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DEPARTMENT OF HEALTH & HUMAN SERVICES |
‘ Health Care Fmancmg Administration

L . Center for Medicaud and State Opermons -
. ' - : : . 7500 Security Boulevard
L g : - Baltimore, MD 21244-1850

Dear State Med:cazé Dlrec‘tor

In the Ameéricans w1th Dlsabllmes Act (ADA), Congress provided that “the Natmsn s proper goals

- regarding individuals with disabilities are to assure equality of opportunity, full participation, = .
independent living, and economic self-sufficiency for such individuals.” 42 U.S.C. § 12101(a)(8).
Title TI of the ADA further provides that “no quahﬁed individual with a disability shall, by reason
of such disability, be excluded from participation in or be denied the benéfits of the services,

. prograins or activities of a public entity, ot be the subject of discrimination by any such entity.” 42.
U.S.C. § 12132, Department of Justice regulations xmplcmentmg this provision require that “a

~ public eritity shall administer services, programs, and activities in the most integrated setting
appropriate to the needs of qualified mdmdua s with disabilities.” 28 CE.R. § 35.130(d).

 We have summarized below three Medicaid cases related to the ADA to make you aware of recent
. trends mvo]vmg Med1ca1d and the ADA, :

In LC&E W, v, Ql stead, panents ina State psychlatnc hospital in Georgxa challenged
their placement in an institutional setting rather than in 2 community-based treatment
program. The United States Court of Appeals for the Eleventh Circuit held that placement
in an institutional setting appeared to violate the ADA because it constituted a segregated .
setting, and remanded the case for a determination of whether community placements could
be made without fundameéntally altering the State’s programs. The court emphasmad that a
commiunity placement could be required as a “reasonable accommodation” to the needs of
‘ disabled individuals, and that denial of community placements could not be justified simply
. by the State’s fiscal concerns. However, the court recognized that the ADA does not
R 5 ' ~ necessarily require a State to serve everyone in the com_munit'y but that decisions regarding
services and where they are to be provided must be made based on whether community-
‘based pldacement is appropriate for a particular individual in"addition to whethcr such
placcrnent would ﬁmdamentally alter the program

iDario, a Medxcmd nursmg home res1dent who was paralyzed from the

waist down sought services from a State-funded attendant care program which would

~ allow her to receive services in her own home where she could reside with her children.
The United States Court of Appeals for the Third Circuit held that the State’s failure to

~ provide services in the “most integrated setting approptiate” to this individual who was
paralyzed from the waist down violated the ADA, and found that provision of attendant
care would not fundamentelly alter any State program because it was already within the

" scope of an existing State program. The Supreme Court declined to hear an appeal in this
matter; thus, the Court of Appeals decision is final, v
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In m_m a lawsuit, filed by representatives of persons with disabilities deemed

to be incapable of controlling their own legal and financial affairs, challenged a

requirement that beneficiaries of their State’s attendant care program must be mentally /
alert. The Third Circuit found that, because the essential nature of the program was to '
foster independence for individuals limited only by physical disabilities, inclusion of

individuals incapable of controlling their own legal and financial affairs in the program

would constitute a fundamental alteration of the program and was not required by the

ADA  This is a final decision.

While these decisions are only binding in the affected circuits, the Attorney General has indicated
that under the ADA States have an obligation to provide services to people with disabilities in the
most integrated setting appropriate to their needs. Reasonable steps should be taken if the treating
professxonal determines that an individual living in a facility could live in the community with the
right mix of support services to enable them to do so. The Department of Justice recently
reiterated that ADA’s “most integrated settm " standard applies to States, includihg State
Medicaid programs :

States were required to do a self-evaluation to ensure that their policies, practices and procedures
promote, rather than hinder integration. This self-evaluation should have included consideration of
the ADA’s integration requirement. To the extent that any State Medicaid program has not fully
comipleted its self-evaluation process, it should do so now, in conjunction with the disability
community and its representatives to ensure that policies, practices and procedures meet the
requirements of the ADA. We recognize that ADA issues are being clarified through
administrative and judicial intcrpretations on a continual basis. We will provide you with

additional guzdance concegxm A.%A comil§anc§ as%%&raﬂa&a

T urge you also as we Juby*26 anniversary of the ADA, to strive to meet its
objectives by continui dévelop home and community-based service optxons for persons with
disabilities to hve in mtcgratcd settings.

If you haVe»any questions concerning this letter or require technical assistance, please contact
Mary Jean Duckett at (410) 786-3294,

Sincerely,

-g.,’ ’r 2,_,4“‘,!\_’

Sally K. Richardson
Director

cc:  All HCFA Regional Administrators

All HCFA Associate Regional Administrators
for Medicaid and State Operations
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CENTER ON DISABILITY AND HEALTH
1622 K Street, N.W., Suite 800
Washington, D.C. 20005
Telephone: (202) 842-4408 ‘ Sk

FAX: (202) 842-2402 ~ : —

| . May6,1998
Dear National Allies of the Plaintiffs in the DeSafio Case,

The attached sign-on letter from 34 original national organizations was delivered to Secretary
Shalala’s office on April 24th, right in the middle of a Department of Health and Human
Services (HHS) strategy meeting to decide how to respond to the DeSario case. That decision of

the Second Circuit Court of Appeals explicitly authorized rationing of all health care, and even
the imposition of a “death sentence for Medicaid recipients with rare, unusual, or costly
treatment needs.

Despite several weck‘s of urging the Administration to take a stand in the DeSario case, and to’
explain how the court misconstrued the Department's position about the use of éxclusive lists of
covered treatments, HHS continues to refuse to become involved with the currently pending
‘request for rehearing and reconsideration in that case. Even though the three-judge panel in the
DeSario case relied heavily on the Secretary's position, the Secretary is acting as if its asking the
Court for an extension of time to submit a clarification of its actual position (because the court
might have gotten it wrong) would have no effect.

Instead, HHS officials are planning over the next 4-8 weeks to: (1) conduct a legal review of the
implications of the Medicaid statute and federal civil rights laws under the Americans with
Disabilities-Act (ADA) and Section 504 of the Rehabilitation Act; (2) survey durable medical
equipment (DME) coverage criteria in Medicaid programs around the country; and (3) develop
policy options that could take the form of Medicaid regulations or policy guidelines to remove
unwarranted obstacles to appropriate DME coverage. While this is a good start that we have
contributed to through our original sign-on letter to Secretary Shalala, the Department would
leave in place the dangerous implications of the DeSaro decision, with its imposition of a “death
sentence” for persons needing other kinds of treatment, such as surgery, physical therapy, etc.

It is crucial that we intensify our efforts to remind the Administration that its continuing silence
and failure to support the plaintiffs in the DeSario case makes a mockery of extemal review on
the basis of medical necess:ty, consumer parucxpafl?)'h in deciston-making, and the commitment

' : Rights These pnnmﬁfmm
CommISSIOH on Consumer Protection and Quality in the Health Care Industry, which was co-
chaired by Secretary Shalala, and strongly endorsed by Presmem Clinton.

But the courts will not wait for HHS to decide on its pésition in the DeSario case. Courts
continue to decide cases as they arise. The next case involving issues related to DeSario
currently is pending at the U.S. Court of Appeals for the Fifth Circuit. That case, known as Ered
C., involves a single adult Texas Medicaid recipient who needs an augmentative communication
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device in order to speak. In this case, the Texas Medicaid program has conceded that Fred C. is a
Medicaid recipient who is "homebound" and therefore eligible to receive durable medical
equipment, and that the augimentative communication device is "medically necessary" for him.
Moreover, Texas already covers augmcntatlve communication devices for children, but refuses to -
cover them for adults. :

The position of the Department of Health and Human Services in the Fred C. case will be
actually a revealing “litmus test” for the Department’s seriousness of purpose in conducting the
DeSario policy review. At stake, in both the DeSario and Fred C, cases, is whether Medicaid
provides an individualized right to medically necessary treatment within covered categories of -
service, and whether the focus of the Medicaid decision-making must be on the medical facts.
Supporting the plaintiff in Fred C. would be an important intermediate step in the direction of
supporting the crucial right to an individualized determination on the basis of medical necessity
since: (1) almost every state Medicaid program already covers augmentative communication
(AAC) devices, as has been reported in L. Golinker, “Speaking Up in Court,” 8 Team Rehab
Report 19 (February 1997), (2) the distinction Texas draws between children and adults was not
common pracuce among states before Fred C., and the trend is toward eliminating this

. distinction, (3) in every final court decision issued to date the Medicaid programs were ordered
to cover AAC devices, Meyers (1985)(8th Circuit Court of Appeals); Myers (1995)
(Mississippi); Fred C. (1996 and 1997) (Texas); Hunter (1996) (Florida), and (4) HCFA has
already issued pohcy letters stating that AAC devices can be covered under any of the 3 services
the courts found in these cases to require AAC device coverage.

The politlcal struggle for health care has clearly shifted from the legislature to the courts,
and the executive branch has yet to decide whether it will side with the critical right of low
income patients with disabilities to receive medxcally necessary treatment within covered
service categories under the Medicaid program. Our unified voice on these issues can help
remind the Administration where its values are-- not only for the Medicaid program but for the
Medicare program and private insurance as well.

Five additional national organizations have signed the Shalala l¢tter since the previous deadline
of Apnl 24th. There 1s still time to urge other national organizations to sign on to the Shalala
letter in the next few days to encourage the Secretary to support the plaintiffs' petition for a
rehearing of the Desario case, and to clarify as soon as possible the requirements which Medicaid
programs must use in determining coverage policy. Dependmg on the Department's reaction to
the Fred C. case, it may be necessary to circulate a new sign-on letter to encourage the
Department to file an amicus brief in the Fred C. case that affirms the right to receive medically
necessary treatment within covered service categories. I will keep you apprised of the .
Department’s response to these critical civil rights issues in the DeSarjo and Fred C. cases.
Thank you for recognizing the importance of protecting the rights of Medicaid recipients with
disabilities, thus strengthening the right of all consumiers to medically necessary treatments.

Sincerely,

Bl Yo

Bob Griss
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~ April 24, 1998

The Honorable Donna E. Shalala

Secretary

Department of Health and Human Services - ‘

615-F Hubert H. Humphrey Building = ’
200 Independence Avenue, S.W.

Washington, D.C. 20201

Dear Secretary Shalala

The recent legal dec1szon in the: DeSario V. Thomas case has enormous negauve 1mphcat10ns
for the ability of health care consumers to obtain medically necessary or appropriate health
care. The following organizations strongly urge the Department of Health and Human -
Services to support the request for rehearing before the full Second Circuit Court of Appeals
and to clarify its position on these critical issues.

The decision of the three-judge Second Circuit Court panel to reverse an earlier federal
district court ruling would allow state Medicaid programs to use “exclusive lists” for durable
medical equipment and other services. The decision also allows those lists to be constructed
through a cost-benefit analysis approach that takes into account the needs of the population as
a whole, not the needs of the individual patient. This decision, if it is allowed to stand, will
mean that patients whose medical requiremenits are different from the average may not ‘
receive needed services. It also will mean that health care professionals will be limited in
their ability to prescribe the best treatment for their patients. According to this latest ruling,
Medicaid beneficiaries whose treatment needs are denied because of the use of “exclusive
lists” should “look for other sources of assistance.”

Increasingly, public and private health insurance programs are using lists for durable medical
equipment, prescription drugs and other services. While those lists can serve a useful
purpose, there must be discretion to prescribe covered services not on those lists if medically
necessary or appropriate for a specific patient. The ability to get medically necessary
covered services not included on those lists must not depend upon the financial ability of
patients. The threé—judge panel ruling in the DeSario case undérmines this important
consumer protection concept, setting a precedent not just for other state Medicaid programs
but potentially for the health care systém as a whole.

Again, we ask that you act to support the petition for rehearing of the DeSario case. In
addition, we hope you will clarify the Administration’s position that the appropriate use of
lists requires an excéption procedure for medically necessary or appropriate services and that
discrimination on the basis of health diagnosis or the cost of treatment is not acceptable.
Thank you for taking our views into account. We hope to hear from you shortly on this’
issue,
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In the few days since this letter has cxrculated it has been endorsed by the fol]owmg diverse
list of 34 national organizations, as of April 24th; . :

AIDS Action Council :

American Congress of Community Supports and Employment Services

American Federation of State and County Municipal Employees (AFSCME)

American Speech-Language-Hearing Association

American Therapeutic Recreation Association

Brain Injury Association

Center on Disability and Health

Consumer Coalition' for Quality Health Care

Consumer Federation of America '

Consumers Union

Epilepsy Foundation

Families USA :

‘Friends Committee on National Leglslauon

'Lutheran Office for Governmental Affairs of the Evangelical Lutheran Church in America
- National Association for the Advancement of Orthotics and Prosthetics  ° :

National Association of Developmental Disabilities Councils

National Association of People with AIDS

National Association of Social Workers
- National Council on the Aging

National Council! of Senior Citizens

National Easter Seal Society

National Mental Health Association

National Osteoporosis Foundation

National Senior Citizens Law Center

National Therapeutic Recreation Society

Network: A National Catholic Social Justice Lobby

Paralyzed Veterans of America

Research Institute for Independent Living

Service Employees International Union (SEIU)

Summit Health Coalition

The Arc of the United States -

Unitarian Universalist Service Committee .

United Cerebral Palsy Associations

Universal Health Care Action Network

Additional sign-on'& since April 24th:

Alzheimers Association

Catholic Charities USA :

National Association of Area Agencies on Agmg
National Health Council ,
Neighbor to Neighbor
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To amend the Social Secunty Act to establlsh a Tlcket to Work and Self-Sutﬁcrency Program in the.
Socral Security Administration to provrde beneficiaries with disabilities meaningful opportunities to return
:to work and to extend Medicare coverage for such beneficiaries, and to amend the Intemal Revenue

Code of 1986 to provrde a tax credlt for rmpatrment -related work expenses | S‘cm "j 2+ 40
" INTHE HOUSE OF REPRESENTATIVES T Oov?’;,/Q
o March1L 1998 See $O 15 6.

Mr BUNNTNG (for hxmself and Mrs. KENNELLY of Connectlcut) mtroduced the followrng brll wh1ch
was referred to the Commlttee on Ways and Means _ _

ABIL'LV

To amend the Socral Secunty Actto estabhsh a Tlcket to Work and Self-Sutﬁcrency Program in the

-3-?'-. Socral Security Administration to provrde beneficiaries with disabilities meanirigful opportunities t to return
<-to'work and'to extend Medicare coverage for such beneficiaries, and to amend the Intemal Revenue

-.}'f- Code of 1986 to provrde a tax credit for 1mpa1rment related work expenses '

Be it enacted by the Senate and House of Representattves of the Umted States of America m
C ongress assembled ' R S e

SAECTION 1 SHORT TITLE
Thts Act may be crted as the Tlcket to Work and SeIf-Suﬂiclency Act of 1998' '

SEC 2 THE TICKET TO WORK AND SELF—SUFFICIENCY PROGRAM

(a) IN GENERAL Part A of title XI of the Socral Secunty Act (42 U S.C. 1301 et seq ) is
amended by addmg at the end the followmg new sectron

W “THE TICKET TO WORK AND SELF SUFFICIENCY
3P PROGRAM

. "SEC:1147. (a) IN GENERAL The Commissioner of Social Secunty shall establish.a Tlcket to
'~ Work and Self-Suf’ftcnency Program under whrch a. disabled beneficiary may.use a ticket to work
and self-suf’frcnency lssued by the Commtssroner 1n accordance w1th this section to obtam

1
1

- 4/28/98 6:18 PM
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| ﬁmher legtslanve actton with respect to the amendments made by subsectlon (a), taking into »
account experience: derived from efforts to achieve full implementation of the Ticket to Work and
Self Sufﬁcrency Program under section 1147 of the Socral Secunty Act L ‘

, SEC 4 CREDIT FOR IMPAIRMENT-RELATED WORK EXPENSES OF
: 'HANDICAPPED INDIVIDUALS

(@) IN GENERAL ' Subpart A of part IV of subchapter A of chapter 1 of the Internal Revenue
Code of 1986 (relating to nonreftmdable personal credrts) is amended by i msertmg after sectnon 25A
the followmg new sectton : . : :

*SEC: 25B. IMPAIRMENT—RELATED WORK EXPENSES OF HANDICAPPED
INDIVIDUALS

‘(a) ALLOWANCE OF CREDIT- In the case ofa handrcapped mdmdual there shall be allowed as
a credit against the tax imposed by this chapter for the taxable year an amount equal to 50 percent
"of the 1mpa1rment-related work expenses which are pard or mcurred by the taxpayer during the
_“taxable year. : ;
(b) MAXIMUM CREDIT- The credtt allowed by subseetton (a) with respect to the expenses of
~ each handxeapped mdmdual shall not exceed 35, 000 for the taxable year ,

“© DEFTNITIONS’ For purposes of this section--

(l) HANDICAPPED INDIVIDUAL- The term handtcapped mdwxdual' has the meamng
-given such term by section 190(b)(3)

(2) IMPAIRMENT RELATED WORK EXPENSES The tenn 1mpa1rment related work
expenses means expenses-- _

(A) of a handlcapped mdwrdual for attendant care services at the mdmdual s place of
. employment and other expenses in connection with such place of employment wluch ,
, are neeessary for such mdtvrdual to be able to; work and :

(B) wrth respect to whtch a deductton is allowable under section 162 (determined
wrthout regard to this sectton) o

@ SPECIAL RULES-

(l) DENIAL OF DOUBLE BENEFIT- The amount of 1mpa1rment—related work expenses
- whichris allowable as a deduction under section 162 (determined. without regard to this -
* . paragraph) for the taxable year shall be reduced by the amount of credlt allowed under thts
~section for such year. : : : :

(2) ELECTION TO HAVE SECTION NOT APPLY- No credlt shall be allowed under
subsectxon (a) for the taxable year if the taxpayer elects to not have thrs section apply for -
such year SR s
(b) CLERICAL ‘AMENDMENT- The table of sections for such subpart A is amended by inserting
19020 ' R t R S 4nsmBGISPM
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after the item relating to Section 25A the following new item: - -
*Sec. 25B. Impairment-related work expenSeé of handicapped individuals."

(c) EFFECTIVE DATE- The amendments made by this section shall apply to taxable years
begmrung after December 31, 1997.

END

200120 ‘ . ‘ i . 4/28/98 6:18 PM
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SEC. 7901. CREDIT FOR COST OF PERSONAL ASSISTANCE SERVICES

REQUIRED BY EMPLOYED INDIVIDUALS.
(a) IN GENERAL- Subpart A of part IV of subchapter.A of chapter 1 (relating to nonrefundable

personal credits) is amended by inserting after section 23 the following new section:

"SEC. 24. COST OF PERSONAL ASSISTANCE SERVICES REQUIRED BY |

EMPLOYED INDIVIDUALS
(a) ALLOWANCE OF CREDIT-

(1) IN GENERAL- In the case of an eligible individual, there shall be allowed as a credit

against the tax imposed by this chapter for the taxable year an amount equal to the

applicable percentage of the personal assistance expenses paxd or mcurred by the taxpayer

durmg such taxable year.

(2) APPLICABLE PERCENTAGE- For purposes of paragraph (1), the term appllcable
percentage' means 50 percent reduced (but not below zero) by 10 percentage points for each
$5,000 by which the modified adjusted gross income (as defined in section 59B(d)(2)) of
the taxpayer for the taxable year exceeds $45,000. In the case of a married individual filing

a separate return, the precedmg sentence shall be applied by substltutmg $2 500" for

*$5,000' and $22 500" for "$45,000". -

*(b) LIMITATION- The amount of personal assistance expenses mcun"ed for the benefit of an
individual which may be taken into account under subsecnon (a) for the taxable year shall not

exceed the lesser of--

(1) $15,000, or

*(2) such individual's earned income‘(as defined in section 32((:)(2)) for .the taxable year.

In the case of a joint return, the amount under the preceding sentence shall be determined

separately for each spouse.

