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lIEPARTMENt OF HEALTH Be HUM:ANSERViCES' 
Health Care Financing AdmlniSttation 

Center for Medicaid'and State Operations' 
7500 Security BouleVard 

,Baltimore, MD 21i44-11S0 

Dear State Medi.caid 'DireCtor: 

, In the Americans wit~ Disabilities Act (ADA), Congress provided that "the Nation's proper goals 
, ~egardirtg individuals 'with disabilities ate to assl,lTc equality ofoppottunity. full participation" ' " 

independent living, and economic selr~sufficiehey for SUGh individuiils." 42 U.S.C. § 12101(a)(8). 

'Title n ofthe ADA f\lnher provides that "no qualified individual with a disability shall, by reason 

of such disability, be ~c1uded from participation in or be denied the benefits ofthe services, 

progtamsor activities ofa public entity, or be the subject of discrimination by any such entity." 42_ 

U.S.C. § 121'32. Dc:p8rttnent otJustice regulations implCnienting this provision require that "a 

public entity shall adqunister services, programs. and actiVities in the most integrated setting 

appropriate to the needs of'qualified individuals with disabilities." 28 C.F.R. § 35.130(d). 


We have summarized below three Medicaid cases related to the ADA to make you awa.re of recent 
trends invoJving .Med~cajd and the ADA. 

InL,C.& E.W, v. Olmstead. patients in a State psychiatric hospital in Georgia challt:;nged 
their placement in an institutional setting rather thi1n in a community-based treatment 
program. The United States Court of Appeals for the Eleventh Circuit held that placement 
in an institutional setting appeared tq violate the ADA becauseit constituted a segregated, 
setting. and ndmanded the case for a determination ofwhether 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 denial of community placements could not be justified simply 

( , 	 by the State's fisca1 concerns. However, the' court recognized that the ADA does not 
necessarily require a State to serve everyone in the community but that dc:cisions regarding 
services and where they are to be provided must b.e made based on whether community­
'based phu:::ement is appropriate for a particular individual in'addition to whether such ' 
placement would fundamentally alter the program: 

In Helen L., v: DiDatio. a Medicaid nursing home'resident 'Who was paralyzed from the 
waist down ,sought serVices from a State-funded attendant care program which would 
aUow her to receive services in her own home where she could reside with her children. 
The United States Court ofAppeals for the Third Circuit held that the State's failure to 
provide servi~s in the "most integrated setting appropriate" to this individual who was 
paralyzed from the waist down violated the ADA,.and found that provision ofattendant , 
care would not fUndamc:ntal1y alter any State program because it was already within the 

, scope of an existing State program. The Supreme Coun declined to hear an appeal in this 
malter; thus. the Court ofAppeals decision is final. 
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In Easley v. Snider. a lawsuit, filed by repreSentat~~e's of persons with disabilities deemed 
to be incapable of controlling their own legal and financial aff8..irs, "hallenged a 
requirement that beneficiaries oftheir 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 ofcontrolling their own legal and financiala.ffairs 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 disabiHties in the 
m()st integrated setting appropriate to their needs. Reasonable steps should be taken if the treating 
professional determines that an individua.lliving in a facility could live in the community with the 
right mix of support services to enabJe them to do so. The Department of1ustice recently 
reiterated that ADA's "most integrated setting" standard applies to States. including 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 
completed 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 ofthe ADA. We recognize that ADA issues are being clarified through 
administrative and judicial interpretations on a continual basis. We wilt provide you with 

additional gut.dance eo~e~in ~m Sfrrr::pJS.:.~ailab1e. _ . 

I urge you also, as we .J.ai1'26 annIversary ofV'ADA. to stnve to meet Its 
objectives by continui develop home and community-based service options for persons with 
disabilities to Jive in integrated settings. 

Ifyou have . any questions concerning this letter or require technical assistance. please contact 
Mary Jean Duckett at,(410) 786-3294. . 

Sincerely. 

~ ~r /2~'~ .. .,;'J'''''''' 
Sally K. Richardson . 
Director 

cc: All HCFA Regional Admini$lrators 

All HCFA Associate Regional Adtninistrators 

for Medicaid and State Operations 
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CENTER ON DISABILIty AND HEALTH ' 
_ ,,I " 1622 K Street, N.W., Suite 800 
~~ Washington, D.C. 20005 

~7"f"'.."''''' Telephone: (202) 842-,4408 
'~""'-'!'iIIIo""~,O' ' FAX: (202) 842-2402 

" 
May 6,1998 

.,' Dear National Allies of the Plaintiffs in the DeSario 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 ofaDepartment 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 aU health care, and even 

hhe imposition of a "death sentence" for Medicaid recipients with rate, unusual, or costly 
I tteatmentneeds.' , ' 

Despite several weeks of urging the Administration to take a stand in the DeSario case, and to 
explain how the COUIt misconstrued the Department's position about the use of exclu.sive 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: (I) conduct a legal review of the 
implications of the Medicaid statute and federal civil rights laws under the Americans with 
Disabilities Act {AI?A} 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 approp~iate DME coverage. White 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 DeSario 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 external review on 
the basis of medical necessity, consumer participation In aeC1Slon-makin and the commitment 

u n e . ,. Ig s. ese pnnclp es were adopted by the A VI 

Commission on CCinsumer Protec Ion d Quality in the Health Care Industry, which was co­
chaired by Secretary Shalala. and strongly endorsed by President Clinton, ' 

But the courtS will not wait for HHS to decide on its position in the DeSario case. Gourts 
continue to decide cases as they arise. The next case ip-volving issues related to DeSario 
currently is pending at the U.S, Court of Appeals for the Fifth Circuit. That case, known as £ted 
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 "homeboundu and therefore eligible to receive durable medical 
equipment, and that the augmentative.cdnuhunication device is "medically necessary" for him, 
Moreover, Texas already covers augmentative comrtlUilication devices for children, but refuses to 
cover them for adults. . 

The position of the Department ofHealth 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 
DeSaclo policy review. At stake, in hoth the DeSario and Fred C. cases, is whether Medicaid . . 
provides an individuaJized 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 detennination on the basis ofmedical necessity 
since: (l) 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 practice among states before EIedC • and the trend is toward elimin~ting this 
distinction, (3) in every final court decision issued to.date the Medicaid programs were ordered 
to cover AAC devices, Meyers (l985)(8th Circuit Court of Appeals)~ Myers (1995) 
(Mississippi); Fred C. (1996 and 1997) (Texas); Hunter (1996) (Florida); arid (4) HCFA has 
already issued policy 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 political struggle for health care has clearly shifted from the 'legislature to'the courts, 
and the executive branch bas yet to decide whether it will slde with the critical right of low 
income patients with disabilities to receive medically 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 theShalala letter since the previous deadline 
of April 24th. There is 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 Desaclo case, and to clarify as soon as possible the requirements which Medicaid 
programs must use in determining coverage policy. Depending on the Department's reaction to 
the Ered C case, it may be necessary to circulate a new sign-on letter to encourage the 
Department to file an amicus briefin the Fred C. case that affirms the right to receive medically 
necessary treatment within covered service categories. I will keep you apprised ofthe . 
Department's response to these critical civil rights issues in the DeSario and Fred C. cases. 
Thank you for recognizing the importance ofprot ecti rig the rights of ,Medicaid recipients with 
disabilities. thus strengthening the right of all consurn.ers to medically necessary treatments. 

Sincerely, 

-OCPd~ 
Bob Griss 
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April 24, 19'98 

The Honorable Donna E., Shalala 

Secretary 

,Department of Health and Human SerVices 

61S-F Hubert H. Humphrey Building 

200 Independence Avenue, S.W. 

Washington, D.C. ~0201 


Dear Secretary Sha]i1la: 

The recent legal'deCision in the' DeSario V. Thomas case has enormous negative implications 
for the ability of health care consuniers [0 obtain medically necessary or appropriate health 
care. The following orgaruzations strongly urge' the Department of Health and Human, ' 
Services to support the request for rehearing before the full seCond Circuit Court of Appeals 
arid to clarify its p~sition 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 ~nd 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 (0 stand. will 
mean that patients whose medical requiremerits 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 
lis[s" should "1ook 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 three·judge panel ruling in the DeSario case undermines this important 
consumer protection concept, setting a' precedent not just for other state Medicaid programs 
but potentially for the health care system as a whole. ' 

Again, we ,ask that you act to support the petition for rehearing of the DeSario case. In 
addition, we hope you wiIJ clarify the Administration·s position that the appropriate use of' 
Iists requires an exception procedUre for medically necessary or appropriate services and that 
discrimination on the basis of health diagnosis or the cost of treatment is not acceptabJe. 
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 circulated, it has been endorsed by. the following diverse 
list of 34 national organizations, as of April 24th: 

AIDS Action Council 
American Congress ,of Cominunity Supports and Employment Services. 
American Federation of State and County Municipal Einployees (AFSCME) 
American Specch-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 Legislation 
Lutheran Office for Governmental Affairs of the Evangelical Lutheran Church in America 
'National Association for me Advancement of Orthotics and ProsthetiCs' 
National Association' of Developmental Disabilities Councils 
National Association of People with AIDS 
N aUonai AssOCiation of Social Workers 
National Council on. the Aging 
National Council afSenior Citizens 
National Easter Seal Society 
National Mental· Helilth Association 
National Osteoporosis Foundation 
National Senior Citizens Law Center 
National Thetapeutic Recreation SCiCiety 
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 Conunittee 
United Cerebral Pal~y Associations 
Universal Health Care Action Network 

Additional sign-onls: since April 24th: 

Alzhe~met~ Association 
Catholic Charities USA 
National Association of Area Agencies o~ Aging 
National Health Council 
Neighbor to Neighbor 
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,:'Toamend the SoCial Security Act to establish a Ticket to Work and Self-Sufficiency Program in the 
. ~.: ,:SoCial Security Administration to provide beneficiaries with disabilities meaQin'gfulopportunities to return 
>\to work and to extend Medicare coverage for such benefidaries, and to amend the Internal Revenue 
::: Code of 1986 to provideia tax credit for impainnent-related work expenses. . 

, .' 	 . ". 

'" IN THE HOUSE OF REPRESENTATIVES,' 

.~. . 
: j' 

·	.... Mr. BUNNING (for him~elf and'Mrs.KENNELL Y ofConnecticut) introduced the following bill; which 
: '.w~s referred to the Cominittee on Ways and Means .'. " ,...., .' , . 

,t" • . ;.;,1: ,A BILL' 
, " 

"To amend the Social.Security Act to establish aTick~tto Work and Self-Sufficiency Program in the. 
SQci~lI Security Administration to provide. beneficiaries with d,isabilitiesmeanirigful opportunities to return 

': .,' to work and to extend Medicare coverage for such beneficiaries, and to amend the Iriternal Revenue 
, Code of 1986 to provid~ atax creditf<;>r impainnent-related work expenses. . 

.J tJ 

. 	 '.' 

Be, it enacted by the Senate and House ofRepresentatives of the Dilited Stales ofAmerica in 
:.:, . 

Congress assembled. 
',:1," " " 

. S,ECTION 1. SHORT TITLE.' ' , 

" . This Act may,be cited'aS the 'T.icket to Work~nd Self~S~fficiericy Act of i998'. 

':..: SEC. 2. THE TICKET TO WORK AND SELF-SUFFICIENCY PROGRAM. 
• 	 I ' • 

, . . 	 . 

(8) IN GENERAL- Part AoftitIe XI of the Social S~curity Act (42 U.S.C. 1301 et seq.) is 
amended by adding at the end th~ following new secHo'(l: .~ >,:' " 

i ,~0:;THE TICKET TO WORK AND SELF-SUFFICIENCY
Pt, PROGRAM 'i. 

~I'~ .,'", 'SEC; '1147. (a).~ GE~RAL-.!he· C:Qmmis~io,her ·bf.S~cial S!!C,urity shall es~abli~h..a Ticket to 
l ~ Work and Self-Sufficiency Prograni~ under whidiaAisabled beneficiary may:use a ticket to work 

and self-sufficien~yissued by the Commis~ioner)n'accordance with this section to obtain 

"'.. ~.'~ 
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further 'legislative abtion With respect to'the amendments made by subsecti9n (a), taking into 
account experience'derived from efforts to achieve full ~mplementationofthe Ticket to Work and' 
Self Sufficieil.cy Program urldei section 1147 of the Social' Security ~ct. 

',,', 

SEC. 4. CREDIT FOR IMPAIRMENT-RELATED WORK EXPENSES OF 
, ,J 

HANDICAPPED INDIVIDUA.LS. 

, (a) IN GENERAL":: Subpart A of part IV of subchapter A of chapter 1 of the Internal Revenue 
Code of 1986 (relating to nonrefundable personal credits) is amended by inserting after section 25A 
the following new section: 

,I " 

'SEC~ 25B. IMPAIR:MENT-RELATED WORK EXPENSES OF HANOICAPPED 
INDIVIDUALS. . , ': 

, 

'(a) ALLOWANCE'OF CREDIT- Inthecaseofa handicapped individual, 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 impainnent-r¢lated work expenses which are paid or incurred by the taxpayer during the 
. 'taxable year.. ' 

., . 
, " j '" ,- • • 

'(b) MAXIMUM CREDIT-The credit allowed by subsection (a) with respectto the expenses of 
each handicapped individual shall not exceed $5,000 forthetaxabh~ year. ' , " ,'. , 

it. ' . ' ..'. 
, ": / . 

'(c) DEFINITIONS1For purposes of this section:..- . '. , 

'(I) HANDICAPPED INDIVIDUAL- The term 'handicapped individual' has the meaning 
given such ternl by sectiopI90(b}(3}. ' , 

'(2) IMP AJRiMENT -RELATED WORK EXPENSES- The term' impairment-related work 
expenses' means expenses--' , 

. '(A) of a' handicapped individual for attendant care servi~es at the individual's place of 
, employment and other expenses in connection with such place of employment which 

are ne~essary for such indi~dual to be able, to work, and 

'(B) with respect to which a deduction is ~Ilow~ble under section 162 (determined 
without:regard to this section):, 

. ' 

.' (d) SPE~IAL RULES:­
" 

'(l}DENIAtOF DOUBLE BENEFIT~ The am:ount ofimpaitment-related work expenses 
which~is allowable as a deduction under section '162 (determined without regard to this ' 
paragraph) fqr the taxable year shall be reduced by the amount of credit allowed under this 
~ion for stich year. , , ' ',' , 

'(2}ELECTI9N TOI-lAYE SECTION NOT~PLY.: No credit shall be allowed under 
subsection(SI) for the taxable'year if the taxpayer elects to not have this section apply for 
such year.': " .. " 

"" I' , . • . '. 
(b) CLEIuCALAMENI1MENT- The table of sections for such subpart A is amended by inserting 

19 of20 41281986.18 PM ' 

http:41281986.18
http:INDIVIDUA.LS
http:Sufficieil.cy
http://lhom.as,loc.gOv/Cgi-binlqucry/C?clOS:Jtempi-ClOS4pSORp


bttp:llthomas.loc.gov/c ... c 10S:Jtcmpl-c: 1 0.54 pSORp http://thomas'\oc.gov/cgi-bin/query/C?clO':Jtcmpl-c:lO.54p'ORp 

after the item relating to section 25A the following new item: 

~. ... 

'Sec. 25B. Impairment-related work expenses ofhandicapped individuals.' 

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

END 

.. 
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!!.R.360Q." 

, Health Security Act (Introduce~ in the House) 

p> 

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 l' (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) ALLOWANCr;: 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 paid or incurred by the taxpayer 
during such taJfable year. 

'(2) APPLICABLE PERCENTAGE- For purposes of paragraph (1), the term 'applicable 
percentage' means 50 percent reduced (but not below zero) by 10 percentage points for e(lch 
$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 preceding sentence shall be'applied by substituting '$2,500'for 
'$5,000' and '$22,500' for '$45,000', . ' 

'(b) LIMITATION.,. The amount of personal assistance expenses incurred for the benefit of an 
individual which may be taken into account under subsection (a) for the taxable year shall not 
exceed the lesser of-- ' 

'(1) $15,000,. or 
, ' , 

'(2) such individual's ~arned income (as defined in section 32(c)(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 fora continuous period of not less than 12 months, is unable to engage in any 
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I. 	 . 

suqstantial gainful activity 'without personal assistance services appropriate 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 

• I 	 " reqUIre. : 

'(d) OTHER DEFI~ITIONS- For purposes of this section-­

'(1) PERSONAL ASSISTANCE EXPENSES- The term 'personal assistance expenses' 
means expenses for-­

" . 

'(A) personal assistance services appropriate to carry out activities ofdaily living in 
or outside the home, 

~ (B) hdmemaker/chore services incidental (to the provision of such personal assistance 
, servic¢s, 

\ . 
'(C) iii.. the case of an individual with a cognitive impairment, assistance with life 

. skills, 	 ' ," , . 

'(D) communication services, 	 ; , 

, (E) work-related support services, 
I 

, ,I , ' 

,'(F) coordination, of services described in this paragraph, 

~ (G) as:sistive technology ~d devises, including assessment of the need for particular 
: technology and devices and training of family members,. and 

i 

'(H) mqdifications to the principal place of abode ofthe individual to the extent the 
, . e~peris'esfor such modifications would (but for subsection{i;;!)(2)) be expenses for 

niedic~ care (as definel:i by section 213) of such indiv~dual. ' , " 

'(2) ACTIVI~Ill~S OF DAILY LIVING- Theterm 'activities of daily living' ~eans the 
activities referred to in section 2 13(g)(3). 	 '.' " 

'(e) SPECIAL RUJiES­
~ ! j 

'(1) PAYMENTS TO ReLATEP PERSONS- No credit shall be aHo'wed under this section 
.. ' for any amoUnt paid by the t<pcpayerto any person who is related (within the meaning of 
, section 267 or 707(b)) to the taxpayer. '>:". '. ,',', . : 

.' 	 . . 
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the lpwer of the actual,charge,or,th~ fee 'schedule 


,2 ~stablished tinder section 1848. 

, , I ' ,: ' .' '., ' 

3 . (b) BLOOD GLUCOSE MONITORS FOR INDIVIDUALS WITH' DIABETES.~ 
. .', ' , . '", , . 

4 (1') INCLUDING ALL MONITORS' AS' DuRABLE MEDICAL 


~QUIPMENT.rsection 1861(I'l) (42 U.~.C. 1395x(n» is amended 


" 6. by inserting befo.re the' s.emicolon t:p.e following:: ",and. 


