Mental Retardation Association
of Nebraska, Inc.

"Common Sense Advocacy for All Retarded Persons"

St at ement  of
Patricia Kelly Gaword
1307 Crestdal e Road
Li ncol n, Nebraska 68510

Presented on behal f of the
Mental Retardation Association of Nebraska
before the Subcommttee on Heal th
and the Environnent
Sept enber 30, 1988
Washi ngton, D C



M/ nane is Patricia Kelly O aw ord. ["m from Li ncol n,
Nebraska. | serve as Governnental Affairs Chairman for
Mental Retardati on Associ ation of Nebraska, as a D rector
for Congress of Advocates for the Retarded, and as a D rector
for Voice of the Retarded. For the past eleven years, | have
been a nenber of the Nebraska Governor's Devel opnent al
Dsabilities P anning Council, and have been appoi nted and
reappoi nted by three governors.

The reason for all this activity is ny son, Matt, now
27 years old, the mddle of five children. He lived at hone
till he was 14; we had been aware for a fewyears that we
were not neeting his needs in a hone setting even though he
went to a "school" every day and had attended nursery school
fromage 3.

| wish Matt could be here today to testify but because
he has profound nental deficiency, he has no speech at all.
He requires help and guidance for all life activities:
eating, bathing, shaving, toileting. He functions, | believe,
at about the level of an 18 nonth old child. H s needs can
only be net in a large facility where he has security,
conpl ete and conprehensi ve and intensive services, training,
nmedi cal care, and imredi ate and continuing access to all the
di sci plines necessary to his care and training.

He has been a resident of the Beatrice State Devel op-
nental Center for thirteen years now-he is a happy guy

because he feels secure. He | acks understandi ng of the



spoken word, unless it is a famliar statement or comrand,
and because they have a rigid schedul e, he knows what to
expect next.

I will always renenber Matt at about age 12, trenbling,
wi th knees knocking, literally, in the back seat of ny
station wagon. W& were only going a short way to take his
sister to adancing lesson. | tried to reassure him but he
is so profoundly retarded he was not able to conprehend--
maybe he thought we were going to drop himoff at a group
home for 3 weeks while the rest of the famly went on vaca
tion as we had done the previous year. Matt typifies the
resident of a large facility today.

V¢, parents and famlies, the menbers of Mental Retarda-
tion Associ ation of Nebraska, strongly oppose HR 3454. (n
one hand, the bill is very generous with the intent of
i nprovi ng and expandi ng communi ty-based prograns. It ains
to provide a vast array of services to a vast nunber of
di sabl ed persons. This we applaud and approve--al ways have- -
but the bill has a dark side. Wile it gives to so nany, it
takes away fromthe nost severely disabl ed Arericans, those
who need and rely on your help the nost, those who have
depended on Medi cai d support since 1977. It takes away the
choi ce of a conti nuumof services and substitutes a pseudo-
choi ce of comunity based servi ces.

Don't think for a mnute that all retarded people are

alike, that they all need the sane renedy. W have tried



that already. For 80 years in Nebraska, the institution was
the only place you could get educational and residential
services for retarded people. Everyone agrees that that

one renedy was not the answer for all. Let us not repeat
the mstake and get rid of large facilities that have a good
reputation for providing an array of services to the nost
severely and profoundly disabled Anericans.

HR 3454 is a Trojan Horse to close institutions —the
freeze on noney to large facilities attenpts to make this
effort less likely to attract opposition. The authors of
this bill are going through the back door in their Trojan
Horse to achieve the ultinmate goal o0 close institutions.

Nebraska parents strongly oppose HR 3454 because it is a
Trojan Horse which will close large facilities (over 15 beds)
for the nentally retarded. An anti-institution bias pervades
the entire bill. HR 3454 caps the Medicai d noney received
by the state for services for severely disabled individuals.
Wth inflation factored in, the net result will be less
noney to spend for each person. There will be fewer staff
and a decline in overall quality of care. Large facility
residents are the nost severely handi capped in the nation.
They require the conprehensive and intensive care and the
security found only in a large facility. The CPl is now 4% a
year. |In five years that anmounts to a 19.5%reduction; in
10 years, 33.6% and by year 2000 that will be a 38.8%

reduction in Medicaid noney for services to individuals.



At the sane tinme these institutions nust conply with a naze
of Federal rules and standards as wel | as exacting survey
teans, or the facility will be decertified: the facility wll
not be eligible to receive Medicaid funds to render services

for disabled individuals.

This bill also states that if the CPI rises above 6rc,
paynents for persons in large facilities would be increased
only to the extent that the CPI exceeded 6/ For exanpl e,
if the CPl rose to 77% the paynents to those nost severely
handi capped Ameri cans woul d only increase by 17%

The practical effect of this nost cruel freeze, this
Trojan Horse, would be an actual cut in paynments for services
to real individual people.

There is a second cruel freeze in this bill--the
freeze out of parents and | egal guardians fromthe decision-
maki ng teans for our children. W now have the right to
participate in planning life activities for our children.

