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TALKING POINTS -- PERSoNAL ASSISTANCE SERVICES 

• 	 The Clinton Administration has a strong commitment to and has made enormons, 
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 win allow much m~re 
flexibility and consumer direction. 

, " 

• 	 The President and Vice President met with disability groups in September 1997 to 
discussPAS and other issues. As a result, HHS ~stablished a Home and Community 
Based Services Work Group,co-ch'aired by Bob Williams and Sally Richardson. 
The general goals of the group are tostudy and make recommendations about how t6 
reduce the institutional bias in Medicaid long-term care spending and service delivery to 
promote home and community-based care~ with a particular e~phasis on consumer 
directed services. " , . 

• 	 The HCBS Work Group has been very active and accomplished a gr~at 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 all 
, independent study ofthe institutional bias in Medicaid. The draft study was 

reviewed by the Blue Ribbon Panel on PAS, and will be available in final form in 
the next f~w weeks. The report contains 75 p~licy 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 regul~!ory change, (3) those which can be ' 
accomplished through issuance of guidelines, and (4) those which necessitate a 
study or convening of a panel ofexperts on an issue. Roughly 13 
recommendations require statutory change; 32 require regulatory change, 13 can 
be accomplished through manual guidelines, and 42 recommendations require a 
study or coriveningof a panel of experts. ,It is important to note that about one. 
quarter of the rec,ommendations presented by the UCSF team ~s needed regulatory 
or statutory, or policy changes are, :in fad, things that are already allowa~le under 
the Medicaid program. Further, manystates,are already using Medicaid to offer 
services that the UCSf team suggests HHS ought to allow them to offer. 



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

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

Because many of these recommeI).dations 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 aGtions can be taken. The focus will be on 
recommendations which increase program flexibility without increasing 
program costs and, especially, those which can be accomplished through 

. the issuance of guidelines. ' 

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

Conducting a durable medical equipment demonstration in collaboration with 
independent living centers to allow more flexibility in purchasing and budgeting 
for assistive devices. The announcement seeking proposals for this demonstration 
was made public in the first week ofMay. 

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

Establishing a technical assistance focus, through a contract, to disseminate 
information and assist states and consumers in efforts to promote the use of 
home and community based services and consumer directed·PAS. HHS will 
award a contract by August to provide assistance and information on model 
practices and ways to expand and promote home and community based services 
and minimize reliance on nursing homes. The technical assistance will be 
provided in the form of written materials, conferences and forums, electronic 
communications, and other means. 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 of the ADA requires PAS to be 
provided in the most integrated setting, and identify activities to raise 
ADA issues about home and community based services throughout the 
country. 

Con tracting 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; 
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The Work Group has completed a study ofprograms that traill people 011 the 
welfare rolls to become PAS providers. Work Group members reviewed training 
programs and developed a list ofcritical elements ofgood training programs to . 
prepare welfare workers to be PAS providers. This study will be distributed 
widely in June. It is currently under review by the Work Group. In the Fall, the 
Work Group is planning to hold a small meeting of experts in PAS and welfare to 
discuss future activities. 

The Work Group has also beell illvolved ill allumber ofother activities: 
• 	 disseminating information from an extensive series of interviews with 

consumers; 
• 	 disseminating to all HCF A regional waiver coordinators and state waiver 

staff a HeBS waiver manual developed by the Atlanta regional staff; 
• 	 posting on the Internet and otherwise disseminating a series of reports on 

maximizing consumer direction in personal assistance services; 
• 	 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 

• 	 stepping up an already active research agenda on HCBS. 
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TALKING POINTS -- RETURN TO WORK 

" 

• 	 ' In March, the President signed an Executive Order on Employment of Peopie with 
Disabilities. People with disabilities report that the fear of losing essential health and 
long-term care services covered under M~dicare and Medicaid, is an important factor in 

, preventing them from leaving the federal income support programs (Supplemental 
Security Income and Social Security Disability Income) and trying to work. HHS is 
conducting research on what types ofincentives 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 under the 'BBA, which allows states to offer Medicaid' serVices 
to people with disabilities who are able to work and earn more than the currentlY' ' 
allowed limits. This will enable people with disabilities to earn middle income 
salari~s, but retain the health and long term care they need. 

'WE NEED YOUR HELP in publicizing the availability of this new 
Medicaid option, and encouraging states to include ihn their Medicaid 
'".
state plans. 

The Administration supported and Congress enacted a provision that allows, 
HCBS waivers to provide supported employmenttQ all participants with mental 
retardation or mental illness,' not just those recipients 'vVhowete formerly 
institutio~alized. A number of states have already pi~ked up;on this,'and HHS 
will provide technical assistan'ce to other states who want .to do so. 

. 	 ... , 1 

HHS has a solid research agenda underway. A recent HHS study conducted' 
with SSA reviewed the research on the link between health ca~e coverage and the 
decision to work. While few empirical studies were identified, th~ available 
evidence suggests that health care access is one important factor in the decision to 
seek work. Another recently completed study confirmed that at least some ' . , 

Section 1619 participants delibenitely restrain their earnings so they can k~ep 
Medicaid. HHS is also looking at the ~mpact of Medicaid expansions in' 
Tennessee and qregon to determine whether improved health care access led to 
greater numbers ,of pe,ople with disabilities entering the work force. Finally, at 
Secretary Shalala's request, Bob WillIams' office is initiating a new res'earch 
study to examine why some people with disabilities are able to successfully enter 
the work force arid/or use existing work incentives while others are not. 

Independent living centers and other consumer, service organizations need to 
fill an important void: they mustfamiliarize themselves''with~the current w,ork 
incentives for SSI and SSDI recipients, find out how they w.ork and how to 
access them, and help consumers use the work incentives. On average, f~wer 
than one percent of SSI and SSDI recipients use the work incentives that are 
currently avaihlble. 

I 
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Contact: 	 rvfichael Auberger (901) 528..1800, ROOl.ll l\1~4 

Marsha Katz (901) 522-9700, Room 312 . 


Sundquist Epitomizes Flaws in I.fStates' Righ~s" 

Vice PNgide~t GOt~, Native Son of First WO{st State 


SOO members of ADAPT had their belief in states' rights tested by Governor 
Don Su.ndquist's refusal to support Tennesseans with disabilities, young and old.: 
Despite strollg support for ADAPT from Memphis Mayor IN. W. Herenton and 

. Shelby COUl'\tr ~1.ayor Jim Rout, Sundquist refused to wOl'k .for honle and . 
cOlumunity based services that could keep TelUlessee citizens out of nursing 
homes and instittltions. 

"Governors like Sundquist who choose to ignore the cost effectiveness and· 
rightness of home and cOl.l\ouUlity ba$ed servkes, and instead continue to 
sentence their citizens to death in nursing homes, leave us. with only one 
solution-federallegislal.ion that guarantees (hoice lor all Americans. \-Ve'Il just, 
have to go to allother level," conclud~d :Michael Aubergel', national ADAPT 
organizer. 

ADAPT'slegislatiolli H. R. 2020, also known as the Medicaid Conununily 
Att~nda.nt Services Act of 1997 or :t..1iCASA (Spanish for My House), would set 
minimuID standards for all the states. H. R. 2020 is co·sponson~d by Minority 
Leader Richard Gephardt and Speaker of the House Newt Gingrich. It currently 
has 62 additional co.-Sponsol'S, split evenly between Democrats and Republicans, 
and allows citizens to choose home and community based services over nursing , 
homes.· . 

. Despite its broad bipartisan suppor~, the Clinton Administration has yet to ' 
endorse H. It 2020. Ten1\ess~e Native Son, Vice President AI Gore, was invited to 
addl'ess the disabIlity ('on\tnunity in lvlemphis, bl\t refused to meet ",dth ADAPT. 
to discuss the issues. Gore hails from the nation's First "Vorst state in investilt.g 
tax dollars in illstituUonalizillg persons with disabilities, young and old, raUler 
than offering them the choice to live ,vith needed services in their own homes. 
1.11 don't understa.t\d h.ow Vice Presidel\t Gore can sleep at night knowing about all 
th~ persons trapped and dying in Tennessee nUr6ing homes. He hasn't Hfted Cl. 
finger to help us, Is he another Sundquist?" asked Dawn Russell of :Metnphis. 

"Another influential Tennessean, Nancy Ann :Min DePade, Adminish'ato1' 
of HCFA (Health Care Financing Admlnstri\tion) needs to take a stron.g public 
position in favor of H. R. 2020. She 11.lUSt help stoP the warehousing and deaths of 
men, women, and. children with disabilities in the nationr

5 nursing homes and 
other institutions." added Bob Liston, an ADAPT organizer from :Michigan. 
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Tho currant tong term care system in the United States has all 
institutional bias. 80% of all long term care dollars are spent on 
nursing homes and other institutions, leaving only 20% for all 
home and community based options. People with disabilities 
old and young, and their families do not have a Rl::AL choice 
when selecting tong term care services. 

ADAPT demands that Tennessee's native sonVice..Presidcnt AI 
'Gore and the CHnton Administration do the following:
, 	 , 

. 
1) 	Endorse the passage of HR 2020, the Medicaid Community 


Attendant Services Act, MiCASA. ' 


2) 	 Meet with representatives of ADAPT by July 4, -1998 to 
develop a plan of action that will result in a national program 
'of personat attendant services. 

3) 	 Direct Donna Shalala, Secretary of Health and ttuman 
Services to take all necessary actions by November 5, 1998 
that will result in 10,000 new people with disabilities 
receiving personal attendant services. 