"*(c) ELIGIBLE INDIVIDUAL- For purposes of this section, the term “eligible individual' means
any individual (other than a nonresident alien) who, by reason of any medically determinable

physical impairment which can be expected to result in death or which has lasted or can be

expected to last for'a continuous period of not less than 12 months, is unable to engage in any

05/06/98 19:07:12
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substantial gamful actlvrty w1th0ut personal assistance services approprlate to carry out activities
of daily living. An individual shall not be treated as an eligible individual unless such individual
furnishes such proof thereof (in such form and manner, and at such times) as the Secretary may
require. : : Lo

(d) OTHER DEF INITIONS For purposes of this section--

( 1) PERSONAL ASSISTANCE EXPENSES- The term personal a351stance expenses
means expenses for-- . \

(A) personal a551stance services appropriate to carry out actlvmes of da11y living in
or outside the home,

N :
- (B) homemaker/chore services 1n01dental to the provision of such personal assxstance
' .serv1ces ‘ ‘

- (O)in the case of an 1nd1v1dual w1th a cognmve 1mpa1rment a531stance thh life
3 'skllls :

(D) commumcatlon services,
‘(EB) work-related support services,
B _ (F) coordmahon of services described in thls paragraph

(G) assistive technology and devises, including assessment of the need for partxcular
: technology and devrces and training of famxly members, and

Co(H) modlﬁcatrons to the pr1nc1pal place of abode of the individual to the extent the -
+ expenses for such modifications would (but for subsection (¢)(2)) be expenses for
medlca] care (as defined by sectlon 213) of such 1nd1v1dual .

(2) ACTIVITIES OF. DAILY LIVING ‘The term actwmes of dally 11v1ng means the -
B act1v1t1es referred to in section 213(g)(3). i : k

(e) SPECIAL RULES-

(D PAYMENTS TO RELATED PERSONS No credlt shall be allowed under thrs section
- for any amount paid by the taxpayer to any person who is related (w1th1n the meaning of
section 267 or 707(b)) to the taxpayer - , .
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1 ,O N B the lower of the actual charge or the fee schedule
2 2 . f S establlshed under sectlon 1848.\_

3 - ) (b} BLOOD GLUCOSE MONITORS FOR INDIVIDUALS WITH DIABETES -
4 d- : . .A (1) INCLUDING ALL MONITORS AS DURABLB MEDICAL
*5‘ ":'» EQUIPMENT —Sectlon 1861(n) (42 U.s.C. 1395x )) is amended ‘
é, . f :_by 1nsert1ng before the semlcolon the followmng'» :and'. |
7 :Vv»,lncludes blood glucose monltors for 1nd1v1duals w1th |
: 8“iodN;‘id1abetes wlthout regard to whether the 1nd1v1dual ‘has’ type I:D "
' 9»T‘;Df i”or type II dlabetes or to the lndlvldual's use of 1nsulln f'
,fid : »j:, r(as determlned under standards establlshed by the Secretary
»:11{". ; ’fln consultatlon w1th the Amerlcan Dlabetes Assoc1atlon)*“
1'12' - ) o (2} 10 PERCENT REDUCTION IN PAYMENTS FOR TESTING | |
"'_:13;,' o A‘:“:S'I‘RIPS -Sectlon 1834(a) (2) (B) (1v) (42 U.S.C. 1395m(a)( ')) is
ii4n : iamended by addlng before the perlod the followlng "(reducedﬁNf"'
;15}:A‘3~.ﬁ5by 10 percent, 1n the case of a. blood glucose testlng Strlp ;5
-'i16 'Q'D:3,~furnlshed after 1997 for an 1nd1v1dua1 w1th dlabetes)" s
7 B {e) EFFECTIVE DATE. -—'I‘he amendments made by subsections (a)

I

;gjjeiand (b) apply to 1tems and serv1ces furnlshed on or after January,"

2300 . (1) striking "and" at the ‘énd of-subparagraph (I),

e


http:amenq.ed

10
1
12

13

14

16
17
18

~19

‘ 'xiBlgg"

(2) strlklng the perlod at the end of subparagraph (J)

' and 1nsert1ng ., and"; and

(3) insertlng after subparagraph (J) the follow1ng new

subparagraph

’“(K) resplte serv1ces for no more than 32 hours
‘each year.?,' ‘ »
(b) CONDITIONS AND LIMITATIONS ON PAXMENT —

'(1) PAXMENT RATE —Sectlon 1833(a)(2) (42 U S C.

13951(a)(2)) is amended-

(A) by strlklng "and" at the end of subparagraph
(E),»;- | | R
; (B) by addlng "and" at the end of subparagraph
‘t(F), and ':\ | |
| (C) by addlng after subparagraph (F) the
follow1ng : '
| "(G)(l) w1th respect to resplte serv1ces,hpayment
"fShall be made at a- rate equal to $7 50 per hour for i
"f51998 and at -2 rate to be determlned by the Secretary'ln;~  ;;‘

‘z.

‘ Cgsubsequent(years(but theapercentage_1ncrea59jfor’anyﬁr 2

b’"(ll) notw1thstand1ng any prov151ons of sectlon

iBﬁl(v), 1n the case of resplte serv1ces furnlshed by a -’

home health agency (or other organlzatlon de31gnated by"
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1 N | ‘the“secretary“pursnant to'reoulationsf »paynentﬂtovthe'
2 o ' aéency or other organlzatlon for resplte serv1ces may
3 ‘J‘,: fsi not exceed 110 percent of the hourly resplte allowance'
4 . | - tlmes the number of hours of resplte for whlch the “
- 5‘. '"<‘agency authorlzes payment ". A o ‘ |
 6V’h‘f o (2) CONDITIONS OF PAYMENT. —Sectlon 1835(a)(2) (42
T 7 | - u. s.C. 1395n(a)(2)).is”amended by— - -
8‘fﬁ T ‘;" B ‘  (A) strlklng "and" at the end of subparagraph (E),T
9 ‘:’,A' vA' ‘ (B) strlklng the perlod at the end of subparagraph'
*ib‘;,} - i:.(F) and lnsertlng " and“ ,and A, | |
::11 ' r : ,w“ (C) 1nsert1ng after subparagraph (F) the followlng S
12-"h - _(new subparagraph A
13 “ o - B ”(G) In the cese of respite serv1ces, the
14 : . " 1nd1v1dual for ‘whom' payment is clalmed 1s 1mpa1red due
;;5 o o to 1rreverslble dementla (the 1nd1v1dual has scored
16 v.;ﬂ: ) o :three or. more errors on the Short Portable Mental
i?g: ; ‘i : ';ﬂStatus Questlonnalre) and elther needs e551stance 1n atn
ji8; ei | ‘i f‘:fleast one out of flve actrtltles of da;ly llVlng dh

.,?“.

‘3377;> . "th,telephonlng), or needs constant superv151on because of |

24 - . - one or more behav1oral problems, as deflned by the

.25 Secretary. .
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a0 ,(3) EAMILY DESIGNATION OF RESPITE SERVICES PROVIDER AND.

2 . CARE GIVER *Sectlon 1835(a)(2) (42_U.S;C 1395n(a)(2}) 1s‘§f
'3lf "g; 'amended by— | B ~~'v [(
. co “ﬁ_-" (@) by addlng at the end the followzng new
5 ,'h sentehces'j"ln the case of resplte servxces that are
:sﬁ;";g‘ - «the subject of the certlflcatlon descrlbed in
7 i | subparagraph (G) the entlty or 1nd1v1dual prov1d1ng
_'8; j";l'kv . the care for whlch resplte 1s sought shall de51gnate a
9 ﬁgv‘,;vﬂf i::resplte serv1ces careglver elther through a home health\
‘.16'f"'“h=,ff:‘tagency or (1f the Secretary de31gnates otherlrj“ﬁ
»}1in’ fﬁg h.f;organrzatlons to prov1de or, arrange for such eervrces)
’12‘ : V_f ’ﬂ other erganlzatlon. The agency or organlzatlon shall
1$'K'J},:.4‘,\‘~deterhrne the amount of resplte entltlement remalnlng
vié;.“i o ’kﬂln the calendar year and 1nform the entlty or
iS‘ - _;',j 1nd1v1dual of the extent to whlch resplte serv1ces may .
‘eé.'nl ‘h_if } 'be authorlzed. When serv1ces have been prov1ded,‘the'f
'i7rg'whhzilsh" entlty or 1nd1v1dual shall 1nform the agency or. -
‘:1éfL} 1“efr:hfﬁorganlzatlon,.whlch then shall pay the careglver.?'f'

,23viff'ff‘e,::Aihot be made under thls tltle for resplte serv1ces 1f

24 ,5~“":haﬁ V“fthe per-hour charge to the patlent for care by resplte5>;
,‘\"'_ L . E . . . .

?

] serv1ces‘ Payment may S
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aldes;exceeds by more than two dollars the hourly ratest,
establlshed under thlS tltle . ’1 o ‘V |
(c) DEFINITIONS —Sectlon 1861 (42 U.S.C. '1395x) is amendedf‘?

(1) in subsectlon (m)—' o ‘A j j |
k A) by strlklng "and"‘at the end of paragraph (Gj;i\
(B) by addlng'“and" at the" end of paragraph (7),
 and L A | B N
hf RC) by lnsertlng after paragraph (7) the":

.<|"f'.

followlng
(8) resplte servrces as: descrlbed 1n subsectlon.
(pp) | | |
| (2) 15 subsectlon (o)

| ' :
(A) by strlklng "and"'at the end of paragraph (6),

(B) by addlng "and“ at the end of. paragraph (7),‘7'

A

wa |
(C) by 1nsert1ng after paragraph (7) the
follow1ng

»"(8) a rees to rov1de or arrange for res lte servxces
P

as descrlbed in: subsectlon (pp)‘“ handfp C'

(3) by addlng after subsectlon (oo) as added by sectlon-?;f~f

*~f;112 55(a>(2) of: hls Act the follcwlng.fr,“;‘*“

7 "Resplte Serv1ces, Resplte Aldes, ReSplte Provrders d\‘”
”““(pp)(l) The term reSplte serv1ces means temporary care
‘;prov1ded to 1nd1v1duals who meet the requlrements of sectlon ht‘

1835(a)(2) for. the purposes of ensurlng perlodlc tlme off for co—‘

8
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re51dent prlmary lnformal careglvers.w Although resplte provrders
Jmay prov1de a551stance w1th personal care or household

‘malntenance act1v1t1es, thelr prlmary functlon 15 to prov1de:

’

protectlve superv1sron for persons w1th Alzhelmer s and related

dementlaa whose memory, orlentatlon, 3udgment,‘and reasonlng

~jabllltn.es haVe become so 1mpa1red that, for safety s sake, they~,*
fvrequlre the constant attentlon or close phy51cal prox1m1ty of ”:

yanother person at all or almost all hours of the day or nlght.

"(2) The term resplte aldes means 1nd1v1duals who have

S been de51gnated by the Secretary as quallfled to act as

careglvers for purposes of prov1d1ng the serv1ces descrlbed 1n«-«,”

paragraph (1) Resplte aldes may be nurse aldes who meet the

',requlrements of*sectlon 1819(b)(5) home health aldes who meetf
g the requlrements of sectlon 1891(a)(3),7or other 1nd1v1duals‘
‘llcensed by the State or recognlzed by the Secretary as hav1ng“

‘3the skllls necessary to prov1de those serv1ces

"(3) The term' resplte prov1ders‘ means organlzatlons
]‘ .

rldentlfled by the Secretary in regulatlons as quallfled to

I

.{prov1de or arrange for resplte serv1ces under thls tltle.; The
;Secretary may establlsh by regulatlon requlrements for resplte

;Aprov1ders that the Secretary determlnes approprlate "Vi;‘

(d) EFFECTIVE DATE —The amendments maée by thls sectlon

I

apply to serv1ces furnlshed after flscal year 1997

Subpart C—Other PrOV131ons
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Implications of Changing Disability Among the Elderly

David M. Cutler
Professor of Economics, Harvard University

Background Fact: Rates of disability among the elderly have fallen substantially over time.
Over the past 15 years, disability&among the elderly has fallen by about 25 percent.

Disability is falling in other countries too, although generally by a smaller amount.
There is widespread agreement that the elderly are healthier than they used to be.

-

- Disability Among The Elderly
28
26
e
O 24 M
& ‘“‘"".*—&A‘_‘%“%“N
22 - T—
B
20
1982 1984 1989 1994
Year
Implication 1: Medicare and Medicaid financing will be dramatically affected.

. Declines in disability at or near current rates would reduce Medicare and
Medicaid relative to baseline -- by 25 percent or more by the middle of next
century. ‘

- The disabled spend 7 times the non-disabled on Medicare, and even more
on Medicaid.

- This can contribute to solving (some say “solve™) the Medicare financing
problem. I believe more changes will be needed.
.- Current Medicare forecasts do not do a good job with these changes.
o There are two vital research questions stemming from these findings:
1. Is disability being eliminated or just delayed? The implications for
Medicare and Medicaid spending, are very different in the two scenarios.
2. Why are disability rates falling? Disability reductions resulting from
increased Medicare spending will have smaller gains to the government
than disability reductions not associated with increased medical costs.
= Some of the changes result from increased medical spending (e.g.,
cardiovascular treatment; hip replacements) while others result from
non-medical factors (e.g., smoking; less manual labor; elevators).
- It may be that the easy changes have already been made and only
the hard ones are left (although smoking seems “easy”).



Implication 2: Social Security will be affected as well.

The potential for the elderly to contribute more meaningfully to society at older

ages (active life expectancy) is increasing.

- This inclines many researchers to support increasing retirement ages.

Disability insurance claims will likely fall. .

~ Although some disability (more so in other countries) is just disguised
unemployment.

Implication 3: Private relationships will change.

Employers will adjust to more productive older workers.

The need for formal and informal long-term care will decline.

- This is particularly true as more men reach older ages. Three-quarters of
elderly nursing home residents are women.

Health among the oldest old may increase to levels currently experienced only by

the younger old.

Implication 4: Assessments of the value of medical research may be too low.

Eliminating disability might increase people’s health by $500,000 per person or

more, on top of increases in longevity. v

- This is based on my own calculations — it’s not a “generally accepted
number”, but it’s not unreasonable.

Improved health is the most important economic change of the 20™ century and

promises to be the most important change in the next century as well.

- This is true even if it means increased medical spending.
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11/98 Draft Language Regarding Medical Research
For Inclusion in the Final Report of the Bxpamsem Comumission on the Future of
Medicare

Recommendation: The Commission recommends that Congress undertake additional
review of the relationship berween the federal investment in medical research and
resulting savings to the Medicare system, based on preliminary data showing that
research outcomes improve the health of and reduce the demand for health care services
by Medicare beneficiaries.

Background: Part of the solution to Medicare solvency should include a strategic look
at reducing the need and demand for health care services among Mcdicare beneficiaries.
Demand may be reduced by the utilization of medical innovations that produce more
efficient treatments, or the mcans to effectively prevent or postpone chronic age-related
diseases. The goal should be a healthier, more productive and independent population of
older Americans, thus reducing some of the need and demand for chronic care scrvices
and significantly improving the quality of life of America’s elderly.

The most expensive beneficiaries of federal heaith insurance are chronically disabled
seniors who require continuing medical, institutional or at-home care. The Health Care
Financing Administration reports that just 11% of the highest cost users account for over
75% of all Medicarc reimbursements. Even a small improvement in reducing disability
rates among this group would have significant impact on restraining demand and
modifying total costs to the Mcdicare program. In fact, demographers are tracking a
steady reduction in disability rates among American aged 80 and over. Studies show that
the percentage of disabled seniors today is 20.5%, down from 25.2% in 1982,
representing an annual decline of 1.3%. This trend translates into Medicare savings of
several billion dollars.

Medical research has produced many of the innovations that have lessened disability in
the elderly. In the past few years alone, hundreds of new trcatments have been put to use
which have dramatically reduced the need for chronic care in the elderly population.
Surgical hip and knce replacements, laser-assisted cataract removal, hormonal
replacement therapy, antibiotics rather than surgery for peptic ulcers, a stmple aspirin a
day for cardiovascular health, along with a reduction in smoking, are some of the reasons
for the current improvement in health status of older Americans. In the next five to ten
years, research will contribute additional innovations which could allow us to postpone
the onset of chronic disability from age-related diseases such as diabetes, stroke, and
Alzhcimer’s Disease. Success in a delay strategy for age-related diseases could realize
savmgs 1o Medicare far greater than propos,zl; that seek only to reduce availability of

" services ot r‘use costs.

Accelerating mhe pace of medical discovery requires an infusion of new resources 1o raise
the success rate of research grant applications at the Natiopal Institutes of Health as
rapidly as possible. Congress is moving towards doubling the NIH budget over a five-.



year period but has yet o designate a long-term funding source to supplement annual
appropriations. Since Medicare will benefit greatly from a growing investment in
medical research -- a coordinated NIH effort to stimulate research in delaying dementia
and frailty, for éxample, could be a part of national strategy for balancing the Medicare
accounts — its resources should be considered. What is needed is additionsl study of the
linkage of medical research to declining disability rates as well as efforts to model cost-
savings to the Medicare system. The Commission strongly encourages Congress to
conduct further review of this issue as a eritical part of any long-term solvency plan for
the Medicare program. '
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"/ 7 The Medlcald Purchase Plan is a statew;de opportumty for people wnth dlsabuxtles who

! are working to get the vital health supports through a Medicaid “buy-in."” Partrcxpants

- * who are working or returning to work are ab[e to earn more, save more and maintain
.| access to hea!th care :

WHY DOES WISCONSIN NEED WAIVERS NOW?

Wlsconsm is currently helping nearly 1,000 people with disabilities pursue. their
employment goals through Wtsconsm Pafhways fo fndependence and the Med:ca;d

,"Pumhase Plan:.

Over the past year Wlsconsm has submitted two walver requests to the Somal Secunty i
Admm;strat ion: ‘

. Submitted October 1999: SSI Waiver
Cy e Submltted June, ,2000: SSDI Waiver

' o Wtsconsm needs these federal waivers in order to maximize consumer pamcipatlon in’
", return‘to-work programs for people with disabilities. People with disabilities need these

waivers in-order to max;mlze their earnings potential and minimize the nsk cf returnmg

,to wcrk

a’ .

e ‘Federal walvers are mtegral to the success of both programs. Wlsconsm cannot “ -

fuIIy test the Pathways intervention without removing income-related dlsmcentwes to
work. People with disabilities need these waivers if they are to increase their work
effort beyond the range of existing work incentives and make fuil use of the crmcal
health care supports offered by the Medicaid Purchase Plan.

o Consumer and. advocate expectatlons are high. Pathways prowdes ser\tlces to
people with disabilities in twenty sites across the state. Project participants were
recruited, in part, based on the Social Security Administration’s professed desire to |
test alternate benefits. systems in the form of federal waivers. Continued enrollment
in the Pathways intervention—and subsequent participation'in the Med:cald buy»m—‘
will be a far greater challenge without the approval of federal waivers.

Research results are stunted by limited erirollment numbers. Delays in- '
enroiiment dué'to the lack of federal waivers may significantly reduce the number of -
project enroliments.and, hence, the strength of conclusions drawn from the data o
‘ avaz!able at the end of the grant penod vital toward informing future policy redemgn

‘Wisconsin has desugned the necessary infrastructure to put federal waivers
in place now. These waivers will enable participants to maximize participation
and earnings potential in Wisconsin Pathways to Independence and

subsequenﬂy, the Medicaid Purchase Plan.
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Summary

of SSDI Walver%

- Waiver was submitted to the

Soc:al Secur:ty Administration on 6/26/00

P.S/6

:
;3
REA

'4"1

Waiver Re_qu‘e'st R

Rationale
” Ve ¢ S LY
R B

\.(."

4

Walver

Ky Pamcpant mcreaseseammgs ‘

' Targeis the waiver to individuals

H
e

Trial Work‘ Period o month work -
“incentive) in which an individual

| cantest hls -oF her ahbility to work.

Stop the clock on the trial work -
period dunng the demonstration
(i.e. if an individual comes into -

the walver having used 3 of the 9

months then they leave the

waiver with 3 of 9 months used).

