guestions on medica
{reatment ur proniems to Alun E. Noure.
M.D.. GOOD HOUSEREEPING. Y39
Eivnch Avenue. New York. N.Y. [U01Y.
Oniv queslinas ¢nosen for use 1n iy column
wiil he unswerea,
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SELF-SUFFICLENGY TRUST

Supplemental Servlce Funding Process

A X ] A

PRIVATE SECTOR PUBLIC SECTOR

FOUNDATIONS

)
‘CORPORATIONS

BEQUESTS

$ i $ ;i,
DMH-DD ‘{" ‘

FUND FOR THE STATE
NISABLED STATE COMMUNLTY-BASE
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DONATIOHS
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507% of
PRIVATE FUND o $ $
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Assets
of
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AL
Terminate PLAN PRIVATE
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- 50% Returned ) Services
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Estate 1988 Self~Suff! oy

Trust of 1 ol
) ALL RIGHTS RESERVED
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SELF-SUFFICELENCY TRUST

PRIVATE SECTOR

Governed by a Volunteer Board of Trustees

- Selected for individual commitment
to and understanding of the needs of
PEOPLE with DISABILITIES and THEIR
FAMILIES.

- Appoinféd by the National Foundaltion
for the Handlcapped.

The Board of Truslees:

- Set policy for the operating of Lhe
Privale and Charitable Trust Funds.

-~ Select and contract with Corporale
Fiduciary Agent (Bank) to invest and
manage all ‘trust assets.

- select and contract with a Social Ser-
vice Apgent to complete all necusséry
intake processes, including the deve-
lopment of each Life-Care Plan.

- Approve each Life-Care FPlan and vote on
participation of each family Trust/
Life-Care Plan.

- Use dlscretlionary trustee powers in
cooperation with the Special Trustee Lo
modify or approve expenditures wilthin

the guldelines of each Life-Care Plan.

The Board of Truslees must comply with

the TRUST and TRUSTEES ACT of 1Illinois
(I11. Rev. Stat. Ch. 17, Par. 1651-1690) .

A

%k

b S o

PUBLIC SECTOR

1986 passaged into law of Publfc Act
34-1373 creating a mechanism to receive privale
Lrust assets to expand, enhance and supplement
services for disabled eligible for services
under  the Illinois Department of Mental
Health and Developmental Disabilities.
- Established Chapter 91 1/2 Sectlons 5-118 aud
5-119 of the "Mental Health and Developmental
Disabilities Code™.

- Enpowers the State Treasurer as ex-offlciv
and custodian of the public sector fund.

- Provides for the Comptroller to direclt pay-
menls from each account within Uhe "fand”
upon receipl of certified vouchers approved
by the Director of DMU-DD.

- Requires DMI-DD to adopt rules ‘and regula-
tions for the administration of the public
sector "fund".

- Monies shall be spent pursuant to existing
department rules governing expenditures for
services and based upon the individual trust
agreemenls (Life-Care Plan) for ecach eli-
gible Beneficiary.

- If Director determines monies cannot he
expended pursuant Lo department rules or ser
vice avallability, funds and acgruud intereslt
“will be veturned to the peneflclary's Private

" Trust Fund.

The receipt of monies from the Self+-Sulflclency
Trust (Private Fund) will not in any way reduce
jmpair or diminish the benefits each beneflici-
ary would otherwise be entitled to under law.

Eslablishes a "Fund” for Lhe Disabled Lo accept
monies from any source which, subjecl to appro-
priations, will Dbhe used for services to low-
income disabled eligible for DMI-DD services.



NATIONAL FOUNDATION FOR THE HANDICAPPED

The Self-Sufficiency Trust ("SST") is a supplementation
concept.

All providers supplement state payments for services using
dollars from United Ways, philanthropy, parent tuition etc.
The SST operates in a similar way.

The SST was designed to permit supplementation by parents
who were trapped in the current two-tiered system of treatment
created by state funding short-falls.