7 includes blood glucose monitors for'indiv,tduals, with 


8 . diabetes without regard towhetlier the, individualha( type'!" 
. ',' I,' , " ';,' 

9 or type II'diabetes" or.to the' individuirl"s use 'of insulin 

10 (as determined under stanqards, established· by the Secretary 

, 11" in ccmsult:ation withth~' American Diabetes Associa.tion); Ii.', 
j, 

12 ',' (2l. 1:6PERcEN~ REDUCTION IN I?AYMENTS FOR TESTING, 
. j ' " . . .. , 

13 STRIPS.-Se,ction 1834(a) (2) '(B) (iv) (42 U.S~c. i3.95m(a) (2)) is 

14 amenq.ed by! addin:g before the period the fol1owing~ ," (reduc~d , ' 

. .15 ' ' ',' by,10perc~nt, in the case of a,blood glucose testing strip 

furnlshed.~ft~r1997for an individual. with'diabetes)"~ 
. ' .' ." 

17 (c) EFFEcT~VE;' DATE ~~The amendments IIlade bys;llbsect:ions(~)' 
, '. ' , .. . 

, and., (b) ,'apply' tp Items, apdservices "futnif;hed on or' after January 
", ,J,' 

" I 

; 
, , 

http:amenq.ed


·1 

2 

3 

4 

5, 

7 

·8 

9 

10. 

11 

12: 

13 

14 

16 

17 . 

18 

, 19 
•. ," <" 

,24 ' 

2S 

, , 
'r .' 

XIB:'99 ' 

(2) 'striking the period at the end of S\ll:>paragraph (J)" 

and inserting" i and",,' and 

(3) inserting after 'subparagraph (J). the ;foll'owing new, 

subparagraph: 

"(K) respite services for n.o more than'32 hours 

each year.". 

(b) ~ONDITIONS AND LIMITATIONS ON .PAYMENT.­

(1) PA",{MEN'r RATE:':-section, 1833 (a), (2) (42'U~S.C. 
. . 

·139S1(a) (2) is amended­. , '. ' . 

:(A) by striking "and" at the.end, of subparagraph 
, ' , 

'. 
(B). by adding "and" at the end, of subpa'ragraph 
i

(F), and 

(C) by. adding' after 'subparagraph . (.F) the 

following: 

"(G) (i) ,with respect to respite services, payment 
.' '" . . ­

, ,"shall ,be made' ~t a ·r'ateequalto$7.50 per. hOllr for 
.; 

" , 

, '. , '1998 and ~ta rate to.' be determined ':by the Secretary in 
, . . ~'. " 

• 'I .' 

.. s'uPsecNepti yea.rs ·(Q~t., the'perhent~'g.e'; i.~tr~ase,;fOJ:: ,'~riy·: '. '.' ..' 

, n' '.',i 

'. :.", ' .;, '')-' . "':. ' .. \':; .. { ,',' , ,~ , ",,: <I 

, " . ,.' .- . "~ 

. '. '" (ii) notwithstanding any.."pr'ovisions. of s~ction 
, ",' 

1861(v), .in .the c~~e of rEispite 'serv.iC:es furnished by' a 

home health agency (or 'other organization designated by 

http:r'ateequalto$7.50


," 

XIB-ioo 
I 	 ' 

the' S'ecretary 'pursuant to' regulatIons r, payment to the ' 


2 agenc,yorother organization for respite s"ervices may 


3 not exceed 110 perc(;nt of' the hourly respi,te allowance 


4 times the number, of hours ',of respite ,for which the 


5 ,agenc'y' authorizes payment. tI. 


6, , (2) CONDl,TlONS' OF ,PAYMENT .-Section 1835 (a) (2) (42 


U.S.C. 139:5n(a,) (2)) is amended by..... 

8 	 (A) striking "and" at the end of subparagr,~ph (E), 
, .' '. 

9 	 (B) striking the period at the end of, subparagraph' 

(F) '~nd inserting "i and", ,and 


i1 (C) inserting after' subparagraph, (F), the following 


12 new s,ubparagraph:' 


',.13 	 ~(G) lnthe case oj ,~espite .er~ices, the 

14 individual forwhom'payment'is claim~d is impaired,due'
. . 	 ,. .' ; . .­

15 ,to ir:reversible dementia (the :i.:ncfividl,ialhas sc:ored 


16 three o~ more errors on the Short 'Portable Mental, ' 


17 'Status Questiqnnaire) and 'either ne~ds ,assistance' in at ' 


18 'least,oneoutof f'iv~acti'vities o'fdail~l::Lvi~g , 

; . , 

" " , , " . , " "19, , 	 ',(ba:th:ing, dre.,s"ing,. ,tr,ansf~rr.ing, ,to~leting,. and·, ", " ,,' 

..... ;'~ati~gl,;~~~':,at,~~t~"'\~~~~~~~~~';,6.~;:;~h~;f'~t~~~~~~~~~,>:' '..... '> .' '.. 
I actJyi'ties',,:o'f ..;Cia:il:y[::liV:i~~;dr~(m,e.~:l.;,:p:[:.eparati6n~' >:~, "~'- '~, ,: 'J., ' ,":', ", , : ­, ~.. ."';:";' t- ~:.. 'r ':,': •.',' ''::--'.~' :.....: .; ",:-.; " ~~: ~',~' ~.': .. ' ,',~ ,,:.;-'. ':;:<:;'<>~::'~~ \' .':,~'~', ;~'~.; :.; ... ~~, ~'~<' '<':' t:~ '~.. ..'~ :"} ~ I. ~. " !,' .~ , ~, I.:- r 	 ...... 

. . "': ;'medicati6:p :'il.l~ri:aq~inent ,:"money:.'ma'hagEmu~rlt;:a'nd·:;' ,: ~ : f ' ­ • 

• " • '!' • ',~.,: ~,.. ,~' , • , • • 1: 	 , , 

,23 	 telephorlf'n(;if, .~rri~eds··c6nstan,tsupe:tvl.sion :because ·of. 
, ., , ", . ' , " ., ;, ' .' ~ ' . 

. , . . . 
24 . one o'r mor~ behavioral problems',' as. defined]:)y the 

, 25 Secre:tary. ". ' 



.' 

. ~ ,X:rB:"10i, 

1 (3) FAMILY DESIGNATION OF RESPITE S~RVICESPROVIDER ,AND. . ~ . 

2 CARE GlVERI.-Section 1835(a)'(2), (42 U. S.C .1395n (a) (2» is 
.[ . 


3 amended by.:.... 


4 . :(A) .by ~dding at the' en!fthe fo).lowing new 

5 senterices: "In the case of respite services, that are 
,.' , l . 

6 the s~jectof the certification descriped in, 

7 subparagrap1:i (G) ,the entity .'or 'ind,ividual providing. 
" . 

8, t~e care'forwhi,ch re.spite ,:lS' sougl;1tshalf-desi,9"l1ate, a 

'. r~spit~. servi~es' care:givereithe'r through ahom,e health' 

,10 . agency or (if theSecreta~y designates othet 
". ,t' ' 

'" .11., 'organizations to pr9vide orarri:m~efor such,.ise~vices)' 
., I ' 

12 'other'G?rganizat:i.on. ,The agency or organization shall 
, , '. ,,' 

13 ·deterrttin~ the amount of respite ·entitlement're:rp.aining 


·14 in t~~ caiendar year a'ndinform the' enti.ty or 


15 indiv~d.ualof the extent to . which' respite services may 

16 . be' authorized. When' services 'have.,been,provided, ',the 
. "", " 

17 entit~ orind.ividual sha1linform the agency or 
, , ' 

18 . orga'nilzation, which, then shall pay the caregiver. 

·19 . ·Wllere.,:addi.ti6nal:payment...ismade'·Ori'beh~df:o~ the','· . 
", .1 . '",;;:,:/;,':1",<' ':." l";"i"~<":' •... ::. ,;'s" . . ,' " .. , . :. ',' . 
',"20 , .t.:;;:, :.,0: ,;benefj.'ciaiy;~t1i~>ageIlcy':or';c)l:.g~n:kz~t,ionsha~l. , B;'ssure. 
),,:,i~Y"" , ::':~,:;',~:.,'~::-;,:;;;;,,':;f;::;:/;"~~t:'~;{:::,;i'''.>i,i;"":":::.<,,:L{,;2·,~:~\-CL~"::: ,!',:;X~,":,;; "',, . ,:" '. "-' ,'. ("¥ ' 

i: ·'\:,;<::;,:tl1at:?tl1e..,entlty .or.:~ind1~.lciua.l':\J;s,itif¢rme~l-:of ,th.e,.ldmi,ts. 
•.. : J _,:,:,.r,'~';" !,:'.~~~;.:. .'" 'f~' ·.l:' ..> '::, t:::~'l" '~. : ,', "! ,>r'.. .': .,'. ',' ,,' ~t " . ~ . " 

22. "" ,,'appli~.~a.:;bie t~"~~~~~~tS';'fot,'(~sti't:ti :ser:vices~ Payment m~y 
- ~, '. _. ". ,I • :.' , 

,23 not: b~' made 'Ullderthis title for respi ~e; 'services if ' 
I '.- . :', . " . " " , 

24 the' pe'r-hour charge to ,the patient' for care by,respi,te \. 
, ! 

http:other'G?rganizat:i.on


.,' r~ 

, , i 
.. ' " \. .. 

, , ,. 

aidesl· exCeedsby~ore' than'two ,dol'larsthe hourlY rates .' 
. . ' 

~stab1ished ~nder this: titre~·"·. . , 

. 1 '. . . . 

(c) DEFINITIONS.:-Section 1861 (42 ;U.S.C~ 1395x) is amended":' . \. " 

. (l)i:D: sUbsection (m)-' 
I ',' 

. I(A) by st;rik:Lng"and" at the end of paragraph. (6) i . 

',' 

(B) b~ addirig,"and"at the.end of paragraph (7); 

. and 

t(C) by insertin'gafter paragraph (.7) 'the 
',I' ' 

'. follO\4i,ng : 
. . 

" (8) :resp~te servicesasd~scrH6edin subsection 
. , 

(:pp) ; " ., . 
, ',' 

(2) in subsection (0)-', 

i 
,(A) ,by striking "and" . at, the end of, parag.raph (6); 

,(B) by 'adding iiand" at the e.nd of.paragraph.(7); . 
.) 


and 
'.I 


.i 

, ,r(C) by 'inse:t;tirig after paragraph (7) the 

, following: 
, ' , . 

"(8) ~grees t6provide oratrangeforrespiteservices
.' ", .. .: \ 

as tlel\;crfbedj,n sub'sect~oz:i.(pp); ".,and' . 
". ,', '",,','. ,' .... , ", ',',' : ", ' . '. > ',' " , , 

.. ":(3);bY.adciing,;aftersubsectio,ll ':(60).' 'asad'p.ed,~ysection 
:',' 

". . ". " ," ,,',' 

, .... 

:" tpp) (1) The term rt:'espite,~eryices' ,means, teft\porarY,care ' 

provided' tOindividtia1s .who meet 'the requirements,o.f, section"'. 
. ' '.' ..... ." .' j. '. . 

1835(a) (2) for the purposes of ensurin~ periodi'c t,ime,-off :for cO-' 
I, 

I 
.1 

) 

I 

) 


. I 



" , 

"'1-. 

\' 

'1 re,sidentpriIlia~y' ~nformcii caregivt:rs., .~though respiteP:r:ovid,ers 

2 may proviq'e assistance w;ith ,pe:r:~0Ii:ai'careor 'household 

,'maintenance activities, their prima~Yfuilctfonis "to provide'"
, , 

" ,4 protective" sup~rvisionfor personswith'A+zheimer':sand 'related 

,5 dementiaswhose memory, orientation, 'judgment,' ahd reasOning' 
< • •• • 

6 , ,abilit:i~s have;becom~ so impaired' that, for safe'ty~ ssak'e, •they, 
: 1 • • '.,j' • 

7 ,'req)lire the corist:ant atte'ntion orci6s,e physical proximity: o,f 
',j' " ," , ',,' , ',' , " 

8 another person ;at all, oralmost~ll'hours, of ,the dayorni~ht~ 

9 , " (2) The term',respit~ald~s' tne~~Ils 'individuals who h~ve 

10 been designated by th~ Secretary 'as,qualified'to' act' as 

11 , caregivers ,'for :purpos~s ofprovid.:lng the services described in " 

12 p;;aragrqph( 1). "Respite, aides may be nurse 'aides' whO meet the 

, 13 " requireIJients Of: section 1819 (b') (5), home>'bealth aides ,who meet:' 
" ' 

14 I fhereqUiremerit:s Qf section 1891'(a) (3) f. or other individua.ls 
. . ".. ':. . . " " .. 

,15 licensed by-the' state or recognized by the, Secretary as having" 
. ,. ,'" '. 

16 " the skills nece1ssary to provide th6se'services. 
. - . ,-' i ' ,-' - ',' 

,17 "(3 r 'The ferm "respit!3 'providers' , means, ,organizations 
~ , 

18 identified ,by the 'Secretary 'in regulations, as qualified, to , ' 
" ' 

19 "provide or arrahge forrespi te servic~s un.cle:r: ,this title.. ' 'rhe 
. " .' 1,-, "'"," 

20 , Sec'refaFymay establish .by ,regulation reqUirements for ,respite 
'-, ',.' , " , '''. ' .. 

21' pr9,viders :that ~he1s~cretarydeteri~linesappropriafe,.". 


22 '(c1.) , EFFECTlVE,PATE.-The' amendriients made by ,this' s'ection 


'23 apply to servic~s' furnished after fiscal year 1997 '. 


24 "S¥>part C-otherProvisions 
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Implications of Changing Disability Among the Elderly 

. David M. Cutler 

Professor ofEconomics, Harvard University 


Background Fact: Rates ofdisability amo~g 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 
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Implication 1: Medicare and Medicaid fmancing 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. 


• 	 There are two vital research questions stemming from these findings: 
1. 	 Is disability being eliminated or just delayec!? 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 fonnal and infonnallong-tenn 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. 

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 20th 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. 



~-

1ll98Drajl Languoge Regardu.g Medical Research 
For Inclusion in the Final Report oftlu! Bipartisan Commission on till! Future of 
Medkare 

'. 

Recommendation: The Commission recommend; thai Congress undertake addiiional 
review ofthe relationship between the federal investment in medical research and 
resulting savings fo the MedIcare system, based on preliminary data showing that 
research outcomes improve the health ofand reduce the demand for health care services 
by Medicare beneficiaries. 

Background: Part of the solution to Medic..'U'esolvcncy should include a strategic look 
at reducing the need and demand for health care services among Medicare beneficiaries. 
Demand may be reduced by the utilization of medical innovations that produce more 
efficient treatments, or the means 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 ofthe need and demand for chronic care services 
and significantly improving the quality of life ofAmerica's elderly. 

The most exPensive beneficiaries of federal health insurance are chronically disabled 
seniors who require continuing medical, institutional or at-home care. The Health Care 
Financing Ad.mlnistration reports that just 11% ofthe highest cost users account for over 
75% of aU Medicare 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 Medicare program. In fact~ demographers are tracking a 
steady reduction in disability rates among American aged 80 and over. Studies show that 
the percentage ofdisabled seniors today is 20.5%, down from 25.2% in 1982, 
repn."Senting «in annual decline of 1.3%. This trend translates into Medicare savings of 
several billion dollars. 

M~ical research has produced many ofthe innovations that have lessened disability in 
the elderly. Ih the past few years alone, hundreds ofnew treatments have been put to use 
which have dramatically reduced the need for chronic care in the elderly populatioIL 
Surgical hip and knee replacements, laser-assisted cataract removaL ho.rmonal 
replacement therapy, antibiotics rather than surgery for peptic ulcers, a simple aspirin a 
day for cardiovascular health, along with a reduction in smoking, are some ofthe reasons 
for the current improvement in health st.:"ltus ofolder Americans. In the next five to ten 
years.researeh will contribute additiooal innovations which could allow us to postpone 
the onset ofchronic disability from age-related diseases such as diabetes, stroke, and 
Alihcimer's Disease, Success in a delay strategy for age-related diseases could realize 
savings to Medicare far greater than propmials that seek only to reduce availability of 
services or raise costs. 

Accelerating Ithe pace ofmedical discovery requires an infusion of new resources to raise 
the success rate ofresearch grant applications at the Nationallnstttutes ofHealth as 
rapidly as possible. Congress is moving towards doubling the NIH budget over a five .... 



- -i .. 

year period but has yet to designate a long-term funding source to supplement annual 
appropriatiOD$- Since MediCc.1Ie will benefit greatly from a growing investment in 
medical research -- a coordinated NIH effort to stimulate research in delaying dementia 
and frailty, for example, could be a part ofnatiorial strategy for balancing the Medicare 
accounts - its: resources should be considered_ What is needed is additional study of the 
linkage of medical research to declining disabiHty rates as well as efforts to model cost­
savings to the Medicare system. The Commission strongly encourages Congress to 
conduct further review ofthis issue as a critical part ofany long-tl;..'TUl solvency plan tor 
the Medicare :prograrn_ 



"I ~, 	 I 

, : NOV 	 06 '00 , 01: 09PM THE RRC' , P.4/6 
-' : 

/' I 

"I 1"""' 
", ,',': 1 

': 	:The Medicaid Purchase Plan is a statewide opportunity for people with disab,ilities.wh~ 
are working to 9!3t the vi,tal health supports through a Medicaid :'buy~in." Particip~nts·" 
who are working or re:tl:!rning to work are ?lble to earn more, save more and maintain 
access to health 'car:e. 

1 I,;' " 
," 

• '~ I 

,WHY 'DOES WISCONSIN NEED WAIVERS NOW? 