4) 	Direct Tennessean Nancy Ann Min DeParle, Administrator of 
th~ Health Care <Financing Administration, to use the $2 
million appropriated by Congress for its intended lise, a pilot 

< project with ADAPT on consumer controlled attendant 
services. 

5) 	 Develop with ADAPT, a written position paper on personal 

attendant services, making this position public on 

September 15,1998 by holding a press conference with 

ADAPT. ' 
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FROM: Jeanne LambreJ':J"ChrisJem:Ungs 
/ 

,RE:DISCUSSION OF r AX PROPOS . .\LS 

In anticipation of a debate about tax incentives for health, we would like to hzve a Staff-level 

IlQlicy discussion on ridayat 1 0:30am m Room 239. e goa! ofthis meeting is to discuss 

~pecific cost estimates, cover oe Imp lcations,an 0 er pros I cons oithe follOwing proposals: 


!.' HR 3475; 'Deductibility of individual he111th insura..'1ce (attaehed) 

2. -Immediately phasing in the 3e1f~employed tax deductibility 

3. Proposal for a personal assistaru:e taKdeduc'lion Jcredit being considered.as part ofth: '~~'7 work incentives for people withdlsabilitics (5::-' --, 

4. , Li~t of "ideas" (attached), particrue.rlythe incentives for small businesses 

5. Any other ideas'that you have'heard about on the Hill. 

, 
Note; This was originally planned as a policyI]Jolitical discussion \\~thChrisand some of the 

legislative people. ,blltwe have changed it,tcr, be ,a staff discussion ofpolicy issues,to preDare for 

the policy I political discussion which,wUl take ,place late nc~t week YQuprobably dOJl'tnfflil 


'" tp attend aud cap tend the appro,priat: staff to'this discussiOn. Please call Jeanne with the na:nes, 

birthdales and .sS#sofstaff." ' , , 


Thanks. 
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To: Diana Fortuna/OPD/EOP 
cc: melinda d. haskins/omb/eop 

bcc: 

Subject: Re: RTW Update 


The Treasury position will probably be something like "Do not oppose, but offer to work with the 
Committee to raise concerns about the proposal and to improve impairment related tax benefits for 
all individual." There are a couple of reasons for this. First, there are some similarities in structure 
to the tax credit for personal assistant services proposed in the Health Security Act. Second, in 
reviewing this provision, they found some problems with/ways to improve the design of ~he current 
law treatment of impairment related expenses (currently only those who itemize deductions 
benefit). 

A position memo has been forwarded to the Deputy Assistant Secretary. Once this goes "up the 
chain" they will share it with us. Treasury expects to have a position by Wednesday. 

This may be more information than you want now, but here are some of Treasury's concerns: 
• 	 Definition of "Qualifying Expenses" (Capital expenditures <Sjepreciable goods> are excluded -

this is a larger issue that must be discussed in Treasury) 
• 	 Definition of "handicapped" (does not specify a length of time -- could someone who broke 

their leg conceivably get the credit?) .- 'f\~ ~.J'-h~\;:P-"", ' , 
• 	 IRS cannot enforce (one possible mechanism would be to require additional documentation to 

be attached to the tax return) ~ ~<t) c_. 
• 	 The way it is designed -- subtract the credit off of the itemized deductions makes those with 

high incomes better off. 
• 	 Effective date -- January 1, 1998 may be too soon. This is in part a Y2K issue. 
• 	 Interaction of this credit with the alternative minimum tax (~is-~rd" 9lJ"S'io" She? 

did not try,to explain it to me). ~~'0 w ~ T~,C(.,o tf2 71] 
~ oJ &A~~1~ -

Diana Fortuna '(3-K', ~~~l~ ~ ~~~~udf()Znf', 
, 0'1'\5 Iw. @> 511C ~~ (f'T€\I\t1tv.:l .rs !/D'1