Currently, the two-tiered system is made up of those
people fortunate enough to be in services, and those who cannot
obtain them. 1In addition, even for those in services, not all
of their needs are addressed.

Those waiting to be served are deprived of the rights of
employment, housing, and access to care if they attempt to
supplement these services. Some advocacy groups have
threatened to seek class action redress against this current
two-tiered system.

The SST was designed to allow parents to supplement
"active treatment"™ components of care either in Day Treatment,
or in residences. 1In addition to the supplementation of their
own child, others not in the Trust benefit, as do future
non-trust persons as well, through the 50% residual at the
death of the handicapped person which is transferred to the
Charitable Fund.

The application of financial technology (i.e., trusts) to
the needs of the chronically disabled permits a more effective
long term matching of dollars against need. The use of IRA's
as a hedge against the potential reduction of Social Security
is one example of this type of mechanism.

1850 K STREET N.W.. SUITE 500. WASHINGTON, D.C. 20006, 202/778-8117
340 W BUTTERFIELD RD., ELMHURST, IL 60126, 312/832.9700
ONE POST OFFICE SQUARE. BOSTON. MASSACHUSETTS 02109-2146. (617) 451-8130



by Paul Medlin

hen parents and families with

children who are disabled

ponder the future, they face

concerns that parents of non-disabled

children do not. They must provide a life-
care legacy that will not render their
disabled dependent vulnerable after the
parent’s death. Innovative research and
development in nontraditional estate and
future care planning has begun to replace
the usual ““carch 22" situations faced by
these ramilies with effective measures 1o

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




The Self-Sufficiency Trust

Innovation in Life-Care Planning for the Disabled

H. DeOre, with funding in part from the
Tlinois Department of Mental Health. In
September 1986, the Self-Sufficiency
Trust was enacted into law (P.A. 84-1373)
by unanimous vote of the linois
Legisiarure.

The Trust model was seen as an “‘estate
planning”” opton that would avoid conflict
with exisdng rules that penalize famiiies
for providing direct services to their dis-
abled dependents eligible for federal
assistance under the Supplemental Secur-

ity Income and Medicaid programs. Fur-
ther, the Trust would encourage the flow.

of money from private sources, focusing
on expanded supplemental services to the
disabled. This new private-pubiic in-
itiative encourages parents, state govern-
ment. and service providers to work to-
gether to plan now for a secure future for
the disabled.

The Self-Sufficiency Trust model in-
cludes private and public trust compo-
nents. It is governed by a volunteer Board
of Trustees that works first with the family
co-trustees to control the Private Fund to
which families may contribute the assets
(money, securities, property) designated
by private trusts for life-care services of
named disabled beneficiaries. Secondly,
the Board of Trustees controls the Chari-
table Trust which accepts residual and
donated assets for use in providing service
10 low-income and indigent persons with
disabilities who are unable 1o participate
in a private trust.

Further, the Board of Trustees controis
the disbursement of funds as defined in
each *life-care pian” of the named dis-

Paut Medlin is invoived in seung up the Seif-
Sufficiency Trust natonwide. For aaditional in-
formaton apout SST call (312) 941-3438, or
wrte The National Foundation for the Hanai-
caooeq, 340 W. Buneriield Rd., Eimnurst, 1L
60126,
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abled beneficiaries, and ensures that
necessary suppiemental services are pro-
vided each beneficiary. Finaily, the Board
of Trustees works with the Illinois Depart-
ment of Mental Health and Developmental
Disabilities to ensure that the repository
of donations from the Charitable Fund are
used to expand existing governmental sup-
ported services to benefit people with
disabilities where the greatest need exists.

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 family and the
knowledgeable trust staff. The Life-Care
Plan becomes the document that governs
the administration and disbursement of
each “‘private” trust fund and identfies
those supplemental services that the fam-
ily or parent desires for their disabled
dependent. Identfying future needs and
costs is difficult. Therefore, a computer-
ized dara-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 calcuiated that will provide 2
flow of interest income sufficient to fund
present and/or future suppiemental service
needs.