Wisconsin is cu~r~ntIY helping nearly 1,000 people with disabilities pursue,th~jr ' 

,; 'employment 'goals through Wisconsin Pathways to Independence and the Medicaid' 


"Purchase Plan; , , , 

, , 

I' ' , .t, \' . ' , , '" , 

Over the past year, Wisconsin has submitted two waiver requests'to the Social Security; 
,~ Administration: ' 

, ' 


! ,', 


'~ .: Submitted October; 
, 

1999: SSI Waiver 

, " • 'Submitted June, '2000: SSDI Waiver 


) , • 'I, ' . 
'" ' I 

• I 	 I" 

,;: Wis~(;msin' needs these fed~ral waiv,ers in order to maximize consumer particrp~tion, in' " '" ' 	 ,
,return:.to-work progr:ams for people with disabilities. People with disabilitiEfs ,need these 

,I waivers in' orderto maximize their earnings ,potential and minimize the risk, of r~tlJrni,ng , 
,to work. , , 

, ,
" ' 

~; , . 
~ ".:. 'F~de~al waiv~rs"are int~gral,to the success of, both programs. Wi~c,oriSjn cannot' " 

'" 	 ",fully,test the Pathways .intervention without removing i!1come-related di,slncehtives to 
"York. People with disabilities need these waivers if they are to increase ,their work " 

,,' 

, 

effort beyqnd the' range of existing work incentives and make fuil use of ~he critical : ;,' 

health ~are ~upports off~r:ed by the Medicaid Purchase-Plan. 
:'
" 

,.:. Consumer and,,adv9ca~e expectations are high. Pathways provides seryt~s to ' , ' 
'; people with disabilities in twenty sites across ~he stat~. 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 :interventjon~and,subsequent participation' in the Me~icaid 'buy':in-, 
will be C! far greater challeng~ without the approval of federal waivers. ' 

. , 
, 	 " . ," " 

Res~areh res,ults are'st~nted by limited enrollment numbers. pelays ,in :' 
enrollment due'to the lack offederatwaivers may significantly re,ducethe'nu,mber of : 
project enrollments, and, hence, the strength of conclusions drawn from the data " 

, 'avaifable at the end of the grant period vital toward informing future policy redesign,.' 

, Wisconsin has ~esigne'd"the necessa'ry infrastructure to put ~e:deral waivers 
in pla~e,now.,TJiese waivers will enable participants to maximize pa'rtic;1pa~ion , 

and earnings potential in Wil;consinPafhways to Independence and. 
, subsequently, the Medicaid Purchase Plan. . . ' 

, " .; 

,,/' 
" 	

',I 

1i' 
.', , 	 ,2 , ' 
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,I;,:' Waiver , 

:f~articipa,nts 
,No Worse 'Off 
As ~ R~sult of 

, "P~~i~ipation 

" 

, 

, , 

'. 

" , 


, " 


i' , Ratlorrale".', '", ' i. ' ,Waiver Request, 
" I > .o'I,' 

I '.:' , ',-" ; ;' ,.: _", ,;' • ," 

\. , : ',' I'" 
"~I ' 

Targets the waiver to individuals 
who have increl;lsed earnings.

'" ' , 
,/ 

Replaces an inqome cliff,wlth aWhen earnings exceed " , ,$700/month, reduce DI benefits sliding scale reduction 0' benefits 
$65 + XI based on all earnings when someoAe'is'workin'g, ,"; 

Matches SSI waive,r'for greater· 
continuity'., 

." 

I " " I" 

Continuing Disability Reviews 
(CDR'~) may be,c9ndLicted at 1,. . 
3 or 7 year intervals or oan be 
triggered anytime by other factorS 
(e.g. wcirk): " " 

! " 
, ' 

" 

; " 


Trial Work Period (9 month work 
. incentive) 'in which, an individual 
can .test his'or her ability to work. 

I 

, ": 

Extended 'f~eriod of Eligibility for 
Cash Benefrts (36 month work 
incentive)'; , 

, Contihued'Medicare coverage for 
up,t9.7.75 years. 

i, 
'; 

I 
" 

, ' 

.' 
" 

Suspend all ContinuingDisability , ,Increases the incentives to work' 
.reviews ex~ept for those in which by removing the fear that woJking . 
medical improvement is expected will jeopardize ori~'s disaj)iI,ity , 

status. ' . 

I ' . 

" . . ~ " ,. 

Stop the clock on the trial work, Allows individuals to use this 
period during th~ demonstration workinceiitive ~er the 
(i.e. if an individual comes into . demo.nstration so they are not 
tpe waiverhaving used 3 o~ the 9 negatively: eff~cte'd as a:tesult 'of 
IT'o~ths, tnenthey leave the . parti9ipatjng, ~ , '. 
waive,r with 3 of 9 months use~). 

, I 

Stop theclopk on the extended Allows' indi~iduals',to use th,ls:, ' . 
period of eligibility, during the ,work incentive aft~r the', . " 
demonstration so it is available to demonstration So they are not, ' 

, tre individual after the negatively effected 'asia'result of 
demqnstration. parlicipatici~ .. ,,;': " ' 

: , 

" 

Stop the clock on the period of Allows indivldu,als to use this 
continued Medicare coverage . worKincentive after the, " 
during the demonstration so it Is .demonstration. so, the.y,afl[1 not : 
available to the individual after negativeIY'effected'as,a result of ' 
the .demonstratiOn.· .. partiCipating. ' : ',' '" 

'. : ,,.. 
==-»01_~""''''''. I"'~" , tzbittti:..:nbII:I:.~fi 

." , , 

http:up,t9.7.75
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WISCONSU\1, PATHWAYS To"INDEPEND,ENt:E:' 
" , 
; 

55'1 Waiver :': May 15, 2000 
',:' " Goals . Curr.e'nt' System

". II 

,Proposed g'Sr Waiver*, ::';: 
, ") " I 

.,. 

Earnings above $65, $1 of SSI • 
c:ash benefit reduced for every : 
$2 earnings, ' 

Earnings above $6,5~ $.1' of . 
SSI cash benefit re<1"uced for 
every $4' earnings, " " 

" 

1 ,~ , 

" 
" , " 

, 
;; 
" : ' ',: t·, 

, \, ~: : " .," .,'" " 

I~~::~",~,-:~~o~'~'----i--~------~----------------lr-------~~--~----~~"I 
I j '. 

Save;For'th(j ,Future,' • Assets must be under $2000 • Save up to 50% p(earnings 
';, ':,' I j' ,':'! : \'. :1: " .:,,,,' i " ,; per ,year above $2000 in a 

," I \ I! ) 

';.' \ ,,'" 1. designated account not to. 
,-; • I ' , . exceed $8000 per. year. 

, ' , 't/ 
, I' ~ , I, 

" ,
.' ,/ 

~' \ " " '/ ,. "'. ,.',. i 
: ~ $u'spe~d:l:),is~bility'· ,. Work and earninils t~iggers a • , Suspend dis,abillty r~vie~s' , ., 

,,': ,,:: Revi'ews, ,,:';:', , review of disability status. except for individuals rn' ',' . 
, I,' " ~ I, • .:' , , ,:,: :: I 


" { ;' ,I.': 
 ,which medically .. ' "" 
I ; , ~' 

'", , ,,, improvement is ex~~cted. ' 
, , ,~" "i::"". / I, ' , .' ~.;",': '; , '. 

, ." ," ,,' "~I I/t 

, "/ ',' I,,' \ 
, ''.

'Rerr1Cjv~"Per;a~I~i~S: " • Unearned income above $20 • Certain tYpes ,of upe,arned:;

:i ' .' :. ,Of' E;rnplpyroent-":" is used to reduce'theSSI 
 income would' be counted as 

:' . : R;e'latect;;!~h~~~f~~~::"':" benefit $1 for every $1 of ear;ned'it:\oomefor purposes'"
,;',', ;, ' :, Income' : . > in,come. of calculating the'SS! cash 

, ' ' : \, . I,": , I , ~,',:,: benefit (i.e. wouldxeduceth,e . '/ 
(, ,', , 
" , I , SSI benefit by $1 :~or $4,' "" 

, ' instead of $1 for $~). , . " , " I. 
, 

~: " ,. 
" ( \; 

*, The propbse'd 55l ~aiver ~epres~mts the Departrnent/s best esti'mate of the'iSSI 

'~aiver elem,e\1ts;, Howeverl these elements mayc;'ange as the waJver is routed at 


;. 'the SOcial Securit'('Administration and the Office of Management and Budg~t for 

re,view and approval.. ' , 

';' I ',' f,' 

" , ',I' 

Wisconsin Qepartrnent of Health and Family Services - Office of Str~tegi9 Flnanc~ 

l, ; . . ; t Center for Delivery SystemsD,,?velopment 

, ". ' . 
:;, 



Peter A. Weissman , 

01/12/99 03:27:37 PM 


Record Ty.pt>:R~cord 


To: Christopher C. Jennings/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. 


334-7119 

, 1 . til I"ii:+ 

' ­
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.. " . 

October 22, 2000 

Chris: 
, 

, , J ' " , ' ' ,', '. . ' 
For your inforrriation -,we have sent the enclosed message to more thanA,OOO 

" ,'leaders of the dIsability community in every state and major u~ban center:. 
1 , ' , , ' ' 
) ' 

:' We love you. , Lead'on> 

I 

[' 
I 



110 W~ ~ .yp;! i....tI ~! 
~ .' . JUSTIl'f DART, JR. " ,: ' 

. . 907 6TH STREET, SW,APT. 516C . 

" WASHINGTON'DCii:.J~.' . - _I , ~;t,.-
. . 202·488·7684 r~- ~'I." b . 

, • .j, 

Electlon 2000 

, , , 

AMERICA NEEDS YOUR LEADERSHIP 

. . . . .' , . e" . , ,',

,/ vote Gore.', You vote your conSClence .. .', 
.We u.nite io·del1md democracy and make it . 
real In every life. . ' ", .' "". ',' .'. " '. 

, , ~ " . 

. 'Octobe~'15,2000' ,I ]W,•. 

Dear COll~,e, in ;Justi~e: ','" 

THE COMING . ELECTIONS ARE LIFE OR DEATH FOR ,-DISABILITY 
RIGHTS AND D~~OCRACY. A po»,erful 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 . 

. , THE NEXT PRESIDENT WILL ApPOINT THE, SUPREME COURT 
JUSTICES 'and sign the laws that will determine the future of our lives and of our' 

democracy., \. 1. " :.' 

I SUPPORT AL GORE. As he has stated, he is not history's first perfect' leader, 
but I believe that his record Qn disability rights and democracy is very much better. 
than that of GovemdrBush and his far right 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, un'der 
Governor Bush, calls for a devastating amendment to the ADA that woulqexclude, 

" millions' of people : with disabilities from protection. When seventeen Texas 
.advocatesgathered . this year on the public sidewalk outside the Goyemor's 
Mansion to request a;. policy meeting, they were arrested. 



.;.. . , . 

Get into politics aslfyour life depended on it. It does. 

I . , , '. . , 
. . '. I· . " ..., . 

CLINTON-GOREiHAVE 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, c:hoice Systems Change Grants, Hate Crimes, 

and accessible technology,' accessible ,'communications, and 'accessible 


· transportation. They have . met with' us, they: have listened to us.' They' have 

empowered us in th~ executive branch as ne"erbeKore. . 


AMERICASTILU HAS PROMISES :TO'KEEP. Clinton-Gore have not s'olved, 
could not have' solvkd, all of the c~niuries old problems of people withdisabilfties. · 

. Millions of us are still unemployed' arid underemployed. Million~ of us are still . 
imprisoned in institutions, nur~ing homes and 'back r~oms. We must pass 
MiCASSA and cQI11plete the whole spectrum 'ofliberation and empowermen~. . 

. I BELIEVE AL GORE IS THE CANDIDATE who will lead us in our battle for 
· equality and who w;ill fight to defend dem,ocracy against the forces of retreat. That 
, is why I am an Abraham Lincoln, Teddy Roosevelt Republican fof' Al Gore. 

, . ~ .'. . 

WHATEVER VOTE YOUR CONSCIENCE DICTATES, AMERICA"NEEPS 
·YOUR LEADERSHIP in the closing days of this historic campaign. America 
. needs your strong J:oice -in whatever party for· the val~es I know we share: lives 
of love, choices, pr<;>dtictivity and dignity 'fot'all 

LET US JOIN TOGETHER, Republicans, Democrats, independents .. Let us' 
embrace each other in reverence for individual human life. ,Let us reach out to all 
in ou~ communitiesi and urge them 'to vote for democracy Dn November ih. Winor 

. • I , 

lose in any particular election, let us go forward in passionate solidarity for however 
longit takes to fulfill the Dream: America for alL '.' , 

, . . 

I appreciate you! ~ love you! Lead o~,! '. 
i 

Together, we shall overcome. 

J 
! ' 
i 



"Nothing about us without us" 

I r . 

Clinto'n-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, Ghla McDonald, Michael \Vinter, 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 ALGORE 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 25th 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; Nancy 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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executive Director National Council on Independent Living

1916 Wilson Blvd., $ul[9209 I: . Anne-Marie Hughey 
Arlington, VA 22201 ! 

Voice (703~ 525-3406 
TTY (703 525·4153 
FAX (703 525-3409 
E·Mail ncil@tsbb$08.tn9LCOITI 

Officers 
Pnrslc:2cnt 
Gina McDonald 
Salina. Kansas 

Vi!:o President 
Paul Spooner
Framingl'lalTl, Massae1'lusenS _ - - ........ , .....__..... -.­ ..., '.,.'" _'.~""___ '_' •• .,• ...;.,_ ,,_...____ ~.__ ~.. , ... -.__.... _ ....... , ...-~... _~.__... __ ,0__­

Secretary
Helen RaIn 
logan, Ulah 

TrellSurer 
Lee Schulz TO:Milwaui<ee, Wisconsin 

Regionsl RopresantalhlQ& 
Chairperson
JanOay . 
LouisviPo, Kentuacy 

Membo~AHarge 
Linds Anthony FAX:Harri$buIQ. PenNl)'IVania 

Dwight Bateman 
Modesto. Callfomia 

J.!ImesBiIly
New York. New York 

C8l1iel Kas.sler 
Birmingham. Alabama 

Ralph Shelman 
Hamplon. Virginia 

Courtland Towrles III 
B<lSlon. Mssaach\Jse!t~ 

$usanWElbb . 
Phoenix, ArizOl'la 

Regional Reprasentstlvee 
Raglan' . 
Lerry ROllinson 
Conc:old. New I<43mpshire 

Reslonll 
June RODe'ls 
Holtsville. New York 

Fleglonlll
Kathleen Kleinmann 
Washington, Pennsylvania 

AeglonlV 
Jan Oil;-
Louisvill~. Kentucky 

Region V 
Steven Thavson 
Marsl'lllll, Minnesota 

RegIon VI 
Carn ~eoIge· 
Houston. lGxas 

FROM~ ..:.. l2){yon 

?ATE:JtJ~ lie{( qq~ 

:NUMBER OF PAGES (Including coverd 

COMMENT: 

Region VII 
Michael Oxford 
TOI)eJ<a. Kansas 

Aaglon\llll
Nancy Conklin 
Grand junction, Colorado 

Region [ll 
Kant MiI:1<ei$On 
BelmOl'lt, California 

Region X 
KelTy Buok.land 
Boise, Idaho 

NOT JUST RESPONDING TO CHANGE, SLIT LEAOING IT • 

...,e.... 
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PRIO~ITY GRASSROOTS TAROETS .. Contact Info . 
. I. 	 '. 

Seoatqr William Roth (R-DE) Voice 202-224·2441" 
QpugBadger, Voice 202-224-2708 (Asst. Chief of Staff) 

. '" 

I I' ; 
Senatpr" Larry: Craig (R-:ID) Voice 202·224·2752 

" , 	 . 

Senator Don ~ick1es (R":OK) Voice 202..224-5754 
, 

Senator Trent Lott (R-MS), Majority Leader, V:olcc 202-224-6253 
• 	 .. I 

Senator frank Lautenberg (D-NJ) Voice 202..224·4744 
,Senate' Budget Com. Paul Seltman,Voice 202~224-743"6 . 

Senator Christopher 1. Dodd (D..CT) Voice 202·224-2823 

" .Tim Fenton, staff, same phone


I 

, 

ADMINISTRATION 

Chris Jennings 

Whit~ House Domestic Policy Council 

Voidd 202-456-5560 " 


. 	 ! I' . . . 

FAX!· 202-456-5557 
Er.:;.k·,r"'I~ i 


~rskin Bowles 

. I 

White HOlls,e Chief of Staff 

Voice 202-456-6798 

FAX 202-456-2883 

John, Podesta 

Deputy Chief of Staff 

Voice 20i-;~56-2459 


OMB 

*" Donna.S~~lela" 
. 	 COmmlSSIOner, ID{S 


202-+690-7,000 

Dep~t)r toConunissioner~ Voice # 202.690~7431 


,I r 
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GRASSROOTS QUESTIONS CHECKLIST: 
(All Que~tions don't fit all calls.) 

·1. Do, you have the print materials you need? 

I 

2. Do you have email and what is 
it?- ­
3. ~ere are two jobs to do, can you work on either or both: 

Cnnta~t Senate offices yourself to ask for ~osponsors. 

. , Outreach, to your community and state to do likewise . 


. : ' ~ . 
4. Send personal stories to your Senators.· 

,. State Governors. Call Y01:lf st.at~ G~:vem()r,"s Csmmission, Committ.ee or 
Ad"lrisory 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 ,supponofS.1858. 

6.. Call Chris Jetmings at the White House Domestic Policy Counsel, 
Phone: 202-4S6-5S60--FAX-202-4S6-SSS7. Speak to him personally. 
Message: S. J858 is both ticket and continuous healthcare after employment, 
support passage of this bilI this year. Thanks for your work on this safar. 

I 

7. 

8. 
71 (5/98 
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--DRAFT: Health Options: Return To Work (Keooedy-Jeffords) 

Administrative proposal . 
• 	 Aggressively pr:omote 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. 

''''......,
(Ll 
, Legislative proposal (In process of developing with Kennedy and Jeffords. staff) 

• 	 Make Medicaid buy-in option more accessible to people who work. Several provisions of 
BBA limit its ability 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 
all states) to develop state plan amendments. States must consult with the disability 
community in this planning process. [$50,000-100,000 per state in 1999 and 2000] 

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

receive a grarit 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] 

Performance grants. States could receive an annual grantbased on the number of 
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 
and SSDI for work. [Allocate a fixed amount of funds; OlJ@ettm® only 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. 

'.' 



, I 

! , 

i, 

Dear Center Director, 

The Health Care Financing Administration (HCF A) is inviting all Centers for Independent 

Living to apply for a: cooperative ag~eement 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 HeFA application requirements, all ,candidates are to submit a copy of the 
, fiscal year 1997 704 Annual Performance Report, Part'II, as sent to the U.S. Department of 
, Education, Rehabilitation Services Administration, Independent Living Branch .. 

I 

For further information and questions concemingthe enclosed application package; please 
contact Mr.Richard Getrost, Project Officer (HCFA) at telephone number 410-78673211. If you 
need assistance regarding the submission of a 704 Annual Performance Report, please contact 

, I 

Ms. Merri Pearson ([)epartment ofEducation) at telephone number 202-205-8484, or by TDD at 
202-205-8243. . 

