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III.

THE WHITE HOUSE
WASHINGTON

JULY 27, 1993

MEETING WITH THE DISABILITY COMMUNITY

DATE: JULY 27, 1993
LOCATION: The Roosevelt Room
TIME: 2:45 PM

From: Marsha Scot

. PURPOSE

You will meet with Michael Ehman, who has cerebral palsy and
Brian Bolokowski, who is blind. Both are students from
Chicago’s Homewood-Flossmoor High School in the Americans
with Disabilities in Action Job Training Partnership
Program. You met Michael last Saturday night in the Hotel
Washington lobby.

BACKGROUND

For the past five weeks, 10 to 15 students at a time have
been working in Presidential Correspondence opening and
stapling the mail. The program works with young Americans
with special disabilities and showcases their employability
by producing crafts such as silk floral arrangements and
tool boxes. Three of their boutonnieres were aboard the
shuttle Discovery and over 10,000 boutonnieres were used for
the Reunion on the Mall. (The First Lady saw some of the
students on the Mall and encouraged them to come back to
wWashington.)

PARTICIPANTS

Michael Ehman
Brian Bolokowski
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Charge:

Response:

Charge:

Response:

In testimony before the U.S. Senatc Labor and Human
Resources Committee in 1990, Dr. Elders said,

Abortion has had many important and positive,
publioc hcalth effects. Abortion has reduced Lhe
number of children afflicted with severe defects;
thc number of Down's Syndrome infants in
Washington State in 1976 was 64 percent lower than
it would have been without legal abortion.

In 1990, DX¥. Elders testified before the Senate
Committco representing the Association of StLale and
Territorial Health Officers (ASTHO). She began her
tcotimony with the statement, "As a state health
officer, my primary concern is the health and well-
being of the residents of my state. 1Iu the 17 years
that it has been legal nationwide, abortion has had an
important, and positive, public health effect.” ,
Citing the information reflecled abouve, she then
focused on the safety factors involved in abortion,
including the need tu reduce delays in women securing -
abortions, and the need to ensure that -licensing
requirements protect the health of the abortion
patient. She ended her testimony by stating that,
"early abortion is a medically safe procedure. It is
an important component of a comprehensive public health
strategy to protect and promote the health of women.®

Does her statement about the decrease in the number of
Down’s Syndrome babies in Washington State mean that
she does not value these children?

Dr. Eiders has stated, "As a physician, I value all
human life.® §She very much supports these children and
their families. As a doctor she has cared for Down's
Syndrome children, and she has a beloved Down’s
Syndrome cousin. She knows that these children are
delightful and lovable -- and that they thrive in

families who have the resources and wherewithal to care
for them, '

However, she cited this fact when she was testifying
for the Freedom of Choice Act -- and she feel strongly
that all parents should have the choice in this C
instance. Dr. Elders has said, "1 an not wise enough,

I an not good enough, and I cannot love enough to make
this choice for themn.* '

.
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Good wmorning Senator Metzenbsum, and members of the committes or Lador ang
Humin Resourtes, 1 am Joyceiyn Elders, diractor of the Arkantis Depirtment of
Kealth. T am hors roprecenting the Association of State and Yerriteriyl Officers,
the pudlic hedith Concerns and many women in Amgrica,

I 18 plaaged 0 be here to discuss the Frandoa of Choales Act (FOCA), which
vould 1equirs states to adopt & very important principle in thelr rigulation of
abortion services: This act would allov states to regulate abortion services, buy

enly tn vays that are medically necejsary to protsct fhe 11fs or htalth of the
preghant womn.*

As 3 state health officer, oy primiry concern 13 the health and wall-being of
the rasidunts of my stml; In the 17 yoars that it Mas dean legal mationwide,
abortion has had an important, and positive, pulmc heatth effect.

s Abortion 1y ertremely safe. Abortion-related denths have falion from 17
percant of matarna) deaths Yo almost 3 parcent and less than ont half of one
percont of abertion patients are hoipitalized. Abortion 1t 11 1tems safer
than childhirth ang safar than & shot of peniciiliin,

s kWore vonan Art having |boruon:_ sarlier when they dare yafer. The nrcent\t}f\\\
" abortions at or belOW § weeks rose from 20 percsnt in 1970 to 33 percent b N

1985: more thin hine 1n 10 abartions sre perforsed {n the first trimster, \
» Abortion was the single post tmportant factar in She tignificant cecrasse In

neonatal mortality betveen f%f and 1977; abortion wvas raspoasible for a

reduction of 1.5 nsonata) deaths per 1000 V{ve birthy asong vhite snd 2.5

per 1000 1ive dirths among Dlecks. .
o Many families at high risk of genetic defects are willing to becosw pregnant

only bsceuse of the optlon of abort!a:\'... rurtii_--r. sbartion hu reduced the |

nunber of children affii¢ted with severs derects; the numbsr of Dum's'

syndroms Infants in Kashington state in 1976 was 64 percant lover than it
would have besn without legsl abortion.
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¢
kany types of abortion ragulation have basn proposed.

appear raayonable and medically necessary at firgt.
sarve 00 public health pyrpose.

Some of thete proposals

In reality, hovever, many

And some tven pose s public health threat.
Althougn each propesal differs, many would share a common outcoms. KWhother by

reducing the number of abortion providers, incredstng the cost of thg protsdure,
necossitating long-distance travel to recelve abortion scrvlcos or 1anos|n¢
adminigtrative obstacles -~ thnsl weasures cause delays. _
o Delay Incroases risk. "Abortion at 11 or 12 vaeks are thras tines more
¢3&Qerous for ths wammn than at or before sight weeks,
1ater In gestation. Morbldity follows same pltt;rn.

Risks rises Turther

o Delay Intreases cost. Average cost of clinic abortion 15 $23) at eight
woeks but $400 at 16 wesks. . Incremses costs cause agditiona) celay.
o Delay reduces numbsr of providers. One-third of abortion eltnic will not

pe-forn abortions after 17 weeks; thras-quarters of abortion providers wi)l

not perfors abortions artar 16 weeks. Inabdliity to Ting providars can Cause

evan further delay.