Initiation of private trusts will vary for
families, depending on the assets required
to fund their plan. Some families may
eswablish a trust within the Self-
Sufficiency Trust while they are living by
depositing assets in a private trust at one
time or over several years. Others may
make provisions to deposit their disabled
heir’s share of the parent's estate into a
Seif-Sufficiency Trust via a trust clause in
their will. Some may choose a combina-
tjon, but regardless of the funding ap-
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proach taken, families will have careful-
ly constructed a “life-care plan,” defined
the supplemental services desired, and in-
idated estate planning for the benefit of
their disabled dependent.

‘What Role Does Parent/Grantor
Play in SST?

Upon the establishment of a Self-Suffi-
ciency Trust account. the donor or gran-
tor of the private trust may serve as co-
trustee or may designate someone else.
The co-trustes retains the right to disap-
prove or delay impiementaton of the
disabled beneficiary’s “‘life-care plan.”
Until disbursement for services is made
from each representative beneficiary’s
Self-Sufficiency Private Trust Fund ac-
count. the grantor (parent or other) may
withdraw from partcipation and recover
his or her original contribution minus a
penalty hased on the number of years of
participation in the SST Private Fund. The
SST Private Trusts are considered irre-
vocable, meaning that the original intent
of the grantor of the trust cannmot be
changed.

Additionally, the Seif-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 rerumned to the heirs of
the Trust grantor. These residual assets,
combined with private donations, allow
the Board of Trustees to service the
indigent.

How Are Funds Disbursed?

Once the individual SST Private Trust is
established and funded. the disbursements
that benefit each disabled beneficiary may
be completed in one of two ways. First,
monies (interest) may be ‘‘donated” by
design in the Life-Care Plan to a counter-
part SST State Fund operated by the
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Department of Mental Health and con-
trolled by the State Treasurer. This *‘dona-
tion”” process transfers the assets required
to purchase the needed supplemental serv-
ices to an individual account maintained
for each beneficiary enttled to benefits
from that government departumnent. Vou-
chers are then processed via the state
treasurer to pay for the desired sup-
plemental service. While many find this
step in the process unsertling, it has the
distinct advantages of preserving public
entitlements and avoiding invasion of the
trust. Disbursements by the Deparunent
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
charijtable wust account, unless it is deter-
mined by that department that the funds
cannot be used to purchase the services
for which they were designated in the
agreement. At that point, funds may be
returned.

The second disbursement process-in--

volves direct payments to private vendors,
human service providers, advocates, or
successor guardians who are monitoring
the weifare and condition of the bene-
ficiary. This service provision sets the
Self-Sufficiency Trust apart from generic
trusts devoid of life-care monitoring.
Families may build into the life-care plan
a personalized, non-profit organization or
group to look out for the best interests of
each disabled beneficiary and to act as

either an “advisor’” to the Board of-

Trustees, ensuring that Trust assets are
meetng 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 Seif-Surficiency Trust model.

So far we have discussed the Self-
Sufficiency Trust from the standpoint of
its mechanics as a “‘pooled-income” trust.
What does it conmibute to the overall im-
provement of services for our nation’s
disabled? What makes it desirable to
families with dependents who are dis-
abled? How is it unique in its approach
to estate planning?

Hiswrically, government and the private
sector have joined together o carry out the
mandate of services 0 people with disabil~
itles. Using its resources, each state has
developed a system of services to fulfill
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its mandated responsibilities. The Self-
Sufficiency Trust concept evolved from
the realistic acknowledgement that a sate's
capaciry 1o provide these needed services
is diminished by increased demand, the
changing economic climate, and national
policies. The SST embodies the search for
alternative service capabilities and the
generation of resources necessary to pro-
vide them in the future.

The Self-Sufficiency Trust research
found that most states face the following
problems:

* Flucruarions in tax revenues have an im-
pact upon services provided to people with
disabilities. It is unreasonable to expect
stare tax revenues o support the increas-
ing needs of the populaton.