'1 

We welcome your application to this demonstration project. 

Sincerely, 

Nancy-Ann Min DeParle 
Administrator 

Enclosure 

, 
" 



FACTS:f{EET 

TOPIC 
Consumer-Directed:Durable Medical Equipment (CD-DME) Demonstration Project 

BACKGROUND 
, , 

HCF A is releasing a. Program Announcement for a Consumer Directed Durable Medical 
Equipment(CD-DME) demonstration for Medicare beneficiaries with physical disabilities to all 
Centers for Independent Living (CILs). The demonstration will test a model o(CD-DME that 
covers a range of activities such as assessment and purchasing related to whe,elchairsand 
accessory items. The CILs will implement the CD-DME model. The U.S. Department of' 
Education, Independent Living Branch (bSEI~.S) is a programmatic partner in the demonstr~tion. 

The CILs will have the responsibility of providing assistive technology information and 
facilitating consumers' access to expert assessment and care management. Coordination of the 
CIL sponsors with State agencies such as Medicaid ~d 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 admi~istered by one DME Regional"'carrier (DMERC) for the demqnstration. 

. • I • , ' . 

Four CIL sites are expected to be awarded pre-implementation developmental fund's of 
approximately $1,50,000 in Fall 1998. During the 12 month pre-implementation period (year 1), 
the sponsors will be required to prepare aworkplan and 9perational protpcol, 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 ~ervices to the 
beneficiaries who elect to participate in the demonstration'project. The demonstration does not' 
involve any changes in Medicare coverage ofDME. Medical coverage policies regarding 

I • , 

medical necessity will be retained. The demonstration design will maintain budget:neutrality. 

Consumer direction i's key to the proposed demonstratiori project: (1) sponsoring organizations 
have governance requirements to assure that people with disabilities not only guide:the 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 price~, features, warranties, m~intenance 
and 24-hour availability of repair servipes for wheelchairs and related accessories. Savings 
accrued by more effiCient p~rchasing will be used to acquire additional equipment and services. 

FOR FURTHER INFORMATION 
. . I, .. 

Mr. Richard Getrost, :Project Officer (telephone: 410-786-3211) may be contacted with any 
questions concerning'the demonstration. Applications for the CD-DME demon'stration program 
announcement are due COB~ Wednesday, July 15, 1998. ' 
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PLEASE NOTIFY OR HAND-CARRY THIS TRANSMISSION 
TO THE FOLLOWING PERSON AS SOON AS POSSIBLE: 

Name: 

. ;.,/ 
Address: 

. . 
Message: :t2:.e J)I.t-l!«sSI4)(. _.- ­

Office: ______Telephone: 

Number Of Pages Being Transmitted (Including This One) __-'-__ 

FAX NUMBER: 

OFFICE NUMBER: 
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THE SECRETARY OF HEALTH ANt> HUMAN SERVICES 
".,AS..IN01'OIW, CI.C. 10'01 

The Honorable George Pataki 
Office ofthe Governor 
The Capitol 
Albany, NY 12224 

DearGov~ 
I 8m writing about a critical opportunity for your State to provide real . assistance to many 
people living with disabilities who want to work. .Millions ofAmericans with disabilities 
are part of our daily workforce. Many others would·li.ke work but are concerned if they 
do they will lose the Medicaid coverage they need for health and long-term care services. 

Existing law provides for continued Medicaid coverage for working individuals with 
disabilities with incomes above the specified income standards. However. these . 
provisions include limits on the amount of income an individual can eam and still remain 
eligible. . 

Fortunately, section:4733 of the Balanced Budget Act of 1997 allows States to provide 
Medicaid coverage to worlcing 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.. Ifa State chooses to cover this group, 
working individuals ,with disabilities can become eligible for Medicaid if: 

• 	 they are in a family whose net income is less than 250 percent ofthe federal 
. poverty level for a family of the size involved; and 

II except for their earned income, they would be considered to be receiving SS! 
benefits. 	 . 

Section 4733 also allows States to require eligible individuals to pay premiums or other 
cost-sharing charges set on a sliding scale based on income. The amount of the premium 
or cost-sharing to be paid, ifany, is within each State's discretion. In order to be eligible 
for this benefit, an individual must meet the Social Security SSI disability requirements. 

http:would�li.ke


Page 2 • The Honorable George Pataki 

I urge you to give serious consideration to covering this group ofAmericanS under your 
State's Medicaid program. This coverage can help provide the safety net that individuBls 
with disabilities need to help them to work and lead independent lives. t. 

The Department of Health and Human Services and the Health Care Financing 
Administration (RCFA) 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. Ifyou or y'our staff have 
any questions or need assistance, please contact the HCFA Regional Administrator . 
responsible for your State. 

~~cerely) 

0a~.-­
Donna E. Shalala 



- \, 

Dear Governor: 

I 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 benefits' they need to live in the community -~ a 
choice no one should face. 

On April 22, 1998, tl:1e Presidential 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 ways to increase the rate. 
of employment 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" disabled 

individuals who work will become productive citizens,contributing to our nation;s well­
being. ' 	 , 

I '.. 	 ,

However, disabled individuals who want to work face many obstacles. One of the 
biggest is the threat 'of losing benefits they need to make the transition to prodyctive 
jobs. 	 If they obtain jobs and earn too much', their incomes can make them ineligible for 
Medicaid just when 'they need it most. 	 ' 

. 	 I 
Section 161-9 of th,e Social SecurityActprovides for'continued Medicaid cover<;lge for, 
working disabled individuals with incomes above the specified income standar~s. 
However, these provisions have relatively low limits on the amount of income can 
individual can earn !and still remain eligible, 	 ", : 

Fortunately, a provision (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. Sectioo 4733 of the BBA allows States tO"provide Medicaid to the~e 
individuals by creating a new optional categorically needy eligibility group: If a State 
chooses to cover this group, individuals can become eligible for Medicaid if: : 
'. 	 I 

o 	 they areina family whose. income is less than 250 percent of the fed.eral poverty 
level fora family of thesizeinvolved; and . 

o 	 except for their earned income, they would be considered to bereceivihg SSI 

-bel1efits. ': 


SectionA733 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-sharing to be paid, if an'y, is 
entirely within each State's discretion. 



In order to be eligibl~ forthis new benefit, an individual must-meetthe $.ocial S~curity 
SSI disability requir~ments. 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 tremendbussense for workers with d~sabiliti.es, your State and our Nation. 

I urge you to seriously consider covering this group under your State's Medicaid 
program. This coverage can help provide the safety net that disabled fndividuals need 
to allow them !o work and become productive citizens. 

. 	 ," 

Another section (s~ction 4743) of the BBA removes the requirement under home and, 
community-based services waivers that Medicaid funds for supported employm~nt 
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 Medic~id 
to provide supported employment services, to such· individuals regardless of whether 

. 	they ever. were institutionalized or not. I urge you to seriously consider making this 
simple but important change to your State plan as well. 

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

, assistance, please contact the HCFA Regional Administrator responsible for ydur State. 
, 	 , . 

Sincerely, 

Donna Shalala 
Secretary , 
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INTRODUCTION J ; 

We are pleased to be here today to talk about the President's commitment to iexpanding and 
promoting consumer-directed home and cOmInunity-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 control 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 Americans with Disabilities 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 ofHfe. 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 assistance in home 
and community-based settings. 

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 include~ legislative, regulatory, 
research/demonstration, and other activities. 

THE ADMINISTRATION'S COMMITMENT 

In May of 1995, after a series ofmeetings with individuals from the disability community. S'ecretaty 
Shalala issued a set ofprinciples supporting home and community-based care. She reaffirmed her 
support for· emphasizing home and community-based care services and offering consumers the 
ma.ximum amount, of choice, control and flexibility in how these services are organized and 
delivered. Since that time, HCF A 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 guided 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 Secretary for Planning and Evaluation, 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 need long tenn care serviCes and this 
Administration hasia continuing commitment to increase the availability ofhome ,and community 
based personal assistance services. At that meeting. the President expressed appreCiation that the 
Community Attendarit Services Act (CAS A) bill had been introduced by the Speaker, noting that it 
will help focus attention on the expansion ofhome 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 choose,S to receive the' 
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services needed. Finally, he noted that a lot ofthe activity and decision-making regar:ding home and 
conununity-based care and personal assistance services (PAS) is happening in the States. He 
stressed the importan:ce of enlisting the help of those States that are moviilg in the right direction, 
to provide leadership in educating and helping others who are not so far along .. 

HHS WORK GROUP 

As a result ofthe meeting with the President, and in an effort to pull together all our attivities 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 reconunendations about how to reduce the institutional bias in 
Medicaid long-term care services and spending and promote home and community-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 nursing homes because it is the only way they can get long terin 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 conununity based/personal assista.J;1ce services. 

Our work group members include HliS 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 stnitegies, including opportunities we can offer States 
to modify their Medicaid programs and try some new ways of helping people who w~t to and are 
able to live in the community. We are happy to annOWlce that we Will soon be asking States to 
submit proposals to begin· to develop a research design toidentify individuals who could successfully 
move out of nursing homes into the community and to develop the services that would be needed 
to sup·port these individuals in the cori:unUnity. This solicitation is in response to theicomniitment 
made by President Clinton to this issue and the Congressional directive in the FY 1998 LaborlHHS 
Appropriations Bill. We believe that we will be able to fund research in 3 to 5 Stat~s. 
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Another component of this work involves using HCFA data to improve our understanding of the 

. numbers and characteristics ofnursing home residents who may be good candidates for moving back 


to the community and what theywould need in the way of supports. We will then b.e 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 Sta.tes should learn from 
each other how to support and promote home and community based services under 1915 (c) Medicaid 
waivers. . Some States ar~ much further along than others in developing irmovative and cost­
effective service delivery models for home and commwlity-based services. Staffhave been talking 
to a wide range ofexperts in the aging. disability, and long-tenn c~e 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 commwlity-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 ofMedicaid. 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 assistance services 
experts. 

The report reviews the Medicaid statute and regulations, as well as policy guidance from HCFA, and 
offers a series ofpolicy 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 ofpotential regulatory and policy changes on 
which we can take some more irrunediate action, while we continue to review long-tennlegislative 
options. 

ADVISORY COMM:ISSION'S CONSUMER BILL OF RIGHTS 
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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 ofall health 
plans. The Bill ofRights included important protections such as access to specialists for individuals 
with chronic care needs, for example: (1) traditional care for consum.ers 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. Th.e President is extremely committed to making the 
Consumer Bill ofRights real for all Americans. 

EXPANnED 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 afra~d to even try 
to work, because if they lose SSI or SSDle1igibility, 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 i~come 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. 

Also included in the BBA was our proposal to allow States to include prevocational, supported. 
employment, and educational services for all home and corruntmity-based services waiyer recipients 
with developmental disabilities. Before thisptovision was enacted, only those who ~ere formerly 
institutionalized could reCeive these services through a home and community-based services waiver. 

Finally, the BBA establishes a new type ofservice provider called Program ofAll-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 aPACE program agreement. PACE provides 
for a coordinated set of services to frail elderly individuals living in the communit~. 

, I 

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 comrmmity-based waiver programs, while thirty-nine States provide personal 
care under their home and community-based waiver programs, The waiver program I 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 issued 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 seivicesunder 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 <Cmedicalized." 

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 

, I 

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 tenn care, such as the projects underWay in 
Minnesota and the District ofColumbia. Others, such as the newly-approved Colorado home health 
demonstration address different aspects. Colorado's demonStration will pennit home 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 F ederallevel 
that support and encourage the move from reliance on institutional care to a broader array of 
consumer-directed home and commwrity-based serviCes. 

We embrace these goals and will continue to work toward them. The challenge, of course, is to 
balance our goal ofproviding more flexibility and choice for people with dIsabilities,! with the need 
to enslU'e that any legislation is affordable. Preliminary cost estimates raise the very ,real questions 
about whether the balance has yet be~n achieved. However, we remain committed to working 
together with you and other interested parties to craft an affordable, consumer-responsive system, 
that takes advantage qfand promotes flexibility in our current programs, to help people obtain and 
keep the help they need to live as independently as possible. 

In conclusion, we woUld like for all ofus to remember that people with disabilities are:a very diverse 
group of individuals. They are children, working-age adults, WId the elderly: They have 
developmental disabilities, emotional or cognitive disabilities, and physical disabilities. This is not 
a group ofpeople 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. 
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DRAFT 4/21 - For 4122 Task Force Meeting on Returning Individuals to Work. 

DRAFT Outline for the Administrator's Talking Points 

INTRODUCTION 

• 	 As Secretary Shalala said, access to health care and long tenn care can be crucial to job 
access for persons with disabilities. At HeF A we are mindful of the critical· role that our 
programs, Medicare·and Medicaid, can play in providing this essential link for persons 
with disabilities. . 

• 	 HeF A has been pursuing a number of activities aimed generally at increasmg consumer . 
choice, independence and quality of life for all persons with disability. 1will focus my . 
discussion today on those that we see as being of most benefit to disabled individuals who 
want to work. 

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

LEGISLATIVE ~ DBA 

• 	 On the legislative front. HeF A has been working with the States to implement the new 
provision in the Balanced Budget Act that gives States new authority. to all()w working 
individuals with disabilities with incomes up to 250010 of the federal poverty level to buy 
into Medicaid. 

• 	 We've interpreted the income threshold based on net family income. This means that an 
individual with an income ofS40,OOO can qualify to buy into the full array ofMedicaid 
services. 

• 	 We believe tpe new BBA worlcing disabled provision will provide an even greater 
opponunity for workers With disabilities to maintain health coverage by expanding and 
simplifying States' abilities to allow'individuals with disabilities to return to work and 
maintain their Medicaid coverage .. 

. 	 . 

• 	 At, the Secretaty has promiseded. HCFA and the Depantnent ofHealth and Human 
Services will' do e'Veiything they can to encourage States to adopt this optional provision 
because it is So imponant to achieving our goal ofhelping people who want work and can 
work:, to work, by providing that critical link. to afibrdable 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 ofbest 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 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 this 
optiop.. . . 

• 	 This final rule gives States the option to expand the availability of personal <;are 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 
~~". 	 . : 

• 	 Other States provide personal care services through Home and Community Based 
Services Waivers -- which I'll discuss in a minute. . . 

• 	 As a result, almost all States provide personal care services under their Medicaid programs 
~d these services can now go outside the home -- including into employment settings. 

RESEARCBlDEMONSTRATIONS 

. • 	 One of the crucial tasks currently before HCFA and the Depanment is to detennine why 
the existing tools we have to encourage individuals to go back to work are not being used. 

. . 
• 	 We need much better information on what motivates individuals to rerum to wor~ as well 

as what services these individuals need in order to stay working. 

• 	 Our research and demonstration agenda in this area" vrill provide us with more data and 
infonnati9n to help us better understand the health care needs of and obstacles faced by 
working individuals with disabilities. 

• 	 Specifically. let me mention 4 demoll$trations whose results and evaluatio~ will help us 
plan future aCtivities: ! 

1. casb'& counseling 	 , 
+ 	 this demonstration will test the concept of providing cash to ,individuals and 

allowing them to choose and purchase the personal assistan~ services they 
need. 

+ 	 information and counseling will be provided to assist con.surners to makeI 
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informed choices 
+ 	 FL. NY. NJ, AK are the States that will be testing this concept 

2. 	 "date certaill" 
+ 	 HCFA is sponsoring a 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 alrernatives and/or 
mechanisms to transition individuals currently in institutions to the 
community athat is their choice. 

+ 	 the objective ofthis program is to identify and remedy baniers to 
community-based care. 

+ 	 community based alternatives can include services which will assist 
individuals to return to work (e.g., prevocational and supponed 
employment services) 

+ 	 we expect to issue the grant solicitation before summer and to award 
grants to 3-5 States in September 

3. 	 Consumer-Directed DME Purchasing -,Medicare 
+ .' 	In Medicare, we will be releasing ~ Program AMoncement for a . 

. demonstration 'ofc·onsumei·directed choice aild purchase ofdurable . 
medical equipment, such as wheelchairs. \ 

+ 	 Having the right equipment can facilitate a person's ability to perfonn ' 
activities ofdaily li-..ing, including work. 

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

4. 	 Dual Eligibles Demonstrations 

+ 	 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 ofthese "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 ofpeople likely to become 
dually eligible as they use up their 0'WIl assets on medical care. 

• 	 Also, as the Secretary meritioncd,·we are providing technical assistance to States, like 
WiSconSin, that are interested in ~loring options and developing concepts around the 
goal ofemploying persons with disabilities. We are seeing a growing interest in this area. 

OTHER AC11VITIEs 
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Home and Community-Based Waivm 

• 	 The M~dicaid program has evolved to better meet the needs of the disabled population, 
particularly With respect to the provision of.home and community based serVices_ 

• 	 States are taking advantage ofthe home and community based waivers under Medicaid-­
1915(c) waivers -. to explore innovative approaches to delivering long term care in' 
community or home settings_ 

• 	 Some time ago, we made it easier for States to obtam these waivers by eliminating the 
long-standing "cold bed" rule_ This had been a test ofwhether the state maintained 
sufficient bed capacity in its institutions to serve those who would be on the waiver in case 
the waiver failed. 

• 	 In 1995, Secretary Shalala issued a set ofprinciples supporting home and community­
based care_ She reaffirmed her support for emphasizing home and community-based care 
services and ofi'enng consumers the maximum amount ofchoice, control and flexibility in 
how these services are organized and delivered. . 

• 	 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 community-based care in lieu of institutionalization_ 

• 	 We have seen a substantial growth in the number ofwaivers requested and approved. We 
now ha~e 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 ofinstitutions is certainly a step along the route to better, serving those 
individuals who want to be employed_ These waivers are an im.ponant tool in our arsenal. 

Home and CommunilyBased Services Workgroup 

• 	 BefOre closing, I'd like to mention one other aetivity that is underway and -will help infonn 
the future deb'ate about what activities we need to undertake to move uS funper down this 
road. I'm referring to the Home and Community-Based Services Workgroup. 

• 	 This past Fall, the President met with Representatives from ADAPT to discuss increasing 
. access to home and community based ser.ices, including personal care seivices under 

Medicaid. 

• Secretalj' ShalaJa established a workgroup in response to the President's meeting with 
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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 SaUy Richardson. Director of 
HCFA's Center for Medicaid and State Operations. I'd like to ask Sally to stand so that 
all ofyou can see her.! must teU you that it is she, not It that is owed the credit for much 
ofthe activity that has taken place. and is takiltg place, in HCFA with regard to the 
subject we\re discussing today. Thank you Sally. 