If you pass this bill, sone bureaucrat wi |l make the deci -

sion to include us, . as appropriate". W are scared
and. we are outraged.

If HR 3454's Medicaid freeze were to becone |aw, the
truly mean and radical cuts in paynments for individuals'
services would cripple the ability of large facilities (over
15 beds) to properly care for the residents. They woul d have
I nadequate funds to strictly conply wi th HCFA standards and

rul es.



If you believe that old stereotype that these |arge

facilities are warehouses, you are badly m sinforned.

HCFA al | owns no warehousi ng. Each individual has a program

plan for each and every hour of each and every day. |If

this bill is passed, in a fewyears institutions would no

| onger be able to neet HCFA rigorous standards, would |ose
Medicaid certification, and be forced to shut down or depend

on less reliable fundi ng sources.

They could even revert back to the snake pits and ware-

houses of 20 years ago--God forbid!

There are two other provisions that would help to shut

down institutions:

1) This legislation would also require the States to
set forth specific objectives and a projected
schedul e over the next five years for transferring
severely disabl ed persons residing in larger institu-
tions to "nore appropriate" residential settings.

2) The bill "restricts" admssion to any facility
| arger than 15 beds--this neans that any adm ssion
woul d be tenporary until a spot in a snall facility
coul d be found.

The large facilities operated by Baptists, Catholics,

Lut herans, and other charities wll be subject to this |aw,
too, only they will have to nmake up the deficit with dona-
tions, if able.

The wording inthe bill, "transferring . . . persons



residing in larger facilities to 'nore appropriate' resi-
dential settings" clearly reveals the bias against |arge
Institutions which pervades this legislation. HR 3454 woul d,
as night follows day, result in the elimnation of the
option of choosing a large facility. Please kill HR 3454,

The parents and famlies of Mental Retardation Asso-
ciates of Nebraska are very pleased to support HR 5233, the
Medicaid Quality Services to the Mentally Retarded, Amend-
ments of 1988. This bill nmakes sense. It gives the states
the right to determne what services their nentally retarded
Citizens need, thereby increasing local control. In Nebraska
we have 77,000 square mles of real estate and only 1.6 mllion
peopl e--1ots of w de open spaces--rwhich nmeans that sophisti -
cated nedical, dental and other services are bunched into
two or three popul ation centers. W have a well established
communi ty based Mental Retardation service system serving
about 2300 persons and only 761 large facility beds.

HR 5233 does not discrimnate against severely and pro-
foundly retarded peopl e who need the security and conpre-
hensive and intensive care found in a large facility. A
fellow like Matt can nove about the |arge and beauti ful
canpus at B.S.D.C on his own, but nove himinto a comunity
based programand he | oses the autonony he now has; in a
communi ty based residence he woul d need an attendant for any

and every activity away fromhis residence.



The Waxman bill could expand Medicaid funding into com
muni ty based prograns and does not nmake the residents of
large facilities pay the bill.

VW urge you to advance HR 5233 with the follow ng amend-
nents. On page 12, line 1, put a period after the word

unobt ai nabl e and del ete the renai nder of the sentence. The

way it reads presently nakes parents worry that soneone
mght regard their participation as "inappropriate" and
thereby elimnate potential disagreenent on a nmatter of
inport to client and famly. On page 26, insert after line 4,
(D Requirenent of habilitation facility to re-admt client
pronptly, if transfer or discharge to new |iving environment
fails. One exanple of failure is: Jlack of fulfilling the
service needs of the client identified in the pre-di scharge
IPP. The rationale is this, if a parent or famly were
certain that their loved one could return to the institution
If things do not work out, it would certainly act as a
catalyst for famlies to try a community-based service.

Ve will always need large facilities for that segnent
of the disabled popul ation who are multiply handi capped, and
have severe or profound retardation.

It is very inportant that you understand how different
the folks are who reside in a large facility. These are not
the folks with nental retardation that you see on the bus

with lunch box in hand, or in church on Sunday. They are not



able to get about on their own, sone have severe behavi or
probl ens, many are nultiply handi capped. Here are sone hard
facts. At the Beatrice State Devel opnental Center, our only
state "large facility" (over 15 beds) for the nentally
retarded, of the 470 residents, 84%need hel p bathing, 82%
need hel p dressing, 66%need help toileting, 827%have no
speech or are speech inpaired. Seventy-three and a half per-
cent have a nental age of near 0-2 years. |In addition to
nmental deficiency, nore than a third of the residents have
been di agnosed as nentally ill. These figures are typical of
large facility residents across the nation.

We, parents and famly, support a broad range of services:
i n-hone services, snall facilities, and large facilities, so
that each individual can be served in the nost suitable
setting. W cannot support the Medicaid Hone and Community
Quality Services Act HR 3454 because of the bias against
large facilities (over 15 beds) for nentally retarded persons
who sorely need conprehensive services. W support with

ent husi asm HR 5233 and urge its passage.