Allows individuals to use this
work incentive after the ‘
demonstration so they aré not
negatwefy effected as a. fesuit of
partxctpatmg '

’

Extended Per od of Ehglbllity for
Cash Beneﬁts (36 month work

' incenti ve)

Stop fhe’cld,,ckion the extended
period of eligibility.during the
demonstration so it is available to

.the individual after the

demonstratxon o

Allows individuals o use s

work incentive after the . .

demoristration so they are not .
negatively effected as a‘result of
parﬁcrpatmg K ‘

. Contmued Medlcare coverage for
‘up to 7 754 years

Stop the clock on the penod of

continued Medicare coverage
during the demonstration so it is
avallable to the individual after
the demonstfahon

Allows Tndiauzl o use fis

wark.incentive aftér the , -

- demonstration.so (hey are not
negativelyeffected'as.a result of -

partlmpatmg

* Ehg:bll ity §75~ 125/ . who have mcreased eamings,
» ‘Make Work Benefrt Reducﬂon» $1 for 31 When eamings exceed Replaces an mcome cl ff with a
. Pay' when eamings are above $700/month, reduce DI benefits | sliding scale ret’iuctmn of benef
T y $700/month $65 + /s based on all earnings when $omeone s work;ng
Gy ' i ' S ¥ Matches SSI waiver for greater -
' | continuity,
o WaiVer‘ : Cont'huing Disébility Reviews - Suspend all Contmumg Dlsablhtyk “Increases the mcentwes {o work f .
»'Périici pants (CDR's) may be.conducted at 1, - | reviews except for those in which | by removing the fear that working .| . |
e 2 3 or7 year intervals or can be medical improvement is expected | will jeopardize one 's dlsab hty
'No Worse Off triagered anytlme by other factors CL | status.
Asa Result of |(eg. work) A
Parhcnpatson |
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WISCONSIN PATHWAYS To INDEPENDENCE
. SS1 Walver May 15, 2000 »
. Goals - Current SyStem i Proposed SSI Waiver" - :
o PR ' I TS “.Increase. range $75-125 per
l Target the Walver* iy L month
) o ‘. Minimum: Authority for
. . b range $0-500 per ronth

¢ vt ' © e *V
Vollavs Ty . d, .
PRGN 7 ‘k, " ek‘P i \‘
N 2 AN
. .‘Make Work: ay‘. .
[ I I A A
‘e 3¢ "’
,

ot
v

'« . Earnings above $65, $1 of SS

cash benefit reduced for every
$2 eammgs '

Eammgs above $65 $1 of
SSI cash benefit reduced for
every $4 earmnings..

’
‘e

>

RS e

| save For thé Future.-

» Assets must be under $2000

- designated accc:unt not to.
" - exceed SBOOO per, year

Save up to 50% of 'éarhir;’gs‘ :
per.year above $2000in a .

Suspend Dlsabrlxty
Rewews R

¢

s

L
g
Gl e
G

l

|

) , *
Gt (L
. P,

< Work and earnings triggers a
review of disability status,

,Suspend dlsablllty rewfeWS

. which medically

except for individuals rn‘ o

lmprovement is eXpeoied

. c B

+

. Remove Penaltles‘
g . Of Employment- ;
’ Related Unearned
Income g ':g: :

« Unearned income above $20 -
_is used to reduce the SSI .
benefit $1 for every $1 of
ancome

- SSi benefit by $1.for $4.

Certam types of unearned
incomné would be oounted as
earned income for purposes
of calz:ulatmg the' S§1 cash
benefit (i.6. would reduce ‘the

instead of $1 for ~%11)

’ | *, The proposed SSI wa iver represents the Department‘s best esttmate of the *SSI
“waiver elements;. however, these elements may- change as the wajver is routed at-

revnew and approval

’

’

. By
7
4 I 3
»
!
’

" the Social Security: Admm:stratson and the Office of Management and Budget for

W sconsm Department of Hea lth and Famnly Semces Office of Strategsc F:nance '

Center for Dehvery Systems Deve\opment



Peter A. Weissman

01/12/99 03:27:37 PM
~Record Type:  Record

To: ~ Christopher C; Jenniﬁgs!OPD/EOP, Jeanne Lambrew/OPD/EOP

cc:
Subject: TIME_ SENSITIVE QUESTIONS

Amy Goldstein (wash' post) has the following questions:
1: how many disabled people of working age could work if they had the right support?

2: breakdown of the money for the education component- how does the $35 million break
down among the different components.

3: information on the tax credits

she also has some health related questions for Chris.

i

334-7119



October 22, 2000

Chris:

[

. For your mformatlon we have sent the enclosed message to more than 4 000
S leaders of the dlsablhty commumty m every state and major urban center : ‘

5 R

N We love'yo'u.'.Lead‘m??“?ig{ .

AJustin and Yoshiko

\ :
\ i
, .
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JUSTIN DART, JR.
907 6™ STREET SW, APT. 516C

@.PY , 2024887684 éi Iz' A M 7’“—
Electlon 2000

N AMERICA NEEDS YOUR LEADERSHIP

I vote Gore. You vote your conscience.
We unite to defend democracy and make 1t |

real in every lzfe.

| ‘,jOctober 15 2000 M

Dear Coll ue in Justlce

THE COMING ELECTIONS ARE LIFE OR DEATH FOR DISABILITY

RIGHTS AND DEMOCRACY A powerful minority attacks ADA, IDEA and
* the American Dream. They threaten to repeal Abraham Lincoln’ democracy and
. take us back to states’ rights and privilege for the few. o

THE NEXT PRESIDENT WILL APPOINT THE SUPREME COURT:

JUSTICES and sngn the laws that will determme the future of our hves and of our
democracy = : ' - ‘

I SUPPORT AL GORE As he has stated he 1s not hlstory S ﬁrst perfect leader

i

‘but I believe that his record on dlsablhty rights and democracy is very 1 much better‘ o

than that of Govemor Bush and his far rlght supporters.

ON THE TENTH ANNIVERSARY OF THE AMERICANS WITH -
DISABILITIES ACT, GOVERNOR BUSH said “I strongly support the ADA,” —

and certainly he has said and done other good things. But the overall record is
profoundly disturbing. During his term as governor, Texas opposed our ADA.
rights in the Olmstead case and declined to support the constitutionality of the
ADA ‘in the historic Garrett case. The official Texas Republican platform, under

“Governor Bush, calls for a devastating amendment to the ADA that would exclude
" millions of people .with disabilities from protection. When seventeen Texas
- advocates gathered 'this year on the public sidewalk outside the Govemor S

Mansxon to request a pollcy meeting, they were arrested



| Ge;'t into polrtzcs 'asf‘ifyodr life depended, oh it. It does.

i

_ CLINTON-GORE HAVE LED AMERICA TO ITS GREATEST economy and . =
“quality of life. They have supported people with disabilities. They have defended
~ our rights under ADA IDEA, Medicaid and Medicare. They have supported us on

universal health care, the Patients’. Bill of Rights, the FDR Memorial, the Work
Incentives Improvement Act, Real- Choice Systems Change Grants, Hate Crimes,

~and accessible technology, acce351ble “ communications and " accessible
transportation. They have. met with us, they have hstened to us. They have

N empowered us m ‘the executive branch as never- before

AMERICA STILL HAS PROMISES TO KEEP Clmton Gore have not solved

~ could not have solved all of the centuries old problems of people with disabilities. "
~‘Millions of us are stlll unemployed and underemployed. Millions of us are still -

imprisoned in institutions, nursing homes -and ‘back rooms. We must pass
MlCASSA and complete the whole spectrum of liberation and empowerment

* IBELIEVE AL GORE IS THE CANDIDATE who will lead us in our battle for
. .equallty and-who will fight to defend democracy against the forces of retreat. That
is why [ am an Abraham Lincoln, Teddy Roosevelt Republican for Al Gore. -

- WHATEVER VOTE YOUR CONSCIENCE DICTATES AMERICA NEEDS
"YOUR LEADERSHIP in the closing days of this historic campaign.. ‘America
~needs your strong voice —in whatever party — for the values I know we share lives

of love, choices, productmty and d1gn1ty for all.

LET US JOIN TOGETHER Republlcans Democrats, 1ndependents ‘Let us
‘embrace each other in reverence for individual human life. . Let us reach out to all
~in our communities,and urge them to vote for democracy on November 7. Win- or .

lose in any partlcular election, let us go forward in passronate SO 1dar1ty for however
long it takes to fulfil | the Dream: Amerlea for all - ~

1 apprecnate you' I love you! Lead on' E

’ Together, we shal! 0verc0me



“Npthing about us withbut us”
Clinton-Gore score on empowerment

THE FOUNDATION OF RIGHTS IS EMPOWERMENT. Rights cannot be handed
down. You have to participate in government. You have to be at the policy table.

RELATIVE TO ADMINISTRATIONS PAST, CLINTON-GORE HAVE MADE
STRONG CONTRIBUTIONS in the area of empowerment. The President and Vice
President have met with us several times. Members of their staff have met with us
hundreds of times. They have appointed an astounding number of distinguished
disability rights leaders to their administration: Judy Heumann, Marca Bristo, Tony
Coelho, Becky Ogle, Bob Williams, Paul Miller, John Lancaster, Jonathan Young,
Bob Boorstin, Liz —Savage,Giﬁa McDonald, Michael Winter, Fred Schroeder, Deidre
Davis, Debbie Robinson, Bonnie O’Day, Rae Unzicker, John Kemp, Kate Seelman,
Susan Daniels, Howard Moses, Marilyn Golden, Hughey Walker, Kate Wolters,
Yerker Andersson, Audrey McCrimon, Lilliam Rangel-Diaz, Shirley Ryan, Ela
Yazzie-King, June Kailes, Pat Cannon and many more.

ON SEPTEMBER 10TH, 1997, REPRESENTATIVES OF MAJOR DISABILITY
CONSTITUENCIES MET WITH BILL CLINTON AND AL GORE in the Cabinet
Room of the White House. The President and VP took notes and dialogued with
every participant on policy. There were other such meetings, including one last
July 25" with the Vice President and rights leaders, but no photos in our drawer.
- Rights participants in the pictured meeting included: Debbie Robinson, Speaking
for Ourselves; Paul Marchand, CCD; Bob Kafka, Mike Oxford, ADAPT; Becky
Ogle, Fred Fay, Justice for All; Justin Dart, Justice for All and speaking for
people with psychiatric disabilities; Gina McDonald, NCIL; Paul Edwards,
American Council of the Blind; Naney Diehl, National Parent Network; Tony
Coelho, PCEPD; Marca Bristo, NCD; John Harper, student leader, advocate for
persons with deafness; Judy Heumann, Assistant Secretary of Education; Bob
Williams, Deputy Assistant Secretary, HHS; Susan Daniels, Associate
Commissioner, SSA - and there were numerous high level staff of the President.
Serving in the administration or sitting at the policy table cannot solve all of
your problems, but it is an indispensable step on the journey to equality.
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PRIORITY GRAS SROOTS TARGETS Contact Info

Senator W1lham Roth (R-DE) Voxce 202-224-2441 \
Doug Badger Vmcc 202-224-2708 (Asst. Chief of Staﬁ)

Senator Larr_y Craig (R-ID) Voice 202-224-2752
Senator Don Ntckles (R -OK) Voice 202-224 5754
Senator Trent Lott (R-MS) Ma]onty Leader Voxcc 202- 224—6253

| Senator Trank Lautenberg (D-NJ) Voice 202-224 4744 :
Senate Budget Com. Paul Seltran, Voice 202—224-‘7436 '

Senator Chnstopher J. Dodd O-CD) Vou:e 202-224-2823 A
‘V Jim Femon staff, same phone |

ADMINISTRATION
é)(( Chnis Jennxngs
White House Domestic Policy Council
'Vmce 202-456 5560 ' -
‘ FAX 202-456-5557

EraHme, |
keskin Bowles ‘

~ White House Chief of Staff

- Voice 202-456-6798 a
FAX 202-456-2883
John Podesta :
Deputy Chief of Staff
Voice 202-456 2459

oMB

Donna Shalela,

Comunissioner, HHS

202-690-7000 B
Deputy o Comrmsswner Vome # 202- 690-7431
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GRASSROOTS QUESTIONS CHECKLIST:
(All questions don’t fit all calls.)
1. Do.you have the pﬁnt materials you need?

2. Doyou l{ave email and what is
it?

3. There are two jobs to do, can you work on either or both:
. /Contact Senate offices yourself to ask for cosponsors.
' Qutreach to your community and state to do likewise.

4. Send personal stories to your Senators.

/8. State Govemnors. Call your state Governor’s Commission, Comimittee or
Advisory Panel on Employment and Disability. Tell them you want the
governor to talk to your state US senators and write to Senators Jeffords and
Kennedy in support of S.1858. ' ' '

6. Call Chris Jennings at the White House Domestic Policy Counsel,
Phone: 202-456-5560--FAX-202-456-5557. Speak to him personally.
Message: S.1858 is both ticket and continuous healthcare after employment,
support passage of this bill this year. Thanks for your work on this so far.

7.

7/15/98
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Administrative proposal - :

* Aggressively promote Medicaid buy-in option. This new policy allows states to let people
with disabilities, regardless of whether they receive SSI or SSDI, buy into Medicaid, subject
to an earned income limit of 250 percent of poverty and unearned and assets limits.
Participants would receive the full Medicaid benefits package offered in the state. The
President could ask or direct HHS to publish additional guidance, to work with the Governors
and state Medicaid directors to encourage them to take this option, and take other actions
that would encourage states to adopt this new option.

Legislative proposal (In process of developing with Kennedy and Jeffords staff) ;
¢ Make Medicaid buy-in option more accessible to people who work. Several prov151ons of
BBA limit its ab111ty to help people with disabilities returning to work.

- Lift 250 percent cap on earned income and limits on unearned income and assets

- Allow states to cover additional people with disabilities who do not meet the SSA
standard (e.g., working people with AIDS)

» Create incentives for states to take the Medicaid buy-in option. Savings in SSI and SSDI
resulting from people leaving these programs could be used to provide grants to states to
encourage their participation in this Medicaid option. Depending on amount of funds
available, three types of grants could be given:

- Planning grants. To provide an immediate incentive for states to take this option, states ;
that submit a short description of their plans could receive a grant (the same amount for o
all states) to develop state plan amendments. States must consult with the disability : :Jffﬂm
community in this planning process. [$50,000-100,000 per state in 1999 and 2000]

i‘u
i

- Infrastructure and outreach grants. States that submit a state plan amendment could

receive a grant for infrastructure development and education about the new option. This

_— grant could be based on the number of people with two or more limitations on ADLs. ,’““
[Allocate a fixed amount of funds; one-time only grant] gﬁg@

- Performance grants. States could receive an annual grant based on the number of g
people leaving SSI and SSDI for work and other outcomes measures This grant would
serve as a way to share with states the savings to SSA resulting from people leaving SSI
5 and SSDI for work. [Allocate a fixed amount of funds; Orre=tisreonly grant|

¢ Allow people leaving SSDI program to continue Medicare coverage. Currently, a person
who was on SSDI but who returns to work may continue free Medicare coverage (paying Part
B premium only) for up to 39 months. At that point, they may buy into-Medicare at full cost.
This policy would extend Medicare coverage of the Part A premium indefinitely (rough CBO
cost estimate of $300 million over 5 years). NOTE: OMB has not yet decided if they would
oppose or support this policy. : _




“')

Dear Center Director,

~ The Health Care Financing Administration (HCFA) is inviting all Centers for Independent

Living to apply for a cooperative agreement entitled the “Consumer-Directed Durable Medical
Equipment (CD-DME) Demonstration for Medicare Beneficiaries with Physical Disabilities.”
Enclosed is the application package describing the elements that should be included in your -
proposal to HCFA. The application'is due to HCFA by July 15, 1998. It is planned that four
awards will be announced for this cooperative agreement in the Fall of 1998. '

In addition to the HCFA application requirements, all candidates are to submit a copy of the

fiscal year 1997 704 Annual Performance Report, Part 11, as sent to the U.S. Department of
. Education, Rehabilitation Services Administration, Independent Living Braneh. C

For further information and questions concerning the enclosed application package; please
contact Mr. Richard Getrost, Project Officer (HCFA) at telephone number 410-786-3211. If you
need assistance regarding the submission of a 704 Annual Performance Report, please contact
Ms. Merri Pearson (Department of Education) at telephone number 202-205-8484, or by TDD at
202-205-8243. k

o
{

We welcomeiyour application to this demonstration project.
Sincerely,

‘Nancy-Ann Min DeParle
Administrator

Enclosure
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FACT SHEET

TOPIC
Consumer-Directed Durable Medlcal Equlpment (CD DME) Demonstratlon PrO_]eCt

BACKGROUND -

HCFA is releasing a Program Announcement for a Consumer Directed Durable Medlcal
Equipment (CD-DME) demonstration for Medicare beneficiaries with physical disabilities to all
Centers for Independent Living (CILs). The demonstration will test a model of CD-DME that
covers a range of activities such as assessment and purchasing related to' wheelchairs and
accessory items. The CILs will implément the CD-DME model. The U.S. Department of

Education, Independent Living Branch (OSERS) isa programmatlc partner in the demonstratlon : : ‘

i

' The CILs will have the responsibility of prov1d1ng a551st1ve technology. 1nformatlon and

facilitating consumers’ access to expert assessment and care management. Coordmatron of the
CIL sponsors with State agencies such as Medicaid and Vocational Rehabilitation Services will
be encouraged. In partnership with consumers with physical disabilities, these CIL sponsors will
more effectively acquire Medicare-financed products and services through a prior authorization

claims process administered by one DME Reglonal Carrler (DMERC) for the demonstratlon

Four CIL sites are expected to be awarded pre- 1mplementatlon developmental funds of
approximately $150 000 in Fall 1998. During the 12 month pre-implementation period (year 1),

_the sponsors will be requlred to prepare a workplan and operational protocol, Medicare waivers

will be requested, and contractual relationships will be worked out with the designated DMERC.
Medicare waivers will be granted for a three year period to provide demonstration services to the
beneficiaries who elect to participate in the demonstration-project. The demonstration does not
involve any changes in Medicare coverage of DME. Medical coverage policies regarding
medical necessity w1ll be retamed The demonstration design will mamtaln budget: neutrallty

Consumer direction i's key to the proposed demonstration project: (1) sponsoring organizations
have governance requirements to assure that people with disabilities not only guidethe agencies
as board members, but are active as employees and consumer advocates; (2) the implementation
of a system of prior authorization of payment for medically necessary equipment is ’intended to
accommodate benefit flexibility in the acquired equipment; and (3) prior authorization and

beneficiary credit accounts are intended to enable beneficiaries, in partnership with _the CIL

sponsors, to negotiate with suppliers over equipment prices, features, warranties, maintenance
and 24-hour availability of repair services for wheelchairs and related accessories. Savings
accrued by more efﬁc’ient purchasing will be used to acquire additional equipment and services.

FOR FURTHER INFORMATION '

Mr. Richard Getrost, PrOJect Officer (telephone: 410-786- 321 1) may be contacted with any
questions concerning the demonstration. Applications for the CD-DME demonstratlon program
announcement are due COB, Wednesday, July 15, 1998.




Y so e Ut b B MV WMWY B8RV oo .-*&it?n"iﬁtﬁwﬁakii SERVICSS
. WASHINGTON, D.C. 20201

ant

".“N'n

Executive Secretariat

i

FACSIMILE

PLEASE NOTIFY OR HAND-CARRY THIS TRANSMISSION
TO THE FOLLOWING PERSON AS SOON AS POSSIBLE:

e CHRS Wf

Address:

Message: 5 M —_
_THE CTMERS DENE TIIAY.