Most freestanding abortion providors ta the United States, according to 3 196}
s‘cully.. ars licensed hy soms 3tdte, county or Tocw) government. When ciinlc
ligeniiag caquiraments serve to protect the health of the pragnsnt woran, tney

serve 3 lsgitimste public health 99?‘-r Hovever, not 314 lic-nsinu resuirements

L.
2

furthsr such & Yegttizate purposs.

o Exampleas (but not an exhavstive 1ist) of state raquirgments that arw

ge3ignod to protect she heatth of the abortion. patient ere:

seavtetons for the Vconsing and oversight of physicians (State medical
boards -- pesr-raview panels that are charged with snsuring that medice!
care 13 delivared safely and in & manner consistant with the standards of
the profession — often have wide \lt\tﬁdu to 192 that unsafe
prectitioners are unable to prattice medicine In a4 state.);
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3
- written protocol for medica) procedursy;
provisions for smergenty csry in the event of complications such as
requiring smargency equipment for such procedures as cardiopulnonary
resyscitation, trlnsportinq'lnu idmitting patients to lozal hospitals
under the care of a physician faniiiar with abortion care and
establishing 24-hour emergency talephone numbers.

- raguirensnts for proper sedical 1Creening and health histories of
patients: and .

- guidelines for dagic sanltation. _

Abortliony are ss safe \n clinicy as 1n hotpitals. Therefore, }lcgns!nl
requirements that turn clinics into the 'functspnaj_!qu!vulunt of tml!
A0IDITAIS” are unnecessary and erve only to \ncrllSQ'tha cost to the

facility, and yitimately the pattent. Examples of such unnacessary
requirsments are those that mandats specific corridor widths, centrai

screening desks, sex~segrogated locker rooms and slaborate venttlation

systems. Mo evidente axists that such requirement: promote patients’ safety.

, ,'lilllns_lelndx do 11ttle to foster xnfornpd‘dec\s!um-ﬁck\nq. but do tause
serfous problems for women by Increasing the cost of the sbortion wnd creating
delays that raise the health risks of the procedure. ;ngs prodlen 13 especlally
acvte in rural states such f; hiﬁe{ihnnl yomen could be forced to trave! great
distances for an extra visit to the abortion clinic that does mothing to protect
her hadlth,
« Momn Maving aborticns have thought serfousiy about their decisions.
Patients olve an average of four reasons for their abortions. Ning in YD
women consylt uith at lsnst one other person. _
« Ong study of abortion patients who had complled vith a viiting period found '

that 93 percent very unable to name B 1ingle Danefit,

am 1, Au o AnsrasNW PNRNG BI(D
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* Two-thirds of pstients sald the watting period caused probliems such as
nental anguish, tramsportation and 1ogistical problemt and sdditiona!
physical discomfort,
¢ Dalay may be wuch pore thMin 24-48 hours for some women:
- siz parcant of abortion patients have to cross stats lines
- oM-t{ﬂrd of abortion patients eross county lines:
- 6§ percent work and have to arrings additiona) time off;
- 42 percent have ch110ren ang sy Mave to arrange ¢hi1g cars: and
= 31 percant are 1n schoo)l and would miss additional clagses
{nformad consant 15 a fundamntal principle of medical practice.
Unfortunstely, the so-called informed ronsent syt that have been proposes are
d'u!gnd. according to the Supreme Court, ®not to inform the woman to ebtain her

consent but rather to parsuade her to withhold 1t altogether.”

InPormed consent requiremnts sre smbodied {n the basic standards of the

sedical profession and the organizations to which abortion providers

belong. Thase codes require physiciany to tell .womn about the
alternatives to abortion and to obtain Informed consent defore parforming an
| abortion. There i3 Ao hedlth-related Juftification for ldd:ltlonul ttate

{nforsed consont requirements.

o Rsguiremente that mindate 3 discussion of sxcessfve rigks or risks that are
not germans tv a particulir pltril.l(! serve no logitimate purpote. for
sxample, & discussion either of the ritks of a later ghortion or of fets)
development Yate in pragnancy iz trrelavant to 3 woman having an abartinn at
B or 9 waeks. o _

o Provisfons are Inharently blased If they require only a dlscussion of the
ritks of abortien and not the rigks of pregnancy and childbirth.
Requirensnts that all abortiong 3fier the first trimester he gerformed in
hospitals serve ro public health purpo;c. According to the CDC, tbortions may be
perforees 88 safaly in non-hospital settings at Yeast until the widdle of the
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secons trimestor for women who are not at Righ-risk. The Asgrican Colliege of
Obstetrics and Gynocology (ACOC) considers adortions outtide of hespitals
appropriate during the first 14 weks of pregnancy. -

* Limiting abortions to hospitals weuld graatly Timtt arcess. Less than helf
of 311 hospitals in which sarly abortions ars performad will pertors
aortions after the Pirst trimester. In nine states, no In-hosp!tal,
second-trimester abortions were pnrforl»d In 7985. Locntlnq : ho:pltll
providir tould result Tn a substantial dlluy. .
Bacauss abortions in hospitals ars typleally two to three 1tems as oxpensive
ts sbortions n non-hospital mattings, a hospital requirement would make

sbortions much more expensive, sven prohibitive to some low-incomt vomen,
4sd cause additions? delay.

Ahs® pn aborsions In publig hoipitals, even If the woman pald the entire cost
of the procadure hersel?, could eas)ly be written to praclude abortions in
virtually any hospital {n the nation, since al) hospitals have some Ynvolvement
with government. Such & ban wauld have a disproportionats effect on Jow-incoms
women, would make dbortions unavallable to som women and cause serious delays.

*. Since medfcal aducation in thls country relles on hdsh1tt1:..0 ban on
sbortions In hospitals would seriously dr;ralsr the nusber of phytictant
trained and axperienced in parforming abortions. Adequate training and
sxparience 1§ closely rifltod'tolleggty. .

* Fforty psrcoent of worh NAVING ADOTTIONS In hospitals, compared with only 30
percent of patients In cllnics, have annurl sncomes Dalow $11,000. Half of
411 patients wha h.Qe abyrtions 1n hiospitals sre members OF minority groups,
compired With lass than one-third af elintc patients.