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

e Increased life spans intensify chronic
housing shortages.

¢ Reduced Federal program support fur-
ther increases the stress on state easuries,

_.» Deinstrutonalization places heavier

demand on the private provider networks
10 supply services and housing to the
disabled.

¢ Flucuations in governmental grants
place severe strain on the capacity 10 con-
tinue these services and to survive funding
shorrralls.

All these factors add to the uncertainty
of fumure services for the disabled and
hinder effective estate planning by families
that might supplement their disabled
dependent’s furure care needs. Estate plan-
ning for the disabled had to be more than
a trust that could withstand invasion.
Rather, it had to address the real siruations
that could negatively effect future services
and their fundng. The Seif-Sufficiency
Trust combined private (family) concern
with public (state) financing needs intw a
legisiatively-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 [llinois and Maine. To
date, an additional ten states have express-
ed interest. The potental benefit of a na-
donwide Trust nerwork is, of course,
economy of scale, resulting in trust
managernent savings, larger principal in-
vestunent and return, and most important-
ly, increased private sector (parent and
famnily) voice in services and financing of
those services for the disabled. However,
several advantages accrue to each state in
which it is enacted:

¢ New sources of private funding to ex-
pand services for disabled people.

* A computerized dat collection system
to identify type, scope, and time projec-
tion of need-specified services (i.e.,
residential) with which 1o plan funire serv-
ices for disabled peopie.

¢ Potentially reduced dependence upon
federal support, which carries with it red
tape and the expense of obtaining those
federal funds.

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

For families, several major advantages
are incorporated into the SST model.
Several years and close w0 a million dollars
of research have careruily evoived 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 benerits.

Medicaid Eligibility

The Health Care Financing Authority
(HCFA) of the Deparment of Health and
Human Services have ruled that neither
principal nor interest held in a SST Private
Trust will be counted in determining
Medicaid eligibility. Many families fear
the loss of the medical benefits or related
state’ support of residential care if they
contribute assets to their disabled adult
children, or that assets they wish 1o set
aside for future needs will have to be spent
down before their children will become
eligible again. Under this ruling, parents
may establish a Self-Sufficiency Trust
without affecting their disabled son or
daughter’s eligibility.

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

For most persons with disabilities who
depend upon public entitiement support,
these rulings will ensure that parental
estate planning efforts become supple-
mental to, and not replacement of, public
benefits. Additdonally families participat-
ing in a Self-Sufficiency Trust will not face
the requirement of spending down or ex-
hausting private assets in order to regain

eligibility for public benefits. ways
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THE SELF-SUFFICIENCY TRUST O

What is the Self-Sufficiency Trust?

As a private sector initiative, the National Foundation for the
Handicapped and James H. DeOre developed the Self-Sufficiency
Trust concept. This concept permits individuals with
disabilities and their families potential access to, and the
potential capability for developing services and programs to
supplement current state and federal benefits.

This plan was also conceived to assist states, hard-pressed due
to limited resources, with a potential means for developing a new
income stream for expansion of badly needed services.

What disabled groups are covered by the Self-Sufficiency Trust?

The Self-Sufficiency Trust serves the developmentally disabled,
the chronically mentally ill and the physically handicapped.

Why was the Self-Sufficiency Trust copyrighted?

The National Foundation realized there was a possibility for
individuals and groups to use the concept without fully
appreciating the requirements involved. To aveoid any problems
associated with this type of activity, and due to the
significance and seriousness of the public trust invested in this
concept, the National Foundation has chosen to copyright the
materials which describe the development, the installation, the
servicing, as well as the operations of the Trust. The National
Foundation for the Handicapped charges each state $1,000 per
year, once it has an established and operating Self-Sufficiency
Trust. This fee is used by the National Foundation for the
Handicapped for charitable purposes.

What is the role of the National Foundation in developing the
Self-sSuficiency Trust?