" Telephone: *  Office: . FAX M
Number Of Pages Beling Transmitted (Including This Orie)

rrov: __oemans Danosoe

FAX NUMBER:

OFFICE NUMBER: o€ =Z80Ga




[ERS TN P~ RV b U bk VAL eVe BVY [N N Balkhv QLWL Lok Bh VUL
. YN i Pe2AN
/ ¢ A Y : i "N

R

THE SECRETARY OF HEALTH AND HUMAN SERVICES
WASHINGTON, D.C. 70201

The Honorable George Pataki
Office of the Governor

The Capitol

Albany, NY 12224

Dear Govexéﬂ?W

I am writing about a critical opportunity for your State to provide real-assistance to many
people living with disabilities who want to work. Millions of Americans with disabilities
are part of our daily workforce. Many others would like work but are concerned if they
do they will lose the Medicaid coverage they need for health and lopg-term care services.

Existing law provides for connnued Medicaid coverage for workmg mdmduals with
disabilities with incomes above the specified income standards. However, these
provisions include hmxts on rhe amount of income an individual can eamn and still remain
eligible. ‘ i

Fortunately, section:4733 of the Balanced Budget Act of 1997 allows States to provide
Medicaid coverage to working individuals with disabilities who, because of their
earnings, cannot qualify for Medicaid under other statutory provisions. Section 4733
allows States to provide Medicaid coverage to these individuals by creating a new
optional categorically needy eligibility group. If a State chooses to cover this group,
working individuals with disabilities can become eligible for Medicaid if:

. they areina family whose net income is less than 250 percent of the federal
‘poverty level for a family of the size involved; and

. except for their eamned income, they would be considered to be recmvmg SS1
benefits.

Section 4733 also allbws States to require eligible individuals to pay premiums or other

cost-sharing charges set on a shdmg scale based on income. The amount of the premium

or cost-sharing to be paid, if any, is within each State’s discretion. In order to be eligible
 for this benefit, an individual must meet the Social Security SSI disability requirements.
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Page 2 - The Honorable George Pataki

1 urge you to give serious consideration to covering this group of Americans under your
State’s Medicaid program. This coverage can help provide the safety net that mdmduals
with disabilities need to help them to work and lead independent lives. 3

The Department of Health and Human Semccs and the Health Care Fmancmg
Administration (HCFA) are prepared to assist you in covering these individuals. I have
asked HCFA Central and Regional Office staff to be as helpful as possible in both
responding to your inquiries and providing technical assistance. If you or your staff have
any questions or need assistance, please contact the HCFA Regional Administrator ‘

responsible for your State

/-Siqcerely,

O

Donna E. Shalala



Dear Governor:

| am writing about a critical opportunity for your-State to provide real help to many
disabled individuals who want to work, but who are afraid that if they do, they will:no
- longer be eligible for the Medicaid: beneflts they need to live in the oommunlty - a
choice no one should face

On Apnl 22, 1998 the PreSIdentlal Task Force on Employment of Adults with
~ Disabilities met for the first time in Washington, DC.” This task force, created by ,
.- President Clinton, is charged with the responsibility of finding waystoi increase the rate. -
- of employmient of disabled adults to a level as close as possible to'the general '
~ population. This goal, if reached, will benefit everyone, not just the disabled individuals
. who want to work. Instead of having to depend solely on government benefits, dlsabled
- individuals who work will become productlve citizens, .contributing to our natlon s well-
bemg , ; o - A !_ ;

However disabled mdlvrduals who want to work face many obstacles One of the
biggest is the threat of losing benefits they need to make the transition to productlve
jobs. If they obtain jobs and earn too much, thelr incomes can make them mellgrble for
Medicaid just when they need it most o .
: l
Section 1619 of the Social Secunty Act‘ provides for'continued Medicaid coverege for.
working disabled individuals with incomes above the specified income standards.
However, these’ prowsrons have relatively low limits on the amount of income an
lndlwdual can earn: and still remain ellglble |~ ’
Fortunately, a provnsion (section 4733) of the Balanced Budget Act of 1997 (BBA)
enables States to provide Medicaid to disabled working individuals who, because of
" relatively high earnings, cannot qualify for Medicaid under one of the other statutory
provisions. Section 4733 of the BBA allows States to provide Medicaid to these
individuals by creating a new optional categorically needy eligibility group. If a State
chooses to cOver this group, lndividuals can become eligible for Medicaid if:

o. - | they are in a family whose mcome is less than 250 percent of the federal poverty '
’ ; level fora famrly of the size involved; and r

o except for thelr eamed income, they would be consrdered to be recelvmg SSl

. benefits.
- Section.4733 also provides that States can require eligible individuals to pay premiums
or other cost-sharing charges, set on a sliding scale based on income, as the'State may
determine. The amount of the premium or other cost sharlng to be pard if any, is '
entlrely within each State’s discretion. :



In order to be eligible for this new benefit, an individual must meet the Social Security
SSi disability requirements. However, now for the first time young people and others °
with disabilities who want to go to work and need Medicaid can work and receive
Medicaid without going on to the Social Security rolls. -We believe this is an approach
that makes tremendous sense for workers with dlsabxhtles your State and our Natlon

f
| urge you to seriously consider covermg thns group under your State’s Medlcald
program. This coverage can help provide the safety net that drsabled lnd|v1dua|s need.
to allow them to work and become productlve citizens.

Another section (seCtlon 4743) of the BBA removesthe requirement under home and-
community-based services waivers that Medicaid funds for supported employment
services be used only for individuals with developmental disabilities who had a prior
“history of institutionalization. Under this section, you can now choose to use Méedicaid
to provide suppor’ted employment services to such-individuals regardless of whether

~ they ever.were institutionalized or not." | urge you to seriously consider making thlS
‘simple but important change to your State plan as well. "

The Department and the Health Care Financing Administration (HCFA) are prepared to
assist you in covering this new eligibility group. | know that a number of States'are also
interested in the possrb ty of seeking Medicaid waivers to address the health care and
long-term care coverage needs of workers with disabilities and | have asked HCFA
Central and Regional Office staff to be as helpful as possible in both responding to your
inquiries and providing technical assistance. If you have any questions, or need

" assistance, please contact the HCFA Regronal Admlnlstrator responsible for your State.

Sincerely, - ‘ i

~ Donna Shalalé
Secretary

~Document: 4733GOV.WPD
Disk: g:\trudel
RTrudel, 4/29/98
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INTRODUCTION | |

We are pleased to be here today to talk about the Presxdent s commitment to expandmg and
promoting consumer-directed home and community-based services so people with disabilities can
live their lives to the fullest potential. It is consistent with our views about the basic rights of all
Americans to contro] and direct their own lives. It is consistent with our strong and rigorous support
for equal rights for people with disabilities, as articulated in the Amencans with Dlsabxlmes Act.

Like everyone here today, the Administration feels strongly about empowering people with
disabilities -- including children, working age adults, and older people who need help with basic
daily activities -- and their families, by increasing their independence and quality of life. One of the
best ways to do this is to provide opportunities for individuals to choose to decrease their reliance
on nursing homes, by increasing their options to choose self-directed personal ass1stance in home
and community-based scmngs

We will use our time today to discuss our multi-faceted approach to achieving these goals,
recognizing that while we won’t achieve our goals all at once, we can be aggressive about making
real progress toward them. We would like to explain the Administration’s commitment to this issue
and the activities currently taking place with an HHS work group on home and community-based
services. And we would like to discuss our broader strategy, which includes leglslanve regulatory,
resea:ch/demonstranon and other activities,

THE ADMINISTRATION’S COMMITMENT

In May of 1995, after a series of meetings with individuals from the disability community, Secretary
Shalala issued a set of principles supporting home and community-based care. She reaffirmed her
support for emphasizing home and community-based care services and offering consumers the
maximum amount of choice, contro] and flexibility in how these services are organized and
delivered. Since that time, HCFA has increased its technical assistance to States to assist them in
developing home and community-based waiver programs and other options to foster care in the
community. We continue to be gmded by these principles.

This past September, the President and Vice President met with a group of disability community
representatives and Federal officials, including Bruce Vladeck, then Administrator of HCFA and
Bob Williams, Deputy Assistant Sectetary for Planning and Evalustion, to discuss how to move
forward on the community’s highest priorities. The President has a longstanding interest in
addressing the challenges facing people with disabilities who riced long term care sérvices and this
Administration has a contmumg cominitment to increase the availability of home and community
based personal assistance services. At that meeting, the President expressed apprecmtmn that the
Community Attendarit Services Act (CASA) bill had been introduced by the Speaker, rioting that it
will help focus attention on the expansion of home and community based care. He was particularly
pleased that it would enable us to have a discussion about how to move more toward a system where
“the money can follow the person,” no matter in what setting he or she chooses to receive the -

DHHS Testimony - “Medicaid Community-Based Care™ - March 12, 1998 ' ‘ 1
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services needed. Finally, he noted that a lot of the activity and decision-making regarding home and
community-based care and personal assistance services (PAS) is happening in the States. He
stressed the importarice of enlisting the help of those States that are moving in the right direction,
to provide leadership in educating and helping others who are not so far along.

HHS WORK GROUP

As a result of the meeting with the President, and in an effort to pull together all our activities in this
area, Bob Williams, HHS’s Deputy Assistant Secretary for Disability, Aging, and Long-Term Care
Policy, and Sally Richardson were asked to co-chair a work group on home and community based
services. The goals of that work group, which began meeting in September, are to review all
available information and make recommendations about how to reduce the institutional bias in
Medicaid long-term care services and spending and promote home and commumty-based care.

Specifically, we are working to: :

. Identify and address the “institutional bias” in the Medicaid program -- so fewer people are
forced to move into nursmg homes because it is the only way they can get }ong term care
services; :

. Provide more program opportunities for consumers and their families to choose the setting

in which long term care services are received, with increased flexibility for the “money to
follow the person,” as opposed to the payment determining the setting in which a person
receives services; and,

. Promote consumer direction of home and community based/personal assistance services.

Our work group members include HHS and other Administration officials interested in the issue, as
well as an expanded group of “constituency partners” -- representatives of consumer groups,
providers, and State agencies -- with whom we consult to ensure that the work group’s activities and
products take a variety of perspectives into account. The work group is moving ahead on a number
of fronts.

Overcoming Institutional Bias ’

We are exploring a range of demonstration strategies, including opportunities we can offer States
to modify their Medicaid programs and try some new ways of helping people who want to and are
able to live in the community. We are happy to announce that 'we will soon be asking States to
submit proposals to begin to develop a research design to identify individuals who could successfully
move out of nursing homes into the community and to develop the services that would be needed
to support these individuals in the community. This solicitation is in response to the'commiitment
made by President Clinton to this issue and the Congressional directive in the FY 1998 Labor/HHS
Appropriations Bill. 'We believe that we will be able to fund research in 3 to 5 States.

DHHS Testmony - “Medicaid Communix}ksaséd Care” - March 12, 1998 ,' 2
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* Another component of this work involves using HCFA data to improve our understandmg of the

- numbers and characteristics of nursing home residents who may be good candidates for moving back
to the community and what they would need in the way of supports. We will then be better able to
help the States design strategies that succeed when these individuals attempt to ‘move into the
community. :

We are also developing strategies to address the President’s charge that States should learn from
each other how to support and promote home and comrmunity based services under 1915(c) Medicaid
waivers. Some States are much further along than others in developing innovative and cost-

effective service delivery models for home and community-based services. Staff have been talking
to a wide range of experts in the aging, disability, and long-term care fields in order to hear what they
have learned. ‘We have gotten positive feedback from a growing number of States about the value
of developing a “State to State™ technical assistance strategy. "

We learned from our constituency partners that some States are not fully aware of the flexibility
available to them under current regulations. Therefore, we want to clarify some of the things that
States can do right now to reduce the institutional bias. We are planning to produce a primer on
Medicaid that explains to State officials and consumers what is already available under Medicaid’s
personal care option, home and community-based waivers, as well as other Medicaid services. This
primer will be clearly Stated, so readers can understand what is allowable within the existing
framework of Medicaid. The primer will also include some examples of States that have used the
flexibility of Medicaid to do some excellent work in reducing nursing home use and increasing
community supports.

Finally, last year’s CASA bill required a study of the “institutional bias” in the Medicaid program.
HHS commissioned an independent contractor -- the University of California at San Francisco -- to
conduct such a study. A few weeks ago we received the contractor’s draft report. Let me note that
this report has already been reviewed by a Blue Ribbon Panel on Personal Assistance Services that
includes many consumers with disabilities and other Medicaid and personal ass:stance services
experts.

The report reviews the Medicaid statute and regulations, as well as policy guidance from HCFA, and
offers a series of policy options to address the “institutional bias” in Medicaid. The majority of the
recommendations would involve statutory changes and many of these changes would involve
significant new costs.” We are now developing a list of potential regulatory and policy changes on
which we can take some more immediate action, while we continue to review long-term leglslauve
options.

ADVISORY COMMISSION’S CONSUMER BILL OF RIGHTS

DHHS Testimony - “Medicaid Community-Based Care” - March 12, 1998 . '3
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We understand that a high priority for individuals with disabilities is to ensure that consumer
protections are in place that assure access to specialists, continuity of care, and internal and external
appeal rights when health plans make decisions that are disputed by its enrollees.

As you know, the President endorsed the Consumer Bill of Rights and Responsibilities,

recommended by his Advisory Commission on Consumer Protection and Quality in the Health Care
Industry, and challenged Congress to make these important rights apply to consumers of all health
plans. The Bill of Rights included important protections such as access to specialists for individuals
with chronic care needs, for example: (1) traditional care for consumers who are undergoing a course
of treatment for a chronic or disabling condition (or who are in the second or third trimester of
pregnancy) at the time they involuntarily change health plans or at a time when a provider is
terminated by a plan, and (2) a fair and efficient internal and external appeals process for resolving
differences with their health plans and health care providers.

On February 20th, the President directed HHS, as well as other Executive Branch agencies, to bring
their programs into compliance with the Consumer Bill of Rights. This Department reviewed the
Medicare and Medicaid programs for compliance with the Consumer Bill of Rights. ‘Based on our
review, the President praised the Department for how far along these two programs were in
complying with the Consumer Bill of Rights and he directed us to bring the two programs into
virtual compliance as quickly as possible. The President is extremely committed to making the
Consumer Bill of Rights real for all Americans. .

EXPANDED SETTINGS & ELIGIBILITY FOR RECEIVING SERVICES (LEGISLATION)

On the legislative front, we were pleased that Congress included in the BBA our proposal for a new
State option to allow certain workers with disabilities the ability to purchase Medicaid. Losing
health coverage can devaState anyone. Losing health care and personal assistance services is even
more devastating for some people with disabilities -- to the point where they are afraid to even try
to work, because if they lose SSI or SSDI eligibility, and thus health care, they lose their life line.
The new BBA provision should enable many individuals to make a real transition to work. Two
days ago, we mailed to State Medicaid Directors a letter that revised the definition of income for the
purpose of calculating the eligibility standard under this provision. Under our revised definition,
States will determine eligibility based on income net of income disregards. 5

Also included in the BBA was our proposal to allow States to include prevocational, supported.
employment, and educational services for all home and community-based services waiyver recipients
with developmental disabilities, Before this provision was enacted, only those who were formerly
institutionalized could receive these services through a home and community-based services waiver.

Finally, the BBA establishes a new type of service provider called Program of All-Inclusive Care For
the Elderly (PACE). States may elect to provide PACE program services to individuals who are
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Medicare and Medicaid eligible and are enrolled in a PACE program agreement. PACE provides
for a coordinated set of services to frail elderly individuals living in the community. ‘

EXPANDING SETTINGS & ELIGIBILITY FOR RECEIVING SERVICES |
(REGULATION & POLICY)

On the regulatory and policy fronts, this Administration has been very supportive of expansions in
home and community based services under the Medicaid 1915(c) waivers. All States are now
operating at least one and sometimes several home and community based waivers. :Many provide
additional supports with other Medicaid services as well. Thirteen States provide attendant care
under their home and community-based waiver programs, while thirty-nine States prov1dc personal
care under their home and community-based waiver programs. The waiver program has flourished
and grown under President Clinton’s leadership, and currently there are 226 approved home and
community-based waiver programs. -‘We expect the program to continue to expand at an even greater
pace as we work with States to find new ways to promote the use of existing services in States that
have not provided them yet. In July of 1997, the State Medicaid Directors a letter that promoted the
use of Medicaid home and community-based waivers.

We also recently 1ssued revised regulations to increase the responsiveness of the Medicaid personal

care option to better meet the needs of people with disabilities. There are currently 31 States

providing personal services under their State plans. Individuals are now permitted to receive

services both in the home, and outside the home. The new regulation eliminates the requirement that
" a registered nurse must supervise personal care services, thus reducing cost and making the service

' more consumer responsive and less “medicalized.”

Consumer-Directed Purchasing

Our home and community based care and PAS research agenda is a key part of efforts to help

ourselves, and help States and consumers, to find out what works, for whom, how well and at what

cost.

We are promoting our home and community based services agenda by working with States to
- develop and implement Medicaid demonstrations under the 1115 authority of the Social Security
Act. Some focus on the integration of acute and long term care, such as the projects underway in
Minnesota and the District of Columbia. Others, such as the newly-approved Colorado home health
demonstration address different aspects. Colorado’s demonstration will permit hiome health services
to be provided in settings other than the home, such as schools, work sites, or day treatment centers.
Wisconsin and Rhode Island have applied for 1115 waivers to serve beneficiaries under age 65 with
physical disabilities and adults with developmental disabilities respectively. Four States working
with the Robert Wood Johnson Foundation have applied for 1115 waivers to offer consumers cash
allowances and counseling to purchase their own attendant services. We are currently reviewing
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these waivers and expect to complete our review shortly. We are very interested in finding new ways
of doing business in Medicaid and encourage States to bring us their ideas and proposals.

CONCLUSION

We believe it is critically important to continue to develop models both at the State and Federal level
that support and encourage the move from reliance on institutional care to a broader array of
consumer-directed home and community-based services.

We embrace these goals and will continue to work toward them. The challenge, of course, is to
balance our goal of providing more flexibility and choice for people with disabilities, with the need
to ensure that any legislation is affordable. Preliminary cost estimates raise the very real questions
about whether the balance has yet been achieved. However, we remain committed to working
together with you and other interested parties to craft an affordable, consumer-responsive system,

that takes advantage of and promotes flexibility in our current programs, to help pcople obtain and
keep the help they need to live as independently as possible.

In conclusion, we would like for all of us to remember that people with disabilities are a very diverse
group of individuals. They are children, working-age adults, and the elderly. They have
developmental disabilities, emotional or cognitive disabilities, and physical disabilities. This is not
a group of people for which a “one solution fits all” answer is appropriate. These individuals need
more opportunities, more choices on where and how they are to receive services. Nursing homes,
intermediate care facilities for the mentally retarded should be available, but home and community
based services must also be available. We cannot afford to have any bias in service delivery.

DHHS Testimony - “Medicaid Community-Based Care™ - March 12, 1998 ) 6
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DRAFT 4/21 — For 4/22 Task Force Meeting on Retuming Individuals to Work

DRAFT Outline for the Administrator"s Talking Points

INTRODUCTION

. As Secretary Shalala said, access to health care and long term care can be crucxal to job
access for persons with disabilities. At HCFA we are mindful of the critical role that our

programs, Medicare and Medicaid, can play in provxdmg this essential link for persons
with disabilities. '

. HCF A has been pursuing a number of activities aimed generally at increasing consumer
choice, independence and quality of life for all persons with disability. I will focus my
discussion today on those that we see as being of most benefit to disabled mdmduals who
want to work.

. Our work has encompassed legislative, regulatory, research/demonstration, and other
activities. ) s

- — e ot 1 ot — ST et —
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. On the legislative front, HCFA has been working with the States to implement the new
provision in the Balanced Budget Act that gives States new authority. to allow working
individuals with disabilities with incomes up to 250% of the federal poverty le:vel to buy
into Medicaid. :

s We've interpreted the income threshold based on net family income. This means that an
' individual with an income of $40,000 can qualify to buy into the full array of Medicaid
services. . '

. We believe the new BBA working disabled provision will provide an even greater
opportunity for workers with disabilities to maintain health coverage by expanding and
sunphfymg States’ abilities to allow individuals with disabilities to return to work and
maintain their Medicaid coverage.