. A prohibition of abortiony In hotpitals s tantamount to prohibiting

atortions in cates of fetil dsrect, which almost 3iwayt are psrformed in
hospitals.

am e .n3 sn.naaN  TO0DO6 RIS
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e 1n one of three U.S. counties with an dbortion provider, the only provider

s a hospital; in 13 percent, the only provider is a public hogpital. Women
in these countias would be forced to travel long distances, and prodably
dolay their procedures, or cirry thelvr pragnancies to tern.

Conclusion: '

tarly abortion is a mdically safe procedure. It 18 an important component of
a comprahsasive publtc henlth strategy to protect and promote the Milth of wvooen.
The frusdom OFf Chotce Act nk'u » balanced approach towarg the abortion issye.
Appropristely, snd necpisarily, it places priority on the hsalth of vomen, which 13
tne standard by which any erfect to regulate sbortion must be messured.

e . MAAR WV



THE WHITE HOUSE

WASHINGTON

July 27, 1993
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MEMORANDUM FOR THE PRESIDENT
FROM: Mike Lux

SUBJECT: Addendum to Briefing for Meeting with Disability
Leaders

BEOEE 1

The following changes have been made on your 2:45 PM meeting with
leaders from the disability community. Roy Neel will now begin
the meeting at 2:30 PM, following the agenda below. I will brief
you at 2:35 PM, and you will join the meeting in the Roosevelt
Room at 2:45 PM. You will begin by placing a call to Frank
Harkin, Senator Harkin’s deaf brother.

You should also note one correction: Bobby Simpson has not yet
been announced as Commissioner of the Rehabilitation Services
Administration as listed in your briefing. He is currently the
head of the Arkansas Rehabilitation Services Administration.

BACKGROUND

Oon July 26, 1993, TITLE IV of the Americans with Disabilities Act
came into effect, requiring that all telephone carriers
nationwide provide relay services for customers who are deaf,
hard of hearing, or speech impaired. This is facilitated through
a Text Telephone device ("TTY" -- the Y has been added to TT to
avoid confusion, as TT is short for toilet in conversational
American Sign Language.) At the time the ADA was passed, only
six states had established relay systems, and even those in
existence were not always of high quality.

To demonstrate this communications breakthrough, you will be
phoning Senator Harkin’s brother Frank, who is deaf, and lives in
Cummings, Iowa. You will be phoning Frank Harkin through the
Federal Relay System (although the 1link will have already been
made when you enter the Roosevelt Room.) There will be an
operator translating your speech into text, and then translating
Mr. Harkin’s answer when it is received back. This process
causes a delay effect - much like consecutive translation with a
foreign Head of State - so it is important to pace yourself
carefully. When you make a statement, the operator types the
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statement into the TTY device, which then displays the statement
for Mr. Harkin. He will then write out his response, which will
then be read back to you. Since this conversation will take
place over speaker-phone, it will provide a graphic demonstration
of how convenient it now is to communicate with hearing or speech
impaired persons.

- pmflovt
SBEQUENCE OF EVENTS

- Roy Neel opens the meeting

- Introduction of all Presidential appointees with
disabilities who are in attendance; introduction of Senator
Harkin and Congressman -Hoyer.

- Kathy Way from Domestic Policy Council will make remarks
on Domestic Policy Council’s work on disability policy;
there will be questions and answers until the President
arrives.

- The President arriﬁéé'ahd makes the call to Frank Harkin.
- The President ends_ééil_and makes opening remarks.

3 Lo
- Presentation by several members of the disability

community.
- The President makes closing remarks and departs.

- Roy Neel thanks people for coming and closes the meeting.
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Consortium for
Citizens with
Disabilities
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June 14, 1993 i

Dear Senator,

As you prepare to finalize the FY 1994 reconciliation
bill, the undersigned membey organizations of the Consortium
for Citizens with Disabilities call your attention to the
impact of your decisions on persons with disabilities and
their ramilies. The CCD olearly recognizes the difficult
choices facing you as you seekX to reduce the deficit, ‘
invigorate the economy and maintain and expand critical !
prograns. We also realize that persons with disabilitiec
and their families, like all Americans, must be willing to
sacrifice to produce a sound economy and a stroag nation.
However, the CCD is greatly concerned that people with
disabilities, who comprise one of our country’s moet
vulnerable populations, may be forced to bear a : ¢
disproportionate burden to achieve our econemic goals. !

T

Por millions of people with disabilities, Medicaid and
Medicare provide desperately needed health care, aa well as
tinancing living environments, in either comaunity-based or
institutional settings. As we understand a number of Senate
proposals within the reconciliation bill, these vital health
care and residential supports arse the targcts for
substantidl cuts beyond the House-passed bill vhich already
cuts them by more than $50 billion.

We find it incredible that poor pecple with :
disabilities continue to bear the brunt of deficit reduction
rather than asking all Americans to ahare the burden through
eguitable and progressive changes in tax policy. On behal?
of the tens of millions of citizens with disabilities in our
country, We urge you to be fair to these paople. We
strongly oppose and urga you to reject any cap on

entitlements or further cuts to Medicaid and recipient-based
benefit reductions to Medicare.

[P SR R R

{continued)
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June 14,
Page 2

1993 ; - C

Oon behalf of

Anerican

Association of University Affiliated Programs

American Association on Mental Retardation

Anmerican
American
American

Council of the Blind
Foundation for the Blind
Speech-language-Hearing Association

Bazelon Center for Mental Health Lavw
Child Welfare League of America
Council for Exceptional children

Epilepsy
Goodwill
Learning
National
National
National
National
National
National
Rational
National
NISH

The Are

Poundation of America- -

Industries of American, Ine.

Disabilities Association

Association of Developmental Digabilities Councile
Asgociation of Private Residential Resources
Association of Protection and Advocaey Systems
Association of Rehabilitation Facilities
Council of Community Mental Mealth Centars
Eagter Seal -Society . -

Head Injury Foundation

Parent Network on Digsabilities

The Association for Persons with Severe Handicaps
United Cerebral Palsy Association, Inc.
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(202)785-3388 / FAX (200467-4179 ) TDD (202)785-3411

)
June 8, 1993 1
Follovwing ite narrow. approval in the U. 8. House ot Representatives, the
FY 1994 Reconciliation bill faces very tough sledding in the Senate. | .
Substantial opposition to tha House bill (H.R. 2264) h&s surfaced fr Senate
conservatives and those from states particularly affected by the billls;energy
related tax increases. An alternative to H.R., 2264 has been offered by!Senator
David Boren (D~OK) that would significantly reduce energi related and oiher
revanue raising provisions, replacing these revanues with huge cuts ($114
billion over 8 years) in human services spending. Most of these redustions
would come from capping or cutting entitlements such as Medicald and ¥edicare.
More savings would be secured by reducing Social Security cost~of~liv nq
increases.