The National Foundation for the Handicapped provides each state
with the technical assistance for developing its Self-Sufficiency
Trust. In addition, the National Foundation for the Handicapped
can provide to each Trust grants and/or low-interest loans for
cash flow purposes. For example, in the State of Illinois, the
National Foundation for the Handicapped made a grant to establish
staff for the Self-Sufficiency Trust.



What steps are involved in establishing the Self-Sufficiency
Trust? - o

The actual mechanisms for establishing a Self-Sufficiency Trust
may vary from state to state according to state law. Through the
legislative process of enacting a state law in each state, the
basis for the Self-Sufficiency Trust is established.

Under the model legislation, a private charitable 501 (c)(3)
organization establishes the Self-Sufficiency Trust, and appoints
a board of directors. This board is comprised of members of the
private and public sector. The Trust document provides the
structure and guidelines for its operations.

The National Foundation for the Handicapped, through an agreement
with ‘the charitable 501 (c)(3) organization, provides for the
initial organization of the Trust. - Subsequently, the National
Foundation for the Handicapped entetrs intec a contractual
relationship to provide technical assistance, training and
service to the Trust in each state.

What are the regulatory requirements in each state for the Self-
Sufficiency Trust?

The regulatory requirements will vary from state to state. Each
state must go through a review of its law and trust structure by
the Social Security Administration, by the Health Care Financing
Administration {(HCFA) and any other regulatory bodies within the
state that will be affected by implementation of the Self-
Sufficiency Trust.

How long does it take to develop a Self-Sufficiency Trust in a
state?

There are three stages of the Self-Sufficiency Trust Poject:
development, installation and maintenance.

In the development stage, the organizational structure is created
by state law, the trust documents are executed and the Trust
Board of Trustees are appointed.

The seccnd stage, the installation stage, includes education of
parents, providers and professionals, training staff, setting up
of operations and appropriate interviewing of families.

The third stage includes operation, maintenance and service of
the Trust.



What are some of the services of the Trust?

The Trust can provide the opportunity for families to plan for
the future care and funding of services for the disabled
population.

For the state, the Trust can function as a state-wide case
management organization, endeavoring to locate services for

. families at no charge for this service. Secondly, the Trust
develops for each state information on persons who are not
currently in services, particularly in the area of special
education. Through its database Disabled Population Profile
System, the Trust links clinical service needs of each individual
with a disability with potential state reimbursement services in
the future. Dollar amounts identified for these services can
then be used by the state legislature and administration as a

precise planning tool, so that estimates for future costs can be
made for budgeting purposes.

Third is the actual negotiation for service provision by the
Trust. These may be in the areas of respite care, housing, day
treatment services, guardianship and advocacy care,

What about provisions for low-income families?

The Trust has specifically designed a program to meet the needs
of low-income families. First, low-income families are
encouraged to financially participate in the Trust, specifically
through life insurance policies, where the Trust may help to
match a family's participation.

Secohdly, for those low-income families where financial
participation is not possible, individuals are identified to the
state by the Trust asvneeding services.

Third, funds generated by families who are in the Trust, must
also provide services for low-icome families with individuals
with disabilities.

Fourth, a percentage of a family's contribution to the Trust will
be retained upon termination of their contract and transferred to
the Charitable Fund to make grants for low-income families. At
the death of the individual with a disability, 50% of the
principal is distributed to the Charitable Fund to make grants
for low-income families. The remaining 50% flows back to the
heirs of the donor.

And fifth, by bringing new resources into the system, the state
has the opportunity of expanding services for low-income
families.



What are the fees to families?

There are no direct fees to families active in the Trust. In
Illinois the Trust currently anticipates a 1.4% cost for
cperations, which will be retained by the Trust for its earnings.

This compares to an average Trust cost of 1.5% to 2.0% throughout
Illinois.

Can the Trust help with the current growing housing shortage for
the disabled?