• 	 The purpose of the Department workgroup is to consider all available infoi"mation and 
make recommendations about how to reduce the institutional bias and promote home and 
communitY-based services under the Medicaid program. 

• 	 In addition ~o HHS offices and agencies, other Federal agencies and our constituency 
partners~ including advocacy organizations, are involved in providing input on various 
issu~ 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 we~ as, other 
disability experts •. As we reView the recommendations of the contractor, I'm sure we v;ill 
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 ofa "primer" on Medicaid 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-directed 
personal assistance services. 

• 	 In cloSing, I thiilk 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. ' : 
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Draft Talking Points for Peggy Hamburg's April 22 Presentation to the 
Presidential Task Force on Employment ofAdults with Disabilities 

• 	 I am Margaret Hamburg, Assistant Secretary for Planning and 
Evaluation ,in HHS. 

I am honored to appear here today, as you undertake the 
important challenge of increasing work opportunities fc;>r people 
with disabilities. 

, 

My office provides analysis and advice to Secretary Shalala on 
the policy challenges facing the Department ofHealth and 
Hum(U1 Services. Bob Williams, my Deputy Assistant Secretary 
for Disability, Aging, and Long-Tenn 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 long-term care 
supports for people with disabilities who want to work. Without· 
acceS$ 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 
infonn this effort. 

In fact, as Secretary Shalala told us earlier, the fear oflosing 
health coverage is a great concern to many people with 

. 	 I 

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 lqlow that people with disabilities want to work -- they tell us 
so in survey after survey; 
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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 
abou~ 300 ofthe 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 solutions. 

• 	 This morning I will briefly summarize a few key issues abou~ 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 s~me health issues like insurance coverage and health care 
utilization. 

Disability Characteristics 

• 	 [Show slide #1 ] First, I want to show you th~ 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 ofthe working age population, 4 
percent, or 6 million, are disabled enough to meet the disability 
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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 Ri<;hardson. 
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 serv~ces. ' 

• 	 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 ofCalifornia at San Francisco to conduct an 
independent study ofthe institutional bias in Medicaid. The draft study was 
reviewed by the Blue Ribbon Panel 011 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 ch:ange, 13 can 
be accomplished through manual guidelines, and 42 recommendatiqns require a 
study or convening of a panel of experts. It is important to note th~t about one 
quarter of the recommendations presented by the UCSF team as needed 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 

I 

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 horne care. While 34 states already provide 
personal care, and most of the others do so under HCBS waivers, the 
Admip.istration 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 maximum use of 
current flexibility to provide personal care under Medicaid.· 

The report also. includes a series ofrecommendations to clarify that personal care 
and horne and community based waiver services: can be delivered by live-in 
caregivers; should not be restricted to in-horne supports; should be u'sed 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 ofguidelines. 

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 al:ready exists in Medicaid, and current practices in many states.; The Primer 
will explain in clear language all that is aliowable 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 ~eviewed by 
consumers and state officials, to ensure that it meets its goals ofbeirig easily 
understood and useful to people in the field. The Work Group expects to 
disseminate the Primer to states, consumers, providers, and other int~rested 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; 
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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 ~hey 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 oemonstration 
was made public in the first week ofMay. ' 

Recommending legislative change to allow home and community based services 
to be a state plan option, ill stead ofa 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 fa'cility to 
consider community-based alternatives and/or to develop mechanisms to 
transition individuals currently in nursing facilities to the communityifthat is 
their choice. Grant awards will be made by September 30. 

Establishing a technical assistance focus, through a contract, to dissemillate 
information and assist states and consumers in efforts to promote the use of 
home' alld community based services and consumer directed PAS. :HHS will 
awarq a contract by August to provide assistance and information on model 
practices and ways to expand and promote horne and community based services 
and minimize reliance on nursing homes. The technical assistance will be 
provided in the form ofwritten materials, conferences and forums, electronic 
communications, and other means. HCF A 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 ofthe ADA requires PAS 'to be 
provided in the most integrated setting, and identify activities to rais~ 
ADA issues about horne and community based services throughout the 
country. 

Contracting for an analysis ofthe 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. 

3 
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The Work Group has completed a studyofprograms that train people on the 
welfare rolls to become PAS providers. Work Group members reviewed training 
programs and developed a list of critical elements of good training p;rograms 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 meeting of experts in PAS and welfare to 
discuss future activities. 

The Work Group has also been involvedin a number %ther activities: 
• 	 disseminating information from an extensive series of interviews with 


consumers; 

• 	 disseminating to all HCF A regional waiver coordinators and :state waiver 

staff a HCBS waiver man.ual 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;. 
• 	 , completing the "Mentoring Project," in which states that are farther along 

in home and community based care "mentor" states that are not as far 
ahead; , . 

• 	 finalizing a study of the California·In Home Services and Supports 

program and disseminating the results; and 
 I 

. • stepping up an already active research agenda on HCBS. 
, 	 ' 

. r 
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TALKING POINTS -- RETURN TO WORK 

. 

+ 	 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 t)'Pes of incentives could have a significant impact on 
helping these individuals enter the work force. 

The Secretary ofHHS has written to each ofthe Governors to inform them of 
the new provision u~der the BBA, ~hich' allows states to offer Medicaid services 
to people with disabilities who are able to work and earn more than the currently 
allov.-:ed limits. This will enable people with disabilities to earn midc;lle income 
salarIes, but retain the health and long terril care they need. ' 

WE N"E;rED YOUR HELP in publicizing the availability ofthis new 
: 'Medicaid option, and encouraging states to include it in their Medicaid 

state plans. 

, 	 .." , 

T~e Administration 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 foqnerly 

. 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 resea'rch agenda underway. A recent HHS study ,conducted 
with SSA reviewed the research on the link between health care coverage and iPe 
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 
Secti~n 1619 participants deliberately restrain their earnings so they!can keep 
Medicaid. HHS is'also looking at the impact of Medicaid expansions 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 Williams' office is initiating a new research 
!,' 	 • 

study to examine why some people with di$abilities are able to succyssfully enter 
the w<7lfk force and/or use existing work incentives while others are not. 

Independent living cen(ers and other consum'er service organizati~lls need to 
fill 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 
acces~ them, and. help consumers use the work incentives. On average, fewer 
than one percent ofSSI and SSDI recipients use the work incentives, that are 
currently available. I '. 



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

I. Right~ Most Important for People with Disabilities 

Access to Specialists; This provision is extremely important for people with disabilities because; 
it assmes consurners wi~ complex or serious medical conditions access to to the specialists they 

v need. 

Consumers with ongoing health needs often require regular access to physicians and other health ..' 

care professionals who are trained to address their special needs. This is particularly tiue 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 ,ac~ess to 
quality care. Consumers with complex or· serious medical conditions who require frequent 
speciality care should have direct access to a qualified specialist of their choice witblli a plan's 
network ofproviders. Authorizations, when required, should be for an adequate number ofdirect 
access visits under an approv~ treatment plan. 

Contin~ty of Care: providing access to continuity of care for consumers who are undergoing a 

course of treatment for a chronic or disabling condition. 


Patients' who are undergoing an extensive course oftreatment at the time they join ~'new health 

plan should be, able to see their current providers for a period of90 days. Sudden interruption of 

care can compromise the quality ofcare 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 cbange 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 offinancial incentives. Requiring providers to disclose any incentives,' 

financial or otherwise -- that might influence their decisions. It is particularly important for 

people with chTonic,ongoing, and often more expensive care to ensure that they be aware of any 

financIal incent~vcs tlult may be influencing their health providers. (The Democratic legislation 

goes. ~lIther than the Quality Commission as it forbids any financial incentives, rather than just 

requmng health plans from requiring it). 1. 

Pro.hibtting "gag clauses" which restrict health ~are providers' ability to commurticatc with and, 

adVlse patients about medicaJIy necessary options; , . . . - . 


~8su.ra~ee.tha~Patient~ arc Respected and Not Discriminated Against, including 
dls~nmmatlOn ill the delivery ofhealth care services consistent with the benefits covered in their 
policy based on mental or physical disability, race, gender, ethnicity. and sexual 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 reel they 
have medical conditions that are particularly sensitive. 

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 fuir, objective place for consUmers to 
address their grievances. 

D. 	 Other Is~ues to Address 

• 	 Bringing Federal Government into compliance. This is particularly important for the 
millions ofpeople with disabilities in the Medicare and Medicaid program. 

• 	 Legislative Strategy -- Need for their action on the Hill 

• 




Draft Presentation 

• 	 Thank Secretary Shalala, Peggy, Nancy Ann for their impoiiantwork in this area. 

Also like to tHank Tony Coehlo and Marca Bristo for their work with the National 
Council on Disability and the many others in this audience whose dedication and 
persistence in· looking at how to create,cost effective work incentives. 

• 	 Presentation: Discuss two policy priorities of the President' s: 

Ensuring access to health care for people leaving SSI and SSDI for" work. 

PatieritBill of Rights, which will provide important protections for people with 
disabilities, and , 

Proposals to Provid~ Increased Access to Health Insurance for People with DiSabilities 

! . 	 ! 

• 	 As early speakers note, the current system does contain disince~tives for retiuning to 
work - spec~fically the loss of Medicaid otMedicare coverage. 

, , 

Healt~ insurance is vitally important to all Americans, and has been a top priority 
for the 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 p~ivate coverage inaccessible for man;. While 
some ,of the barriers to private insur~ce preexisting condition exclusions 
werej~liminated in HIP AA, premiums can still be prohibitively expensive.' 

• 	 For these rea~ons, the President supported the Medicaid buy-in provision that got passed 
in the Balanced Budget Act, although Congress addedthe 250 percent of poverty income 
ceiling. 

• 	 Before discu~sing new legislative sol~tions, I would like to take this opportunity to 
discuss why the Medicaid buy-in goes to improving access to health insurance for people 
with disabIlities. " 



I' 

• 	 As Nancy Anr'I 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 

I, 

• 	 Allowing people to buy the full Medicaid benefits package is important because' 
employer-based insurance is not available to all employees pru}:icularlyfor 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 private irlsurance does 
not cover. I " 	 , ' . . ;" 

• 	 The buy-in also covers a fairly large group of people with disabilities. It covers: 

Peopl~ leavingSSI for work with income below 250 percent ofpovehy , ' 

, People leaving SSDI after the Trial Working Period, if they meeting 'the ~50 
percent of poverty and SSI nonearned income and assets tests 

• 	 It also covers people who have not received SSI or SSDI but who meet the eligibility 
criteria th~s making it possible for some npt to enter into these programs :at alL 

• 	 So, the buy-in goes a long way, but there may be some gaps, including: 

Those, people with disabilities whose income exceeds 250 percent of poverty or 

, 	 ' 

Some:SSDI beneficiaries who have more than SSI-allowed assets orwhosecash 
benefit exceeds the SSI unearned income standard. ' 

.'. 	 ; 

• 	 The Jeffords-Kennedy "Work Incentives Improvement Act" is intended, in part, to' 
address these!gaps and other concerns about the current system. It: ' 

Allows people to buy a limited Medicaid benefit package - drugs and personal 
assistance services -', through a sliding scale premium. There is a higher F ede.ral 
match for expenditures for these services, and it ' 

Allows SSDI people to buy into Medicare with subsidized premiums. 

Since it does not have upper income limits, it makes virtually all people leaving SSI or 
SSDI eligible. ' ;, 

, 
, l 



- Because we have not yet seen the analysis of state participation; how many individuals 
will participatIon, and Federal Medicare, Medicaid and Social Security costs:, we do not 
yet have an official position on this bill. I.

i· 

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

States could use Section 1902(r)(2) to ~akethe SSI tests for the buy':in less 
string~nt, or' : 

.. '" 

States icould use the 1115 waiver authority to, in a budget neutral way, expand 
coverage beyond 250 percent of poverty. 

- As Nancy Ann indicated, we are committed to working with you and working with states 
to make these options a reality. 

-.And, if they don't work, we are open to working on other administrative or liegis1ative 
options to encourage work for people with disabilities, recognizing budgetary constraints. 

Patient Bill of Rights 

- What it is 

- What it means to people with disabilities 
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INTRODUCTION: . .' . . 	 I ' 
:I'.mpleased t~be here tDday to. talk abD~t HCFA's DngDing effDrtS to. imprDye access to. 

healtl~ care fDr peDpl~ with disabilities. As SecretaryShalala said, access to. health ~d IDng term 
care can be crucial for peDple with disabilities whD'want to. work. At HCF A we are;mindful Df 

, I ' 	 " 

the critical rDle that DUr prDgrams, Medicare ard Medicaid, can play in prDviding this essential 
link to. the wDrkforce [for peDple with disabilities: 

. 1 	 . '.': '. .: 

HCF A has been pursuing a number.Df activiiie'~'aimed'at increasing cDnsum¢r chDice, 
independence, and qJalitYDflife for'ail persDns with disability. I\Vill fDCUS tDday dn thDse 
activities that we see ~s being Df rriDSt benefit to. disabled individuals who. want to. ~ork. We 
have made prDgress 'on three frDnts: thrDugh legislatiDn,regulatiDns, and research ahd 
demDnstratiDns. i' ,'. 

LEGISLATION - BBA 	 ; 
On the legislative frDnt, HCF A has been working with 'the States to. impiem~nt 'the new 

prDvisiDn in the Bal~ced Budget Act that permits States'tD allDW working indivldual~ with 
disabilities with incomes up to. 250% Df the federal poverty level to. buy into. Medicaid. We've 
interpreted this incmne threshDld based Dn net family incDme. This means that all individual 

I • . 	 '. . . 

who. earns $40,000 c'}llqualify to. buy into. the full ,array DfMedicaid services. 
, '., 	I 

, , 

We believe. this newBBA prDvi~iDn will prDvide:an' even greater DppDrtunity for wDrkers 
I . .' • 	 • 

with disabilities to. maintain healthcDv.enige by expanding and simplifying States' ~bility to. 
allDW individuals wi~~rdisabilities to. return towDtk an,d rpaintain their Medicaid cDyerage .. 

. ' : 	 . , ; . 

As the Secr~t~hasprDmlsed, HCF A and the Department Df H~alth and Htiman Services 
will do. everything they can to. encDurageStatestD adDpt this'DptiDnal·provi~iDn.We believe this 
prDvistDn is an impDrtant link to. achie,vingDur gDal Dfhelping P~Op1eWhD want to. ~Drk and can 

.wDrk, to work, by pr6viding affordable health care .. '. . ' . 
, . :. 	 . 

• I " 	 • 

We plan tDinimediately engage the, States to build SUpPDrt for ~his new Dption. We will 
be meeting with Stat~Medicaid Directors in the near future and plan towr,ite to. each of the 
GDvernDrs to. explain)the value Dfthis new DptiDn. We are also. planning to' help St*es 'share the 
best practices in this area. , , ' , 

• . , I 	 .! 
I 
I • 	 ( 

IREGULATIONS -	 . , 

We knDW that the availability Df PersDnal Care' Services is alSo. a criticalele~eht in 

enabling peDple with;,disabilities to' work. PersDnal Care Services are an DptiDnal s~rvice under 

Medicaid. At last CDtmt, 31 StatesclD. Dffer this DptiDnal service. 
 i 

, " 	 ~ , , 

" This past September the Department published a regulatiDn DnpersDnal car~ services· 

under Medicaid to pr~vide more flexibility to. States to. encDurage the expansiDn of this DptiDn. 

This final rule gives Stat~s the DptiDn to. expand the availability Df personal care serjvices by 

allDwing services to. be provided Dutside the hDme. In 'additiDh, the regulatiDn removed the 
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requirement that registered nurses supervise the pnJVisiori of personal care serviCes~ I 

, .1. " . i 

In addition to ithe personal care service option, States also provide personal qare services 
through Home and Community Based Services Waivers -- which I'll discuss mOre ip a few 

" minutes." , , ', ' , , , 
, 
,.: 1 " 

Through thistombination of approaches, al~ost all States provide personal care services 
,under their Medicaid iprograms and these services can now go outside the home -- including into 
employment settings: '.) 

!' ... . .. ~ 

RESEARCHlDEM(i)NSTRATIONS : ' ; 
t 

, J\sPeggy mentioned earlier, one of the cruciaitasks that we face tod'ay is to [determine 
why the existing tools we have to encourage individuals to go back to: work are not being used. 

I ' " " ;.
• • " , ,I 

Our research and demonstration agenda "Yill' help provide us with more data rand 
information to help uk understand the health' care heeds of andobstacles faced by whrking , 
ihdividuals with disabilities. ,,' >t " 

. " , !', " 
Specifically, I'd like to mention 4 demonstnitions whose results and evaluations will help, 

, ' \ j 

us plan future activities:' . , 

Cash & C~unselingneDlonstration . 
The first project is called "cash and counseling." This demonstration will test the concept 

of providing cash to individuals and allowing them to. choose and purchase, the personal 
assistallce serVices th~y need. 

Iriformation and counseling will be provided to assist consumers tornake informed 
chQices.We have bebri working with Florida, New Y~rk, New Jersey, and Arkansas to develop 

,. ',:' . 1 

this cop.cept. We are !working very hard to complete the development ofthis import;ant 

deq:lOnstration and hope to have it operating very soon. . . 


"Date Certain" De~onstration . .. 
'" The second project is called the "date certain" demonstration. fICF A is sporsoring a . 

. grants pr9gram to help' States to develop ways to work with individuals and their f<lfIIilies to , . 
consider community-based alternatives to institutional care. These alternatives should be 
availab~e prior to adrllissiori to an institution or to allow individu~ls curre~tly in institutions to 
transition to thecominunity if that is ~heir chOIce:' We expect to issue the.grant soliCitation" 
before the suinm:er and to award grants to 3 to 5 States in September. ' I 

I 

,' i ' 
Consumer-Directed DME Purchasing ;-- Medicare,., " 

In Medicare, :we WIll be releasing a Program Announcement for ademonstnition of , 
consumer-directed choice and purchase ofdurable medical equipment, such as whe~lchairs. 

, ; '" , ~. • J • I 

i ' 

J 
. , 

" 

http:chQices.We


" 

" " , i 
Having the right equipment can facilitate a persOIfs ability to perform all activities of 


daily living, including work. ' : 

I­

J 

Centers for Independent Living.willbe our partners in this demonstration. V'fe expect to 

award developmental I funds to four centers this falL ' ' 


! ,.' 