Clearly, the Boren plan would place a signiticant burden on defi iﬁ ,
reduction on persens with mental retardation who are Social Security eqipients
and/or received their health care frowm Medicaid or Medicare.

It is critical that the Scnate Finance Committee hear from the 4
community within the next week, urging the committee not to cap ar
cuts to Kedicaid or Medicare in order to help balance the fedsral bud
President Clinton’s Economic Plan, as embodied in H.R. 2364, would al
reduce Medicaid -and Medicare spending by §56 billion over 5 years.
are difficult for the disability community to bear, but would ba more
the punitive Boren approach.

!
1

Please contaat each and evexry member of the Senate Financa COM@ltLeB
particularly any from your state, urging them to: ‘

4

o Reject the Boren approach to deficit reductien which will atly :
jeopardize the lives of hundreds of thousands of persons with mental
retardation and other disabilities.

©  Reject any approach which caps Medicaid or Medicare. %

©  Reject any approach which reduces Social Security cost-of-1living
increasee. (i

0 Reject any approach which reduces new tax revenues by furth

slashing programs and benefits which zerve pecple with mental}] !
rotardation and other disadilities,

|
Attached is a list of the Senate Finance Committee members with o%r
addresses. Please write, fax or call them within the next 7 days. Yo !
message is critical to avold drastic and harmful reductions te vital & apxlity
programs.

a national organization on mental retardation
torracaly Assoctation for Retardsd Citizens of the United States

—— v 3+ —— e ——
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CONGR A

MAJORITY (DEMOCRATS)

Daniel P. Noynihan (NY), Chairman
464 Senate Russell Office Building
Washington, DC 20510

(203) 2234-445) (office)

(202) 224-9293 (fax)

Max Baucus (MT)

706 Senate Hart Office suildinq
Washington, DC 20510

(2023) 224-2651 (office)

(202) Non publighed (fax)

David L. Boren (OK)

453 Senate Russell Office Building
Washington, PC 20510

(202) 224-4721 (office)

(202) Non publighed (fax)

Bill Bradley (NJ)

731 senate Hart Office Building
Washington, D¢ 208510

(203) 234-3224 (office)

(202) 224~8567 (fax)

George J. Mitohell (ME)

176 Senate Russell Office Building
Washington, DC 20510

(202) 224-5344 (office)

(202) Non publiahed (fax)

David Pryor (AR)

267 8enate Russell Office Building
Washington, DC 230510

(202) 224-2383 (office)

(202) 234-83261 (fax)

Donald W. Riegle, Jr. (MI)

105 Senate Dirksen Office Building
Washingten, DC 20510

(202) 224-4822 (office)

(203) 324-8834 (fax)

John D. Rocketeller (WV)

109 Senate Hart Office Building
Waghington, DC 20510

(302) 224~6472 (office)

(202) 224-7663 (fax)

e AP 4 4 AR
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Thomas Daschle (8D)

317 Senate Hart 0ffice Buildxng
Washington, DC 20510

(202) 224-2321 (office)

(202) 224-3047 (faXx)

John H. Breaux (LA)

516 Senate Hart Office Building
Washington, DC 20510

(202) 224-~4623 (office)

(202) Ron published (fax)

Kent. Conrad (ND)

724 Senate Hart Office Building
wWashington, DC 20810

(202) 224-2043 (office)

(202) 224-7776 (fax)

MINORITY (REPUBLICANS)

Bod Packwood (OR), RM

259 Senate Russell Office Building
Washington, DC 20310

(202) 224~8244 (office)

{(202) 228-3576 (fax)

Robart Deole (KS)

141 Senate Hart Office Building
Washington, DC 20510

(203) 224-6521 (office)

(202) Non published (fax)

William Roth (DE)

104 Senate Hart Office Building
Washington, DC 20510

(202) 224-2441 (office)

(203) 224-2808 (fax)

John Danforth (MO)

249 Sehate Russell Office Building
Waehington, DC 20510

(202) 224~6154 (office)

(302) Non published (fax)

John H. Chafee (RI)

567 Benate Dirksen Office Building
Washington, DC 20310

(208) 2234-29231 (office)

(302) Non published (fax)

-

- e e amt vt

I .= PN



Jus 80’0 82:50 ARCGAC

David Durenberger (MN)

154 Senate Russell 0Offlce Building
Washington, DC 208510

(202) 224-3244 (office)

(202) 224~9931 (fax)

Charles Grassley (IA)

135 Senate Hart Office Building
Washington, DC 20810

(202) 224-3744 (office)

(202) 224-6020 (fax)

Orrin G. Hatch (UT)

135 Senate Russell Office Building
Washington, DC 208510

(203) 224-5251 (office)

(203) 224-6331 (fax)

Halocolm Wallaep (WY)

237 Senate Russell Office Building
Washington, DC 20510

(203) 224-6441 (office)

(202) 224-32330 (fax)

P.5/6
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‘Consortium for
Citizens with
Disabilitiest
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July 22, 1993

Dear Budget-Reconciliation Conforee:

Attached for your econsideration are recommendations of the
Consortium for Citizens with Disabilities (ccD) regarding the
disability-related aspocte of the Omnibus Budget Reconc¢iliation
Act of 1993, ' CCD is the coalition of natiomal organizations
Which advocates on behalf of our nation's 43 million citizens
with disabilities. .

Thie letter is supplementary to our letter of July 20th on the
reconciliation conference deliberations. We wish to convey to
you more detailed information on those conference jtems most
pertinent to the dimability community. We urge you to support
the positions contained within the attached document.