~l,f~ ~ v-:>J f?lC- jt~ ~ j ~e~ 
~~~~~~==fr-. \IJ'..rl Ii-- ,V\~ / P<r~ --~ .k, I R.IA€. 
Diana Fortuna') . 05761/98 02:57:19" r . ~ 
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No sap till the floor, I assume, which is usual policy, right, Melinda? But I think we should try to be 
ready with something to say on Wednesday, if necessary. Can they have some kind of preliminary 
position ready by then, do you think? Melinda, does this sound right? 

Joanne Cianci 

( 

Joanne Cianci 05/01/98 12:05:46 PM 

Record Type: Record 

To: Melinda D. Haskins/OMB/EOP, Diana Fortuna/OPD/EOP 

cc: 

Subject: RTW Update -- Treasury 


As you know, the markup for the Bunning-Kennelly bill is tentatively set for May 6. 

Treasury is working on a memo to be cleared through Rubin on their position on the tax credit. 
Treasury is not opposed to the tax credit but has some concerns about the way it is designed. 
They are willing to work with the committee to address these. Specifically, they would like to 
increase the generosity of the tax (under current tax law the allowable expenses are probably much 
smaller than the committee presumed) and to narrow the eligibility (stricter definition of disability). 
They also have some concerns related to compliance (i.e., IRS cannot and should not have to verify 
the disability). They have not shared any of their estimates with me yet. 

Treasury would like to know our schedule for taking· a position on the bill, specifically if and when 
we plan to issue a SAP. 



Also include the calculation of the reasonably estimated 
, loss claimed. . 

Ordinary loss not allowed. You cannot choose to 
claim an ordinaryloss.ff: 

1) Any part of the deposit is federally insured, . 

M~ 2) You own at least 1% of the financial institution, 

~o~· , 3) You are an officer of the financial institution, or ,I \ 4) You are related to such an owner or officer. 

Repayments of Income 
If you had to repay an amount that you included in in-·. 
come in an earlier year, you may be able to ,deduct the 

. . ./ amount you repaid. If the amount you .had to repay was 
~ ordinary income of $3,000 or less,': the deduction is 
..f1\J( subject to the 2% limit. If it is more than $3,000, see 
~I~~, Repayments Under Claim ofRight, .Ia:er; 

\.V' . Repayments of .
\r% Social Security Benefits . 

If box 5 (net benefits for 1997) of all your Forms 
SSA-1099, Social Security Benefit Statement, and 

/:.. ,. Forms RRB-1099, Payments By the Railroad Retire
ment Board, has a negative figure, you may be able to , 
take a miscellaneous deduction. The miscellaneous 

'1 deduction would be for the amolJnt of the negative fig
ure that represents an amount you included in gross 
income in an earlier year. . 

The amount in . box 5 of Form SSA-1099 is the net , amount of benefits paid to you, for the year. It is the 
result of subtracting the figure in box 4. (benefits repaid jV!
to SSA in 1997) from the figure in box 3 (benefits paid. 

~tv- . in 1997). The amount in box ,5 of Form RRB-1099 is the ,
IV' }<'1 net amount of the SSEB (social security equivalent . 
~ 	. benefit) portion of tier 1 benefits paid to you in 1997. It' 
•{0 	 is the result of subtracting the amount in box 4 (SSEB 
I" 	 \ portion of Tier 1 repaid to RRB in 1997) from the 

amount in box 3 (gross SSEB portion of Tier 1 paid in 
•• 1(1997). '4\ \' b 

(CiJ/t . ( Ell If the deduction is more than $3,000, you will 
'J() ! have to use a special computation to figure your 
b/ "tax. Get Publication 915, Social Security and 

Equivalent Railroad Retirement Benefits, for additional 
information.' , 

Safe Deposit Box Rent 
You can deduct safe deposit box rent if you use the box 
to store taxable income-producing stocks, bonds,or 
investment-related papers and documents. You cannot 
deduct the rent if you use the box only for jewelry or 

. other personal items or for tax-exempt securities. 

Service Charges on Dlvld~nd 
Reinvestment Plans 
You can deduct service charges you pay as a sub
scriber in a dividend reinvestment plan. These service 
charges include payments for: 

1) Holding shares acquired through a plan, ' 

2) Collecting and reinvesting cash divide1'lds, and 

'6Y,.JW 

./ 3) Keeping Individual r~ords and providing d~tailed 

statements of accounts. 
.' 

Tax Preparation Fees 
You can usually deduct tax preparation fee's in the year 

'.. you pay them. Thus, on your 1997 return, you can de
duct fees paid in 1997 for preparing your 1996. return. 
These fees include the cost of tax preparation software 
programs and tax publications. It also includes any fee 
you paid for electronic filing of your return. 

Deduct expenses of preparing tax schedules relating 
to profit or loss from business (Schedule Cor C-EZ), 
rentals or royalties (Schedule E), or farm inCome and 
expenses (Schedule F) on the appropriate schedule. 
Deduct expenses of preparing the remainder of the re
turn on line 21" Schedule A (Form 1040) . 

Trustee's Administrative Fees for IRA 
Trustee's amdinstrative fees that are billed separately 

. and paid by you in connection with your IRA are 
deductible. They are deductible (if they are ordinary and 
necessary) as a miscellaneous deduction on Schedule 
A (Form 1040). See Publication 590, Individual Retire
ment Arrangements (IRAs) for more information. 

Deductions Not Subject 
to the 2% Limit 
You can deduct the following expenses as miscella
neous itemized deductions. They are not subject to the 
2% limit. R~rt these expenses on line 27, Schedule 

A (Form 1040). .' ~ b-t. {,i~' 
,'. .~~ ~i'~ av 

list of DeductionS~~~J:ftU~" 
• Al"'!1ortizable premium on taxable bonas--.:::J!VC:t...bft>~ 

. • Federal estate tax on income in respect of a ~d~qtJ 
decedent ~ 6-f {PC-R a:J 

• ~a~bling losses up to the amount Itgambiino UlO]Jc . 
winnings . . ('Ct7,' . 

• impairment-related work expenses of perSons with kt)
disabilities . 

• Repayments under a claim of right if more than 
. ~;OOO' 	 . 

• Unrecovered investment in a pension 

Amortizable Premium 
'on Taxable Bonds 
A .premium 'is the amount you pay for a bond that is 

. , more than the face value of the bond. You can choose 
to amortize the premium on taxable bonds. 

. Bond purchased before October 23, 1986. The, 
amortization of the premium is a miscellaneous item
ized deduction not subject to the 2% limit. 

Bond acquired after October 22, 1986, and before 
January 1, 1988. The amortization of the premium is 
investment interest expense subject to the investrnent 

; Page 9 
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interest limit, unless you choose to treat it as an offset 
to interest inoome on the bonct 

Bond acquired after December 31, 1987. . The 
amortization.of the premium is an offset to interest in· 
oome on the bond rather than a separate interest de
duction·item. 

More _",formation. See Bond Premium Amortization' 
in chapter 3 of Publication 550. 

Federal Estate Tax on Income 
In Respect of a Decedent 
You can deduct the federal estate tax attributable to 
income in respect of a decedent that you as.a benefi· 
ciary inducle in your gross income. Inoome in respect 
of the decedent is gross income that the decedent 
would have received had death not occurred and that 
was not properly includible in the decedenfs final in
come tax return. Get Publication 559, SUrviVOlS, Exec
utolS, and AdministratOfS, for information about figuring 
the amount of this deduction; 

Gambling Losses Up to the 
. Amount of Gambling Winnings 

You must report the full amount of your gambling win
nings on line 21. Form 1040. You deduct your gambling 
losses on line 27. Schedule A (Form 1040). You cannot 
deduct gambling losses that are more than your win-' 
nings. 

m
YOlf cannot reduce your gambling winnings by

! your gambling losses and report the difference. 


. . You must report the full amount of your win· 

nings as income and claim your losses (up 10 the. 

amount of winnings) as an itemized deduction. There

fore, your records should show your winnings sepa-' 

rately from your losses. Only gambling losses incuffed 

during the year can be deducted on Schedule A (Fonn 

1040). 


Diary of winnings and losses. You must keep an 
accurate diary or· similar record of your losses and 
winnings. Your diary should contain at least the follow
ing information: 

1) The date and type of your specifiC wager or 

wagering activity, 


2) The name and address or location of the gambling 
establishment, . 

3) The names of other persons present with you at the 
gambling establishment, and . . 


4) Theamount(s) you won or lost. 


Proof of winnings and losses: In addition to your 
diary, you should also have other documentation. You 
can generally prove you(winnings and losses through 
Form W-2G, Certain .Gambling Winnings, Form 5754, 
Statement by Person(s) Receiving Gambling Winnings, 
wagering tickets, canceled checks, credit reoords,'bank 
withdrawals, and statements of actual winnings' or 
payment slips provided to you by the gambling estab
lishment. . 
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For specific wagering transactions, you can use the 

following items to support your winnings· and losses. 

Keno: Copies of the keno tickets· you purchased that 
were validated by the gambling establishment, copies . 
of your casino credit reoords, and copies of your ca
sino check cashing records. . . 

Slot machines: A record of the machine number and 
all winnings by date and time the machine was' 
played. . 

Table games (twenty-one (blackjack), craps, poker, 
baccarat, roulette, wheel of fortune, etc.): The num
ber of the table at which you were playing. Casino 
credit card data indicating whether the credit was is
sued in the pit or at the cashier's cage. 

Bingo: A record of the number of games played, cost 
of tickets piJrchased and amounts collected on win

. ning tickets. Supplemental records include any re
ceipts from the casino, parlor, etc. 

RaCing (horse, harness, dog, etc.): A record of tt)e 

races, amounts of wagers, amounts collected on 

winning' tickets and amounts lost on losing tickets. 

Supplemental reoords include unredeemed tickets 

and payment records from the racetrack. 


Loneries: A record of ticket purchases, dates, winnings' 
. and losses. Supplemental reoords include 
.. unredeemed tickets, payment slips and winnings 

statements. 

S These record keeping suggestions are intended 
. TIP as general guidelines to help you establishyour 

winnings and losses. They are not all inclusive. 
Your tax liability depends on your particular facts and 
circumstances. 

Impairment-Related Work Expenses 
If. you have a physical or mental disability that limits 
~ur being eml2loyed, or substantially limits one or more 

your major life activities, such as performing manual 
tasks, walking, speaking,breathing, learning,. and 
working, you can deduct your impairment-related work 
expenses. 

Impairment-related work expenses are Qn;UWl~l:UlIl...; 
necessary business expenses for attendant car~ ser

"'vices at your place of work and other expenses in 
connection with your place ofwork that are necessary 
.for you to be able to work. 

Where to report. If you are an employee, you enter 
impairment-related work expenses on Form 2106 or 
2106-EZ. From the amount on line 10 of Form 2106, 
or line 6 of Form 2106-EZ, you enter the amount that 
is related to your impairment on line 27, Schedule A 
(Form 1040). Enter the amount that is unrelated to your 
impairment on line 20, Schedule A (Form 1040). 