. As the Secretary has promiseded, HCFA and the Department of Health and Human
Services will do everything they can to encourage States to adopt this optional provision
because it is so important to achieving our goal of helping people who want work and can
work, to work, by providing that critical link to affordable health care.

¢ We will immediately engage the States about this matter by meeting with State Medicaid
Directors and by writing to the Governors. We will facilitate the sharing of best practices
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in this area among States,

REGULATORY -

. We know that the availability of Personal Care Services is also a critical element in
enabling a person to work. Personal Care Services are an optional service under
Medicaid. At last count, 31 States do offer this opnonal service.

This past September the Department published a regulation on personal care services

under Medicaid to provide more flexibility 1o States to encourage the expansmn of this
option. ‘

¢ This final rule gives States the option to expand the availability of personal care services
by allowing services to be provided outside the home. In addition, the regulation

removed the requirement that registered nurses supervise the provision of personal care
services.

. Other States provide personal care services through Home and Community Based
Semces Wa:vers -- which I'll discuss in a minute.

. As aresult, almost all States provide personal care services under their Medicaid programs
and these services can now go outside the home -- including into employment settings.
RESEARCH/DEMONSTRATIONS
. One of the crucial tasks currently before HCFA and the Department is to determine why

the existing tools we have to encourage individuals to go back to work are not being used.

. We need much berter information on what motivates individuals to return to work; as well
as what services these individuals need in order to stay working. ‘

. Our research and demonstration agenda in this area will provide us with more data and
information to help us betier understand the health care needs of and obstacles faced by
working individuals with disabilities.

. Specifically, let me mention 4 demonstrations whose results and eva]uanons will help us
plan future activities: ‘
1. cash & counsehng : ‘
S+ this demonstration will test the concept of providing cash to. mdmduals and
allowing them to choose and purchase the personal assistance services they
need.

+ information and counseling will be provided to assist consumers to make

7009
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mformed choices

+. FL, NY, NJ, AK are the States that will be testing t}us concept
2. “date certain” '

+ HCFA is sponsoring 2 grants program to assist States to develop
mechanisms to work with individuals and their families prior to admission
to an institution to consider community-based aiternatives and/or
mechanisms to transition individuals currently in institutions to the
community if that is their choice.

+ the objective of this program is to identify and remedy bamers to
community-based care.

+ community based alternatives can include services which will assist
individuals to return to work (eg, prevocatxonal and supported
employment services)

+ we expect to issue the grant solicitation before summer and to award

grants to 3-5 States in September

3. Consumer—Dlrected DME Purchasing — Medicare

-+

In Medicare, we will be releasing a Program Annoncement fora

" demonstration of consuther-directed choice and puithase of durable |
- medical equipment, such as wheelchairs.

Having the right equipment can facilitate a person s ability to perform
activities of daily living, including work.

Centers for Independent Living (CIL) will be partners in the demonstration.
. We expect to award developmental funds to four CILs this fall.

{

4 | Dual Eligibles Demonstrations

+.

o+

4

This past month, HCFA awarded 4 grants to 3 States to help improve care

. for low income Medicare beneficiaries who are also eligible for Medicaid.

Projects are being funded in Florida, Wisconsin and Maryland to address
the needs of these “dually eligible” beneficiaries. '
These grants will help us learn how to better coordinate care between
Medicare and Medicaid, help disabled beneficiaries move from nursing
homes into the community, and target needs of people likely to become
dually eligible as they use up their own assets on medical care.

. - Also, as the Secretary mentioried, we are providing technical assistance to States like
Wisconsir, that are interested in exploring options and developing concepts around the
goal of employing persons with disabilities. We are seeing a growing interest in this area.

OTHER ACTIVITIES

i

Wiuiv
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Home and Comunigg-Based Waivers

The Medicaid program has evolved 1o better meet the needs of the disabled populanon.,
particularly wuh respect to the provision of home and community based semces

States are taking advantage of the home and community based waivers under Medicaid --
1915(c) waivers -- to explore innovative approaches to delivering long term care in
commumnity or home settings.

Some time ago, we made it easier for States to obtain these waivers by eliminating the
long-standing “cold bed” rule. This had been a test of whether the state maintained

sufficient bed capacity in its institutions to serve those who would be on the wmver in case
the waiver failed.

In 1995, Secretary Shalala issued a set of principles supporting home and community-
based care. She reaffirmed her support for emphasizing home and community-based care
services and oﬁ‘ermg consumers the maximum amount of choice, control and flexibility in
how these services are organized and delivered. :

i
Since that time HCFA has actively promoted these waivers, increased its technical
assistance to States and developed streamlined waiver applications to facilitate States’
efforts to provide more home and commumnity-based care in lieu of institutionalization.

We have seen a substantial growth in the number of waivers requested and approved. We
now have 226 approved and many States have multiple waivers. Thirteen states provide
attendant care in their waiver; 39 states provide personal care services in their waiver; and
21 states provide pprevocational and supported employment services to enable persons to
enter the workforce. «

Keeping people out of institutions is certainly & step along the route to better serving those
individuals who want to be employed. These waivers are an important tool in our arsenal.

Home and Community Based Services Workgroup

Before closihg, 1'd like to mention one other activity that is underway and will help inform
the future debate about what activities we need to undertake to move us further down this
road. I'm referring to the Home and Community-Based Services Workgroup.

This past Pa]l the President met with Representatlves from ADAPT to discuss increasing

_access to home and community based services, including personal care semces under

Medicaid.

Secretary Shalala established & workgroup in response to the President’s zneéting with

Woil
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ADAPT to address specific issues regarding home and community based services.

This workgroup is chaired by Bob Williams from ASPE and Sally Richardson, Director of
HCFA's Center for Medicaid and State Operations. I'd like to ask Sally to stand so that
all of you can see her. ‘I must tell you that it is she, not I, that is owed the credit for much
of the activity that has taken place, and is mkmg place, in HCFA with regard to the
subject weire discussing today. Thank you Sally.

The purpose of the Department workgroup is to consider all available information and

make recommendations about how to reduce the institutional bxas and promote home and
community-based services under the Medicaid program.

In addition to HHS offices and agencies, other Federal agencies and our cdnstituency
partners, including advocacy organizations, are involved in providing input on various
issues addressed by the workgroup.

The Department contracted with the University of California at San Francisco to study
“institutional bias” in the Medicaid program. A final report is due by May 1 following
review by an Advisory Group comprised of persons with disabilities, as well as, other
disability experts. = As we review the recommendations of the contractor, I'm suré we will
be able to incorporate many of them into our future planning efforts.

As I mentioned, we will soon release a solicitation seeking State proposals to test the
“date certain” concept of moving persons from institutions to the community. The work
on that proposal has emanated from this workgroup. , :

We also are currently planning to contract for development of a “primer” on Medxcmd for
individuals with disabilities, detailing what States can do under current law and provide
examples to help States better use the options they currently have available to them.

In summary, I would say that we have been and will continue trying to facilitate States’
leadership in expanding home and community-based supports and consumer—dxrected
persona.l assistance services.

In closing, I think you can see that we have a multi-faceted approach to achieving our
goals. While we recognize that we won’t achieve our goals all at once, we can be
aggressive about making real progress toward them.

[LARVE 4
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Draft Talking Points for Peggy Hamburg's April 22 Presentation to the
Presidential Task Force on Employment of Adults with Disabilities‘

¢

[ am Ma:garet Hamburg, Ass;lstant Secretary for Planning and
Evaluauon in HHS.

[am honored to appear here today, as you undertake the
important challenge of increasing work opportunities for people
with disabilities.

My office provides analysis and advice to Secretary Shalala on
the policy challenges facing the Department of Health and
Human Services. Bob Williams, my Deputy Assistant Secretary
for Disability, Aging, and Long-Term Care has helped me keep
our disability research and policy work moving steadily forward
and focused on the important issues of the day. !

We know this Task Force will address health and 1ong-term care

supports for people with disabilities who want to work. Without -

access to this coverage, many people with disabilities would be
unable to live in the community at all, much less participate in
the work force. We hope our presentations on this panel can help
inform this effort.

1In fact, as Secretary Shalala told us earlier, the fear of losing

health coverage is a great concern to many people with
disabilities who want to work. As most of you here know all too

~ well, giving up SSI and SSDI benefits to go to work can also

mean losing health coverage.

The work of this task force is important to HHS.

We know that people with disabilities want to work -- they tell us
so in survey after survey; !

guis
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- Yet, over 70% of people with disabilities are not even in the work

force at all, and this is simply unacceptable;

- I know that few people with disabilities use the work incentives
now available, and even fewer are actually able to leave the rolls
and go to work each year -- my colleagues at SSA tell me that
fewer than 8500 of the over 4.4 million people on SSDI and only
about 300 of the 3.3 million on SSI leave the rolls each year; and

- Also, I understand that there is concern that too many young
people with severe disabilities leave school and go directly onto
the SSI rolls because they think there is no way they will ever be
able to do real work. .

I will use the analytical and policy strength of my office to shed light
on these problems and help craft solunons

This morning I will briefly summarize a few key issues about people
with disabilities that I think are particularly relevant to your

deliberations.

Let’s start by taking a look at what current research tells us about

working age adults with disabilities -- by functional status, employment

rates, and some health issues like insurance coverage and health care
utilization. ‘

Disability Characteristics

.

[Show slide #1] First, I want to show you the prevalence of disability
in the population. As you can see, one in five working age adults, 30
million Americans between the ages of 18 and 65, have a disability.

- A relatively small proportion of the working age population, 4
percent, or 6 million, are disabled enough to meet the disability

Wiul4d



TALKING POINTS -- PERSONAL ASSISTANCE SERVICES:

The Clinton Administration has a strong commitment to and has made enormous
progress in reducing unnecessary nursing home use and promoting and expanding
home and community based services. For example:

- Streamlined HCBS waiver application/approval process; in 1997 waiver spending
' grew by 44%, while nursing home spending only grew by 4.8%;

- Secretary Shalala issued strong principles on long-term care in 1995, reinforcing
our commitment to home and community based care; and

- Issued revised regulations for Medicaid personal care that will allow much more
flexibility and consumer direction.

The President and Vice President met with disability groups in September 1997 to
discuss PAS and other issues. As a result, HHS established a Home and Community
Based Services Work Group, co-chaired by Bob Williams and Sally Richardson.
The general goals of the group are to study and make recommendations about how to
reduce the institutional bias in Medicaid long-term care spending and service delivery to
promote home and community-based care, with a particular emphasis on consumer
directed services.

The HCBS Work Group has been very active and accomplished a great deal, and is
launching a number of new initiatives and reforms that we expect to bear fruit in
the coming months. Among the accomplishments:

- Contracted with University of California at San Francisco to conduct an
independent study of the institutional bias in Medicaid. The draft study was
reviewed by the Blue Ribbon Panel on PAS, and will be available in final form in
the next few weeks. The report contains 75 policy recommendations on Medicaid
personal care services, home and community-based waiver services, and home
health services. Options can be grouped into four categories: (1) those requiring
statutory change, (2) those requiring regulatory change, (3) those which can be
accomplished through issuance of guidelines, and (4) those which necessitate a
study or convening of a panel of experts on an issue. Roughly 13
recommendations require statutory change, 32 require regulatory change 13 can
be accomplished through manual guidelines, and 42 recommendations require a
study or convening of a panel of experts. It is important to note thdt about one
quarter of the recommendations presented by the UCSF team as ne¢ded regulatory
or statutory, or policy changes are, in fact, things that are already allowable under
the Medicaid program. Further, many states are already using Medicaid to offer
services that the UCSF team suggests HHS ought to allow them to offer.



A major recommendation was that personal care services should be a mandatory
Medicaid service, like nursing home care. While 34 states already provide
personal care, and most of the others do so under HCBS waivers, the
Administration and Congress are not likely to add new, unfunded Medicaid
mandates to Title XIX. However, the Work Group is stepping up technical
assistance for states and consumers to ensure that states make maxinium use of

- current flexibility to provide personal care under Medicaid.

The réport also includes a series of recommendations to clarify that personal care
and home and community based waiver services: can be delivered by live-in
caregivers; should not be restricted to in-home supports; should be used to
provide respite for caregivers; should be more consumer directed; and several
similar options.

Because many of these recommendations are, in fact, policies that are already in
place, and many states already use personal care and waivers to provide these
services, the State Medicaid Manual transmittal on the new personal care
regulations will be expanded to clarify that these activities are, indeed,
permissible (and have been for a long time). The SMM transmittal will be
completed and sent out in the Fall.

- Also, the Work Group is continuing to review the UCSF study, to
determine what additional actions can be taken. The focus will be on
- recommendations which increase program flexibility without increasing
. program costs and, especially, those which can be accomplished through
* the issuance of guidelines. '

Contracting for Primer on Medicaid home and community based services. The
UCSF report is a strong indicator that many people are unaware of the flexibility
that alfrcady exists in Medicaid, and current practices in many states.' The Primer
will explain in clear language all that is allowable under the Medicaid long-term
care program. It will discuss what flexibility States have under the personal care
services option (for example, States can implement consumer-directed personal
care services programs) and the HCB waiver program and provide examples of
what other States have done. As the Primer is developed, it will be reviewed by
consumers and state officials, to ensure that it meets its goals of being easily
understood and useful to people in the field. The Work Group expects to
disseminate the Primer to states, consumers, providers, and other interested parties
by the end of the year. It will include specific suggestions for states, targeted at
expanding home and community based services and reducing unnecessary nursing
home use. Concrete examples of state innovations will be described.



Continuing to move ahead on the Cash and Counseling demonstration, to test
the possibility of providing consumers with more control over their own PAS by
giving them cash, vouchers, or similar vehicles, plus counseling, so they can hire,
train, and manage their own service providers.

Conducting a durable medical equipment demonstration in collaboration with
independent living centers to allow more flexibility in purchasing and budgeting
for assistive devices. The announcement seeking proposals for this demonstratlon
was made pubhc in the first week of May. '
Recommending legislative change to allow home and community based services
to be a state plan option, instead of a waiver. The Administration recommended
this last year, and will continue to do so.

Drafted announcement for “date certain demonstration.” HHS is finalizing a
solicitation for a grants program to assist States to develop mechanisms to work
with individuals and their families prior to admission to a nursing facility to
consider community-based alternatives and/or to develop mephanisrhs to
transition individuals currently in nursing facilities to the community if that is
their choice. Grant awards will be made by September 30.

Establishing a technical assistance focus, through a contract, to disseminate
information and assist states and consumers in efforts to promote the use of
home and community based services and consumer directed PAS. "HHS will
award a contract by August to provide assistance and information on model
practices and ways to expand and promote home and community based services
and minimize reliance on nursing homes. The technical assistance will be
provided in the form of written materials, conferences and forums, electronic
communications, and other means. HCFA technical assistance to states which are
trying to expand HCBS and consumer directed care will continue.

- * One particular focus of the technical assistance efforts will be to ensure
that information about the Helen L. case is disseminated widely. The
- goal will be to inform states and consumers about the implications of the
. Third Circuit Court decision that Title II of the ADA requires PAS to be
* provided in the most integrated setting, and identify activities to raise
~ ADA issues about home and community based services throughout the
. country.

Contracting for an analysis of the MDS, to increase knowledge about nursing
home residents’ characteristics, to enable states and the federal government to
better target efforts to move people out of nursing homes.



The Work Group has completed a study of programs that train peéple on the

welfare rolls to become PAS providers. Work Group members reviewed training

programs and developed a list of critical elements of good training programs to

prepare welfare workers to be PAS providers. This study will be distributed

- widely in June. It is currently under review by the Work Group. In 'the Fall, the
Work'Group is planning to hold a small meetlng of experts in PAS and welfare to

‘ dlSCUSS future activities.

The Work Group has also been involved in a number of other activities:

. disseminating information from an extensive series of interviews with
. CONSumers;
. disseminating to all HCFA regional waiver coordinators and state waiver
staff a HCBS waiver manual developed by the Atlanta regional staff; -
. : posting on the Internet and otherwise disseminating a series of reports on
maximizing consumer direction in personal assistance services; .
e . completing the “Mentoring Project,” in which states that are farther along
" in home and community based care “mentor” states that are Iiot as far
~ ahead; - : :
. * finalizing a study of the California.In Home Services and Supports
program and disseminating the results; and

e stepping up an already active research agenda on HCBS.



TALKING POINTS -- RETURN TO WORK f

In March, the President signed an Executive Order on Employment of People with
Disabilities. People with disabilities report that the fear of losing essential health and
long-term care services covered under Medicare and Medicaid, is an important factor in
preventing them from leaving the federal income support programs (Supplemental
Security Income and Social Security Disability Income) and trying to work. - HHS is

" conducting research on what types of incentives could have a significant 1mpact on

helpmg these 1nd1v1duals enter the work force.

- T he Secretary of HHS has written to each of the Govemors to mform them of
the new provision under the BBA, which allows states to offer Medicaid services ‘
to people with disabilities who are able to work and earn more than the currently
allowed limits. This will enable people with disabilities to earn middle i income
salanes but retain the health and long term care they need. .

-y : WE NEED YOUR HELP in pubhmzmg the availability of thlS new
' Medlcald option, and encouragmg states to include it in their Medicaid
state plans : ‘ ‘

- The Administmtion supported and Congress enacted a provision that allows
- HCBS waivers to provide supported employment to all participants with mental
retardation or mental illness, not just those recipients who were formerly
_institutionalized. A number of states have already picked up on this, and HHS
‘will provide technical assistance to other states who want to do so.

. - HHS has a solid research agenda underway. A recent HHS study conducted =
‘ with SSA reviewed the research on the link between health care coverage and the
decision to work. While few empirical studies were identified, the available
evidence suggests that health care access is one important factor in the decision to
seek work. Another recently completed study confirmed that at least some
Section 1619 participants deliberately restrain their eamings so they can keep
Medicaid. HHS is also looking at the impact of Medicaid expansmns in
~ Tennessee and Oregon to determine whether improved health care access led to
greater numbers of people with disabilities entering the work force. Finally, at
Secretary Shalala’s request, Bob Wﬂhams office is initiating a new research
study to examine ‘why some people with disabilities are able to successfully enter
the wc;rk force and/or use existing work incentives while others are not.

- Independent living centers and other consumer service organiéatibizs needto
Sill an important void: they must familiarize themselves with the current work -
incentives for SSI and SSDI recipients, find out how they work and how to
access them, and help consumers use the work incentives. On average fewer

- than one percent of SSI and SSDI recipients use the work incentives that are
currently avallable . . - §



The Patients® Bill of Rights Takes Provides Important
New Protections For People with Disabilities

L Rights Most Important for People with Disabilities o f

Access to Specialists: This provision is extremely important for pecople with disabilities because.
| it assures consumers with complex or serious medical conditions access to to the specialists they
need. -

Consumers with ongoing health needs often require regular access to physicians and other health
care professionals who are trained to address their special nceds. This is particularly truc for
those consumers who have some type of disabling or terminal condition. In such cases, the
traditional “gatekeeper™ approach used by some health plans can be an impediment to access to
quality care. Consumers with complex or.serious medical conditions who require {requent
speciality care should have direct aceess to a qualified specialist of their choice within' a plan’s
network of providers. Authorizations, when required, should be for an adequate number of direct
access visits under an approved treatment plan. :

Continuity of Care: providing access fo continuity of care for consumers who are uﬁdcrgoing a
course of treatment for a chronic or disabling condition. a

Patients’ who are undergoing an extensive course of treatment at the time they join & new health
plan should be able to see their current providers for a period of 90 days. Sudden interruption of
care can compromise the quality of care and patient outcomes, particularly for those with
ongoing, speciality care. Consumers who are undergoing a course of treatment for a chronic or
disabling condition at the time they involuntarily change health plans or at a time when a
provider is terminated by a plan for other than cause should be able to continue seeing their
current speciality providers up to 90 days.