CCD thanks you for your support now and in the past.
Sincerely,

Past Mandboct

Paul Marchand, Chairman
Consortium for Citizens with Disabjlities
202/788-33g8

Rogér Kingsley,(Lo-Chair
CCD Budget & Appropriations Task Force
301/897-0128

K;tngea%e Co-Chair /

CCD Budget & Appropriations Task Force
201/588~8252

Sha—

~
Juglth Shaw, Co—Chair
Budget & Appropriations Task Force
202/347=3066

Attachaoent
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Batitlement Prograas

CCD opposcs arbitrary caps on entitlement programs. However, _
should the conferees consider entitlement review proposals, the
CCD urges that these proposals contain two key provisions.
First, the proposal must allow the entitlement targets to be
adjusted for inflation. Second, the proposal should allew for
the entitlement target to have a margin of ervor.

Medicaid -~ Personal Care Amendments

Language is included in the House and Senate bills to repeal the:
personal care mandate and, instead, to establish in the statute -
an optien for personal care. 1In establishing the statutory
optien, the bllls would limit authorization for parsonal care
services to physicians, with supervision of such servieec

purses. Ths CCD urges the conferees to adopt language that gives .

the states authority for flexibility in tha delivery of personal.
care servicas in a manner that does not require physician
authorization or nurse supervision. Recemmended language has
been provided te Comnittee staff.

Medicald - Transfer of Assets

CCD supports the inclusion of clarifying changcs in the House ang
Senate Medicaid Transfer of Assets sections to asaure that
competent adults are permitted to establish cpecial needs trusts,
as -are other peopla with disabilities, and@ to assure that pooled -
trust arrangements are protected. Su geeted language and
background information have been provided to Committee staff.

Medicaid - Prescription Drug Formularies

CCD acknowledges and applauds the efforts of hoth the House and
Senate t¢ include meaningful consumer protections in the !
provigions allowing stata Medicaid prograns to establish :
restrictive formularies; however, we remain concerned about the
possible effects of formularies on access to medjcall necessary
medications for Medicaid beneficiaries who have chron ¢
conditions and disah{lities. In particular, for those
individuals who are in need of medications that are not included .
in the formulary, experiencc has shown that existing prior
authorization programs may be inadequate mechaniems for ensuring
medically neces=sary access to excluded drugs, Acoordingly, wve
recommend that the provisions relating to formularies ba amended
to orecate a presumption that, if the Medicaid agency has not made
a decision within 24 hours, as currently required by law, the '
medication is then prooumed to be authorized. We believe this
change would go a long vay toward ensuring access to needed
medications for people with chrenic conditions and disabilities,

i
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Medicaid ~ Permissive Exclusion Authority for Medicaid Dru
Prograns
CCD is concerned about a provision contained in the omnibus
Budget Reconciliation Act of 1990 (OBRA '90) which extended the
"pereissive restrictions authority in state Medicaid drug
prograns to include all barbiturates and benzodiazepanes. While
ve understand that this change was made to address reports of '
videspread abuses of these classes of drugs, the provision could.
prohibit access to valid, medically necessary treatments for
persons with epilepsy, panic disorders, and agitated psychoses.
CCD is concerned that the OBRA ‘90 prevision is overly broad and
could deny indigent Medicaid beneficiaries safe and effaective
nedications which represent the best, or in some cases, the only
available treatments for serious medical conditions. Often these
medications prevent the need ror far more costly alternative
treatments., CCD urges the conferees to considar this isaue as it
deliberates the provisions relating to Medicaid drug formularies.

Medicare - Home Medical Equipment Ethics Provisions

CCD recommends that Congress retain the home medical equipment
(EME) ethics provisions in the reconciliation bill. The ethics
provisions = which Congress passed last year - help protect
Medicare beneficiaries and legitimate HME suppliers from »
unscrupulous individuals who damage the reputation of the HME ‘
industry, and save precious federal dollars that the country can
ill-afford to waste. CCD alse opposes efforts to curtail
reirmburgeoment vates for HME, which would limit consumer acecess to

HME, and urges Congress to support adeQuate reimbursement for
HME.

Medicare - Coverage of Speech-language Pathologist and
Audiologist Sexvices

CCD supports the inclusion of Section 1347% in H.R. 2264,
Coverage of Services of s§eech-Lanquage Pathelogists and
Audiolegists, in the final reconciliation package. Many
individuals with disabilities have communication disorders and
arc assessed and treated by speech-language pathologists and
audiologists under the Medicare program. Section 13475 clarifies
the services and the qualifications of the professionals who
provide the sarvices., There is no coct associated with this
provision. CCD also agrees with the American Speech-Lanquage-
Hearing Assogciation that individuals in thair Clinical Pellowship
Year should be included in the definitions of speech~language
pathologists and audiologists.
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Supplemental Security Incoma (S8I) - State Administration Fee

CCD oppases the provisions to charge the states a fee for
administering their supplaementation pProyram. The fedaral
government's role in administering state supplementation was
intended as an incentive for states to supplemaent federal:
benefits. With many states experiencing serious budget cute
backs, this additional administrative expense may serve as a
disincentive for continued state supplementation. Any action
vhich would directly er indirectly result in states reducing or
eliminating their supplementation program would hurt 8sY
beneficiaries.

Restoration of Pre-guter Beneficiary Rights

CCD urges passage of the House provision to restore pre-guter law
regarding benefieiary rights. Prior Lo the U.S§. Supreme Court's
decision in Suter v, Artist, individuals who were being harmed by
a state's failure to comply with a state plan had a well :
recognized right to sue in federal court. In a case dealing wit¢h
the Title IV-R foster care program, the Court eliminated those
rights. The Suter decision is thought to have far~-reaching
impact in all of the Social Security Act titles and, in fact, has
been interpreted to apply to other federal laws. The House bill
has a provision (Sec. 13234, under ¢hild velfare and family
preservation) which would restore the law to pre-~suter status,
restoring the right to seex redress of violations of the foster
care provigions and affirming that this right still ewigts in
other statc plan programs under the Social Security Act. Thig
provision has been agread to by the National Governor's
Association, the National Conrerence of State Legislatures, the
Anerican Public Welfare Association, the American civil Liborties
Union, and censumer advocates,

Buman Resouroeg Programs
Naternal and Child Health (MCH)} Block Grant

CCD supports the House provision to increase the authorization
lavel of Title V of the Social Security Act, the Maternal and
Child Health (MCH) Blotk Grant. The Heuse kill raises the
authorization ceiling from $686 million to $705 million. This
amount is equal to President Clinton's figcal yeay 1994 requeast.
Last year, the MCH block Grant provided basic health care -
services to well over % million women and young children as well
as special services to children with chron{c illness and children
with disabilities. The block grant also supports valuable '
interdisciplinary training, research, and genetic screening and
counseling activities which are kay compencnts to the existing
health cavre infrastructura.