Repayments Under Claim of Right' 
. If you had to repay more than $3,000 that you included 
in your income in an earlier year because at the time 
you thought you had. an unrestricted right to it, you may 
be able to deduct the amount you repaid, or take a· 
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INTRODUCTION J... 

We are pleased'to be here today to talk about the President's commitment to ex.panding and 
promoting consumer-directed home and community-based services so people with disabilities can 
live their lives to the fullest potential. It is consistent with our views about the basic rights of all 
Americans to control and direct their own lives. It isJconsistent 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 onife. 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 includes 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. Secretary 
Shalala issued a set ofprinciples supporting home and community-based care. She reaffmned her; 
support for emphasizing home and community-based care services and offering consumers the 
maximum. amount of choice, control and flexibility in how these services are organized and 
delivered. Since that time, HCFA has increased its technical assistance to States to assist them in 
developing home and community-based waiver programs and other options to foster care in the 
community. We continue to be guided by these principles .. 

This past September, the President and Vice President met with a group of disability co.n:unuruty 
representatives and Federal officials, including Bruce, Vladeck, then Administrator of HCF A and 
Bob Williams, Deputy Assistant SecretaIy 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 tem care serviCes and this 
Adminh;t!ation haS a cOntinuing commitnlent to increase the availabilitY ofhome and'co:m.tIiunity 
based personal assistance services. At that meeting. the President expressed appreciation that the 
COIIUriunity Attendant Services Act (CASA) 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 fol1~w the person," no matter in what setting he or she chooses to receive the 
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services needed. Finally, he noted that a lot of the activity and decision-making regarding home and 
community-based care and personal assistance services (PAS) is happening in the States. He 
stressed the importance of enlisting the help of those States that are moving in the right direction, 
to provide leadership in educating and helping others who are not so far along. 

HHS WORKGROUP 

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

• 	 Provide more program opportunities for consumers and their families to choose the setting 
in which long term care services are received, with increased flexibility for the "money to 
follow the person," as opposed to the payment determining the setting in which a person : 
receives services; and, 

• 	 Promote consumer direction ofh~me and community based/personal assistance services. 

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

Overcoming Institutional Bias 
We are exploring a range ofdemonstration strategies,including opportunities we can offer States 
to modify their Medicaid programs and tty some.new ways ofhelping people who want to and are 
able to live in the community. We are happy to announce that we will soon be asking States to 
Submit proposals to begin to de~elop a research design to identify individuals who could SUCGeSsfully 
move out ofnursing homes into the cOIilInunity and to develop the services that would be n.eeded 
to support these individuals in the cOinmunity. This solicitation is in response to the conimitineht 
made by President Clinton to this issue and theCongressional directive in the FY 1998 LaborlHHS 
Appropriations Bill. We believe that we will be able to fund research in 3 to 5 States. 
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Another component of this work involves using HCFA data to improve our understanding of the 

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


to the community and what they would need in the way of supports. We will then be better able to 

help the States design strategies that succeed when these individuals attempt to move into the 

community. 

We are also developing strategies to address fhe President's charge that States should learn fr~m 
each other how to support and promote home and community based services under 1915( c) Medicaid 
waivers. Some States are much further along than others in developing irmovative and cost
effective service delivery models for home and community-based services. Staff have been talking 
to a ...vide range ofexperts in the aging, disability. and long-tenn care fields in ordet to hear what they 
have.leamed. We have gotten positive feedback from a growing number of States about the value 
of developing a "State to State" technical assistance strategy. 

W~·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, horrie and community-based waivers, as well as other Medicaid services. This 
primer will be clearly. Stated, so readers can understand what is allowable within the existing 
framework of Medicaid. The primer will also include some examples of States that have used the 
flexibility of Medicaid to do some excellent work in reducing' nursing home use and increasing . 
community supports. 

Finally, last year's CASA.bill required a study of the "institutional bias" in the Medicaid program. 
HHS commissioned an independent contractor -- the University ofCali fomi a 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 conswners with di'sabilities and other Medicaid and personal assistance services, 
experts. 

1 

The report reviews the Medicaid statute and regulations, as well as policy guidance from HCF A, and 
offers a series ofpolicy options to address the "institutional bias" in Medicaid. The majority of the 
recommendations 'would involve statutory changes and mani of these chan!$es would involve, 
significant new costs. We are now developing a list ofpotential regulatory and policy changes on, 

. which we can take some more immediate action, while we continue to review long-term legislative. 
options. 

ADVISORY COMMISSION'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 ofcare. 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, 
recorrunended by his' Advisory Commission on Consumer Protection ~d Quality in the Health Care 
Industry, and challenged Congress to make these important rigbts apply to consumers of all health 
plans', The Bill of-Rights included important protections such as access to ~peci,alists for individuals 
with chronic care needs, for exa.niple: (1) traditional care for consumers who are undergoing a course 
of treatment for a chronic or disabling condition (or who are in the second or third trimester of 
pregnan9Y) at the time they invohmtarily change health-plans or at a time when a provider is 

, termirlated by a plan, arid (2) a fair and efficient internal mid external appeals process for resolving 
differences wi¢their health plans and health care providers .. 

On Febniary 20tl1; the President directed HHS; as well as other Executive Branch agencies, to bring 
.' theiiprograms into compliance with the Consumer Bill pfRights, : This Department revi~wed the 
Medicare and Medicaid programs for compl~ance 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 p<?ssible. The President is extremely 'committed to making the 
Consumer Bill of Rights re~ for'ali Americans. . 

.EXPANDEDsETtmGS&~LIGmILITYFORRECEIVlNGSERVICES(iEGISLATION)·
, 	 • , ' r. 

,	On the legislative front, we were pleased that Congress included in'the BBA oUr proposal for a new 
State'option t6 allow certain workers·with disabilities the ability to purchase Medicaid .. Losing 
health coverage can devaState anyone, Losing health care andpersonal assistance services is even 
more. devastating for some people with disabilities·~ to the point where they are afraid to even try 

. to work, becausoJf they 10seSSI orSSDI eligibility, andthus 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, wemailed.to .. State M~4icaid Directors 'a letter that revised the definition of income for the 

. purpose of calculating the eligibility .standard under this provision.' Under our revised definition, 
States will determine eligibility based on income net of inco~e'disregards. 

Also inCluded in the· BBA was our proposal to allow States i6:include prevocational, supported 
. employment, and educatioilal services for all hOD;le and community..:based services waiver recipients 
With developmental disabilities. Before this provision was enacted,only those who were formerly 
institutioruuized could receive these services through a home and community-based services waiver, 

. . 	 . _. .+ .1 

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 

r 

: 
. 

. 

DHHSTt!slirTIony - "MedlcaidColnmunity-BasedCarc" - March 12.1998, 

http:wemailed.to


~ UUt) 

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 community. 

EXPANDING SETTINGS & ELIGIBILITY FOR RECEIVING SERVICES 
(REGULATION & POLICy) . 

On the regulatory and policy fronts, this Administration has been very supportive of expansions in 
home and community based services under the Medicaid 1915(c) waivers. All States are now 
operating at least one and sometimes several home and community based waivers. Many provide 
additional supports with . other Medicaid services as well. Thirteen States provide attendant care 
'under their home and community-based waiver programs, while thirty-nine States p~ovide personal 
'care under their home and community-based waiver programs. The waiver program has flourished 
and grown under President Clinton) 5 leadership. and currently there are 226 approved home and 
community-based VIlliverprograms. 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 ofM~dicaid 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 services under their State plans. Individuals are now pennitted to receive 
services both in the home, and outside the home. The new regulation eliminates the requirement that 
aregistered nurse must supervise personalcare services, thus reducing cost and making the service 
more consumer responsive and less "medicalized." 

COlI:sumeT-Dil'ecled Purchasing 
Our home and community based care and PAS research agenda is a key part of efforts to' help , 
ourselves, and help States and cons~ers, to find out what works, for whom, how well, and at what 
cost. 

, . 
We are promoting our home and community based services agenda by working with States to 
develop and implement Medicaid demonstrations under the 1115 authority of the Social Security . 
Act. Some focus on the integration of acute and long term care, such as the projects underway in , 
Minnesota and the District ofColumbia. Others, such as the newly-approved Colorado home health 
demonstration address different aspects. Colorado's'demonstration Will per.rillt 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 S~tes working 
with the Robert Wood Johnson Foundation have applied for 1115 waivers to offer conswners cash 
allowances and counseling to purchase their own atten~ant services. y./e are currently reviewing 

J 
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·these waivers and expect to complete our review shortly: . We are very interested ih finding new ways. 
ofdoing business in Medicaid and encourage States to bring us .their ideas arldpropo~als: • . 

CONCLUSION 