The Trust database will facilitate in the identification of
needed housing and potential residents allowing the state,
providers, and parents to develop new housing with small group
homes, condominiums, and integrated apartment environments.
Also, the Trust database will identify parents who could join

together to purchase a home for their disabled relatives who have
similar needs.

In both these instances, a local provider would participate as
necessary and appropriate in providing needed care and securing
required licenses.

Parents of young children with disabilities may want to use this
second concept of capital purchasing for investment purposes to
achieve future care and service objectives for their son or
daughter.

Can the Trust financially participate in the operating costs of
the house?

Trust dollars may only be used to provide rehabilitation,
training for employment, special assistance in the workplace,
necessary help with personal care and other special help in
coping with handicaps.

What are some additional advantages of the Self-Sufficiency
Trust?

One advantage of the Self-Sufficiency Trust is that it functions
on behalf of the family. This benefit of broadened advocacy on
behalf of the family is of particular advantage to the individual
with a disability once the parent or guardian has passed away.

Families who have relatives at various provider organizations may
consider leaving their money to those organizations to continue
care or services after the parent or guardian has passed away.
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Unfortunately, many providers have limited service capability,
and because of health needs or for other reasons, the individual
with a disability may not actually live out his or her life
within the pervue of a certain provider. The trust in
encouraging parent planning may facilitate the provision of
quality care even if the individual with a disability leaves a
provider.

One of the primary programs needed by adult, mentally or
physically disabled individuals is the training for continued
education, employment or special work places so the individual
can enjoy a more full and productive life.

Programs such as sheltered workshops, job and career training
programs and supportive employment programs are utilized by
individuals with disabilities to access employment and
productivity. The Self-Sufficiency Trust provides the family
with the opportunity to plan for and financially participate in
these services and through the Trust provider mechanism, to
ensure their availability and accessibility.

- One of the most critical aspects of service includes the need for
emergency in-home care. Often the serious illness of a spouse
and/or sudden trauma in a family situation creates a substantial
burden on the other parent. He or she is not only confronted
with the problem relating to the spouse, but must also cope with
the individual with a disability living at home. Through the
Trust, families can make provisions and plan for such emergency
respite care to preclude the burden of accessing this care at an
unexpected time, and to realize the peace of mind that such care
makes available.

For additional information call (312) 941-3498.
SELF~-SUFFICIENCY TRUST

(31986 All rights reserved by James H. DeOre and
The National Foundation for the Handicapped
1850 X Street N.W., Suite 500,

Washington, D.C. 20006, (202) 778-8117
340 W. Butterfield Road
Elmhurst, IL 60126 (312) 832-9700

Transcript Manual #3
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ADVISORY COMMITTEE ON EMPLOYMENT
OF THE HANDICAPPED

1430 S.W. Topeka Boulevard, Topeka, Kansas 66612-1877
913-296-1722 (Voice ) ®913-296-5044 (TDD)® 561-1722 (KANS-A-N)

Mike Hayden, Governor ; Dennis R. Taylor, Secretary

February 27, 1989

TESTIMONY IN SUPPORT OF HOUSE BILL 2333
Presented by Mike Oxford, Legislative Liaison

Thank you for the opportunity to appear before you.

Our committee supports House Bill 2333. It would allow families,
guardians or friends to establish a trust fund for a disabled
individual without risking loss of other benefits such as
Supplemental Security Income (SSI) which carries automatic
eligibility for Medicaid as well.

Currently, any money a person receives must be counted as income
under existing SSI regulations. A person is allowed to earn up to
$65.00 per month without impacting on cash benefits, however.
Furthermore, all other resources must be exhausted before
eligibility kicks in. This causes the rapid depletion of what
is, often times, a lifetime of savings. Any income a person
receives below this cap is subtracted from the cash benefits
which would have otherwise been received. This results in a
substantial disincentive to people trying to provide for the
future of friends and family members with disabilities.

House Bill 2333 removes disincentives, maintains current services
without interruption and allows for the provision of other needed
services such as supported living arrangements, transportation,
private rehabilitation and so on. This means that the scope of
services for individuals can be increased and at little or no
cost to the state.