"W
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Family Preservation

Since its inception family Preservation legislation has
recognized the critical importance of addressing the needs ot
children most at-risk of abuse, neglect and out-of-home placement
and their families. Theee children are identified by their
involvement in one or more of the primary children's service
systems serving children at-risk: children's amental health, :
child velfare and juvenile justice. By focusing on coordination
and augumentation of theosc services children most at-risk are _
identified early with greater chance of successful interventions
and, in addition, soarce resources are more effectively utilized.
In order to clarify the intent of family preservation
legislatien, ccp ic requeating that provisions on demonstration
projects in H.R. 2264 be amended to conform to the comprehensive
services projects sections found in all previous tanu{
preservation legislation and S. 596, which is pending in the
Scnate. This change would identify the purpose of tha
demonstration proiects-secticn as coordination of children's
mental health, child welfare and Juvenile Jjustice services and
development of comprehengive services within those systems. This
is a cost-neutral issue which simply allows greater flexibility
to states for the use of current appropriations.

Childnhood Immunigation

CCD supports the House childhood immunization initiative because
it will assist more milliens of children by preventing the '
incidence of iliness ang disability. Moreover, the House bill
includes Medicaid immunization improvements such ag parent
education, coordination with wic and Maternal and Chzld Health
programs,

Micksy Leland childhood Hunger Relief

CCD supports the inclusion of the Mickey Leland childhoed Hunger
Relief Act in the final budget reconciliation bill. Thie j
legisiation is needed to reduce hunger among poor children and to.
help bring working families out of povarty. Individuale with
disabilities are among our natiopn's poorest citizens., The Leland

bill is eritical to the overall fairnass aof the reconciliation
package.
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Public Works/Transportation Programs
FPunding for Maas Transit

CCD recommends that budget reconciliation conferees support a
provision directing at least the traditional 20% of the revenues.
raised by any gas/energy tax for deposit into the Mass Transit
Account. The Senate version would deposit the revenues in the
Highway Trust Fund, but made no provision for any credit to the
Mass Transit Account. The importance of acceesible public
transportation to millions of people with disabilities cannot be
overstated, and provisions for adequate funding must be made in
the reconclillation bill. The Americans with Disabilities Act has -
many specific requirements to allow people with disabilities
access to public transportation = an important 1ink to gecuring
gainful emzloyment. Adequate funding for mwass transit is
necessary in order for public transit systems to move forward
with implementation of these requirements.

Revenue Provisions
Housing - Permanent Extension of Low~Income Housing Credit ;

Altnouig-both the Senate and House adopted provisions permanently .
extending tha low-income housing credit, the CCD urges the
conterees to adopt the House provision Sec. 8142 (4] whiech
prohibits the refusal to lease to a holder of a Section 8 housing
voucher or certificate. 8Since many people with disabilities
utilize Section 8 housing certificates/vouchers, we believe this
type of nonediscrimination protection is ocritical. ‘

Housing = Perménent Extension of Qualified Mortgage Bonds :

CCD urges the conferees to adopt the House provision which
permanently extends qualified wortgage bonds as an important
financing tool in assisting low and moderate income first-time
home buyers, including people with disabilities, to obtain
mortgage rates belov conventional markaet rates.

Employment ~ Permanent Extension of Targeted Jobs Tax Credit

CCD supports provisions in H.R. 2264 that 1) contain a permanent
extension of the Targetad Jobs Tax Credit (TJTC); 2) include the’
President's recommanded new target group for work-study (student
apprenticeship) jobs for 1ith and 12th graders; and 3) make TITC
applicable to economically disadvantaged enterprise zone workers.
Collactively, these provisions will help mitigate the tax burden
on employexs by providing a $2 billion reduction in employer wage
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costs, and will continue the progress made in providing greater
opportunities for individuals with disabilitics in the
conpetitive work forcs.

Earned Income Tax Credit (EITC)

CCD supports.the House pro?isions relatecd to the earned income
tu Crﬁdit . ’ :

Repeal 3% Ploer on Charitaﬁle'neductions'

CCD urges Congress to repeil the 3% floor for charitable
deductions. Under current 'law, this provisien is scheduled to
expire at the end of 1995; |howover, the House and Senate
reconciliation bills include language to make it permanent. ThJ
33 floor on charitable deductions {s reducing charitable giving
at a time when the nonprofit sector 1s experiencing increased
demands for services to £il11 the voids created by frederal and
state govermment cutbacks.

Consertium for Citizens wiin
Disabilitiee 7/22/93




ADDITIONAL MATERIALS FOR MEMORANDUM TO PRESIDENT
ON CONSORTIUM FOR CITIZENS WITH DISABILITIES EVENT

RESPONSES TO CCD STATEMENTS
1. Entitlement Programs
The 1994 budget did not propose any form of broad limitation on entitlements.

The House-passed reconciliation bill contains an "entitlement budget®
provision. It requires the President to advise the Congress, when entitlements
exceed projections, on whether: (1) added savings should be adopted; (2) added
revenues should be sought; or (3) no action should be taken (deficit
financing). Congress would have to vote on the same three choices.

The Senate bill contains no such provision.
2. Medicaid -- Personal Care Amendments

The Administration proposed a personal care amendment that would correct a
drafting error that inadvertently made this benefit mandatory in all states.
Restoring personal care as an optional benefit would return Medicaid policy to
the original intent of the law. The change would take effect prospectively for
FY 1995.

Both the Senate and House reconciliation bills would restore personal care as
an optional benefit, as was proposed by the Administration.

The Administration has not taken a position on the specific language proposed
by the CCD, which would give the states authority for flexibility in the
delivery of personal care services in a manner that does not require physician
authorization or nurse supervision.