We believdt isqcritica+1y important to continue to develop models both at the State 'and Federallevel 
that support and encourage the move from reliance on institutional care to a broader array of 
consumer-directed. home and ecimniunity.b~ed services. 

We. embrace these goals;and will continue to work toward them: . TIle challenge, of course, is to 
balance our goaLof providing more fle:xibili~and choice for people with disabilities, "With the need 
to ensure that any legislation is affordable: Preliminary cost estimates raise the very real questions . 
about whether the balance .has yet been achieved. B:owever. we.remain corrunined to working; 
together with you and other interested parties to craft an affordable, consumer-responsive system, .. 
that takes advantage ofand promotes flexibility in our current prog~ams, to help people obtain and . 
keep the help they need to live as independently as possible. . . 

In conclusion, we \Vould like for all of us to remember that people with disabilities are a very diverse: 
group of individuals. ·Th~y·are children,. working-age adults, and the elderly; They have: 
developmental disabilities, emotional or cognitive disabilities, and physical disabilities. This is not!· 
a group ofpeople for whlch a "one solution fits all" answ~r 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 horne and community: . 
based services must also be available:. ~e cannot afford to have any bias in service deli very. . 
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DRAFT 4/21 - For 4/22 Task Force Meeting on Returning Individuals to Work 

DRAFT Outline for the Administrator's TaUrine Points 

INTRODUCTION 

• 	 As Secretary Shalala said, access to health care ,and long term care can be crucial to job 
access for persons with disabilities. At HCFA weare mindful of the critical role that our 
programs, Medicare and Medicaid, can play in providing this essential link for persons 
with disabilities. ' 

• 	 HCFA has been pursuing a number ofactivities aimed generally at increasing conSumer 
choice, independence and quality of life for all persons with disability. I will focus my 
discussion today on those that we see as being ofmost benefit to .disabled individuals who 
Want to work. . 

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

LEGISLATIVE· BBA 

• 	 On the legislative front, ReFA has been working with the States to implement the new 
provision in the Balanced Budget Act that gives States new authority to allow working 
individuals with disabilities with incqmes up to 250% of the federal poveny 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 

• 	 I
Serv1ces. 	 ' 

We believe the new BBA working disaoled provision will provide an even greater 
opportunity for worken with disabilities to maintain health coverage by expanding and 
simplifYing States' abilities to allow individuals With disabilities to retUmto work and 
maintain their Medicaid coverage. 

• 	 As the Secretary has promiseded, HCFA and the Depanment ofHealth and Human 
Setviceswill do everything they can to encourage States to adopt this optional provision I 

because it is so important to achieving our goal ofheJping people who want work and can 
work, to work. by providing that critical link to affordable health care. 

, 

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

REGULATORY· 

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

• 	 This past September the Department published a regulation on personal care services 
under Medicaid to provide moreflexibility.to States to encourage the expansion of this 
option. ." . 

• 	 This final rule gives States the option to expand the availability of personal care services 
by allowing services to be provided outside the home. In addition, the regulation 
removed the requirement that registered nuises supervise the provision ofpersonal care 
services. 

• 	 Other States provide personal care services through Home and Corrununity Based 

Services Waivers 6. 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. 

RESEARCHIDEMONSTRAnONS 

.• 	 One ofthe crucial tasks currently before HCFA and the Department is to detennine why 
t~e existing tools we have to encourage individuals to go back to work are not being us~d: 

• 	 We need much better information on what motivates individuals to return to work., as well 
as what services these individuals need in order to stay working. 

• 	 Our research and demonstration agenda in this area will provide us with more data and 

inform.atipn to help us better understand the health care needs ofand obstacles faced by 

working individuals with disabilities. 


• 	 Specifically, let me mention 4 demo~trations whose results and evaluations 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 assistance services they 
need. . 

+ 	 information and counseling will be provided to assist consumers to make: 
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informed choices 
+ FL, NY, NJ, AK are the States that will be testing this concept 

2. . 	 "date certain" . 
+ 	 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 alternatives andlor 
mechanisms to transition individuals currently in institutions to the. 
community if that is their choice.. 

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

+ 	 community based alternatives can include services which will assist' 
individuals to return to work (e.g .• prevocationaland supported 
employment services) . 

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

3. 	 Consumer-Directed DME Purchasing -.Medicare 
+ . In Medicare, we will be releasing I(l Program Annoncement for a 

.- - .. -- - demonstration ·ofoonsumer·directedchoice and purchase of durable' 
medical equipment, such as wheelchairs. 

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

+ 	 Centers for Independent Living (CIL) will be partners in the demonstration. 
+ 	 We expect to award developmental funds to four CU.s 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 of these "dually eligible" beneficiaries. 

+ 	 These gi"antswill help us learn how to better coordinate care between 
Medicare and Medicaid, help disabled beneficiaries move from nursing 
homes into the community, and target needs of people likely to become 
dually eligible as they use up their O'Wll assets on medical care. . . 

• 	 Also, as the Secretary mentioned. we are' providing techniCal assistance to States, like 
Wisoonsin, that are interested in exploring options and dev~lopinS concepts around the 
goal ofemploying persons with disabilities. We are seeing a growing interest in this area: 

ornER ACTIVITIES 
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Home and Community-Based Waivers 

• 	 The Medicaid program has evolved to better 'meet the needs of the disabled population, 
panicularly with respect to the provisiop of. home and commu!lity based servic~s. 

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

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

• 	 In 1995, Secretary Shalala issued a set ofprinciples supponing home and com.munity~ 
baSed care. She reaffirmed h~r supportfor~mphasiring home and community-based care 
services and offering consumers the maximum amount ofchoice, control and tlex,ibility in 
how these services are organized and delivered.' , 

• 	 Since that time HCF A has ,a¢vely promoted these waivers; "increased its technical 
assistance to States ~d developed streamlined waiver applications to facilitate States' 
efforts t6 provide more home and community-based care in lieu of mstitutionalization:' 

• 	 We have seen a substantial growth in the number ofwaivers requested and approved. We 
now hav:e 226 approved and many States h;ive multiple waivers. Thirteen states provide,' 

. at;tendant care in their waiver; 39 states provide persOnaf care services in their waiver; and' 
21 states provide pprevocational and supported employment services to enable perso'ns to 
enter the workforce. . , . . 

• 	 Keeping people out of institutions is, ceitainJ.y a stepal~ng the route' to better serving those' 
individuals who want to be employed: These waivers are an important tool in our arsenaL 

, 	 . ~ . '. 

Home and Community BUed Services Workgroup' :' 

• 	 Before closing. r d like to mention one other activity that is underway and will help inform 
, the' future debate about what activities we need to undertake to move us further down this 

roaci. I~m referring to the Home and Community-Based Services Workgroup .. 

• 	 This past fan, the President met with Representatives from ADAPT to discuss increasing 
. access to home and c;ommumty based serYiccs, including personal care services under 
Medicaid." . 

• Secretary:S~a1a established 8. workgroup in r~sponse to the President f s meeting with 
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ADAPT to addressspedfic issues regarding home and commuruty based services ... 

• This workgroup is' chaired by Bob Williams from ASPE and Sally Richardson, Director of, 
. fICF A's Center for Medicaid and state Operations. r d like to ask Sally to stand so that ' 
all ofyou can see her_ 'I must tell you that it is she, not It that is·owed the credit for much' 

.ofthe activity that has taken place, and is taking place, in HCFA 'With regard to the 
subject we're dis~ussing today. Thank. you Sally. ' 

• 	 The purpose of the Department wor~groupis to consider all available·information and . 
make recommendations about how to reduce the institutional bias and promote home and • 
community-based services under the Medicaid program. . 

• 	 In addition to HHS offices and agencies, .other Federal agencies and our constituency' 

partners, in91uding advocacy orga.nizations,. are involved in providing input on various 

issues addressed by ,the workgroup. 


• 	 The Department contracted 'With the University ofCalifomia at San Francisco to study 
4<iristitutionaf bias" in. the Medicaid program. A final repon is due by May 1 following 
review by an Advisory Group comprised of persons 'With disabilities, as well as, other ' 
disabilitY expens. :.As we revieW the recommendations of the coinractor, I'm sure we will . 
be able to incorporate many ofthem into our futureplanrung effons:. 

• 	 As I mentioned, we:will soon release a-solicitation seeking State. proposals to test the 
"date cenam" concept of moving persons frc)m institutions to the comrn'unity. 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 bener use. the options they currently have available to th~. 

• 	 In summary, 1would.say that we have been and will Co~tinue trying to facilitate States" 

'leadership in expandjn.g home and community-based suppons and consumer-directed 

persOnal assistance Services. 


.. 	 In clo~iDg,.I think you can see that we have a multi-faceted approach to achieVing our 
goals. While we recognize that we won't achieve our goals all at once, we can be 
aggressive Ibout 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 of Adults with Disabilities 

• 	 I am Margaret Hamburg, Assistant Secretary for Planning and 

Evaluation in HHS.' : ' 


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

My office provides analysis and advice to Secretary Shalala on 
the policy challenges facing the Department ofHealth and 
Human 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 
access to this coverage, many people 'with disabilities would be 
unable to live in the community at' all, much less participate in 
the work force. We hope ollr presentations on this panel can help, 