I ask that you report House Bill 2333 favorable for passage.
Thank you again for your time.
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The ARC/Kansas is supportive of legislation which can provide services
and programs which will enhance the quality of life for persons with
mental retardation and their families.

H.B. 2333 appears to offer such a program but we would like to express
some of our concerns.

(1) 1If this legislation is developed on the Illinois model of
Self-Sufficiency Trust, their staff indicated a start-up
cost of $100,000 to $150,000 to develop the program and
provide or contract with an agency to enroll families.

This includes working with families on an individual basis.

(2) The Illinois plan limits the use of trust funds to earned
interest on the principal except in cases of emergency.
If the trust program is designed for families without large
amounts of money, the actual dollars available for purchas-
ing services will not be great. It can, however, provide
for enhancements, i.e. summer camps, clothes, medical care
not . covered by;entitlements1

(3) In my experience with the TARCARE Beneficiary Trust program,
I can tell you that it takes families a long time to make a
decision about such matters. ‘I have some families I have
worked with for two years. The director in Illinois expressed
the same experience. I would anticipate a slow enrollment
which would mean a subsidy for the program for several years.
Illinois has $100,000 in the trust fund after almost two years.

It would be an option that could assist parents in their future planning
which would be wonderful. I would, however, hate to see the program
funded if it were to be at the expense of current programs or other
needed services for persons with mental retardation.
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Association of Rehabilitation : oWl ol sletultifiskcTe
B ocenocent e further saplorsd. The o o wer WOl ol have
ar g milar to those e of me by the oarents when T oesviswsd this
[ O al with them, Has this made a significant impact in I1linois
on the avallability of TV Pl omy child is onoa waiting list
o v s owill someons participating in this brust have a priority
for gervices? Can T still have the choice of developing a trust
geparate from a state administered fund? How o differ from
the development of trusts already available in

I am the +irst to admit that [ do not bhave a sterong backoaround in
trust devel opment, The concept of this bill ceartainly appears to
have merit. [ would recommend that the families and advocacy groups
that could benefit from such a trust mechanism have input as to how
this would effect the 1ife planning for their children. Many of owr
facilities have provided traiming in trust devalopment for familiss
throuwgh the Fansasg-—-aRo, I would s othat thi Feviiew hhe
cureant truast datarmine how oraposal would
grnhance alrs; gisting trust mechanisms.

Thank wvow for vour time and consideration.




TESTIMONY
KANSAS DEPARTMENT OF SOCIAL AND REHABTLITATION SERVICES
WINSTON BARTON - SECRETARY
HB 2333

The Department has reviewed the proposed legislation and some supporting
materials developed by the National Foundation for the Handicapped. In
addition, we have discussed the program with staff in Illinois.

The program has some noteworthy benefits. It allows families to supplement
their relative's care without impacting their SSI or Medicaid eligibility. It
allows the passthrough of funds without creating a Medicaid spenddown.

The Illinois program also has a provision that allows some usage of a
charitable fund which is made up of portion of leftover proceeds from other
trust at the death of trust recipient. This allows some funds to be used to
support indigent care.

House Bill 2333 does not call for this proposal and as such will not benefit
indigent clients.

SRS, while supportive of virtually any procedures that will enhance
programs, has some basic concerns about this particular program:

(1) The lack of the charitable trust provision, clearly makes this a two

tier system. In fact, when families can enhance their relative's care
without incurring any Medicaid spenddown, it effectively reduces the

funds available.

(2) The Kansas funding mechanism for local programs is not based upon
individual funding, therefore, the passthrough from the state to the

individual would be complicated and probably staff intensive.




(3)

(4)

These programs are long range in nature and should not be seen as
viable short term solutions to issues such as the mental retardation

community waiting lists.

The agency has worked for several years to generate interest in the
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development of local enéensementsﬁand would not like to see this

program compete with these local efforts.

Ben Coates
Director of Policy

296-3765