3. Medicaid -- Transfer of Assets

The Administration proposed strengthened transfer-of-asset provisions in order
to ensure that individuals with substantial assets pay their fair share of
Medicaid long-term care costs. Any proposed changes that would weaken these
provisions would lead to decreased program savings.

Both the Senate and House bills would strengthen transfer of assets provisions
in general accordance with the President’s Budget proposals.

CCD support language assuring that competent adults are permitted to establish
special needs trusts and to assure that pooled trust arrangements are
protected.

4. Medicaid - Prescription Drug Formularies

The Medicaid prescription drug formulary provisions under Congressional
consideration include a variety of protections for Medicaid recipients. Drugs
excluded from the formulary must be considered for coverage on a case-by-case
basis at the request of the patient’s physician, if the State has given prior
authorization for payment. We believe that States will act responsibly and
consider requests for prescription drugs not included in the formulary in an
expeditious manner. The Administration has taken no position on the refinement



proposed by CCD and no similar provision is being considered by either the
House or Senate. That refinement would create a presumption that, if the
Medicaid agency has not made a decision within 24 hours, the medication is then
presumed to be authorized.

5. Medicaid - Permissive Exclusion Authority for Medicaid Drug Programs

CCD is concerned about a provision contained in the 1990 reconciliation bill
which extended the “permissive restrictions" authority in state Medicaid drug
programs to include all barbiturates and benzodiazepenes. It does not
recommend a specific change. The Administration has taken no position on the
issue, and no change is being considered by either the House or Senate.

6. Medicare -- Home Medical Equipment Ethics Provisions

The House and Senate bills both include Medicare savings proposals that reduce
payments for DME, prosthetics and orthotics. The House bill also includes DME
ethics provisions that were passed in the previous Congress but not signed into
law. CCD supports these provisions. The Administration has not taken a
position on the specifics of the ethics provisions.

The Administration shares CCDs interest in ensuring access to home medical
equipment and rooting out unscrupulous suppliers. To ensure program integrity,
HHS plans to convert this year to an enhanced system of reviewing claims for
durable medical equipment (DME), prosthetics, orthotics and parenteral and
enteral nutrients and supplies. Four regional carriers with specialized fraud
and abuse units will review all DME claims, and will implement standards that
all suppliers must follow. The Administration proposed some DME payment
revisions that result in Medicare savings based upon a GAO study that found
suppliers were achieving higher profit levels from Medicare business than from
private business; and an HHS Inspector General study that found Medicare
providing higher reimbursements than many other payers.

7. Medicare - Coverage of Speech-Language Pathologist and Audiologist Services

The Administration does not oppose this House-passed provision, which clarifies
the services and qualifications of the professionals who provide
speech-language pathology and audiology services. The Administration has not
studied the proposal of the American Speech-Language-Hearing Association to
include individuals in their Clinical Fellowship Year in the definitions of
these service providers, and therefore does not take a position on this
specific point, which CCD favors.

The House Ways and Means provision supports the redefinition of speech-language
pathologists and audiologists, but it does not include the Association’s
proposal. The Senate bill does not contain such a provision.

8. SSI State Administrative Fee

The Administration’s proposal would charge states for the federal
administration of their state supplement to the federal Supplemental Security
Income (SSI) benefit. Currently, SSA administers supplements for 27 states and
the District of Columbia. The proposal gradually phases in a 5% administrative
fee over three years (1.67% in FY94, 3.33% on FY95 and 5.0% in FY96 and
thereafter.) The fee 1s expected to save $710 million over five years. The



House adopted the President’s proposal and the Senate adopted the proposal but
delayed the fee for one fiscal year.

CCD opposes the Administration’s proposal.

9. Suter v. Artist M Provision

The Family Preservation and Family Support legislation instructs the judicial
system to ignore the Supreme Court’s Suter v. Artist M decision as a precedent
for future court decisions. The plaintiffs in Suter brought legal action
against a State to enforce the "reasonable efforts" provision of the Social
Security Act (which provides that reasonable efforts must be made to prevent a
child from being placed in foster care). The decision was overturned by the
Supreme Court, which argued that if a State had a State plan that complied with
the Social Security Act, it was not necessarily liable for individual instances
in which there was a failure to comply with State plan provisions. Estimated 5
year costs: unavailable, although CBO predicts that this provision may be
costly.

10. Maternal and Child Health Block Grant

The FY94 Budget contains $705 million for the MCH Block Grant, a $40 million
increase over FY 1993 enacted levels. States use MCH block grant funds to
support prenatal care and case management services, primary care services for
children, and services for children with special needs. Of the additional $40
million in the FY94 Budget, $30 million will be distributed to states by
formula, 5 million will be allocated for special demonstration projects, and $5
million is to be spent on the development of integrated service delivery
projects.

The House-passed reconciliation bill increases the FY 1994 authorization for
the MCH block grant from $686 million to $705 million. The Senate bill does
not include a similar provision. CCD supports the House provision.

The House-passed version of the FY94 Labor/HHS appropriations bill would
provide $665 million, $40 million less than requested in the FY94 Budget and
the same as the FY93 enacted level.

11. Family Preservation and Family Support Proposal

The Administration’s proposed Family Preservation and Family Support
legislation -- included in the House bill but not the Senate bill -- would
establish a new capped entitlement under Title IV-B of the Social Security Act
to: provide services to strengthen and stabilize families; prevent family
dissolution; and improve parenting skills. The proposal recognizes that
today’s families face increased stress from causes such as increasing teen
pregnancy, substance abuse and violent crime rates and that such stresses are
reflected in steadily rising foster care caseloads. By devoting more resources
to preventing family dissolution, both through preventive services before a
crisis occurs and through intensive services at the time of crisis, the
proposed program hopes to reduce today’s high level of foster care placements.

CCD is requesting that the measure be amended to conform to the comprehensive
services projects sections found in previous family preservation legislation,
which they say would be cost-neutral but would allow greater flexibility to



states for the use of funds.
12. Childhood Immunization

The House-passed reconciliation bill contains a version of the President’s
immunization initiative. CCD supports the House-passed measure. The Senate
bill does not contain that provision.