Prohibiting disclosure of financial incentives. Requiring providers to disclose any inccntives,
financial or otherwise ~- that might influence their decisions. It is particularly important for
people with chronic, ongoing, and often more expensive care to ensure that they be aware of any
financlal incentives that may be influencing their health providers. (The Democratic legislation

goes f}uther than the Quality Commission as it forbids any financial incentives, rather than just
requiring health plans from requiring it). !

Pro.hibitit}g “gag clauses” which restrict health care providers® ability to commur;icate with and.
advise patients about medically necessary options; ‘ o -

g‘ssu.raflce‘tha.t .Patient? are Respected and Not Discriminated Against, including
_1s§mn§natmn i the dghvery of heal.tb care services consistent with the benefits covered in their
policy based on mental or physical disability, race, gender, ethnicity, and sexuat orientation.
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Medical Privacy which assures that individually identifiable medical information is not
disseminated and that also provides consumers the right to review, copy and request amendments
to their own medical records. This right is particularly important for consumers who feel they
have medical conditions that are partxcu]arly sensitive.

i

Grievance and Appeals Processes for consumers to resolve their differences with their health
plans and health care providers -- including an internal and external appeals process. This assures
when patients’ do not get the care they need, they have a fair, objective place for consumers to
address their gnevances '

il Other Issues to Address : |

. ' Brmgmg Federal Government into compliance. This is particularly 3mp0rtant for the
millions of people with disabilities in the Mcdicare and Medicaid program

. Legislative Strategy -- Need for their action on the Hill o




¢)

Draft Presentation : ’ f

Thank Secretery Shalala, Peggy, Nancy Ann for their important work in this area.

Also like to thank Tony Coehlo and Marca Bristo for their work with the Na:tional
Council on Disability and the many others in this audience whose dedication and
persistence indooking at how to create cost effective work incentives.

Presentation: Discuss two policy priorities of the President’s:

- Ensurlng access to health care for people leaving SSI and SSDI for work

- Patlent Bill of Rights, which will provide important protections for people with
dlsabllltles, and :

Pmposalé to Provide Increesed Access to Health Insuraﬂce for People with I)is;abilities

As early speakers note, the current system does contain disincentives for returning to

work — specifically the loss of Medicaid or Medicare coverage.

- 'Health insurance is vitally 1mportant to all Americans, and has been a top priority
. forthe President since the day he took office. But this is particularly true for
-.people with disabilities. As Peggy showed, people with disabilities have higher
health care costs that, without insurance, are devastating.

- These higher costs also make private coverage inaccessible for manﬁ* While

some of the barriers to private insurance — preexisting condition exclusxons —
* were_eliminated in HIPAA, premlums can still be prohlbltlvely expenswe

For these reasons, the Pre51dent supported the Medlcald buy-in prov131on that got passed
in the Balanced Budget Act, although Congress added the 250 percent of poverty income
ceiling. !

Before discussing new legislative solutions, I would like to take this obpor’t‘unity to

discuss why the Medicaid buy in goes to 1mpr0v1ng access to health insurance for people
w1th dlsablhtles : S



~ As Nancy Ann described earlier, the Medicaid ‘buy-in offers;"
- The full Medicaid benefit package to

- People with disabilities meeting:
~ SSI disability, unearned income, and assets tests
' With ‘net income below 250 percent of poverty

Allowing people o buy the full Medlcald benefits package is important because
employer-based insurancé is not available to all employees — particularly for new

- workers or part- -time workers. For those who do have access to private insurance,
Medicaid can 'serve as a “wrap around” to cover those beneﬁts that pnvate msurance does
. notcover. | : '

i

The buy-in also cevers a fairly large group of people with disabilities. It ee{ters:

- People leaving SSI for work with income below 250 percent of povegrty

l

- People leaving SSDI after the Trial Worklng Period, if they meetmg the 250
percent of poverty and SSI nonearned income and assets tests ’

It also covers people who have not recelved SSI or SSDI but who meet the efiigibility
criteria — thus making it possible for some not to enter into these programs at all.

So, the buy-in goes a long way, but there may be some géqﬁs, including:
- Those people with disabilities whose income exceeds 250 ‘per’c‘e‘nt of. poverty or

- Some 'SSDI beneficiaries who have more than SSI-allowed assets or. whose cash
benefit exceeds the SSI uneamed income standard. o P

The Jeffords- Kennedy ‘Work Incentives Improvement Act” is 1ntended in part to
address these’ 8aps and other concerns about the current system. It: L
- ‘Allows people to buy a limited Medicaid benefit package — drugs and personal

- assistance services — through a sliding scale premium. There is a hlgher Federal
match for expenditures for these services, and 1t

- Allows SSDI people to buy into Medicafe with subsidized premiums.

Since it does not have upper income limits, it makes v1rtually all people leavmg SSI or
SSDI eligible.



. Because we have not yet seen the analysis of state participation; how many individuals
will participation, and Federal Medicare, Medicaid and Soc1al Security costs we do not
yet have an official pos1tlon on th1s bill. - -{ .

. However I’d like to suggest that we can, administratively, work with state to make the
current Medicaid buy-in provide the needed access to the full range of beneﬁts that
people with disabilities need. For example

- States could use Sectlon 1902(r)(2) to make the SSI tests for the buy -in less
str1ngent or ;- . i . o

- States could use the 1 115 waiver authority to, in a budget neutral way, expand
coverage beyond 250 percent of poverty.

. As Nancy Ann indicated, we are committed to work1ng with you and worklng with states
" to make these options a reality. :

L And if they don t work we are open to worklng on other administrative or leglslatlve
‘ - options to encourage work for people with dlsab111t1es recognizing budgetary constraints.

!
v

. Patient Bill of Rights
. What it is

*  What it means to people with disabilities
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INTRODUCTION . :
‘T’m pleased to be here today to talk about HCFA’s ongoing éfforts to improve access to
health care for people with disabilities. As Secretary Shalala said, access to health and long term
care can be crucial for people with disabilities who want to work. At HCFA we are.m1ndful of
the critical role that our programs, Medicare and Medicaid, can play in prov1d1ng thls essential
link to.the workforce for people with dlsab111t1es S : -
| HCFA has been pursu1ng a number of act1v1t1es a1med ‘at 1ncreas1ng consumer choice, -
independence, and qual1ty of life for-all persons with disability. I"will focus today on those
activities that we see as. being of most benefit to disabled individuals who want to work. We
have made progress on three fronts: through leglslatlon regulat10ns and research and
demonstrations. l L o g

LEGISLATION - BBA | o IR -

On the leg1slat1ve front, HCFA has been. work1ng w1th the States to 1mplement the new
provision in the Balanced Budget Act that permits States to allow working individuals with
disabilities with i 1ncomes up to 250% of the federal poverty level to buy into Med1ca1d We’ve
interpreted this income threshold based on net family income. ‘This means that an individual
who earns $40 000 can qual1fy to buy into the full array of Med1ca1d services. 3
We believe, th1s new BBA prov1s1on w1ll prov1de an even greater opportunlty for workers
. with disabilities to ma1nta1n health- coverage by expandmg and. s1mp11fy1ng States’ ab111ty to

allow 1nd1v1duals w1th disabilities to return to work and ma1nta1n the1r Med1ca1d coverage

As the Secretary has prom1sed HCFA and the Department of Health and Human Services
will do everything they can to encourage States to adopt this optlonal prov1s1on ‘We believe this
provision is an 1mportant link to achieving our goal of help1ng people who want to work and can
'work to work by prov1d1ng affordable health care. . -

\ ' ’

We plan to 1mmed1ately engage the States to bu11d support for th1s new option. We w1ll
be meeting with State Medicaid Directors in the near future and plan to write to each of the.
Governots to explain the value of this new optlon We are also planmng to help States ‘share the
best pract1ces in this ¢ area : ‘ r
REGULATIONS- - < o o

We know that the availability of Personal Care Serv1ces isalsoa critical element in
enabling people with:disabilities to work. Personal Care Serv1ces are an opt1onal serv1ce under '
Med1ca1d At last count 31 States do. offer this optional service. ;

" This past September the Department published a regulation on personal care services -
under Medicaid to provide more flexibility to States to encourage the expansion of th1s option.
This final rule gives States the option to expand the availability of personal care serv1ces by

|
allow1ng services to be prov1ded outs1de the home In add1tlon the regulation removed the

o
I

1
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requirernent that registered nurses supervise the provision of personal care services.

In-addition toithe personal care service option, States also provide personal ceire services
 through Home and Community Based Servrces Walvers -- which I'll d1scuss more 1n a few
mmutes . _ ‘ _ 3
Through this. c';ombination of approaches, almost all States provide personal care services
‘under their Medicaid lprograms and these services can now go outsrde the home -- mcludmg into
’ employment setungs‘ : ‘

RESEARCH/DEMONSTRATIONS L T
. As Peggy mentioned earlier, one of the crucial tasks that we face today is to determme
why the ex1st1ng tools we have to encourage 1nd1v1duals to go back to work are not bemg used.
Our research ?nd' demonstration agenda will help provide us with more data and _
- information to help us understand the health care needs of and ohstacles faced by worklng Y
1nd1v1duals wnh dtsabllltles N , I S AU B
Specrﬁcally, I d hke to mentlon 4 demonstrauons Whose results and evaluattons w111 help
us plan future act1v1t1es ’ e : »

Cash & Counseling Demonstratlon o - ) : S

The first project is called “cash and counsehng This demonstration will test the concept
of providing cash to individuals and allowing them to choose and purchase the personal
asmsta;nce services they need. : ~

Information and counseling w1ll be prowded to asmst consumers to make mformed
choices. We have been working with Florida, New York, New Jersey, and Arkansas to develop
this concept. We are: 'working very hard to complete the development of thts 1rnportant ‘
demonstratton and hope to have it operating very soon. e S
“Date Certain” Demonstration 7 : o

. The second project is called the “date certaln” demonstratton HCFA is spohsoring a -

. ‘grants program to help States to develop ways to work with individuals and their families to
consider community-based alternatives to.institutional care. These alternatives should be
available prior to admission to an institution or to allow individuals currently in institutions to
- transition to the community if that is their choice:" We expect to issue the grant soheltatlon

"~ before the summer and to award grants to 3 to 5 States in September A

'

; .
Consumer-Dlrected DME Purchasmg -~ Medlcare o -

' In Medicare, we will be releasing a Prograrn Announcement for a demonstratton of

consumer—dtrected ch01ce and purchase of durable medical equ1pment such as wheelchalrs
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: B
Havrng the rtght equrpment can facrlltate a person S abthty to perform all actrvrttes of
daily living, 1nclud1ng work.. . , . o | o
Centers for Independent Lmng wrll be our partners in this demonstratron We expect to
award developmental funds to four centers this fall.
:Dual Eligibles Demonstratlons - SRR B
This past month HCFA awarded 4 grants fo- 3 States to help improve care for low income
Medicare beneﬁcranesv ‘who are also eltgtble for Medicaid ,so -called “dual ehglbles.; 7

1
'

Projects are being funded in Florida, Wrsconsrn and Maryland to address the needs of

i

_these “dually ehgrble beneﬁcranes : . ‘ s i
_ These grants w1ll help us learn how to better coordtnate care between Medlcare and.
‘Medicaid, help dlsabled beneficiaries move from nursing homes into the community, and target
needs of people llkely to become dually ellgrble as they use up therr own assets on medrcal care
. . . " 1
Also, as the Secretary rnentloned we are provrdmg techmcal assrstance to a number of
States that are interested in ‘exploring optrons and developrng concepts around the goal of

- employing persons wrth drsablhtres We are seemg a growmg 1nterest 1n this area. |
HOME AND COMMUNITY BASED WAIVERS i
V In addition totour research and demonstration waivers, we have also made great progress
grantmg State home and commumty-based waivers, as I mentroned earher K ;
States are takmg advantage of the, home and cormnumty based waivers under Medrcard to
explore innovative approaches to dehverrng long term care in commumty o1 home settings.

"A few years ago we made a srgnlﬁcant change to our rules to make it easier for States to
obtain these waivers by ehmtnatrng the lcng standmg cold bed” rule i i i

In 1995, Secretary Shalala issued a set of prmcrples supporting homé and communrty-
based care. She reafﬁrmed her support for. emphasrzrng home and comrnumty—based care
services and offeringconsumers the maximum arnount of choice, control and ﬂex1b111ty inhow -
these serv1ces are-organized and delivered. f,_ L S o '

Smce that tlme HCFA has actrvely promoted these waivers, increased its techmcal _
- assistance to States and developed’ streamlined waiver applications to facilitate States effortsto -
'provrde more home and commumty—based care in lieu of 1nst1tut10nallzatton | ‘

We have seen a substantral growth in the number of waivers requested and approved We

now have 226 approved and many States have multlple waivers. Thirteen states provrde attendant-
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care in their waiver; 39 states provide personal care services in their waiver; and 21 states
provide prevocatronal and supported employment services to enable persons to enter the
workforce... 1. L , , !
Before closmg, rd ltke to mentton one other activity that is underway -- the Department s
- Home and Communtty-Based Services Workgroup. - J .
. o
) Th1s past Fall the Presrdent met w1th representatlves from the dtsablllty commumty to
discuss increasing access to home and’ cornmunlty based services, including personal care

© services under Medlcald
l

Pt

' Secretary Shalala established a Workgroup in response to the President’s meetmg ‘which is:
chaired by Bob thllams from ASPE and Sally Richardson, Director of HCFA’s Center for
‘Medicaid and State Operations. ‘I'd like to ask Sally to stand so that all of you can see her I
- must tell you that it is she, not [, that is HCFA’S expert w1th regard to the subjeet we re ‘
discussing today Thank you Sally s IR o :

1 : L ;

- The purpose of the workgroup is to consider all available mformatton and make
recommendations about how to reduce the institutional bias and promote home and: commumty- :
based services under the Medicaid program 1In addition to HHS offices and agen01es other
Federal agencies and:our constttuency partners 1nclud1ng advocacy organizations, are closely
.mvolved g e ‘ . o L ;

The Department contracted w1th the Umver31ty of Cahfomta at San Franelsco to study

“institutional bias” in the Medicaid program A final report is:due by May 1. As we review the
recommendat1ons I m sure we willbe able to 1ncorporate many of them into our efforts.

‘We also are currently planning to- contract for development ofa‘ prtmer on Medtcard for
individuals with dlsabthttes detailing what States can do under current law and provrde ‘
examples to- help States better use the opttons they currently have avarlable to them
4 Summary -' l : ' R ' P
, We have been and w1ll continue to promote and encourage States leadersh1p in
~ expanding home and: commurnty based supports and consumer-directed personal asswtance
services. While we recognize that we won’t be able to achieve our goals all at once, we can be
aggresswe about maklng real progress toward them T think 'you can see that we have a mult1~
faceted approach to achtevmg our goals L o A
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Record Type: Record .
|

To: - Christopher C. Jennings/OPD/EOP, Sarah A. Bianchi/OPD/EOP
!

cc: ’ . |
Subject: Draft SAP on HR 3433 _ ‘

Please review the draft SAP on HR 3433, Ticket to Work anc‘j Self-Sufficiency Act of 1998 and let

me know by 3pm today, Tuesday, if you have any problems (Iet me know if you want a hard copy -
| would be happy to walk one down). The bill is on tomorrow's House schedule. Thanks.

June 1, 1998

|
DRAFT - NOT FOR RELEASE !
|
| (House)

H.R. 3433 - Ticket to Work and Self-Sufficiency Act of 1998
Rep. Bunning (R) KY and 26 cosponsors
- {

The Administration supports H.R. 3433, and is pleased that the House is taking action on the
critical issue of making it possible for more people with dllsablhtles to return to or enter the
‘workforce. H.R. 3433 would implement a Presidential 1n‘1t1at1ve to increase ﬂex1b111ty and
choice for individuals with disabilities who seek services to help them successfully return to
work. This is an Administration priority, as reflected in the President’s March 13th Executive
Order that established a task force of Federal agencies to 1dent1fy additional actlons required to

increase the employment of adults with disabilities. i
The Administration W|II work in the Senate to technléally amend the bill to ensure that
Federal conflict of interest laws will be clearly and unlformly applied to all members of the
proposed Ticket to Work and Self-Sufficiency Advisory Panel In addition, the bill would
impose modest costs on the Medicare Trust Funds. The Administration prefers that the Trust

Funds be made whole. |

Pay-As-You-Go

|
|
H.R. 3433 would affect derCt spending and receipts; therefore, it is subject to the

pay-as-you-go requirement of the Omnibus Budget Reconglllatlon Act of 1990. The Office of
Management and Budget’s scoring estimate for the bill is under development.

* %k k %k k k %k
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This Statement of Admrmstratlon Policy (SAP) was developed by the Legislative | Reference .
Division (Haskins) in consultation with Associate Dlrector Mendelson, HLTH (Clendemn/
Miller/Tumlinson), HR (Chow/Cianci/Green), OIRA (Ohven) and BASD (L1nd/Bav1er) The
Social Security Administration (Coyne), the Departments of Education (Hansen) and Health
and Human Services' (M. Hash, Deputy Administrator for HCFA), and the Ofﬁce of
Government Ethics (Cook) as well as the Domestic Policy Council (Fortuna) concur with this
position. The Ofﬁce of Personnel Management (Wolf) had no objection. The Departments of
Justice (Jones), Labor (Morin), and the Treasury (Dorsey) the General Services °
Administration (Slrnms) the National Council on Dlsablhty (Imparato), and the Ofﬁce of
National Drug Control Pohcy (Riviat) as well as the Natlonal Economlc Councﬂ (E Parker)
had no comment.

Note: Chris Jennings (per J. Lambrew) does not concur with the second and third
sentences of the second paragraph of the SAP regarding the Medicare Trust Funds. We
recommend that OMB policy officials consult with Chrls Jennings prior to the release of
the SAP o A : s

!