Dual Eligibles DemQnstrations " ; " 
This past mo~th, HCFA awarded 4, grants to'3 States to help improve care f~r low income 

Medicare beneficiaii~swho are also eligible for Medicaid, so~cal1ed "dual eligibles,l' 

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 Medic\rre and 

Medicaid, help disabled beneficiaries move from nursing homes into the community, andtarget 

needs of people likely to become dually eligible~s they use up their own assets on medical care. 


I 

Also, as the S~cr~taryrrientioned, weare providing technical assistance to a~umber bf. 

States that are inter~ste«(in exploring options arid developing concepts around the gpal of ' 

employing persons ~ith disa't>ilities: We are seeing a growing interest in: t~is area. i 


, , ""'.!' 

HOME AND COMMUNITy"BASED',WAIVERS 

In addition toibuf research and demonstration waivers, we have ais~ made great progress 


granting State home and c9mmunlty~based waivers, as I mentioned earlier. 'J 

, j ', I 

J ' i 
",' ,:~. '. '. . , I 

States are' taking a~vantage of the, home and community b.ased waivers under Medicaid to 

explore innovative a~proach,es to' delivering long terrrl care in community,or homes'ettings. 
. , ,~ 

, A fewye~sago, we mad~ a significant change to our rules to make it easier! for States to 

obtain these waivers by eliminating the long-standing "cold bed" rule:' ' , 


... '/ ' . . . 1 

In 1995, Secretary Shalala issued a set ofprinciples supporting home and' community-


based care. She reaffirmed her support for emphasizing home arid community-based care 

services and, offering[consutr).ers the maximum amount of choice, control and flexib;ility in how 

these services are organized and delivered. ", ' '. , " i 


i 
, , I 

Since that tiQie HCF A has actively promoted these waivers, increased its technical 

assistance to States ap.ddeveloped'streap1lined waiver applications to facilitate Stat~s' efforts to . 

provide more home and community-based care in lieu of institutionalization. : 


, j , •. 

We have seeti a-subs~\ial'growth in the nuniberofwaivers reque~ted and dpproved. We 

now have 226 ,approved and many States have multIple waivers. Thirteen states pro;vide attendant' 


" ," j 

'I 

, ;, 

, I 
I 



. ,', 

.. 
" .. 

", 

care in their waiver; )9 states provide personal care services in their waiver; and 2 ~ 'states 

prpvideprevocat,ional and supported employment services to enl:),ble persons to enter the 

workforce. 'I' ' " ' , i 


1", ' f 

, Before closing, I'd like to m~~tion orte other activity that is tinderway'-- the1Department's 
" Home and Community-;BasedServices Workgroup.' 

I, j 
I , , ' i 

" This past Fan, the President met with representatives from the disability community to 

discuss increasing ac~ess to home andcoInmunity based services, includingpersonal care ' 

services under Medidaid. ' 
, 


I 

" I'" ! 

Secretary Sh~lala est~blished a workgroup in response to the President's me,eting which is 
chaired by Bob WilliiIDlsfrom ASPE and Sally Richardson, Director of HCFA's Center for 
Medicaid and State Qperations. I'd like to askSally to stand so that aU of you ~an see her. I 

, must tell you that it is she, not I, that is RCF A's expert with regard to the subject we're ' 
discussing today. T~ankyou Sally. ' " ! ' 

, .. I 

The purpose of the workgroup is to consider all available information and make 
recommendations about how to reduce the'·institutional biasand,promote home and'community­
based services under the Medicaid 'program. In addition to HHS offices and agencies, other 

. . - .'. 
Federal agencies and;our constituency partners, including advocacy organizations, lare closely 
involved. ' i 

'The Department contracted with the U~iversi~ofCalifornia at San Francis60'to study 
"institutional bias"irl the Medicaid prog~am. A final report is: due by May 1. ,As Jre review the 
recommendations, I'in sure we will'be able to incorporate many of them into our efforts. 

,,
,; , ' , " ' i ' , 

We also are currently planningto'contract for development-of a "primee'0n' Medicaid for 
individuals with disa~ilities;' detailing what States can do under current law and pro:Vide' " 
examples to' help States better use the options they currently have available to them: . 

, ',' I ': ' ',':' , ,',' ,! 

Summary ',,', ,i 

We 'have beet} and will continue to prom9te and encourage ~tates' leadership in 
expanding home and;community-based supports and consumer-directed personal a~sistance 
services. While we r~cognize that we wori't 'be able to achieve our goals all at onc~, we can be 
aggressive about m~ing real progress toward them.i think you can see that-we haye a multi­
faceted, approac~ 'to ~chieving our' goals. i' 

J, 
, 
: 

5 
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Record Type: Record 

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

! 
cc: I 

Subject: Draft SAP on HR 3433 I 

Please review the draft SAP on HR 3433, Ticket to Work ~n~ Self-Sufficiency Act of 1998 and let 
me know by 3pm today, Tuesday, if you have any problems i(let me know if you ~ant a hard copy ­
I would be happy to walk one down). The bill is on tomorro~'s House schedule. Thanks. 

I 

DRAFT - NOT FOR RELEASE 	 I 
i June 1, 1998 
I (House) 

, . 	 ! 

H.R. 3433 - Ticket to Work and Self-Sufficiency Act of 1998 

Rep. Bunning (R) KY and 26 cosponsors 


i 

The Administration supports H.R. 3433, and is pleased ttjat the House is taking action on the 
critical issue of making it possible for more people with dIsabilities to return to or enter the 

, 	 I. 

workforce. H.R. 3433 would implement a Presidential initiative to increase flexibility 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 

• . I 	 • 

Order that established a task force of Federal agencies to identify additional actioris required to 
increase the employment of adults with disabilities. . I ' 

I 

The Admmistration will work in the Senate to technidally amend the bill to ensure that 
Federal conflict of in,terest laws will be clearly and unifor~ly applied to all members of the 
proposed Ticket to Work and Self-Sufficiency Advisory Panel. In addition, the bill would 

I 	 . 
impose modest costs on the Medicare Trust Funds. The Administration prefers that the Trust 
Funds be made whole. 	 'I 

Pay-As-You-Go 
I 
I 	 ' 

H.R. 3433 would affect direct spending and receipts; therefore, it is subject to the' 
pay-as-you-go requirement of the Omnibus Budget ReconCiliation Act of 1990. The Office of 

I 

Management and Budget's scoring estimate for the bill is rnder development. 

. , 	 ******* I 
I 
I 
I 

(Do Not Distribute Outside the Executive 0ffice of the President) 
I 	 ' 
I 



-------------------------------

, I ; 

This Statement of Administration Policy (SAP) was ,developed by the Legislative Reference 
Division (Haskins) in consultation with Associate Director Mendel~on, HLTH (C~endenin/ 
Miller/Tumlinson), HR (Chow/Cianci/Green), OIRA (Oliven), and BASD (Lind/Bavier). The 
Social Security Administration (Coyne), the Departlnentsof Education (Hansen) ~nd 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 (Simlns), the National Council on Disability (Imparato), and the Office of 
NationalDrug Control Policy (Riviat) as well as the Natibnal Economic Council (E. Parker) 
'! ' I ' 

had no comment. , " i': 
, ,i 

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 Chris Jennings prior to the release of 
the SAP. ' 

OMB/LA Clearance~ 

Administration Position 

To date, the Administration has not taken a formal Positi~n on H.R. 3433, but SSA. has 
informally advised Congress that it "is pleased with the spirit and intent" of the bi:ll's 
"ticket" -related provisions. 'I i 

I " 

Background I 


I 
I 

Need for Leg'islation ' I: 
, I i 

. ' ',I !,
In part due to rapid program growth in the early 1990s, tliere has been increased focus on' 
ways to encourage adult Social Security Disability Insura4ce (SSDI) and Supplemental Security 
Income.(SSI) beneficiaries to enter or return to the workplace. Although there are work 

'incentives for SSDI and SST beneficiaries, in FY 1997 less than one half of 1 percbnt (7,000) 
became ineligible for benefits because they returned to wqrk. Many assert that S~DIand SSI 
recipients' fear of losing cash benefits and corresponding Medicare and/or Medicaid benefits 

I ' I, 

provide a disincentive for them to seek employment. In a~dition, many argue that inadequate 
access to vocational ~ehabilitation (VR) services is a barri~r to disability recipient~ returning to 

,work. :", ,r" i ' 

: I!' 

Currently, SSA does~not provide VR services to SSDI anq SSI recipients directly.' Instead, it 
refers approximately 10 percent of new recipients determined to be good VR candidates to the 
Federal-State VR program administered by the Departmerl.t of Education. Of the SSDI and 
SSI recipients referred annually to the VR program, only ~O percent actually obtain VR 
services ~nd many of these do not return to work. ' ! 

i 

I 



Legislative Proposals 

To increase the number of disability beneficiaries underg~ing VR and returning to work, SSA 
transmitted to Congress the "Ticket to Independence Act"l on June 30, 1997. The' draft bill 
would authorize the "Ticket to Independence" project to trst 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 beneficiaries returning 
to work for a specified period of time. A similar proposal was included in the President's FY 
1999 Budget. I 

I 
I 

On March 11, .1998, H.R. 3433, the "Ticket to Work and Self-Sufficiency Act of: 1998," was 
I 

introduced by Representatives Bunning and Kennelly. H.:R. 3433 includes provisions similar 
to the Administration's proposal. Unlike the Administration's proposal, however, it would 

I 

extend Medicare coverage for SSDI beneficiaries for two years beyond the current-law 
eligibility period ~f 39 months after the trial work period) . 

I 
I 

" 

I 
I 
I 

, , 

, . 
, 



I 
,I , 

Major Provisions of H.R..3433 . i . 

, I 

The following summ.arizes the major provisions' of H.R. 3433. 
. .' , 

Ticket To Work and Selj-:Sujficienpy Program 

Under currentlaw, individuals with disabilities applying for or awarded SSDI orSSI benefits 
may be' referred' by SSA. to State vIi agencies for rehabilitation services. SSA rehnburses a 
State VR agency for services provIded to adisabled beneficiary after the individu3.I engages in 
work' (substanfial garn:~l'activity)for nine months. . I ' 'i '. 

H.R. 3433 would ,create the "Ticketto Work and Self-Sufficiency Program," whibh would 
revamp the current VR system. The bill would authorize ,SSA to provide SSDI a~d SSI 
recipients with a "ticlcet" which they could use to obtainservices of their choosing from an 
"employment networ:k"·of single or multiple providers, iI~cluding State YR agendes, to assist 
them in findIng permanent employment. The disability ,beneficiary and employment network 
wouict create a work iplan with employment goals and iderltify the services needed, to achieve 
them. . ' . .' , 

The bill would autho~ize'SSA t~ ~ak~ p~y~ents to an em~IOyment netwo~kthrOu~h either an, 
"outcome" or "milestone" system .. The employmentnet,ork would chose· the system under 
which it 'would be reim~)Ursed. '., I ' .: , : 

, II
For each month that disability benefits were not payable ~ue to an individual's ear;nings -­
though not lon,ger than 60 months -- the outcome payment system would give the employment' 
network up to 40 per,cent of the average monthly benefit for the individuals participating in the 
SSDI or SSI programs. The milestone payment system wbuld. provide interim payments to an 

, : . I ' . 
employment network based on the achievement of one or more milestones related:to a SSDI or 
SSI beneficiary"s permanent employment. Under the mil~stone payment system,~he tota~ 
amount payable 'to an employment network would be less than that payable under the outcome 
payment system.for abeneficiary who returns to' work permanently. H.R. 3433 would 
authorize appropriations and transfers. from the Social ~.ecurity Trust Fund for this purpose. '. 

. . ,:", ," '. I '.. ','.' . 

The bill wouldrequite'SSA toprescribe regu~ations to ca~ry outthe.Ticket Progr~. In .' 
addition, it would require SSA to: (1) evaluate the progr~m for effectiveness and cost and (2) 

'ensure that disputes ~etween:disabi1ity beneficiaries and efnployment networks ar~ resolved. 
• I' -, ,; . 

H.R. 3433 .would y~abl~ SS~t~ contract with program llfanagers (o~e or more ptivate- or 
public-~ector organiz,ations.with VRexpertise) to assist iniadministering the Ticke~ Program. 
Program managers ~ould identify and recommend employment network providers to SSA and 
ensure that disability beneficiaries have adequate access td desired services. : 

.' , 

Ticket to Work.and Selj':'Sujficiency Advisory Panel 



I 
I 

" I 
H.R. 3433 would create the Ticket to Work and Self-Sufficiency Advisory 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 Ithe President. The remaining four 
members would be appointed by Congress. (The Majori~ and Minority leadership each 
would appoint two members.) The panel would advise thb" SSA Commissioner and report to 
the"Congress on the Ticket Program implementation and Jvaluations. " I" 

'Demonstration Project Authority I ! . 

, I , 
H.R. 3433 would extend SSA's authority to conduct demenstration projects, until!June 10, 
2001, to test alternat~ve approaches to providing disability 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 recipient receives. 

" I
Extended Medicare €overage 

, 

Under current law, SSDI beneficiaries are eligible to receive Medicare as well as disability 
benefits through a trIal work period. After completing the trial work period, however, 
beneficiaries' Medicare benefits may continue for 39 months. H.R. 3433 would ~xtend Ticket 
Program participants!' eligibility for Medicare benefits an additIonal two years. The extended 
Medicare coverage 'Yould expire seven years after the bill!'s enactment and parall~l the phase 
in of the Ticket Program. ' ". 

Benefits to Prisoners, 
. . . . 

Under current law, prisoners are prohibited from receiving Social Security (OASIDI) benefits 
while they are incarcerated after conviction of any crime punishable by imprisoIlIilent of more 
than one year. Federal, State, county or local prisons are'required to make available the name 

, , ' I 

and Social Security numbers of any person so convicted and incarcerated. H.R. 3433 would 
allow SSA to provide incentive payments to correctional ipstitutions for reporting .the 
imprisonment of SSDI beneficiaries, mirroring current law for SSI beneficiaries. lIn addition,

I " 

the bill would prohibit prisoners from receiving OASDI benefits after a convictiOIi punishable 
- ' !, 

by any criminal offeJ}se. " 

Clergy Enrollment in, Social Security 

Current law provideS the clergy with Social Securitycovebge as self-employed workers unless 
, !:, ,1 , 

an exemption is filed! within a specified period during which compensation is received. To 
I 

receive this exemption, the clergy member must notify his or her religious order stating , 
opposition to the accq,tance of Social Security benefits ort religious principles. Ifelected, the 
exemption from Social Security benefits cannot be revoked. ' i 

, I ! 

H.R. 3433 would create a two year "open season," begimiing January 1, 1999, fo~ members 
of the clergy who initially obtained an exemption from Sobial Security coverage 'to obtain 
coverage. "The decision to elect Social Security coverage kould be irreversible. Vnder the 



, , 

bill, clergy electing coverage would' be subject to self-employment taxes and subsequent 
earnings would be credited towards Social Security and Medicare benefits. 

',. I 
, " I 

. 1 

I 
I, 

I 

..... 

, I 

I 



· . ­

Pay-As-You-Go Scor'ing 

H.R. 3433 would affect direct spending and receipts; ther'efore, it is subject to the 
pay-as-you-go requirement of the Omnibus Budget Recon~iliation 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. ~433 would decrease direct spending 
by $1 million in FY 1999 and a total of $24 million durin~ FYs 1999-2003. CBO estimates 
thatH.R. 3433 would not significantly affect receipts in F,Y 1999. CBO, however, estimates 

I 
that .the bill would increase receipts by a total of $4 million 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.) 

! 
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. i Health Care Financing Adm.iuistration . , 

i Center for Medicaid and State Operations 
~ M.. . 7500 Security Boulevard 
J " Baltim,ore, MD 21244-1850 

I . 
I . 

I 

Dear State Medicaid Directot: 
, , 

In the Americans with Disabilities Aa (ADA), Congress pro~ded that "the Nation's proper goals 
regarding individuals with disabilities are to assure: equality ofopponunity. full participation, 
independent living. and economic self-sufficiency for such indi~duals." 42 U.S.C. § 12101(a)(8). 
Title IT ofthe ADA further provides that Uno qtialifi.ed individQ.a1 with a disability shall. by reason 
of such disability, be ex:cluded from participation in or be deni~ the benefits of the seniices, 
programs or activities of a public entity, or be the subject ofdiscrimination by any such ,entity:'. 42 
U.S.C. § 12132. Department ofIustice regula.tions implement~ng this provision require: that "a. 
public entity shall administer'services. programs. and activities :in the most integrated setting . 
appropriate to the needs ofqualified individuals with disabi1iti~." 28, C.F.R. § 35J30(d). 

I . . 
We have summarized below three Medicaid cases related to the ADA to make you aware ofrecent 
trends involvinS Medic~~ and the ADA. I i 

. . 

In L. C. & B.W. '!IT Olmstead. patients in a. State psychlatric hospital in Georgia 'challenged . 
. I 

their placement in an institutional setting rathet than in '" community-based treatment 
program. The United States Court of Appeals for the Eleventh Circuit held thatpla.cement 
in an institutional setting appeared to violate the ADA 'because it constituted a segregated 
setting. and remanded the case for a determination ofwhether community placements could 
be made without ,fundamentally altering the State's progi:a.ms. The court emph~i.zed that a 
community pla.cei'nent could be required as a "reasonable accommodation" to the needs of, 
disabled individuals, and that denial of community pl~ents could not be justified simply 
by the State's fiscal concerns. Howev~, the court recognized that the ADA does not 
necessarily reqwre a State to serve everyone in the comfnunity but that decisions regardins 
services and where they are to be provided must be made based on whether community. 
based pla.cement is appropriate for il particular individu~ in addition to whether such 
placement would'fundamentally altct the program. ! ' 

: : 

In. Helen L. v, Dinario. a Medicaid nursing home residem who was paralyzed from the 
waist down sought services itom a State-funded attend~t care program which would . 
allow her to receive services in her own home where she could reside with h~ children.: . . 