In addition, the FY94 President’s Budget included a $326.5 million investment
for a nationwide immunization initiative. In addition to expanded vaccine
purchase, the investment would support infrastructure development (including
certain personnel expenses and information and outreach efforts). The
investment would also support the development of a nation-wide immunization
monitoring system.

13. Mickey Leland Childhood Hunger Relief

The House has included in the reconciliation bill the Mickey Leland Childhood
Hunger Prevention Act, supported by the Administration, which would increase
Food Stamp benefits, simplify and improve program administration and assure the
integrity of the Food Stamp program. Most of the benefits of this bill would
go to low-income families with children. The Senate bill does not contain the
Leland initiative. CCD supports its inclusion in the final bill.

14. The Energy Tax and Funding for Mass Transit

CCD supports providing the Mass Transit Account of the Highway Trust Fund with
the traditional 20% of funds raised by any gas/energy tax. The Administration
has not officially taken a position on this issue. The Senate bill would
provide all of the 4.3-cent gasoline tax increase to the Highway Trust Fund but
none specifically to the Mass Transit Account. The House bill contains the Btu
tax, with nothing going to the Highway Trust Fund or mass transit. The
conferees have tentatively agreed to place the revenues of whatever emerges in
the general fund, not the trust fund.

The House passed the Administration proposal to place 20% of the 2.5-cent
gasoline tax extension in the Mass Transit Account.

15. Earned Income Tax Credit

The Administration’s proposal would expand the EITC and increase the credit by
the amount necessary to lift a four-person family out of poverty. The increase
in the credit would take place over a two-year period and be completed by 1995,
When fully phased in, the maximum credit would be $2,062 (in 1994 dollars) for
families with one child, and $3,371 (in 1994 dollars) for families with two or
more children. The EITC would also be extended to workers without children,
for a maximum credit of $306 (in 1994 dollars). The supplemental young child
credit and the supplemental health insurance credit would be repealed. The
five-year cost of the provision is $28.6 billion.

The House has essentially adopted the President’s proposal; the Senate has
adopted a less generous plan. CCD supports the House-passed EITC provisions.
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ISSUE PAPER

DISABILITY POLIGY AND THE PEDERAL BUDGET PROCESS
Background

During the last dozen years, most federal disability i
programs have experienced fairly steady growth. For the
most part, this has been achieved with the support of the
Democrats who controlled both the House and Senate
Appropriations Committees. The Congress usually ignored or
rejected the Reagan/Bush budget requests which offered
little promise, even during the free spending Reagan years,
of significant expansion for disability programs. Thus the
Congress, not the Republican Aduinistrations, must receive
what credit there is for maintaining and expanding
disability programs.

Upon the arrival of President Clinton, the disability
community eagerly awaited his budget requests for FY 1994.
Despite the bleak economic outlook and heightened pressure
to reduce the federal deficit, disability advocates held out
hope that some disability programs, particularly those which
address needs reflected in President Clinton’s campaign
priorities, might receive substantial increases in the
President’s budget. :

These hopes were dashed, however, when the Clinton
budget request was released in April. Most disability
programs were frozen at their FY 793 levels, a fevw received
cost-of-living increases and a couple (Technology Assistance
and Early Intervention) received increases above inflation.

Further exacerbating this problem was the President’s
economic stimulus proposal which totally ignored disability
programs which might have played a role in jobs development
and other priority areas. Disappointment by the disability
community would have been lessened had all other human
services been treated similarly. However, there were scme
"ywinners" such as Headstart and Youth Employment in the
President’s budget requests. While the disability community
applauds President Clinton’s proposed increases to Headstart
and Youth Employment, it is conceérned that those programs
serving people with disabilities which have similar
objectives are not provided with similar resources. Three
programs within the Individuals with Disabilities Education
Act (Early Childhood Projects, Part H Early Intervention,
and Preschool) serve young children with disabilities. The

President’ FY 1994 budget froze the Early Childhood Projects
and provided a §.8% increase for Praschool and a 30%

increase for Part H. This is compared to a 32% increase for
Headstart. Job Training Partnership Act programe are aleo
inereased by approximately 30% while the Vocational
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Rehabilitation State Grant, the primary sourcec of jobs

training for people with disabilities, is increased by only
3%.

Clearly disability proygrams highly related to President
Clinton’s priorities of jobs stimulus and early intervention
ware not provided comparable inorcases. While an argument
can be made that people with disabilities are eligible for
Headstart and Job Training Partnership Act prograuws, the
fact remains that these programs are often not prepared to
address the unique nceds of children and adults with
disabilities.

Another potential solution to solve this dilemma seems
to be unavailable. That is the Congress making adjustments
through the appropriations process. That is not likely this
year and in the foreseeable future for several reasons.
First, the Congress may have the will but lacks the
resouroces to do so. It is well known that the House and
Senate Appropriations Subcommittees on Labor, Health and
Human Services and Education have approximately $6 billion
less available for them to allocate than President
Clinton’s’ budget. This significant constraint greatly
lessens, if not outright removes, any opportunity to go
above the President’s budget requests. Second, the Congress
is treating the Clinton budget requests with much greater
credibility. The closer cooperation between the White House

and the Congress has made it more difficult for advocates to
secure increased funding.

Although the final tally can’t be determined until the
Senate completes its FY ‘94 Labor, Health and Human Services
and Education Appropriations bill in September and the
Congress finalizes action on it, it is clear that the
Administration’s original budget request for a fiscal year

will have a much greater bearing on the final appropriatians
outcone.

Recommendations

Given the enhanced Administration role in the
appropriations process, the "rules of the gamea" have
changed. Disability advocates need to work much more
cooperatively with the Clinton Administration on fiscal
issues. Conversely, the Administration, from the highest
levels of the Office of Management and Budget to thc
departmental budget and policy officials, must reach out to
the disability community to become more knowledgecable of the
needs, priorities and recommendations of the disability
community.
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Hopefully, President Clinton can send the right signals
to those who develop the bhudget, urging them to work
with the leaders of the disability community. Since the FY

1995 budget process is already well underway, it is vital
that action in this regard be taken soon.

NOTE: This paper reflects a comprehensive budget analysis

of disability-related programs except for those which are
related to AIDS.