OMB/LA Clearancef

Administration Position

i
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To date, the Admlmstratlon has not taken a formal posmon on H.R. 3433, but SSA has
informally advised Congress that it "is pleased with the spirit and mtent” of the brll 8
"ticket"-related provisions. - _ E

Background

Need for Legislation :
In part due to rapid program growth in the early 1990s, there has been increased focus on-
ways to encourage adult Social Security Disability Insurance (SSDI) and Supplemental Security

Income (SSI) beneficiaries to enter or return to the workplace Although there are work

" -incentives for SSDI and SSI beneficiaries, in FY 1997 less than one half of 1 percent (7,000)

became ineligible for benefits because they returned to work Many assert that SSDI .and SSI
recipients’ fear of losing cash benefits and corresponding Med1care and/or Medrcald benefits
provide a disincentive for them to seek employment. In addmon many argue that madcquate
access to vocational rehabilitation (VR) services is a barrier to disability rec1plents returning to
~work. [ ' :

Currently, SSA does, not provide VR services to SSDI anci SSI recipients directly.’ Instead, it
refers approximately 10 percent of new recipients determilned to be good VR candidates to the
Federal-State VR program administered by the Department of Education. Of the SSDI and
SSI recipients referred annually to the VR program, only 10 percent actually obtain VR
services and many of these do not return to work. . '

i

N




Legislative Proposals ‘
To increase the number of disability beneficiaries undergclnng VR and returning to work, SSA
transmitted to Congress the "Ticket to Independence Act" on June 30, 1997. The draft bill
would authorize the "Ticket to Independence” project to test the concept of allowing SSDI and
SSI beneficiaries to choose their own public or private VR providers. Participating providers

‘would be paid a percentage of the disability benefits saved as a result of beneficiaties returning
to work for a specified period of time. A similar proposal was included in the Presuient s FY
1999 Budget. I
On March 11,1998, H.R. 3433, the "Ticket to Work and Self-Sufficiency Act of 1998 " was
introduced by Representatives Bunning and Kennelly. H. R 3433 includes provisions similar
to the Administration’s proposal. Unlike the Adm1mstrat10n s proposal, however, it would
extend Medicare coverage for SSDI beneficiaries for two : years beyond the current-law
eligibility period of 39 months after the trial work period.
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MajorProvislohsofH.R. 3433~ T T P
The followmg surnmarrzes the major provrsrons of H R 3433,

‘T icket To. Work and Self Suﬁiczency Program
Under current law, 1nd1v1duals wrth disabilities applymg tor or awarded SSDI or SSI benefits
may be referred by SSA to State VR agencies for rehabrlltatlon services. SSA retrnburses a

State VR agency for services provided to a disabled beneﬁerary after the mdrvrdual engages 1n
work (substantial garnful activity) for nine months S

3
v

- H. R 3433 would. create the "Ticket to Work and Self Sufficrency Program whrch would

* revamp the current VR system.- The bill would authorize SSA to provide SSDI and SSI

recrprents with a "ticket" which they could use to obtain services of their choosmg from an -
employment network". of single or multiple providers, 1rlcludrng State VR agencies, to assist

‘them in finding permanent employment. The disability beneﬁcrary and employment network

would' create a work | plan wrth employment goals and rdentlfy the services needed to achreve

them,

The brll would authorrze SSA to make payments to an employment network through either an
"outcome" or mrlestone system. - The employment netwiork would chose the system under

‘which it would be rennbursed SR S v . ,

| | A SR |
For each month that drsabrlrty beneﬁts were not payable due to an 1nd1v1dual S earnrngs --
though not longer than 60 months -- the outcome payment system would give the employment R
network up to 40 percent of the average monthly benefit fpr the individuals participating in the
SSDI or SSI programs. The milestone payment system would provide interim payments to an
employment network based on the achievement of one or more mrlestones related to a SSDI or
SSI beneﬁcrary s permanent employment. - Under the mrlestone payment system, the total
amount payable to an employment network would be less than that payable under the outcome
payment system for a beneficiary who returns to work permanently H.R. 3433 would
authorrze approprratrons and transfers. frorn the Socral Securrty Trust Fund for thrs purpose

~ The bill would requrre 'SSA to prescrrbe regulatrons to carry out the. Tlcket Program In ~
addition, it would- requlre SSA to: (1) evaluate the program for effectiveness and cost and 2
‘ensure that drsputes between drsabrlrty beneficiaries and employment networks are resolved

H.R. 3433 ‘would enable SSA to contract wrth program rnanagers (one or more prwate— or
public-sector organizations with VR expertise) to assist in administering the Ticket Program.
Program managers would identify and recommend employment network provrders to SSA and
ensure that drsabrlrty beneﬁcrarres have adequate access td desrred services. ‘
|
|

Tzcket to Work,and Ser—Suﬁ‘iczerncy Adyzkso_ry -Panel

g




|

; | ,

" H.R. 3433 would create the Ticket to Work and Self- Sufﬁcrency Advrsory Panel.: The six
member panel would be appointed within 90 days of enactment . Two members, who could
not be of the same political party, would be appointed by the President. The remammg four
members would be appointed by Congress (The Majority and Minority leadershlp each

“would appoint two members.) The panel would advise the SSA Commissioner and report to
the Congress on the TleCt Program implementation and evaluatlons

"

'Demonstratzon Pro;ect Aurhorzty

l » A
H.R. 3433 would extend SSA ] authorlty to conduct demonstranon projects, untlll June 10 ;
2001, to test alternative approaches to providing drsabrlrty benefits. In addition, the bill would
require SSA to test the effects of a one dollar reduction in benefits for each two dollars of
earnings, above a defined threshold, that a SSDI recrplent recelves :

i

Extended Medicare Eoverage

Under current law, SSDI beneficiaries are eligible to receive Medicare as well as dlsabllrty
benefits through a trial work period. After completing the trial work perlod however, ‘
beneficiaries’ Medrcare benefits may continue for 39 months ‘H.R. 3433 would extend Ticket -
Program participants’ eligibility for Medicare benefits an addmonal two years. The extended
Medicare coverage would expire seven years after the b111 s enactment and parallel the phase
in of the Ticket Program - ‘ l

- P

Benefits to Prisonersi . | S

Under current law, prlsoners are pl'Ohlblted from rece1v1ng Social Securlty (OASDI) beneflts
while they are incarcerated after conviction of any crime pumshable by. imprisonment of more
than one year. Federal, State, county or local prisons are required to make available the name
and Social Security numbers of any person so convicted and incarcerated. H.R. 3433 would
allow SSA to provide incentive payments to correctional institutions for reporting the
imprisonment of SSDI beneficiaries, mirroring current law for SSI beneficiaries. In addition,
the bill would pI‘Ohlblt prisoners from receiving OASDI beneﬁts after a eonwctlon punlshable
by any criminal offense. |

i

Clergy Enrollment in’ ’Social Security .
Current law provrdes the clergy w1th Social Seeurrty coverage as self—employed workers unless ,
an exemption is filed within a specified period during whlch compensation is recerved To
receive this exemption, the clergy member must. notify hlS or her religious order statmg
opposition to the acceptance of Social Security benefits on religious principles. If elected, the
exemption from Soc:lal Security benefits cannot be revoked . Co
. ‘ !
H.R. 3433 would create a two year "open season,” beg‘inning January 1, 1999, for members
of the clergy who initially obtained an exemption from Social Security coverage 'to obtain
~coverage. The decision to elect Social Security coverage would be irreversible. Under the

{
H

f
H




i
|
I
|
i
bill, clergy electing éovefage would be subject to self—emﬁloymént taxes and s‘ubséquent
earnings would be credited towards Social Security and Medicare benefits. :
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Pay-As-You-Go Scoring
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H.R. 3433 would affect direct spending and receipts; therefore, it is subject to the
pay-as-you-go requirement of the Omnibus Budget ReCOIlCIIIatIOIl Act of 1990. The Office of
Management and Budget’s scoring estimate for the bill is under development. The
Congressional Budget Office (CBO) estimates that H.R. 3433 would decrease direct spending
by $1 million in FY 1999 and a total of $24 million durmg FYs 1999-2003. CBO estimates
that H.R. 3433 would not significantly affect receipts in FY 1999. CBO, however, estimates
that the bill would increase recelpts by a total of $4 mllhon during FYs 1999-2003. (Note:
The bill would result in some costs to the Medicare Trust Funds, but overall the bill would be
a paygo saver.) : _ i
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Dear State Medicaid Duector : i

In the Americans with stabxlmes Act (ADA), Congress provxdcd that “the Natmn 3 proper goals
regarding individuals with disabilities are to assure equality of cpportumty full participation,
independent living, and economic self-sufficiency for such individuals.” 42 U.S.C. § 12101(a)(8).
Title IT of the ADA further provides that “no quahﬁed mdmdual with & disability shall, by reason
~ of such disability, be excluded from participation in or be denied the benefits of the services,

programs or activities of & public entity, or be the subject of dxsmmmatxcn by any such entity.” 42
U.S.C. § 12132, Department of Justice regulations 1mplcmentmg this provision require that “a
public entity shall administer services, programs, and activities in the most integrated setting

~ appropriate to the needs of qualified individuals with dxsabxlmas " 28 CFR. §35130(4).

We have summarized below three Medxca.xd cases related to thc ADA to make you aware of recent

trends mvolvmg Medxca:d and the ADA. |

!

In LC &EW. v Olmstead, patxents in a State psychiatric hos;:xta! in Georgia chzllmged '
their placement in an institutional setting rather than in 2 community-based treatrment
program. The United States Court of Appeals for the Eleventh Circuit held that placement
in an institutional setting appeared to violate the ADA because it constituted a segregated

. setting, and remanded the case for a determination of whether community placements could

be made without fundamentally altering the State's programs. The court emphasized that a
community placement could be required as a “reasonable accommodation” to the needs of
disabled individuals, and that denjal of community placements could not be justified simply

~ by the State’s fiscal concerns. However, the court recognized that the ADA does not

necessarily require 2 State to serve everyone in the community but that decisions regarding
services and where they are to be provided must be made based on whether community-
based placement 1s appropriate for a particular individual in addition to whether such '
placement would: fundamentally alter the program.

In HelenL, v. DxDano 8 Medicaid nursing home residem who was paralyzed from the
waist down sought services from a State-funded attendant care program which would -
allow her to receive services in her own home where she could reside with her children. -
The United States Court of Appeals for the Third ercuxt held that the State’s failure to
provide services in the “most integrated setting appropriate™ to this individual who was
paralyzed from the waist down violated the ADA, and found that provision of attendant
care would not fundamentally alter any State program because it was already within the
scope of an existing State program. The Supreme Cour: declined to hear an appea) in this
matter; thus, the Court of Appeals decision is final. 1
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In Easleyv. §mder, a lawsuxt ﬁled by representatxves of persons with dxsabdmes deemed
to be incapable of controlling their own legal and financial affairs, challenged a :
requirement that beneficiaries of their State’s attendant care program must be mentally
alert. The 'I'l'urd Circuit found that,-becguse the essentxal nature of the program was to -

foster mdependence for individuals hmltcd only by physical disabilities, inclusion of
individuals incapable of controlling their own legal andi financial affairs in the program
would constitute a fundamental alterat:on of the program and was not required by the

ADA Thxs isa ﬁnal decision. » }

While these decisions are only bmdmg in the affectcd clrcuxts thc Attomey Gegeral has md;cated
that under the ADA States have an obligation to provide semccs to people with disabilities in the
- most integrated setting appropnate to their needs. Rcasonable[ steps should be taken if the treating
professmnal determines that an individual living in a facility could live in the community with the
-right mix of support services to enable them to do so. The Depa.mnent of Justice recently .
reiterated that ADA’s “most mtegrated se’ttmg standard apphes to Statcs including State ;
Medicaid programs o ‘

. ; 4 :
1 : t

States were required to do 4 self-evaluanon to ensure rhat thetr pohctes pracnces and procedures
promote, rather than hinder i mtegratwn. This seIf-evaIuatlon shculd have included consideration of
the ADA’s integration reqmrement To the extent that any State Medicaid program has not fully -
completed its self-evaluation process, it should do so now, in cénjuncnon with the dtsabxhty
community and its representatives to ensure that policics, practlces and procedures meet the
requirements of the ADA. We. recogmze that ADA issues arc bemg clarified through
administrative and Jud.\cxa.l mtcrpretat!ons on 2 continual basis. .Wc will provide you thh

- additonal gmdance concerning ADA compliance as it becomes available.

I

i
N

T urge you also as we approach the J'uly 26 anmversazy of the ADA, to strive to meet nts
objectives by continuing 'to develop home and commumty—based service options for persons with
disabilities to live in mtcgratod settings, . . ,‘ . ]

j

If you hz.ve any qucstxons conceming this Jetter or require technical assxstance, pleasc contact
'Ma.ry Jean Duckett at (410) 786-3294 | o :

4 ’66—4«—4 Canlre
Sally K. Richardson ,
Dxrector
cc: - AlLHCFA Region:al Adnﬁnistmtors

All HCFA Associate Regional Adnﬁnisuat&rs )
. for Medicaid and State Opcrations
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Version: September § - 10:00 am

Briefing Matenals for the President’s Meeting wnth Disability Groups
-September 10, 1997

The Clinton Administration has achieved some remarkable milestones toward promotmg the
agenda of individuals with disabilities to live a full, productlve and independent life. With the
help of the disability community this Administration has bee]n able to focus the attention of the
country, and the Congress on these important issues. This paper highlights some of those
achievements.

The Balanced Budget Act of 1997 ‘

o

Under section'4733 of the recently enacted Balanced Budget Act, States are permltted to
allow certain Supplemental Security Income (SSI) beneﬁmanes who are disabled and
would lose eligibility because of their earnings to purchase Medicaid coverage. Eligibility
is extended to SSI beneficiaries whose income is less than 250 percent of the Federal
poverty level for the applicable family size. Currently, 250 percent of the poverty level for
one person is currently a little over $2,210 per month. States will set premiums based on
an income-related sliding scale. The Administration originally proposed Medicaid
buy-in with no income limit, so this provision should not be over emphasized.

The Act in section 4743, also amended the home and community-based waiver program
by eliminating the requirément that individuals be dilscharged froma nursing facility or
intermediate care facility for the mentally retarded to be eligible to receive hablhtatlon
services under a home and commumty-based waiver. '

The Act in section 4701 exempts certain children wx[th disabilities mcludmg SSI
beneficiaries, and children in foster care from being requlred to receive care through a
managed care entity under freedom of choice waivers..
‘ I

The Act in section 5305 reinstates Medicaid eligibility for certain aliens who receive SSI.
Medicaid benefits were denied to this group of elderly and disabled aliens in the Personal
Responsibility and Work Opportunities Reconcnhatlon Act (PRWORA) of 1996 but have -

‘subsequently been terminated from SSI because of the PRWORA’s tighter definition of

childhood disability. It should be noted that dlsablllty groups perceive the Administration’s
interpretation of the new SSI definitions for children as overly harsh resulting in large
numbers of children losing eligibility.

Similarly, the Act in section 4913 restores Medicaid eligibility to disabled children who
were receiving SSI at the time of enactment of the PRWORA of 1996.
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The Act establishes the Program of All inclusive Care for the Elderly (PACE) as a State
plan option under Medicaid to provide comprehenswe community-based health and
long-term care to eligible individuals over age 55 w}?o would otherwise require nursing
care. !

Medicare will now pay at least part of the cost of re?lxting upgraded durable medical
equipment (DME). The Act allows DME suppliers to receive Medicare payment for
upgraded DME as if it were equipment. Beneﬁciaricfes may be billed the difference
between the standard rate and the cost for the upgraded equipment.

|
|
|

Personal Care Services Regulation

O

Home and Community-Based Care Services

0

|
The Personal Care Services Regulation which make.'s personal care services an optional
Medicaid benefit which may be covered under States Medicaid programs has been signed
by the Secretary of Heaith and Human Services and will be published in the Federal
Register in the very near future. (***This is clearly: a candidate for White House
intervention. OMB has had the regulation for 60 days, but is believed to be

i inalizing their review. The President could announce the date of publlcatlon if

cleared. However, it should be noted that States 1have been able to provide personal
care services under waivers without the regulatmn, and it has taken DHHS 4 years
to finalize the regulation.) ; ‘

- The regulation permits States to cover personal care services in the home and at
the State’s additional option, in locations outside the home including the work
“place. I

- Personal care services are services to assnst a person with activities of daily living
* such as assistance with eating, meal preparatnon bathing, dressing, personal .
hygiene, and taking medications. Services may also include activities which are
essential to the health and welfare of the beneﬁcmry, such as house keeping chores
like bed making, dusting, and vacuuming. §
- The regulation removes the requirement tha|t a registered nurse must supervise
personal care services, thus reducing the co st, and making the semce more ﬂexxble
to meet the beneficiary’s needs.
|
|
|

The Health Care Financing Administration continues to support and promote
community- based long-term care for the elderly and people with developmental
or physical disabilities through the home and commumty-based waiver program
authorized under section 1915 © of the Social Security Act. Currently over

PHOTOCOP
PRESERVATI(;N




2

R

250,000 individuals with disabilities receive a wide array of services ‘from
personal assistance to home modifications and assistive devices (to name only a
few) under 226 of these programs in 49 States and the District of Columbia.
Similar services are provided in Arizona under their 1115 waiver. Through the
use of this Medicaid waiver provision, four States have entirely ehmmated their
large publicly-funded institutions for people with developmental dlsabrhtles and

‘replaced them with integrated community services. Most others have
significantly phased down reliance on mappropnate institutional carei for people
with disabilities as a result of the waiver program

0 Under the Clinton Administration numerous changes have been implemented to
simplify the home and community-based waiver application and approval
process. One of the most lasting and meaningful changes to promote home. and
community care and “level the playing field” wrth institutional care was the

“elimination of the rule that required States to show that without the waiver an
equal number of beds would have to exist in m]strtutlons or nursing homes to
accommaodate those receiving waiver services.

) In an effort to further simplify the process for receiving certain waivers, HCFA
has provided States with a prototype waiver apphcatlon for individuals with AIDS
individuals with traumatic brain injury, and medrcally fragile children to expedrte approval
of these waivers. States may now establish a 1915 @ waiver program for these individuals
by filling in the State-specific information, signing, and submitting the prototype waiver

application. Waivers submitted without alteration ar![e expeditiously approved by HCFA.

o} 'On June 27, HCFA released a letter to State Medlcald Directors to encourage them to
reduce the size of large providers of residential servt}ces under the home and
community-based waiver program To allow maximum flexibility to States in establishing
home and commumty—based waiver programs, HCFA has not establish a formal Federal
policy on the number of people who can reside in a group home. However, the
Department is concerned that homes serving large populatlons may not be able to provide
an authentic community experience. |

o Inan addltronal etter, dated July 25, HCFA urged a]l State Medicaid Directors to make

+ available appropriate home and community-based wawer options to ail persons who are
institutionalized, or at risk of institutionalization. HCFA also firmly stated 1ts belief that, *
. an individual has the right to assume risk, commlensurate with that person’s ability and

willingness to assume responsibility for the consequences of that risk.”
|

Research and Demonstration Activities {
o A |

| ;
0 To honor its commltment to the disability commumty to move toward the goal of
-.encouraging provision of long-term care services in the community, rather than in
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institutional settings, HCFA in consultation with Ieaders of the ADAPT movement has
modified its current contract with the University of Cahforma, San Francisco, to
undertake two'related studies. The two studies will éonsxst ofa comprehenswe review and
analysis of Medicaid policies, regulatlons and statutes whlch relate to long-term care
services to identify: :

- the institutional bias in Medicaid law,iir'egulation, All State Medicaid
Directors Letters, and other documents ,
|
l |
- requirements that overly promote the medical model in long-term care,

- identify ways we can promote home and community-based care, and -

- identify to the extent to which Medlc:are and Medicaid are unnecessanly
~ linked. -

- A project Advisory Committee composed Ofi between 8 and 10 individuals
knowledgeable about disabilities as these relate to Medicaid beneficiaries will
inform the work of the contractors. Representatxves could includé individuals
from ADAPT, the National Council on Aging, and other relevant groups, as well

as health services researchers familiar with dlsabxhty issues.

- The contractor will make interim reports to t[he DHHS/OMB work group
discussed below at 30, 60, and 90-day mterv[als after beginning work under the
contract. The interim reports will identify policies, Tegulations, and statutes
identified by those dates which need to be addressed by the work group. These
interim reports are to expedite action by DHHS to eliminate the institutional bias
in Medicaid and to delink Medicare and Medicaid regulations when found to be

appropriate.