The United States Court ofAppeals for the Third Circuit held that the State's failure to 
provide services in the "most integratCd setti~ appropriate" to this individual who was 
paralyzed from the: waist down violated the ADA, and found that provision otattendant 
care would not ~damentaJly alter any State program bC!cause it wag already within the 
scope ofan existing State program. The Supreme Court declined to hear an ap~ in this 
matter; thus, the Court of Appeals decision is final. I : 

http:progi:a.ms
http:individQ.a1
http:qtialifi.ed
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In Easley v. S~der. a lawsu'it. filed by repn::sentativeJ ofpersons \Jr'ith disabilities deemed 
to be, incapable ofcontrolling their own lesaJ and financial affairs. challenged ~ , 
requirement that beneficiaries oftheir Sta.te's atten~ant care program must be mentally 
alert. The Third Circuit found that, -because the essential nature ofthe program Was to ' 
foster independence for individuals limited'onJy by physical'disabilities, indusion of' 
individuals incapable ofconttoUing their own legal and financial affairs in the program 
wouid constitut~ a fundamental alteration ofth~ progdlm,and was no~ required ,by the ' 
ADA This is a final decision. " , , .' 	 . 

, , y , I " , 
While these decisions ~e only binding in the affected circuits. the Attorney ~eral h~ indiCated 
that under the ADA Sta~es have an obligation to proVide servi&:s to people with disabilities in the 
most integrated s~ appropriate to tb.efr needs. ReasonahIJ steps should be taken ifthe treating 
professional determines that an individualli";ng ina facility c;;ohld live in the community with the 

, right mix ofsupport services to enable them to do so. The DePartment ofJustice recently. ' 
reiterated that ADA's "rhost integrated setting" standard applies to States, including St4te 
Medicaid programs. ! i 

States were required to doa self-evaluation to',ensU;ethat'the~ policies, practiCes and p~ocedures 
promote, rather than hinder integration. This self-evaluation sq.ould have included cons~deration of 
the ADA's integration requirement. To the extent that any State Medicaid program has'not fully 
completed its self-evaluation pro~ it should do so now, in c?njunaion ~th the disability 
conununity and its representatives to ensure that polides, pra.ct~ces and procedures in~ the 
requirements ofthe AD~. Werec:ognize that ADA issues arc ~eing clarified, through 'I 
administrative andjudicialintetp~etations on a continual basis. IWe will provide you with 
additional guidance concerning ADA compliance as it becomes! available. I 

, . I 

,,1 \ 


I urge you also, as we approach the July 2,6 anniversary of the 4DA. to strive to meet irs 

objectives by continuing to develop home and comniunity-based service options forperSons with 

disabilities to live in integrated settings.., 1 ' ' , 


Ifyou have any questionS concerning this letter or req~re technical assistance. please cd~tact 
Mary Jean Duckett at (410) 7&6-3294. ' , . 	I ' , : 


i ' 


Sincerely, ,n . ' 'I " ,,' 
.~ f( /2~,;/f' .'. 

" , c,....,
Sally K. Richardson I 

, Director 	 I 

cc: All HCFA Regio~ Administrators 

All HeFA Associate Regional Administ:ra.tors 
, for Med.i~d and State Operations I , 

, ! 

I 

I 
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Lee Partridge ' 

American Public Human Services Association 


loy Wilson 
National Conf~enc:e of State Legislatures 

Jennifer Baxendell 

Na.tional Gavemors' AssoCiation 
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Briefing Materials for the President's Meeting with Disability Groups 
. 	 I . 

. September 10, 19971 
I 

I 

I 
The Clinton Administration has achieved some remarkable rrilestones toward promo~ing the 
agenda of individuals with disabilities to live a full, productive, and independent life: With the 
help of the disability community this Administration has beeh able to focus the attention of the 
country, and the Congress on these important issues. This ~aper highlights some ofthose 
achievements. I 

I
The Balanced Budget Act of 1997 	 I 

o 	 Under sectionl4733 of the recently enacted Balanced Budget Act, States are. permitted to 
allow certain Supplemental Security Income (SSI) bbneficiaries who are disabled and 
would lose eligibility because of their earnings to pu~chase Medicaid coverage. Eligibility 
is extended to· SSI beneficiaries whose income is less than 250 percent ofthe Federal 
poverty level for the applicable family. size. Currently, 250 percent ofthe poverty level for 
one person is currently a little over $2,210 per month. States will set premiums based on 

I . 

an income-related sliding scale. The Administration originally proposed Medicaid 
buy-in with ~o income limit, so this provision sh~)Uld not be over emphasized. 

o 	 The Act in section 4743, also amended the home and community--based waiv~r program 
by eliminating the requirement that individuals be di$charged from a nursing facility or 
intermediate care facility for the mentally retarded to be eligible to receive ha~ilitation 
services under a home and community-based waiver. . 

I 
o 	 The Act in section 4701 exempts certain children with disabilities including SSI 

beneficiaries, and children in foster care from being required to receive care through a 
managed care entity under freedom ofchoibe waive~s.. 

I 
o 	 The Act in section 5305 reinstates Medicaid eligibility for certain aliens who receive SSI. 

Medicaid benefits were denied to this group of elde~ly and disabled aliens in the Personal 
Responsibility and Work Opportunities Reconciliation 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 disability groups perceive the Administration's 
interpretation of the new SSI definitions for children as overly harsh resulting in large 
numbers ofchildren losing eligibility. 

I 
o 	 Similarly, the Act in section 4913 restores Medicai~ eligibility to disabled children who 

were receiving SSI at the time ofenactment of the PRWORA of 1996. 

I PHOTOCOPY 
I PRESERVATION 

I 

I 



I 

I 
I 

o 	 The Act establishes the Program ofAll inclusive Caf:e for the Elderly (PACE) as a State 
plan option un,der Medicaid to provide comprehensi-lre community-based health and 
long-term care to eligible individuals overage 55 who would otherwise require nursing 
care. I 

o 	 Medicare will now pay at least part ofthe cost of rehting upgraded durable medical 
equipment (DME). The Act allows DME suppliers to receive Medicare payment for 
upgraded DME as if it were equipment. Beneficiari~s may be billed the' difference 
between the ~~andard rate and the cost for the upgr~ded equipment. 

Personal Care Services Regulation 	 I 
i 

o 	 The Personal Care Services Regulation which make~ personal care services a~ optional 
Medicaid benefit which may be covered under Statef' Medicaid programs has been signed 
by the Secretary ofHealth and Human Services and iwill be published in the F:ederal 
Register in the very near future. (UIIIIThis is clearly: a candidate for White House 
intervention. OMB has had the regulation for 60 days, but is believed to be 
finalizi~g their review. The President could annhunce the date of publication if 
cleared. However, it should be noted that States have been able to provide personal 
care services under waivers without theregulati6n, and it has taken DHHS 4 years 
to finalize the regulation.) I . 

The regulation permits States to cover persJnal care services in the h~me and at 
the State's additional option, in locations outside the home including the work 

. place. I 
I . 	 . 

Personal care services are services to assist ~ person with activities ofdaily living 
. such as assistance with eating, meal prepara~ion, bathing, dressing, personal 

hygiene, and taking medications. Services may also include activities which are 
essential to the health and welfare of the beqeficiary, such as house keeping chores 
like bed making, dusting, and vacuuming. ! 

The regulation removes the requirement tha~ a registered nurse must Isupervise 
personal care services, thus reducing the co~t, and making the service more flexible 
to meet the beneficiary's needs. 

I 

Home and Community-Based Care Services 
I 

. I 
o 	 The Health Care Financing .Administration continues to support and promote 

eommunity- based long~termcare for the elderly and people with deyelopmental 
or physical disabilities through the home and community-based waiver program 
authorized under section 1915 © of the Social Security Act. Currently over 

I 

I 
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250,000 individuals with disabilities receive a Lde array of services ,from 
personal ass,istance to home modifications and assistive devices (to name only a 
few) under 226 of these programs in 49 statesland the District of Columbia. 
Similar servi~es are provided in Arizona under :their 1115 waiver. Through the 
use of this Medicaid waiver provision, four States have entirely eliminated their 
large publicly-funded institutions fot people with developmental dis:cibilities and 

. replaced them with integrated community servites. Most others have . 
significantly phased down reliance on inappropriate institutional car-e:for people 
with disabilities asa result of the waiver progr~m. ' 

. 	 . I 

o 	 Under the Clinton Administration numerous ch~mgeshave been implemented to 
simplify the nome and community-based waive~application and apprbval 

. 	 . I .... ' . ,. 
process. One .of the most lasting and meaningful changes to promote home, and 
community care and "level the playing field" wi~h institutional care was the 

,. elimination ot the rule that required States to show that without the w~iver an 
equal number of beds would have to exist in in~titutibns or nursing homes to 
accommodate those receiving waiver services.! : 

o 	 In an effortlQ further simplify the process for rlceiving certain waivers, HCFA 
has provided States with a prototype waiver applicationfor individuals with 1\IDS, 
individuals with traumatic brain injury, and medically fragile children toexperlite approval 
ofthese waivers. States may now establish a 1915 ©waiver program for these individuals 
by filling in the State-specific information, signing, artdsubmitting the prototyPe waiver 
application. Waivers submitted withoutalteration arF expeditiously approved by RCFA. 

o 	 On June 27, ijCFA released a letter to State Medic~d Directors to encourag~ them to 
reduce the size oflarge providers of residential services under the home and I 

community-based waiver prograni. To allow maxirrlum flexibility to States in establishing 
home and community-based waiver programs, RCFAhas not establish a fortital Federal 
policy on the humber ofpeople who can reside in a kroup home. However, the 
Department is concerned that homes serving large populations may not be ,able to provide 
an authentic community experience,' ! 

I 

o 	 In an additional letter, dated July 25, HCFA urged ~I State Medicaid Directors to make 
available appropriate home and community-based Waiver options to all persdns who are 

, 	 I, 

institutionalized, or at risk of institutionalization. HCFAalso firmly stated its belief that, ", 
" an individual has the right to assume risk, commknsurate with that person's ability and 
willingness to assume responsibility for the consequences of that risk." ' 

, 	 I 
I 

,Research and Demonstration Activities 

o 	 To honor its commitment to the disability communi~ to move toward the gqal of 
. encouraging provision oflong-term care services in; the community, rather t~an in 
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: 
I 

institutional settings, HCFA in consultation with leaders of the ADAPT movement has 
! , . 

modified its current contract with the University ofCalifomia, San Francisco"to 
undertake two'related studies. The two studies will 40~sist of a comprehensive review and 
analysis ofMedicaid policies, regulations and statutes which relate to long-term care 
services to identify: . I ! 	 . 

the institutional bias in Medicaid law,lr~gulation, All State Medicaid 
Directors Letters, and otherdocumerhs , 

! 
I ! 

requirements that overly promote th~ medical model in long-term care, 

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

identify to the extent to which Medic~re and Medicaid are un~ecessarily
• 	 I . 
hnked. 	 , . 

A project Advisory Cor:nmi~~e~ composed ofrbetween 8. a~d 10 indi~id~als. . 
knowledgeable about dlsablhtles as these relate to Medlcwd beneficlanes wIll 
inform the work ofthe contractors. Represrintatives could include individuals 
from ADAPT, the National Council on Aging, and other relevant groups, as well 
as health services researchers familiar with d;sabiiity issues. 

I 

The contractor will make interim reports to ihe PHHS/OMB work group 
discussed belo~ at ~O, 60, and ~O..~ay i~te~~s}lfter begin~ing work under the 
contract. The mtenm reports wdlldenttfy pohcles, 'regulatlOns,and· statutes 

I .. 

identified by those dates which need to be a4dressed by the work group. These 
interim reports are to expedite action byDljIHS to eliminate the institutional bias 
in Medicaid and to delink Medicare and Medicaid regulations when feund to be 
appropriate. 	 I . 
The final report will describe all the regulatipns and statutes which were reviewed, 
and describe the problem areas identified and the potential areas for change. The 
final report will include policy recommenda~ions, as well as potential research and 
demonstration projects. i 

I 
. I 

o 	 HCFA has established a work group to review the findings of the studies on eliminating 
the institutio~al bias in Medicaid and delinking pro*ematic Medicare policies from 
Medicaid. The work group consists ofHealth and Human Services staff, and stafffrom 
the Office ofManagement and Budget. The memb~rs will consult regulatlywith a group 
of "constituency ,partners" representing the disability community, State agencies, and 
other appropriate Federal agencies. The work groJp will work with the advocacy 
community to identify States which are willing to pbicipate in pilot studies designed to 
implement the" date certain" concept. We believe ~hese pilots could serve the symbiotic 
purposes ofhelping States which have mandates to: reduce their institutionalized 
populations and HCFA's desire to explore, identifyi,ng the barriers to implementing the 
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"datecertain" concept. The "date certain" concept identifies the date on which all' 
individuals who are in institutions on that date will hive the option to, move into a 
community-based living arrangement, and receive ne~ded services without th~ requirement 
for a waiver. (The "date certain"issue h~s been id~ntified by representatives of 
ADAPT as the one step the President, could take at this m~e.ting to sh())V real 
support. ADAPT argues that the "date certain" cbncept is a win-win concept 
because by definition it is cost neutral,and does Jot expan:ti the numb.erS of people 
eligible for ser:vice. Two versions of the c,oncept ~roposed IlY ADAPT ~re - 1) the 
"date certain" would be the day ~hose eligible cou,d begi~ to move to the community 
from institutions, and 2) the "date certain"is the date on,~hich aU persons in 
institutions o~ that date would be permitted to m1bve tol~e commll~ity when 
administratively feasible. The first is preferred. The ~ec,9nd is consi.<i.ered a "no 
brainer" ~y ADAPT. Given the history ofdeinsti~ution~lization oftbe mentally 
retarded and mentally ill, which has identified ttle many benefits and the serious 
risks involved, HCFA is committ~ to proceeding in a manner which serves to 
protect the interests of beneficiaries .) I' 

I 

o With funding from the Robert Wood Johnson Found~tiort, four States, Arkansas, Florida, 
New Jersey, and New York, have developed and su~mitted to HCFA w~ver applications 
to explore alternative ways to provide consumer-directed personal care services. These 
waiver applications are currently'under review at HCFAThis effort is'a,major research 
effort on behalf ofDHHS. The purpose ofthese den1.<mstr!itions would be to provide 
greater autonomy to consumers oflong- term care services by empowering them to 
purchas~ the ~:ssist~nc~ they require~o 'perform theiri a~thjties of ~aily livi?g. In order to 
accomplish thiS obJective, cash allowances (coupled~lth n1formatl0n services) would be 
provided directly to persons with disabilities -- enabling thetn to choose and purchase the 
services they feel would best meet their needs. These proposed demonstrations are 
frequently referred to as "Cash and Counseling Dembnstrations." Some of the major 
characteristics of the Cash and Counseling Demonsttations include: 

I 
~ The e~perimental model for the demonstrati6n would permit States tq allow clients 

to choose cash payments in lieu of traditiona,l case management servi~es. 
, 

The experimental group members who receite 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' u1se of the cash benefits so; long as 
purchases are related to disability needs. Where the relationship ofa 'planned use 
of the Icash benefit to a disability need is not!se1f-evident, prior approval may be 
required. I 

I 

In addition to purchasing personal assistanc~ services, the waiver would permit 
States to offer a range of optional supportive services, including, but :not limited 
to: recruitment ofworkers, screening of workers, training of the consumer and 
worker, back-up or emergency services, an9 assistance with tax forms and 

I 
I 
I 
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insurance paperwork. 

1 

The ayailability ofcounseling services woulq be integral to a consum~r-directed 
approach and to this demonstration. At a ~nimum,counseling involyes helping 
consumers to decide whether to ,choose the cash option.~d how the~ might best 
spend the money available to them. Coun'selorsshould 'give consum~rs the facts 

I. . ." : 
and options they need to make informed choices for themselves. 

, 	 I' . 

Each State proposal contains detailed. provisions for monitoring the quality ofcare 
provided under the demonstrations.¥onito:ring is pr~Yided by the:counse~ors, 
registered nurses and/or the fisc;al intermedifes depending on the~tate. 

The demonstration would accommodate participatiqri'of approxi~f~ly 9,750 
elderly, 7,125 non-elderly individuals with disabilities, and 1,750 children with 
disabilities. The demonstration .is acollabor~tive ~~~tt b~ repres~~ta~ives ofthe 
Robe~ Wood JoMso.n FoundatlOn,:tpe O~re o~t~~;'AsSl~t~t S;£retary for. 
Plf}nmng and Evaluation, the Health Care Fmancmg,.A.dmtmstratlQn, the National 
Program Office at the UniversityofMaryla~d's C~~~~r on Aging,the'National 
Council on Aging, and MathematicaPolicy feseai',gr (the evaluat9i). 

,I 	 ' 

o 	 HCFArecentiy approved an 1115 waiver for Colorado which will permitgr~ter 
flexibilitY'in defining where Medicaid home health services.Qiay be provided.: Instead of 

,. !. 	 , 

limiting visits to a beneficiary's place of residence, the demonstration woulci permit the 
same types of services to be providedin other settirlgs (e.g., schools, work s~tes, or day 
treatment centers). However, the State would not permit r~imbursement for, any visits 
which occur in hospitals, nursing homes, or interme(fiate cate facilities for the mentally

I~~ed. 	 i 

, 


The State estimates that between 100 and 200 clients will participate. 
, I ' 	 , 

Demonstration clients will meet Medicaid el,igibility requirements: The primary 
purpose ofthis demonstration project is to develop al1d refine the independent care 
model, and to assist individuals who are capable of directing their own care. 

I , 
, ServiCes will be provided under a fee-for-sefv;ce delivery model forthis 
demonstration project. Demonstration partiCipants will be permitted to choose 
among participating providers (agencies) within a geographic area. Participation 
by home health agencies, nurses, and aides \ViII be voluntary'. Appro~imately 10 
agencies will be selected to participate in the program. These agendes will be 
stratified by size and location (rural and urbkn). ' 

, 	 I' 
o HCFA will release a program announcement to Ce*ters for Independent Living (ClLs) 

intended to test a model ofconsumer-directed durable medical equipment (CD-DME) that 
covers a range of activities such as assessment and Ipurchasing related to wh~elchairs and 
accessory iteins. CD-DME sponsors will provide a~sistive technology information and 
facilitate consumers' access to expert assessment and care coordination. In partnership 

, I' 
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o 

o 

with consumers with physical disabilities, sponsorslualso more efficiently acquire 
Medicare":financed DME products and services thro~gh a,.process ofprior au~horization. 
Savings accrued from more efficient purchasing willibe uSed to establish beneficiary credit 
accounts that may be used by beneficiaries to acquire enhanced equipment atldJor services 
not covered by Medicare. Up to four sites are expe4ted to be awarded pre-Waiver 
development grants of approximately $150,000 each. ' i 

In their fiscal year 1997 research agenda, HCF A is s~onsoringa grants prqg~ to foster a 
more integrated and flexible service delivery system for Medi9Clid and Med!care 
dually-eligible !beneficiaries by working collaboratively with States and proViders to 
develop more effective systems ofcare to me~t the 9iverse arlrlcomplex neoos of these 

benefiCiaries:. .. . . I ... ... 
One IllustratIve model mcluded mth~!grants ~nnou~~ment was apln(lependent 
Lil'ing Model Integrated with M,edi¢ill Services, v.:!!h emphasisqrr.increased 
consumer direction and control, innovative 4se m~~gement mod¢ls built around 
current resource systems for those with disaoilities;(~"g., Centers fOr Independent 
Living), and new payment apprOliches that ptovide~r1~reased consumer control 
and flexibility around key long term care sen}ices s~9h as personal.~sistance 
servict:s. Discussions with States :preparing prop6s~s'indicate that several plan to 
submit; proposals targeted to non..:elderlybeneficiaries with disabilities, with some 
features of HCFA's illustrative model. ' 

Twelve proposals were receive4 -by the Aug~st 29 deadline. HCFA is planning to 
award approximately six grants 6f$150,000 ~achitlOctober 1997. 