inform this effort. ' , 

, In fact, as Secretary Shalala told us earlier, the fearoflosi,ng 
health coverage is a great concern to many people with , , 
disabilities who want to work. As most of you here know all too 
well, giving up SSI and SSDI benefits ~o go to work can also 
mean losing health coverage .. 

• 	 The work of this task force is important to HHS. 

We know that people with disabilities want to work -- they tell us 
so in survey after survey; 
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Yet, over 70% of people with disabilities are not even in the work . 
force at all,and this is simply unacceptable; 

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

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

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

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


deliberations. 


• 	 Let's start by taking a look at what current research tells us about 
working.age adults with disabilities -- by functional stat1,ls, employment· 
rates, and some health issues like·insurance coverage and health care 
utilization~ 

Disability' Characteristics 

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

A n!latively small proportion ofthe working age population, 4 
percent, or 6 million, are disabled e~ough to meet the disability 
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eligibility requirements of the SSA income support programs SSI 
and SS,DI. It is this group that experiences the highest rate of ' 
unemployment, and it is these individuals who face some' of the 
most significant challenges as they seek the health and long-term 
care coverage they need while they engage in 'meaningful work. 

• 	 [Show slide #2] This next slide shows functional characteristics of 
working age people with disabilities. The great majority of such 
individuals -- 770/0 or over 23 million people -- have disabilities such as 
mental retardation, mental illness or musculo-skeletal problems, but are 
still able to carry out basic activities. 

Ab<?ut 230/0 or 4.5 million people have moderate limitations -
and need assistance with one or two routine activities ofdaily life 
like bathing, dressing -- or. shopping or preparing meals. 

About 2.3 million need help Withat least three of these activities. 
People in this 'group are most likely to need long~term supports, 
such as personal assistance services. 

Employment Status 

• 	 [Slide #3] The next slide examines the employment rates ofpeople 
, with and without disabilities. Clearly, the more disabled a person is, 
the less chance he or she is working. Almost 80% of Americans 
without disabilities are employed. As you can see, the employment 
rate decreases, as the severity of the disability goes up. Only 1,80/0 of 
those with significant ,disabilities are in the work force~ 

Education 

., 	 The last slide showed that employment rates go down as the level of 
disability goes up~ What explains this? The next slide examines the 
role that education might play. After all this'is a significant predictor 
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for the non-disabled population. 

• 	 [Slide #4] I think this slide shows an important point- even when 
people with disabilities have comparable levels of education to people 
without disabilities, they are markedly less likely to be employed. This 
is so at every educational leveL What is very troubling is that less than . 
,half of people with significant disabilities who have a college education 
are employed. 

• 	 [Slide #5] In the next slide, we see that peopl~ with disabilities who 
work tend to earn substantially less than their non-disabled 
counterparts. People with significant disabilities are the lowest earners 
of all. 

Health Care 

• 	 Next 1.would like to share with you saine statistics on health care and 
people with disabilities and how they compare to people without 
disabilities. 

• 	 [Slide #6] In this slide we see that people with disabilities have more 
hospital stays than the non-disabled. Fewer than 4% ofworking age 
adults had one or more hospital stay in 1994. For those with functional' 
disabilities, a quarter of them had at least one hospital stay. 

• 	 [Slide #7) In the next slide, we also see that people with disabilities 
visit the doctor three times more~ on average, than those without 
disabilities. People with significant disabilities had 85% more doctor . 
visits than those without disabilities. 

• 	 [Slide #8] Not unexpectedly, people with disabilities have higher 
health, care expenditures thanthe non-disabled. 
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Health Insurance 

• 	 [Slid~ #9] In the' last slide,Vfe see another important fact that bears 
upon your. deliberations .. 

People with disabilities who are employ~d rely primarily on 
private insurance. For people who are' not employed, Medicaid 

. and Medicare provide the safety net, that for many canllnean the 
difference between life and.death .. 

Putting it All Together 

+ 	 In sl:lmmary the data tell an important story: 

The employment rate for working age adults ·with disabilities is 
extremely low. Those who work earn much less than 000

disabled pepple. . 

. 	 . 

Health care use and costs for people with disabi1~tles are much . 
. higher than. for those without disabilities. . . 

People with significant disabilities are the le(;lst likely to work· 
. and the most likely to .have high health care c9sts. 

People with disabilities who are employed rely heavily on private • . 
health insurance. 

People with disabilities who are not in the labor force rely 
heavily on public insurance. 

. 	 . 

• 	 . Further) we know that: 

" 
People with disabilities say they are afraid t.O leave the S SA rolls, . 
and risk losing health benefits. '. 

~ . -~' . 
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Despite the fact that there are work incentives that specifically 
permit people on SSI or SSDI to go to work but still keep 

. Medicaid or Medicare within certain limits; but participation in 
these programs is very low. 
. . 

More Research is Needed 

• 	 Our information raises a number of important questions that need to be 
addressed: 

Why are some people with disabilities able to go to workwith~ut ' 
ever entering the Social Security disability system? Is it 

. something about the individuals, the service systems, or both? 

Why is' participation in our work incentive programs .so woefully 
low? Is it a function of lack of outreach? What are the 
characteristics ofpeople who use them successfully and those 
who do not? 

What role does access to a secure source of health care play in 
the decision to work? 

. Who among the popUlation with disabilities need PAS and what 
role do these services play in the decision to work? 

What more can be done to link service systems that address the 
education, training, employment and health care systems, with 
the ultimate aim of getting more people into good jobs earning a 
Iiving wage? 

Current ASPE Research to Address these Questions 

• 	 I'm pleased to report that my office has a solid research agenda 
underway t~ address some of these questions . 

.\ 



.•. First, our employment studies. 'We started a few years ago with a' 
study to review the evidence that supports the proposition that people 
do not seek work because they fear losing health coverage. While there 

. are few empirical. studies to date, they do suggest that health care 
access is an important factor in the decision to seek work. ' 

. . " 

In a follow up study last year, we looked at participants iri the 
, SSI 1619 work incentive program -- which allows people to keep 

Medicaid when they go to work, if they earn below about 
$20,000 p~r year. 

You won't be surprised by the preliminary findings: there is a 
group of 1619 participants who deliberately restrain their 

. earnings so they can keep Medicaid. .' 

The same researchers at the Lewin Group are looking at labor 
force participation and earnings levels ofpeople with disabilities ' 
before and after substantial Medicaid expansions in the "natural 
laboratories"ofTennessee and Oregon. 

. 	 . 

• 	 Also, we must understand the impact of welfare reform on the nearly 
400/0 of former AFDC recipients reporting a disability. We want states' 
to be able to help many of these "hard to serve"people get into and 
stay in the work force. 

Bob Williams co~chairs an Interdepartmental Work Group on ' 
Welfare Reform and Disability. That group is pulling together 
the research ..- past, present, and future -- to help understand the 
characteristics and needs of this special population. 

ASPE is also supporting two important studies in this area.' First, 
we ?Ie surveying states to'see how they treat people with 
disabilities under TANF. We are particularly concerned'about 
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the extent to which states are enabling people with disabilities to 
enter the work force with appropriate supports. We will have a 
report by the end of the year. 

We are also adding a disability component to a major study of the 
impact of welfare reform on poor families with children. 
Through a comprehensive family survey, as well as intensive 
longitudinal case studies, we w.ill examine how people with 
disabilities and their families are doing as a result of welfare 
reform. 

Planned Research , 

• 	 I believe we have a good research program underway to get some 
answers, but we still have a long way to go. 

• 	 As the Secretary said, we are beginning new studies that will move us 
much closer to the critical answers we need. 

First, we are planning to study why some people with severe 
disabilities are able to work while others are not. What are the 
characteristics of those who work and the syst~ms that serve 
them, versus those who do not? 

. 
Second, the Disability Survey is a rich source of information on 
work. The latest data will be ready for analysis in the next few 
months and we wi~l use it to better understand earnings, barriers, 
accommodations and health care spending and utilization. 

I know that the Executive Order deafly states that we need 
good data to address the challenges we face. We are eager. 
to work with you to achieve that goaL The Disability 
Survey, the first ever comprehensive survey of Americans 
with disabilities, is a good start. I'm proud of the role my 
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office has played in developing it. 

And finallY~'we' must get a better understanding of why so few 
people use the available work incentive programs to leave the 
rolls and go to work We will stUdy state and local success 
stories. and identify key factors responsible for their success, and 
we will talk to consumers who use the programs. 

Conclusion 

• 	 Thank you for this opportunity to share our findings and activities_ I 
welCome your feedba~k on our ambitious research agenda. I look 
forward to combining efforts with you in the coming months and years, 
as we seek ways to offer people with disabilities the same opportunities: . 
afforded those without disabilities to be independent, productive 
Americans. 
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SyuOPID ofth~ Work IDc'Dtl~es Imp~vemeDt Ad of 19')8 

This we€~uce the Work Incentives Ii provement Act of 1998. This bill is 
intended to reform and improve the Supplemental • ecmrity Income (SSI) and Social Seounty 