- The final report will describe all the regulations and statutes which were reviewed,
and describe the problem areas identified and the potential areas for change. The
final report will include policy recommendatlons as well as potential research and

demonstration prOJects {

f
HCFA has established a work group to review the ﬁndmgs of the studies on eliminating
the institutional bias in Medicaid and delinking problemauc Medicare policies from
Medicaid. The work group consists of Health and Human Services staff, and staff from
the Office of Management and Budget. The members will consult regularly with a group
. of “constituency partners” representmg the d1sab111ty community, State agencies, and
other appropriate Federal agencies. The work group will work with the advocacy
~community to identify States which are willing to pammpate in pilot studies designed to
implement the “ date certain” concept. We believe these pilots could serve the symbiotic
purposes of helping States which have mandates to[ reduce their institutionalized
populations and HCFA’s desire to explore identifying the barriers to implementing the
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“date certain” c‘oncept The “date certain” concept identifies the date on which all
individuals who are in institutions on that date will halve the optlon to. move into a
community-based living arrangement, and receive needed services without the requirement
for a waiver. (The “date certain” issue has been ldentlﬁed by representatlves of
ADAPT as the one step the President could take at this meeting to show real
support. ADAPT argues that the “date certain” c[oncept is-a win-win. concept
because by definition it is cost neutral, and does not expand the numbers of people
eligible for service. Two versions of the concept proposed by ADAPT are - 1) the
“date certain” would be the day those ehglble could begin to move to the community
from institutions, and 2) the “date certaln is the date on which all persons in
mstntutlons on that date would be permltted to move to the commumty when
brainer” by ADAPT. Given the history of demstltutxonahzatmn of the mentally
retarded and mentally ill, which has identified the many benefits and the serious
risks involved, HCFA is committed to proceedmg in-a manner which serves to

protect the mterests of beneficiaries ) ‘

|

With funding from the Robert Wood Johnson Foundlatlon, four States, Arkansas, Florida,
New Jersey, and New York, have developed and subxmtted to HCFA waiver applications
to explore alternative ways to provide consumer~d1rected personal care services. These
waiver applications are currently under review at HCFA. This effort is-a.major research
effort on behalf of DHHS. The purpose of these demonstratxons would be to provide
greater autonomy to consumers of long- term care services by empowering them to
purchase the asswtance they require to perform theirjactivitiés of daily living. In order to
accomplish this objective, cash allowances (coupled with information services) would be
provided directly to persons with disablhtles -- enablmg them to choose and purchase the
services they feel would best meet their needs. These proposed demonstrations are
frequently referred to as “Cash and Counseling Demonstrations.” Some of the major
characteristics of the Cash and Counseling Demonstrations include:
- The experimental model for the demonstran(])n would permit States to allow clients
to choose cash payments in lieu of tradmonal case management serv1ces

l
|

- The experimental group members who recenlze cash payments in lieu of arranged
services will be required to account for how they spend the funds. Minimal
-restrictions will be placed on beneficiaries’ use of the cash benefits so;long as
purchases are related to disability needs. Where the relationship of a planned use
of the cash benefit to a disability need is not self-e\ndent pnor approval may be
required.
i
- In addition to purchasing personal asswtance services, the waiver would permit
States to offer a range of optional supportlve services, including, but not limited
to: recruitment of workers, screening of woykers training of the consumer and
worker, back-up or emergency services, and} assistance with tax forms and
i| f
| PHOTOCOPY
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insurance paperwork. |

- The availability of counseling services would be 1ntegra.l to a consumer-directed
approach and to this demonstration. Ata mlmmum “counseling mvolves helping
consumers to decide whether to choose the cash option and how they might best
spend the money available to them. Counselors should g ‘give consumers the facts
and optlons they need to make informed choxces for themselves

- Each State proposal contains detailed provisions for momtonng the quality of care
provided under the demonstrations. Monitoring is provxded by the counselors
registered nurses and/or the fiscal intermediaries dependmg on the State.

- The demonstratlon would accommodate part1c1pat10n of apprommately 9, 750
dnsablhtxes The demonstration is a collaborattve eﬁ‘ort by representatwes of the
Robert Wood Johnson Foundation, the Office of th Assistant Secretary for
Planning and Evaluation, the Health Care Fxllancmg drmmstratxon, the National
Program Office at the University of Maryland’s Ceiiter on Aging, the National
Council on Aging, and Mathematlca Policy IE{esearch (the evaluator)
HCFA recently approved an 1115 waiver:for Colorado wlnch will permit greater
flexibility:in defining where Medicaid home health services may be provided." Instead of
limiting visits to a beneﬁcmry s place of residence, the demonstration would permit the
same types of services to be provided in other settmgs (e g., schools, work sites, or day
treatment centers). However, the State would not permlt reimbursement for any visits
which occur in hospitals, nursing homes, or mtermediate care facilities for the mentally
retarded. ;

- The State estimates that between 100 and 200 chents will participate.
Demonstration clients will meet Medicaid e 1gxb1 ity requirements, The primary
purpose of this demonstration project is to develop and refine the independent care

“model, and to assist individuals who are capiable of 'directing their own care.
|

- Services will be provided under a fee~for-serv1ce delivery model for this
demonstration project. Demonstration pamcnpants will be permitted to choose
among participating providers (agencies) within a geographic area. Participation
by home health agencies, nurses, and aides w111 be voluntary. Approx1mately 10
agencies will be selected to participate in the program. These agencies will be

stratiﬂed by size and location (rural and urb'an).

HCFA will release a program announcement to Centers for Independent Living (CILs)
intended to test a model of consumer-directed durable medical equipment (CD-DME) that
covers a range of activities such as assessment and ’purchasmg related to wheelchairs and
accessory items. CD-DME sponsors will provide assistive technology information and
facilitate consumers’ access to expert assessment and care coordination. In partnership
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with consumers with physical dlsabrlmes sponsors will also more efficiently acquire
Medicare-financed DME products and services through a. -process of prior authorization.
Savings accrued from more efficient purchasmg will ]be used to establish beneﬁcrary credit
accounts that may be used by beneficiaries to acquire enhanced equipment and/or services
not covered by Medicare. Up to four sites are expedted to be awarded pre-waiver
development grants of apprommately $150,000 each. , ;

In their fiscal year 1997 research agenda, HCFA is sponsoring a grants program to foster a
more integrated and flexible service delivery system for Medicaid and Medicare
dually-eligible beneficiaries by working collaboratlvely with States and providers to
develop more effective systems of care to meet the dlverse and ‘complex needs of these
beneficiaries.

- One illustrative model included in the grants announcement was an Independent
Living Model Integrated with Medtcal Servzces with emphasis ¢ onincreased
consumer direction and control, innovative case m:{ gement models built around
current resource systems for those with disab‘ilitie” g., Centers for Independent
Living), and new payment approaches that prov1de creased consumer control
and flexibility around key long term care services such as personal assistance

services. Discussions with States preparing proposals indicate that several plan to ,

submit proposals targeted to non-elderly beneficiaries with d1sab111t1es with some
features of HCFA’s illustrative model.

- Twelve proposals were received by the August 29 deadline. HCFA is planning to
award approximately six grants of $150,000 each'in October 1997.

The State of Wisconsin submitted an application for ‘Medrcare and Medicaid -
demonstration waivers to establish a partnership model of care delivery for under age 65
beneficiaries with physical drsabllmes and frail elderly beneﬁcranes who are eligible for
Medicare and Medicaid and meet nursing home leve] of care criteria. The model is similar
to the Program of All-inclusive Care for the Elderly (PACE) model in the use of multi-
disciplinary care teams, prepaid capitation and the sponsorshrp by a community-based
service provider. The partnership model for people ; with disabilities would use Centers for
Independent Living a s the commumty-based prov:der Waiver approval is anticipated
this fall with implementation targeted for January 1, '1998 The model is a voluntary
enrollment model, and Wisconsin expects to enroll up to 300 individuals at each of three
sites. The Wisconsin Partnership model is the first known comprehensive capitated model
of service delivery specifically designed for Medrcare and Medicaid beneficiaries with

physical disabilities.

The State of Rhode Island was awarded a HCFA planning grant to design an :integrated _
approach to health/medical care and for life-long community supports for adults with

developmental disabilities. Staff from Rhode Island Division of Developmental Disabilities |

along with Department of Human Services, people with disabilities, service providers, and
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advocates worked for over 2 years to design this wa?ver proposal The plannmg was
completed in July 1996. HCFA is currently reviewing the implementation proposal
submitted by the State in May 1997 which will consolidate the current Medicaid and other
Federal funding streams into a single coherent funding resource. This will help enable the

restructuring and transition of the service system to promote more personally directed
supports and services. The program will serve 3,500 beneﬁcnanes statemde

|

- Status of HCFA Initiatives Announced at the June 25 V\i/hite House Meeting

0 Contract to review Medicaid regulations for- mstltutxlonal bias and delink Medlcare and
Medicaid policy - Covered above. , | o ,

0 Establish a workgroup to address bias issues - Covefjed above.
_ | =
o Analyze Community Assistant Services Act (CASA)_- ,Analy'sis attached.

o Analyze ADAPT’s data on cost effectiveness - HCFA’S actuaries and the Office of the
Assistant Secretary for Planning and Evaluation in DHHS are currently reviewing data-
provided to them by OMB. I

|

) HCFA Central Office staff will visit several mdependent living centers - HCFA’s Center
for Beneficiary Services (CBS) is to set up visits in collaboratlon with the. Department of
. Education and ADAPT . |

0 Announcement of the Consumer-Dlrected DME sohcxtatlon CBS plans an early FY 1998
-solicitation. .

I
|
|
|
|
1
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ATTACHMENT

“MEDICAID COMMUNITY ATTENDANT SERVICES ACT OF 1997" (H R.2020)
Introduced by Speaker Gingrich on June 24, 1997

Summary ofH R.202

Coverage of “Qualified Commumty-based Attendant Services.” The bill would require a
State Medicaid plan to include qualified commumty-based attendant services for any individual
who is entitled to nursing facilities or intermediate care facilities for the mentally retarded
(ICF/MR) and who requxres such services based on functlonal need (without regard to age or
disability). 1

Individual choice of care settmg A State would permit an mdlvxdual who is entltled to
Medicaid and qualified for care in a nursmg facility or an ICF/MR to choose to receive qualified
community-based attendant services in the most integrated settmg appropriate to the individual so
long as the aggregate amount of Federal expenditures for such individual does not exceed the
total that would have been spent in an institution plus the tra|nsrt10nal allotment for the State
involved. : , |

Definitions.
* “Qualified Community-based Attendant Services.” A new section is added that defines
“qualified community-based attendant services” as attendant services furnished to an
individual: i

|
(1) on an as-needed basis under a plan of service that is based on an assessment of
functional need and that is agreed to by the mdmdual
(2) in a home or community-based setting, which may include a school, workplace or
recreation or religious.facility, but does not include a nursing facility, ICF/MR or other
institutional facility, ;
(3) under either an agencywprovlder model or other model and ;
(4) the furnishing of which is selected, managed and, controlled by the 1nd1v1dua1 (as
defined by the Secretary) }

The term would include: backup and emergency attendant services; voluntary training on
how to select, manage and dismiss attendants; and heal h-related tasks (as defined by the
Secretary) that are asengned to, delegated to, or performed by, unlicensed personal
attendants. Excluded services would include: prowsnon of room and board; and
prevocational, vocational and supported employment. The Secretary would promulgate
regulations that the term may include expenditures for transitional costs such as rent and
utility deposits, first months’s rent and utilities, beddmg, basic kitchen supphes and other
necessities.
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¢ “Agency-provider model” means a method of providing community-based serv1ces under
which a single entity contracts for the prowsmn of such semces :
{ v
¢ “Other model” means a method,.other than agency-prowder for provision of
community-based attendant services. Such a model rnay include vouchers ‘direct cash
payments or use of a fiscal agent to assnst in obtalmng serwces

Transition allotments. Transitional allotments would be prov1ded of $580 million in ﬁscal year
(FY) 1998; $480 million in FY 1999; $380 million in FY 2000 $280 million in: FY 2001; $180
million in 2002; and $100 million in 2003. The Secretary would prov:de a formuila for distribution
of the allotment to States. ]

In order to receive transitional funds, a State would be required to develop a long-term care
services transition plan that establishes spemﬁc action steps and specnﬁc nmetables to increase the
proportion of long-term care services provided undérthe plan in home and commumty based
settings, rather than institutional settings. The plan- ‘would be developed with “major "
participation” by both the State Independent lemg ‘Council :Imd the State Developmental
Disabilities Council, as well as input from Councils on Aging.

State Quality Assurance Program. No Federal financial pammpation would be available w1th
respect to qualified community-based attendant services unless the State establishes and maintains
a quality assurance program that is developed after public heanngs and that is based on consumer
satisfaction. For services furnished under the ‘agency- prowder ‘model, they would have to meet
the following requirements: ) , ‘ :

-
(1) The State must periodically certlfy and survey provider agencies on an unannounced basis at
least once a year; | l
(2) The State adopts standards relating to minimum qua.hﬁcatlons and training requ1rements for
provider staff, financial operating standards and a consumer grievance process;
(3) The State provides a system for monitoring boards cnnsmtmg of providers, farmly members,
consumers and neighbors to advise and assist the State; ;
(4) The State establishes reporting procedures to make avallable information to the public;
(5)The State provides ongoing monitoring of the delivery of attendant services a.nd the effect of
those services on the health and well- bemg of each rec1p1ent

The regulations promulgated under section l930(h)(l) would apply with respect to health, safety
and welfare of individuals receiving qualiﬁed community-ba;sed attendant services in the same
manner as they apply to individuals receiving community supported living arrangement services.
The Secretary would promulgate additional regulations to protect the health, safety and welfare
for individuals receiving qualified community-based attendant services other than under an
agency-provider model ‘ ;

|

Secretarial requirements. The Secretary would be reqUiri:d to submit to Congress periodic
reports on the impact of this section on beneficiaries, StatesI and the Federal government.
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The Secretary of HHS would be required to rev1ew exastmg Medxcatd regulattons as they regulate
the provision of home health services and; other services in home and community-based settings
and submit a report to Congress on how éxcessive utilization of medlcal services can be reduced
by using qualified community-based attendant services.

The Secretary would be required to develop a functronal ne'eds assessment instrument that
assesses-an mdtvrduab s need for qualified commumty«based attendant services.

The Secretary would be required to establish a task force th examin approprlate methods for
financing long-term care services. The task force would mclude 31gn1ﬁcant representatron of
.individuals (and representatives of individuals) who receive such serwces

Other requirements. Effective 1/1/99, a State could not elect to. (":'over individuals in a medical
institution without also electmg to cover individuals who wou]d be eligible for cdre in a medlcal
institution, but are receiving home and community based care

|
The definition of “medical assistance” is amended to add "quahﬁed commumty—based attendant
services” (to the extent allowed and as deﬁned in section 1932)

!
Each time “section 1915" appears in the ehglbthty sectlon the term “or qualified community-based
attendant services” is added. :

States would have the option of waiving the income limitation‘in section 1903(t) if the State finds
the potentlal for employment opportunities would be enhanced through the provrsnon of such
services. The State may impose a premrum based on a sliding scale relating to income.

Effective Date: 1/1/98
B
|

|

We are committed to addressing the imbalance between mstltutronal and community-based
services within the Medicaid program and to promoting cotisumer-directed home and community
based services and personal assistance services. This legisletlon takes great strides in both these
areas. The legislation extends actions of the Clinton Admtmstratton achieved through the
Balanced Budget Act of 1997, the Personal Care Services Regulatton (soon to be published), and
Medicaid programmatlc actions through the home and commumty-based care waiver program.

HHS Preliminary Analysis of CASA Bill

. The Administration supports the bill’s concept of providing community attendant care
services in locations other than the home.

* Wealso support the bill’s concept of making community-based care an optlon for those in
‘ need of long-term care services.

- The Personal Care Services final regulation, scheduled for publrcatlon this week,
will contain specific provisions that supportlexpansron of home and
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community.—based care.

- The regulation removes the requxrement for §uperv1smn by a registered nurse,
reducing the cost and making this a more affordable option for States to elect. The
regulation further supports the. dlrectlon the CASA bill takes in expandmg
provision of services to locatlons other than i 1tn the’ home

. The CASA bill contains provisions that address the prov1sxon of high qualxty servnces and
controlling the costs in providing all long-térm care services which are major concerns of
the Department. Recognition of these two concerns ’m the CASA bill reflects the disability
community’s understanding of these two important 1ssu¢Sv‘iiWe are domg a number of

things to examine these issues in a controlled and deliberate way, and will continue to

need the support of the disability community to inform thls process.

Despite our strong suf)port for the goals of increased community integration and consumer

direction and control for beneficiaries with dlsabllltxes the lelglslatlon presents several policy and

operational concerns.

Policy Concerns

Cost

There are several facets to the cost issue. The bill intends toi offer individuals currently residing in
institutions the option of receiving personal assistance services in the community. While there
might be some savings from people who are currently receiving more expensive care

moving to less expensive care givers, we are concemed that these savings will not be
enough to offset new costs. 1

. Filling of beds -- While services might be provided i m the community at a cost equal to, or
lower than the institutional cost for a given mdmdual itis qu1te hkely that the institutional
beds will be filled by persons waiting for mstxtutlonal‘ services, increasing overall costs.

|

It is difficult to imagine how one might prohibit States from filling beds freed up under this.

bill. Our experience with the Home and Community Based Waiver program demonstrated
the difficulty in constraining State and/or provider behavior in this respect.

. Transitional Costs -- For States seeking to shift more services to the community and to
ultimately close larger institutional settings, there are transitional costs related to covering
fixed institutional costs with declining populatlons that are dlfﬁcult to resolve in a budget
neutral way.

. Increased Utilization -- 1t is likely that the availability of personal attendant services will
induce more utilization, through the so-called “woodwork effect,” so that overall costs will
increase as individuals who would not seek institutional care would seek community care
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under this new program.

. Paying Family Members -- Compounding the possible cost expansion is the lack of
specific language regarding payment to famxly members for care which could othermse be
furnished without charge. The language should be amended to specify that payment is not

available for services furnished by a spouse to a spouse o a parent to a.child. -

Cost Limitations

. The bill does have some mechanisms for the State to control costs through a cost
neutrality requirement, however, we are unclear how|this requlrernent would be enforced,
given the previously identified concerns.

. The bill also permlts cost-shanng that could be used to moderate State and Federal
spendmg :

Actuaries’ Concerns |
!
. HCFA actuaries are concerned that even with the lxmxtatlons on cost in place
implementation of this benefit will result in sngmficant additional spending, : above and -

beyond the $2 billion transitional pool that is specified in the bill.

. HCFA actuaries question how the lnmtatlon on expenditures provided for in CASA is
based. Is the limitation based

1) on what is paid under Medicaid for those currently receiving institutional care, or

2) on what would have been paid if all those who receive CASA services instead received
institutional care’7 (Our reading of the bill language v would support 1nterpretat10n 2)

. | Interpretatlon 1) would implicitly place a limit on who could be served1, even though the
benefit is envisioned as an entitlement.

. Interpretation 2) would allow all eligible individuals to be served but would result in
additional costs to Medicaid if significant numbers of CASA-¢ ligible individuals not now

being served by Medicaid in institutions participate 1ﬁ the CASA program.2
\

. Additional costs may also arise to the extent that CASA part1c1pants make use of other
services (e.g., skilled nursing, therapy) which are not included in the defmmon of CASA
services.

. An operational concern regarding the cost limitation‘i under either interpretation is the

difficulty of determining what “would have” been expended as institutional care. Prior
.experience under demonstrations indicates that such/determinations are very problematlc
in practice.
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Cash Payments

The bill identifies that community attendant services could be provxded through an agency-based
model or an “other” model, with the latter conceivably inchudi ing vouchers or dlrect cash

payments.

. To date, cash payments have not been authorized in the Médicaid program. There are
‘ several issues, ranging from the appropriate amount of F ederal over31ght to more technical
questions such.as the possibility that these payments could be considered “income” for
purposes of all other Federal and State programs, causmg the individual i recemng such
payments to lose ehglblllty for servxces because of their mcreased income”.
. l .
. Although HCFA is interested in exploring well- demgned demonstratlons to test the effects
of these types of models, through demonstratlons such as: Cash?and Counsehng, it is
" premature to support legislation authorizing models stch 2 as these absent any A
understanding of their impact on beneficiaries’ héalth and quahty of hfe services used, and
- overall program expenditures. :

Protection of Beneficiaries’ Rights and Quality Standards for Personal Attendants

‘We need more information regardmg what is meant by the quality standards and beneficiary
rights.

Exclusion of Institutionalized Individuals

The legislation excludes payment for services to institutionaliized (including those in hospitals)
individuals. Over the past several years, we have received colmplamts from many sources
(including ADAPT) that our lack of ability to pay for personél attendants while a person is
hospitalized causes hardship for both the provider, the prowdler agency and the hospltal

Reactions from States have been mixed on this issue.

|

|
Operational Issues i
Many States would face significant capacity issues, including the availability of provnders of
attendant care, necessary staff training, development of quallty oversight mechanisms, '
development of fiscal agent and other cash or voucher related requirements, as well as fundmg
Room and Board Exclusion i

While this issue is not addressed in the bill language, it will hkely be an implementation issue.
Similar issues prompted Congress to amend section 1915:© to specnﬁca]ly allow for the payment
of the portion of rent and food that can be attributed to the personal care attendant while living in
the home of the individual receiving services. It is reasonable to expect that the attendant will
have needs and expectations of food and accommodations.
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Distribution of‘Transitional Funds

The bill is silent on how transitional funds allocated to a State wéﬁld then be allocated to
individuals. There is some concern that these ﬁmds may not be __v':jgeted to persons most in need.
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