, I' 

, I 

The State ofWisconsin submitted an application for!Medicare and Medicai9 ' 
demonstration waivers to establish apartnership mouel ofcare delivery for under age 65 
beneficiarie's with physical disabilities and frail elderly beneficiaries who are eligible for 
Medicare and Medicaid and meet nursing home leve1 ofcare criteria. The model is similar 
to the Program of All-inclusive Care for the Elderly (pACE)i:npdel in the use ofmulti­
disciplinary care teams, prepaid capitation and the sponsorship by a community-based 
service provider. The partnership model for people ~ith disabilities would use Centers for 
Independent Living a s the comrnunity-based provider. Waiv¢r approval is antiCipated 
this fall with implementation targeted for January 1,11998. 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 
ofservice delivery specifically designed for Medicar~ and Meclicaid beneficiaries with 
physical disabilities. ' 

I 

The State ofRhode Island was awarded a HCFA planning grant to design an integrated 
approach to h~althlmedical care and for life-Iongco~munity,supports for adults with . 
developmental disabilities. Stafffrom Rhode Island !Division ofDevelopmen~al Disabilities 
along with Department ofHuman Services, people ,with disabilities, service providers, and 

i 
I , 
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I 

I 
I 

advocates worked for over 2 years to design this waiver proposaL The plannil1g was 
completed in July 1996. HCFA is currently reviewi~g the implementation prqposal 
submitted by the State in May 1997 whi~h will consolidate the current MediC~d and other 
Federal funding streams into a single coh~rent fundiqg resoUrce. This will h~lp enable the 
restructuring and transition ofthe service system to promote n)ore personally directed 
supports and services. The program will serve 3,500 beneficiaries statewide. ; 

, I, " , ' 
, 
I 

Status of HCFA Initiatives Announced at the June 25 White House Meeting' . I 

o 	 Contract to review Medicaid regulations for'institutibnal bias and delinkMedicare and 
Medicaid policy - Covered above. ' , 

o 	 Establish a workgroup to address biaS issues - Covered above. 
I 	 . 

o 	 Analyze Community Assistant Services Act (CASA)-Anruysisattached. 
i 

o 	 Analyze ADAPT's data on cost effectiveness - HCFA'sactuaries and the Office of the 
Assistant Sec~etary for Planning and Evaluation in QHHS ~recurrently reviewing data 
provided to them by OMB. I 

I 

I 
o 	 HCF A Central Office staff will visit several independent living centers - HCF A's Center 

for Beneficiary Services (CBS) is to set up visits in: bollaboration with the Department of 
, Education and ADAPT., ! ' , 

I 	 . 
o 	 Announcement of the Consumer-Directed DME solicitation - CBS plans an early FY 1998 

. solicitation. I ' 
I 

I 
I 

i 
I 
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ATTACHMENT 

. . i 	 ' . 
"MEDICAID COMMUNITY ATTENDANT SERVICES ACT OF 1997" ,(H.R.2020) . , 	 . 

Introduced by Speaker Gingrich on June 24, 1997 
, 	 , 

Summary of H.R.2020 

. 	 I 
Coverage or"Qualified Community-based Attendant Services." The bill would require a 
State Medicaid plan to include'qualified community-::hased attendant.~ervices for'any i,ndividual 
who is entitled to nursing facilities or intennediate care facilities fOf':the mentallytetarded 
(ICFIMR) and who requires such services based onfunction~ need (without regard to age or 
disability).' I 

Individual choice of care setting. A State wouldpennit aA indivi4ual who is elltitled to 
Medicaid and qualified for care in a nursing facility or an ICFIMR to choose to reCeive qualified 
community-based attendant services in the most integrated s,btting.appropriate tOJhe individual so 
long as the aggregate amount ofFederal expenditures for such ind~yidual does n<>lexceed the 
total that would have been spent in an institution plus the tdnsitional allotment for the State 
involved. I 

Definitions. . 	 , 

• 	 • Qualified Community.ba.ed AItendant servicesl· A newsection is adde~ that defines 
"qualified community-based attendant services" as .attendant services furnished to an 
individual: ' • 

I 
(1) on an as-needed basis under a plan ofservice that is based on an assessment of 
functional need and that is agreed to by the individuJl; , 
(2) in a home or community-baserlsetting, which mdy include a school, workplace or 
recreation or religious facility, but does not include ~ nursing facility, ICFIMR or other 
institutional facility; . . I 

(3) under either an agency-provider model or other fuodel; and , 
(4) the furnishing ofwhich is selected, managed and/controlled by the individual (as 
defined by the Secretary). I 

,I 

The term would include: backup and emergency att~ndant services; voluntary'training on 
how to select, manage and dismiss attendants; andh¢alth-related tasks (as defined by the 
Secretary) that are assigned to, delegated to, or pe~onned by, unlicensed personal 
attendants. Excluded services would include: provision ofroom and board; and 
prevocational,' vocational and supported employment. The Secretary would promulgate 
regulations that the tennmay include expenditures fpr transitional costs such as rent and 
utility deposits, first months's.rent and utilities, bedding, basic kitchen supplies and other 
necessities. . I . : 
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I 

• " Agency-provider modd· means a .riethod ofproviJng ""mmunity-based Se~ces und~r 
which a single entity contracts fOf the provisionQf sU9h service~. I 

• I 

"Other model", means a method,.other than agency-ptovid~r, for provision of 
community-based attendant services.

" 
Such amodel rrtay

I,'
iQ~lude vouchers~'direcf cash

" ,'" 
payments or use,of a fiscal agent to assist in6btaining serVIces. , IN 

r I', 

Transition allotments. Transitkmal allotments would b,e provided 'of: $580 million in fiscal year 
(FY) 1998; $480 million in FY 1999; $380 million inFY 2000; $28{fmillion in;FY 2001; $180 

., I :,' , 

million in 2002; and $100 million in 2003. The Secr~tary would p~9vide a formula for: distribution
" I .,',! ,

ofthe allotment to States.,': ; , , I ' 

In order to receive transitional funds, a State wouHbe required to 'pevelop a long-terril care 
services transition plan that establishes spe~ific actiqn steps kd spe(;ific timetaf>J¢s tOlncrease the 
proportion of long-term care services provided und~Nhe plah iri N?,me and coJriWunity based 
settings, rather than institutional settings. TlJe plan,would b~' developed with "tfiajor ' 
participation" by both the State Independent tiving'Council ~d the State Dev¢lppmental 
Disabilities Council, as well as input from Councils on Aging. ' 

I 
State Quality Assurance Program. No Federal financial pLticip*ion would b~ available with 
respect to qualified community-based attend~ht services unlciss the State establishes and maintains 
a quality assurance program that is develope4'"after public h~ririgs and that is b~,ed on consumer 
satisfaction. For services furnished under the"igency-provid~rinodel, they woul,d have to meet 
the following requirements: . 'i ' 

I 
(1) The State must periodically certify and survey provider ~gencies on an unannounced basis at 
least once a year; '! 
(2) The State adopts standards relating to minimum qualifidtions and training re.quirements for 
provider staff, financial operating standards and a consumer Igrievance process; , 
(3) The State provides a system for monitoring boards consi'sting ofproviders, family, members, 
consumers and neighbors to advise and assist the State; : ; 
(4) The State establishes reporting procedures to make av~lable information to the public; 
(5)The State provides ongoing monitoring ofthe delivery ofattendaht services and tije effect of 
those services on the health and well~being ofeach recipien~. . 

, 
The regulations promulgated under section 1930(h)(1) wouJd apply with respect to health, .safety 
and welfare of individuals receiving qualified community"based atteridant services in the same 
manner as they apply to individuals receiving community supported living arrangement services. 
The Secretary would promulgate additional regulations top,rotect the health, safety and welfare 
for individuals receiving qualified community-based attenda;nt services other than under an 
agency-provider mod'el. ' , 

I ' 

Secretarial requirements. The Secretary would be requir~d to submit toCongress:periodic 
reports on the impact of this section on beneficiaries, State~ and the Federal governIl).ent. 
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i 
I, i 	 , 

The Secretary ofHHS would be required to Lew existinJ Medicaid regulations as they regulate 
the provi~ion ofhom~ health services an~;QtQ~.r services tn *qme ~d corilmunity-based settings 
and submit a report to Congress on how excessive utilization ofm"edical services can be reduced 
by using qualified community-based attendant 'services. 

The Secretary would be required to develop a functional n\l~dS as~~~sment instrument that 
assesses an individual,' s need for qualified community.;.base9 attend~nt services. , 

The Secretary would be required to estaplish a task force td examiij~ appropriat¢ methods for 
financing long-term care services. The task force wQuld indlude Clsi~nificant" representation of 
individuals (arid representatives of individuals) who ?eceive Isuch seiVices. ' 

Other requirements. Effective 111199, it State could not elect to ,cover individti~s ih a medical 
institution without also electing to cover in9ivtdualswho would be' eligible for care in a medical 
institution, but are receiving home and community based care. 

I 	 I 

The definition of"medical assistance11 is amenged to add "qttalifiedcommunity-based:attendant 
services" (to the extent allowed and as defined in section 1 ~32). ' 

I 
• I 

Each time" section 1915" appears in the eligibility section, the term, IIor qualified community-based 
attendant services" is 'added. ' , 

States would have the option ofwaiving the iQcome limitation in section 1903(t}ifthe State finds 
the potential for employment opportunities w6uld be enhan~ed through the provi,siol1 of such 
services. The State may impose a premium based on a slidih

I 
gscale relating to income. 

, 	 > 

Effective Date: 111198 

HHS Preliminary Analysis of CASA Bill [ 
I 

We are committed to addressing the imbalance between institutional and community".based 
services within the Medicaid program and to 'promoting cot'lsumer-directed home and community 
based services and personal assistance services. This legisl~tion takes great strides in both these 
areas. The legislation extends actions of the Clinton Admitijstratiori achieved through the 
Balanced Budget Act of 1991, the Personal Care Services Regulation (soon to be published), and 
Medicaid programmatic actions through the home and confmunity-based care waiver program.

I 

• 	 The Administration supports the bill's concept ofproviding community attendant care 
services in locations other than the home. 

• 	 We also support the bill's concept ofmaking community-based care an optiqn for those in 
need of long-term care services. I 

The Personal Care Services final regulation, scheduled for publication this week, 
will contain specific provisions that support!expansion of home and ' 



community,.based care. 

The regulation removes the ~equirement for ~uperyision by a registered nurse, 
reducing the cost and making this a more aff9rda~~e option for States to elect. The 
regulation further supports the.ditection the CAS1'bill takes in expanqing 
provision of services to locations other than in the'i·home. 

. 	 I~. 

• 	 The CASA biII contains provisions that address the provis!9n of high quality services, and 
controlling the costs in providing all long-term care servic.~$ which are 'hlajor concerns of 
the Department. Recognition ofthese two·concerns!in th~itASA bill repects the disability 
community's understanding of these two important issue~tWe are doilig:a number of 
things to examine these issues in acontroll~ and delliber~tk way, and will continue to 
need the support of the disability community to info~ this process. . . 

Despite our strong support for the goals ofincreased communitY integration ~nd consumer 
direction and control for beneficiaries with disabilities, the Idgislation presents several policy and 
operational concerns. I 

Policy Concerns 

• !Cost 
I 
! 

There are several facets to the cost issue. The bill intends td offer individuals currently residing in 
I· 	 . 

institutions the option of receiving personal assistance serviSes.in the community. While there 
might be some savings from people who are currentlyireceiving more expensive care 
moving to less expensive care givers, we are concern~d that these savings will not be 
enough to offset new costs. I 

• 	 Filling ofbeds -- While services might be provided ih the community at a cost equal to, or 
• . 	 1 

lower than the institutional cost for a given individllaJ, it is quite likely that the institutional 
beds will be filled by persons waiting for institutionaliservices, increasing overall costs. 

It is difficult to imagine how one migh~prohibit statls from filling beds freed ~p under this 
bill. Our experience with the Home and CommunitylSased Waiver program demonstrated 
the difficulty in constraining State and/or provider behavior in this respect. . 

• 	 Transitional Costs -- For States seeking to shift morl services to the commun~ty and to 
ultimately close larger institutional settings, there arJ transitional costs related.to covering 
fixed institutional costs with declining populations tHat are difficult to resolve ,n a budget 
neutral way. . . I . 

• 	 Increased Utilization -- It is likely that the aVailabilit~ ofpersonal attendant servic~s will 
induce more utilization, through the so;..called "woodwork effect," so that overall costs will 
increase as individuals who would not seek institutiohal care would seek comf!1unity care 
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under this new program. 

• 	 Paying Family Members -- Compounding the possibte cost expansion is the l~ck of 
specific language regarding payment to fairuly memb~rs fd,[ care which could otherwise be 
furnished without charge. The language should be arhend~d to specify that paYment is not 
available for services furnished by a spouse to a spouse or!~'parent to a child. : 

Cost Limitations 	 I 
I 

• 	 The bill does have some mechanisms for the State to !contrpl costs thr04gh a c:ost 
neutrality requirement, however, we are unclear hOW! this rt;quirement would b.·e'enforced, 
given the previously identified concerns.. . 

. . . 
. . 

• 	 The bill also permits cost-sharing that could. be used to moderate State and Federal 
spending. 

Actuaries' Concerns 
i 
! 
I

• 	 HCFA actuaries are concerned that even with the liffi;itations on cost in place, 
implementation ofthis benefit will result in significa*t additional spending, ~bove and . 
beyond the $2 billion transitional pool that is specified in the bill. . 	 .! 

• 	 HCFA actuaries question how the limitation on expehditures provided for in GASA is 
based. Is the limitation based . . I. . . 

I 

1) on what is paid under Medicaid for those currentl~ receiving institutional care, or 
I 	 • 

I 
2) on what would have been paid if all those who redeive CASA services instead received 
institutional care? (Our reading of the bill language ~ould support interpretation 2.) 

• 	 . Interpretation 1) would implicitly place a limit on w~o could be served 1, even though the 
benefit is envisioned as an entitlement. I . 

• 	 Interpretation '2) would allow all eligible individuals to be served but would result in 
additional costs to Medicaid if significant numbers ofCASA-eJigible individuals not now 
being served by Medicaid in institutions participate iri the CASA program.2 

• 	 Additional costs may also arise to the extent that CASA participants make use ofother 
services (e.g., skilled nursing, therapy) which are not included in the definition ofCASA 
services. I· 

• 	 ~ operational con~~rn regarding the cost limitation/ under eit~er i~te~retation is t~e 
difficulty ofdetermmmg what "would have" been expended as mstltutlonal care. Pnor 
. experience under demonstrations indicates that suchidetertninations are very problematic 

• 	 • Im practice. 	 . 

PHOTOCOPY 

PRESERVATION 

'>,', 



Cash Payments 

The bill identifies that community attendant services could b~ pro~dedthrough ~ agency~based 
model or an "other" model, with the latter conceivably including Y~l:lchers or dir,ect cash 
payments. 	 I ", 

I 
I 

I " ' 


• 	 To date, cash payments have not been authorized in the.M~dicaid progf~m. There are 
several issues, ranging from the appropriate amount 6fFed~raloversig~i to more technical 
questions such: as the possibility that these p~yments tould':~e consider~ "illcome" for 
purposes ofall other Federal and State programs,ca4sing:~~e irtdividual receiving such 
payments to lose eligibility for services hecauseoftheir iQ9,rea,sed "incqffie".. 	 I ",'", 

• 	 Although HCFA is interested in exploring well;'desigt;ted ~.enlollstrations to tes~ the effects 
of these types ofmodels, through demonstrations suchasjZash:and COtin&eling,it is 

, premature to support legislation authorizing rnodels such!lS these absent any : 
understanding of their impact on beneficiaries' health and quality oflit~, ,serVices used, and 
overall program expenditures. 

I 
Protection of Beneficiaries' Rights and Quality Standards for Personal Attendants 

I 

We need more information regarding what is meant by the quality standards arid beneficiary 
rights. " ' . I, 

Exclusion of Institutionalized Individuals I 

The legislation excludes payment for services to institutionaliked (iQcluding those in hqspitals) 
individual$. Over the past several years, we have .received cdmplaints from many sources 
(inCluding ADAPT) that our lack ofability to pay for person~l attelldal1ts while ~ .person is 
hospitalized causes hardship for both the provider, the provider ~gency and the hospital. 
Reactions from States have been mixed on this issue. . : ' ' ' 

I 

Operational Issues 	 i 
I 	 , • 

Many States would face significant capacity issues, including :the availability of provid~rs of 
attendant care, necessary staff training, development ofquality oversight mechanisms, : 
development of fiscal agent and other cash or voucher related requirements, as well as'funding. 

Room and Board Exclusion 	 I.: 
While this issue is not addressed in the bill language, it will liKely be an implementation' issue. 
Similar issues prompted Congresst6 amend section 1915© tb specificaHyallow for the payment 
ofthe portion of rent and food that can be attributed to the persortal c~re attendant while living in 
the home of the individ'ual receiving services. It is reasonable

"I 

i to expect that 
t 
the attend~nt 

. 
will 

have needs and expectations of food and accommodations. 
, '. 

' 
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Distribution ofTransitional Funds 	 i 

i 


, . .. I.. . . 
The bill is silent on how transitional funds allocated to a State·would then be allocated to 
individuals. There is some concern that ~k f4ojJ. maYOr be tWlletl:d!O persphs inost in. need. 

PHOTOCOPY 

PRESERVATION 