Disability l.osurance (SSD]) work incentives to /:18 st persons with disubilities to overcome 
the barriers to work. 

Current policies 10 encourage anel suppon the dre ofpav,sons with disabilities to work and . 
live indepcndontly nccd.ub9W1tial reform. Many fthese fellow citizens wanl to work, but 
less than ~ of 1% afthe beneficiaries leave the So "al Security rolls and becc.)me ISclf
suftlcient. 

Their attempts to work are undennined by thlll inahi i\)' .to obtaizHlffordab]c l1c::clth CW"C u.nd 
the loss of cash assistance. Such assistance is critic 1 to !ivins independently und nn 
inability to obtain it makes them highly unlikely to ecorne or remain self-sufficient, 

Today, 7.S million disabled Americans depend on jistance from Social SecLU"ity. The cost 
to the taxpayer is $73 billion annu8.lIy and will cont~nueto increase at 6 percent a year, 
Social Security disability payments are the fourth 'Iscst entitlement expenditure by the 
federal ,ovcmmont.·· . 

If 75,000 of'the 7.5 million. Am~rioans with disabili ie~. just one pcn;ellL, bc:cUlnt: 
successfully employed. savinas in cash assistance ould total $3.5 billion over the work lif!: 
altha individual. 


The Work Incentives Improvement Act: 


provides continued Medicare c(.weragc, Ilnd U l'cusonllblc prcmi LIm 

TAte for SSDJ beneficiaries w a ljo to work: 

strengthens currenl Slate MI: tcald Waiver projects that provide 
health· services and sUPPC>1'\K t persons with' dit)sbilities who wllnl 
to work~ and' . 

offers a new option to states t use Medicaid to cover per!::onAI 
assistanco sorvkes and plese plion drugs for persons with disilbilitiL!x 
who need. these services in 01'1 er 10 work. 

This legislation supports the development ofdemon trllli<.)Jll'wjects which will gradua.lly 
phase ouL lhu 10lt5 of cash benefits as a worker'R inc: nle flSCS. inl'teod (11' lhe current cash cUl
off that so many disabJed persons who return 10 wn tace today. 

Finally, this legislation will also enable Cone,ress \0 obtUll1 the kind ofinlbrml:llion it needs 
t<, undertake more comprehensive refonD ofdiMhilif wnrk incel')tivc prosrrum:. 

Work is a central pan oltho American dream. and ~ongn.:~s hus un \.)prmrtunity to rmwid<: 
cost-effective assistance to help disabled Americansl purSlle a cnrccr, . . 

I 

l
i 

.. '-. H',_ , " ••.••.• - .. - .. /I r . 
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Work Incntlv. ,Improvemont Act of 1998 


Mlrch 25. Ul9' 

OD March 25, 1998 Sen_lOra Jeffords and Kennedy wHi intruduce tho Work Incenlive 
Improvement Act of 1998 (WIIA). Social Security DiStl~Hty Insurance (SSD!) and 
SupplementaJ Security Income (SSI) henefioiorics' lcllJc .' bene'lita and health ill~urlU1ce when 
they become amp1oycd.. WIIA creates iDcenUl'es for the beneflciarie~ to work by continuinJi 
access to health W1lI'II.DCe and proviclinl other incentive!; nmpMshle with employment. It will 
also assist individuals who would be eligible for cash ~n fits and federal insurance coverage but 
work, to have access to affordable health coverqe when ey wish to work. ' 

The legi,lation contains costs by allowing incUviduals to uy-in to Medicare Wlder certain 
circwnstanccs; rcduees (,:$cWu.ting expendituros hl the SRI and SSlJl programs; ind aivos the 
States the option ofprovicling key Services cOMccted to e lploymenl to provido greater 
opportunitlePl to its disability populations, which will Nd 'c the strain on Stat.: pubtj.l:: ~lSbLan~" 
prosrams. 

Backal'OUlld 

SocltllSKlU'ity Dl.JllbUlty 1llllll'flllCB R.clpitJno. Under c enllawan individual receiving 
SSDI and Medicare may return to work and. receive cash encfit!S for a 9 month Trial Work 
Period (TWP). working ut the level of Substantial Gainful Activity (SUA): c;1ct'ined as 
$SOO/month, plus a 3 month "grace period." Also, an SS 1 beneficiary who waits 24 Monchs 
frnm' the "onset of Q dililabUity:' beoomes eli&ible for Mcd care, T"a.rt.s A and B. III !.he: 11th 
month of work; (a) the individualloscs cosh benefits; (b) cdicare Part A benefits that provid<J 
acute illness and inj\llj" coverage continue at nn ('.nAt;' And 3) the beneficiary may pUl'Chaec 
Medicare Part B Hospital IJlS\JnUlce benetlts for 39 month f(lllowinQ the end of the TWP ut the I 
same rate as retired.. uninsured Medicare beneficiaries: a ut S43/month. 

At the completion of the 39 month period. the bendici8!Y pay, for both Pllrl A and Part B at the 
SN'n~ rilte as l'etlrcd an.d uninl5u:red Medicarl.: bencficiaries, more than S375/month. This is ton 
expensive for many persons with disabilities. In fact, out 
heneiidnrielil. only 114 iDdividua18 took adVAntGSc ot'the 
addition, SOme altha most important services to enablo ft 
work are not available to them under current law. !111Jch .II': 

prescription drua coverage. 

Supplelftellllll Security llU"'lUJc~ Recipients. Under cu 
and Medicaid may beain or return to work and receive cas 
Progrom. adminil5tc::m:;d by Booial SC(:UJity. cash benefits 

] 

ftho more than3.S million SSDJ 
uy-in durina f'iS{;Q! Y4Pa.r ]996, IlL 
erson with a dh~ability to return lu 

ersonal MSlb;~ services and 

ent law an individual roceiving SS1 
heriefits under the Section 1619 

r::: re(!uced on a slidlng scale based on 
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8. formula that rcduc:es the monthly cash benefit check by $1 for oval')' $2 earned above SSl's 

SOA level: deftned as $IS/month. with a 520 monthly uamlngR disregard. The beneficiary . 

i. alsO able to continue recciv1na Medicaid with net earnings up to 250% of l!9venyv 

TRIt OPTIONS PROGRAM 

. AD Opportunity to Full)' Integrate Tbl'OlIlh OceupatioM 


Whr:.ln an eligibl~neftciary has identified an e~ptn.Ymen't opportunity I they wOldd. be 

eligihle to enter ~;rtunity to Fully Integrato Throu I h OccupAtions (OPTIONS) Proauam. 

A Work Incentive Counseling md A5sistance Pro~rMl w ,uld educate and t:uide the beneficiary 

through the process. 

Under the \VIIA. SSDI beneficiaries, with tho help of S is! Security Fiel.d Office personnel. 

would be able to sign an OPTIONS form. Lons·tBrm. be eficiarios (those who have been SSPI ' 

beneficiaries for longer than 24 months) would notsuspe d their cash benefits but would remain 


"? 	 under the restt'ictiolUl uf SOA of'$SOO/montb in eamines i <mfer to continue to receive cash 
benefits. An OPTIONS fonn would be avaj]abre at SSA. Vocational Rehabilitation. job training 
and refeJTal eeftt~ and other federal and state oflicc:r tho; arc responsible for elemcllb ul' 
existing disability progralns, SSDI beneficiaries may siltn at any time following a determination 
of elilibillty . 

Those individuals requ.estins; OPTIONS participation -ahd in need ofjob trainina. vocational 

rehabilitation or other services to m;Uitat~ their reentry to the workforce would, upon request, be. 

immediately referred (as Wider current law) to State or pn ate vocational rehabilitation 

providers, or to _ol.h~r job traln1ng services. Those SSUJ 1 ng term beneficiaries who are ready to

return to work would be eligible for Medicare Part A and art B covorage on the month '1:l ~-;.N? 

following their eligibUity determ..!..a.atiOn Done! signioS a. for . As Wl OPTIONS.parLi\.:ipunl, 
 J. the individual would aiso be eligible for services establish d un,der a State Mddicaid buy-in 
option. . - " 

. • 	 I 

1619 A and B participants would be considered for bonefi SLInder OPTIONS without havin&& to 

enter the program. as 1619 A and B is considered the "wo k options program" for SSI 

beneficiaries. . 


Followiq determination ofeUaibility under SSDI, new eficiaries (th(.)sc receiving cash 

•••iltaAce by, in the 24 month waiting period for Medl' ) would be offeJ'cY cligibiUlY tu the 

OPTIONS prol1'Bm. Upon choosini to he an OPTIONS PF'cipant. health benefits included 

under tho State Medicaid buy-in proera.m would-be made vailable. a.loD.a. the participaDt 

meets the state'. deftnltloD. of "elilibilit)'''. . 


Note: if an OPTIONS partioipant in the 24 rno~th waiting ~.riOd ceased workinB. or did nol 

begin working, slhe wO;lld retum to their prior benefits eli ibility Ilatl.U:l before exercising 

OraTIONS. Thus. Ifan OPTIONS participant was eligible ror cash bonafils, signs up tor 


2 

"(' . 



SENT BY:Xerox Telecopier 7021 3-24-96 2:36PM 

.. 

opnONS. and leaves worle for any reason. the Individual wouJd return to cWlh benefit 
eliaibility. . 

Efteets of the LegtllatioD 

T"eH .,..fDII' clIIqOrIa Dfpersoll' wJt" dUflbllUJa ~ 0 would b",,,,,t. * 

1. 	 WorlHlllible individuals whD are hetween 16 065 )'011"1 old. SSDI or SSI 
b.rud!ciarie~ who latlnd to 'bealn or return to wo ,and &n~ in Ilcw·u(Porsonal. 
AsslstaDce Seniccs (PAS) and prescription dnl" overago. 

. . 	 ~ 

1. 	 IndtvlduaiJ who an receiving SSDI.cash bm tI, but have Dot completed the initiai] ~ 
waltlDI period ofUIIlGDtlla for Medicare bon flts. ' v·4 wt.. 

SSDI beaeftclarlea who are recelvlD. eash bon tJJ ~nd are covered by MedJcare. 
. ' . MPr 

WoridDI penOIll wltll dlsabJUtlel. Individuals ho we detenninod by the State III necd ~~ 
PAS or prcsari.9tion dnJes iD order to be. able to w rk. Thi~ \:I;&Lcgur)' dun Dot Include wlJk
individuils who are cunently receivina SSPT, bu doell incJudethose incU.viduals who arcJcurrently in SSl's 1619 program IU'ld need PAS. 

HDW rite 1"",,tlw9 'Would Work/o, Ellc" oJthe -I ClJt. 'fI,/es 

1. Work-ellglblelndlvtdu,ll who an between l' t 65 years old. Stutcs would havI the 
option to offer persoaal usistanoe ::JcrviCBII 8mi pr cription drug cc.rverage to non
working SSDI or SSI beneficiaries who intend l,O gin or return to work as defined by 
the state. under II new State Medicaid wOl'k 11lceutl e uJJliull \;tlUtld State Work 0pLi(')ns 
Program (SWOP). States would haVt the option t cstabJiib a co-payment for eac:h' 
service for participantI' whn have inoome, 150% YC poven),. States would be requi.red 
to give priorit)' to those 16.25 years ofage. 

2. 	 IDdlvfdualJ who are I"eCCIlviD.1 SSDI casb beneft ., but have Dot cumpleted tbe initial 
waltllli periocl of24-IDODths for Medicare heDe ta. Following dctennination of 
eligibility under SSDI. newly clctermined benefici ics would be offered eli"jbiHty to the 
OPTIONS plOaram when they have identified an e ployment opportunity. Ifa new 
baneflciary oh.OOICI to pmteipAtc, tllCi State pruviu "PAS Wld prescription druss' WIder' 
SWOP if the new beneficiary meets the State eligi ility criteria. A Siale may require 

~ participants to ~ay a cOpRym"nt if their ear.nedinco e iN above 150 porcent of povort)'.. 	 .. 

Ifthe participant terminates employment for 8!ly to on durina the waiting poriod for 
Medicare, they would resume their former status in the waiting period. with credit siven.'~~ 	~0df1.. 


. for time worked toward the 24 month waitingperio requirement for Medicare coverago, 

t]N'-'j 

I 

I.. .. .........', '. 
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3. 	 SSDI bID.ftciarll. who are NcelvlJlg c.-lib beD~tN and .... cov.rod by Modi~art:•. 
For those persODS receiving 9801 cash benefits fqr more than 24 months, who ,onter the 
OPTIONS prosnm, cash benefits would cea~e. b' l the individual would be cliaihle for:-

• 	 Me4ioare Part A for ftee up to 250% ofpovcrty ( ed net income). Beyond this. Part A 
pnniUums will be based on a sliding-scale of 10 n::Cttt of amounts in ex.coss of 250% or 
poverty (earned net income). 

• 	 Medicare Part B for the regular premium &moun 

• 	 Atly available State Meditaid buy-in (as establish d by the WnA under S.WOP or under 
current State waiver authority). I 

• 	 An ability to deduct from the level of car.ned inco c (gross). the ~OSt9 of ''those item:; 
necessary for travelina to and. from work", "dura e Medical Equipment CDME)", and 
costs associated with the purchase ofan automobi e in an area where the Commissioner 
of Social Seourity detonn.incl. that public t!'anspc..1c ulion is 110t readily available . 

•• Provisions reeardl.na the $~no SOA JuspcnaioA 0 cash benefits foUowinS 13 months of . 
work.stilfapply in order to maintain cash benefits . 

4. 	 WorkiDl penoDI with dl.abOltl•. 

• 	 By joining the OpnONS program. )\'O~~8 perf:l~n~ with disabilities who are determined 
by the State to need PASa.ncl/or prc~nption dru s m order to work, and meet the Statels 
definitionof'work, would bo able to p\U'cl1~t: tlu:: t:: tiurvlces under the State's Medicaid 
Work Option Program (SWOP), {favailable. . _ ... 

• 	 SSI beneficiaries who are participating in 1619 A dB will be ublc to purch8.Be PAS 
under the SWOt>, without having to enrolllD th OPTIONS pro.ram. if the~e hem::fiT~ 
are not currently available under the Medicaid 9t plan. 

..... 	 It Is reqUired daroUgbOllt the bill that all OPTI .NS participants mUlt cnroll in .
I

• mploy.....pon••""" , ..llh InluraDO' In ordorrbe eIIalblD for til;. pro....m. 

Medical IOluraDu Cove".p uDder tho OPTIONS prll1ralll 
M.dICGre BIl.y.ln. For Medicare Part A, if an OPTIONS l'articipant's aQjuBted net income 
reaches 2500.4 ofpDWl'l)I. sIhe would pay a ponion of the Part A premium. based on 10% of tho 
monthly net earned incom~ above 250% of poverty, Pr ium amounts would be capped. at the 
pn:mfum rate ft)r 6'. Medicare benefiCiaries. This Medi c Part A huy.jn program would bu 

I 

http:BIl.y.ln
http:purch8.Be
http:reeardl.na
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available as lona 81 tho Inclividual remained working above SOA, For Part IJ the ~cipient would 
continue to pay the same level ofpremiums a.'i required under the law. 

Amount. would be pakl mDD.thly ano reconciled at the ~nd of the year by the beneficiary based' 
on H) J)OfC8nt of net earned income above 250% ofpovo~, Refunds or oblisations to the 
bentficiary would be calculatcdand distributed by th~11 beneficiaries would have to ' 
clll'ollin clnpioyer-sponsored health insurance in order to be eligible for the OPTIONS program. 

Ml!dll'~,e CDW"J61! C."tlltutztlblllTc,,1ftlIudiqn. All OPTIONS pa.t'tidpanLs with earned fncume 
under 2.50 pe~nt ofpoveny would rec.civ~ free Medicare Purl A. and Pan B for the regular 
premium amOU11t$ paid. Coverage would he~;n no lEIter t.J1an one m'onth fonowiDa the signing of 
IlIA OPTIONS form. : 

If the beneficiary fails to pay premiums for MedicDrC cov~raQelbllowing a 90 day Grace period. 
and for 180 days where the Secretary determines thQt thc~e was good causo flU failure to pay. :. 
Medicare coverage Will be terminated on the first day of~he month lbllowing the periods above~ 

, " . I 
I ' 

p,.wtlte Plalls Flnt, MlIdklll'tJ IIltd ltltidit;aid (15 PQJlor (ifLArd Re.surt. OPTTONS participallt3 . 
would be required to utilize employer·sponsored hC6l1th i urance plans (when available). 
Medicare and Medicaid would alwaYRhe considered the Dyers of last resort, ' 

Note: In the event that there are exclusionary periods in t 0 employer-sponsored health plan. the 
obligation to subsidize Medicare premiums would remai a responsibility of the employer dUl'ing 
that exclulioury pc:rioci. 

ProhibitioDs 

• ' Work acthities wIllllot".ge, " ContlnMlng D ablilly Review. ' 

• Work .~dvldel eaDllot be used as evidenee that a dllabUlt,r has cealed. 

• TeJ"ll:llutioD ofwork acttvltlea do~ Dot prelu e RD inability to work. 

State Work OpIiOIl. I'roaram (SWOP) 

OPTIONS participants. SSI/SSDI non-wol"ldllg lWll'!WU:S 0 3TC "pn:paring to work," and 1619 
A and B participants. who are in need of additional seTvic ti dross WOtlld be uble to bu)'~in \0 11 
swap under Medicaid. TfStatl!f.:I ehoose to set up a SWO • at aL minimum PAS und 
pharmaceutical benefits w6uld be required. A.ny cost-shur ng above JSO% af povQdy would be in 
accordance VJitb. State policy. 

If an OmaNS participant loaves employment for any tn. coverage wnuld continue under 
the: SWOP consistent 1Nith State policies and proeedures~ 

:S 
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W.lven 

-R.""Ii'elllDlt/or Rapo1QtJ by HCFA ttl S",,. WlIlver PIfOJIIU/"'. HCF A wu~l1d be requirod to 
respond to State ll1.5 waiver requests for programs that ~nc()uralJe Breturn to work by persolls 
with disabilities DO later 1haD 90 days from the date of reript by HCF A. 

BI'Hd.IIU.6 HCFA c,;",,"'/or A.ppro"", 0/Section /'1 S WlJlwr,.f. 

Lanluaae Reads: , I . 
"In dctcrminin. bUdget neutrality under the: provisions of[Modicaid Section I 11 S waivers whic;h 
are for the purpose ofreducing work disincentives for pdsons with disabilities. the Secrewy (of 
HHS] shall take into account tedumons in payments me e to potSons with disabilities undor 
Titlo II and Tide XVI oftho SOcial Security Act and othe reductions in federal expendltw'cs 
made to,. or Oil bcbtllfot, such IndiViduals when such red ced expenditures are u. result of 
earnings by such persons with disabilities." 

Such language would better reflect the cost-savings invu) cd when Section 1115 waivers meat 
the medical needs ofpersons with disBbiHtieA. 

Expansion otDeduettble ItelDl UDder the Impairment Related Work Expense. 

For those OPTIONS participants who an: still receiving c sh bonefit:>. Impairment Related Work, 
EXpel):.t::s (IRWEs) would be expanded to include items c nnccted with "preparation for. and 
traveling to and from work, orientation and mobility servi es. and Durable Medical Equipment." 

The expansion ofitems (automobiles, wheelchair motors. te.) faIling undcr the deduction would 
providc an incentive for lona term bcnet'iciarie): to retum t~ work. Thelile individuala1 wQIolld bQ 
more likely to remain below the SOA level and contil'1ul.l t l'eccivc cash payments until their 
income level rises auch and cash 8.Jsistance becomes unno eiisarv . . . I ~ , 
Work Inceutive Counlelinl and Alliltance Proaram I' ' , 
'the bin directs the Commissioner ofSociBI Security to csrbliSh a Work incentive Counseling . 
aftd Assistance ProSram. at the QQmmunity lovell to uaist j' tho outn:;pe;h for and c;oordinu.Lioll of . 
the OPTIONS program. ' , r.fA 

SSA will educate and provide 0IIIl01nI: personnel dOVOIoP±ont to new and ••i9lin& work . 

counselors in the community. incJudina public and priwt providers and~ounse1ors in Vllcotional ~cd

rehabiHtatio~ independent lh/~g ccntera. social services nters. and the Social Security field ' 

offices. Identified counselors will advise the individual In chol..,sinS whether to participate in the 

OPTIONS prugram as well as assisting In the coordinatio and interaction of the new work 


6 

I 
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incentives, the disabled consumer, available V.R. and job trainina services and Socia) Security to 
facilitate tru: individual's eventual rc:turn to work. 

DemoDltnr:ion Pro....m: SUdiDe Saale Caab Benefit Offset for SSDJ SIlneflclarie .... • 

The Commissioner ofSSA may Conduct demonstrations to detennine the m,',ijt effective 
methodology for implemmtillg Ion earncu income ot1"set for SSOT benefits that re~\Jlt in a gradual 
dcc:rcase in cash assistance as eaminas inorease that are: national in scopc; conducted on a State. 
regional. or national level; condu by public asenciei or private. not-for profit ofJ:MiJl'4tiul\s; 
using calculations made on other an a monthly basis; u~ing calculations in increments larger 

't 0han 51 loss in benefits for each in earned income~ e.Il.;. $50 reduction in cash assistance for 
. 	 5100 in eamings~ usina eleotroni funds transfer and othe! information Lc:::chnology to stre"mline 

the administration of such offset; d offering boneficiarl s information and advice re2arding 
such sliding scale offset throuih rsonal computer soft rill, 

Tho oJl-or-notNns deslan of the SSDI pl'ugr"dJn prevents ost benefioiaries trom ancmpting to go 
to work. Unlike the S81 proamm. where recipients who a 'empt work and lose only $1 in COll>h 

assistance for every $2;n earned inoome and can continu rec"iving Medicaid aou.te medicnl 
care, pcrso.nal assistance, and prescription medication cOltage (up to State limits), SSDI 

, beneficiaries lose all cash assistanceaftor eaminis reach 500 per month (asswnina in thi~ 
oxample that tho Trial Work Period bas expired). Further ,:xas.p.£[atin.s the situation. SSDT 
beneficiaries receive :free Med.icare (which. because it dO!' not cover personal assistance and 
prescrIption mcdications is a lesser benefit than Medicaid for only 36 month!i1. After then. they 
pay the full Part A premium. currently 5330 monthly. to c ntinlolo coverago. ' 

The result is that the vast majority ofSSDI beneficiEL1'i~5 nd that working to their maximum 
capacity undeT the CUl1'eIlt SSDI work incentives 1u.l..,8 ig tl OOgtly the)' nn~nciAlI)' onnnot afl(wei 
to work. They arc fiDanctaUy and medically rewarded for emainins on benetits and punis:hcd f,u' 
attempting work. A difficulty remains in administerinc t cxistintl. slidin~ scale hene'cit nff.qet. in-? 
the SSI program. The demonstrations condu.ct~d under thi authorily shull determine the most 
effective way of' bnpl~mentJ.ng sliding scale ~nefit offIe \11108 variatiol1s in the amount 01' the 
offset as a proportion ofearned income; the duration ofth offset period; and Lhe method of 
dcwminins the amount of income earned by beneficiari", •. Demonstrations shall use 
ItAte-Of'-thC-flrt infonnation, 1:C¢luiOlugy and electronic fun s transfer technology to streamline the 
reporting ofdata and thfI implem.entation of the offsets. In;additiOn. personal computer soflware 
shall be developed and made av8i1able to bel'10i1claritt8. ih ir families, guardilUls, and odvoclltoS. 
to inform beneficiaries ofthese new work incentives and t assist beneficiaries in making 
informed decisions regardina work. ' ! cfk.... W1.$ .PA-? 
... . 	Tbla wUl p.r.....neatly autborb:e So.:lll securityl DemonstratltJli Project Auth()rlty 

for Ibe Status. 

7 
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Evaluation of tbe OPTIO~S Program 

RtlplJrl""d Rectl1lllllll"dIIIlD". to CD",,.,,,. Not later tl'l8n 12 months after the date of 
eaactment of the act, the Commissioner ofSoclal Security and the Secrctal)' ofHHS shall jnintly 
evaluate tmd Nport to Conpu on tho incentive program and the demonstration projects. 
Included in this evaluatlon would be recommendations to Congress for aciministrative andlor 
legislative cbanges to better enable individuals with disabilities to enter or reenter the workforco. 

No later tban three months (establishment) • .QlRin at five montha (prosro$S report) und seVlW11 

months (recommendations as to pennanently authorizing th~ program). Sociul Security. Natiunal 
Council on Dilability in consultation with the Secretary 0' Health and Human Services and 
stakcholclers would report to Congress data determining t c success of the "OPTIONS" work 
incentives. ~ vfc..L. 

Effective DaWlImplemeatatioB 

Social Security is required to beain to offer these incentiv s no more than twelve months fronl 
the date of enactment in'o law. 

SUBlet 

Thl.logislation is a ten.rea{!lititl~gram and will umlct in ten years ifit is not 
permanently .uthOila:d 
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