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WORK INCENTIVES IMPROVEMENT ACT
OF 1999

THURSDAY, FEBRUARY 4, 1999

U.S. SENATE,
COMMITTEE ON FINqANCEq

Washington, DC.
The hearing was convened, pursuant to notice, at 9:59 a.m., in

room SD-2 15, Dirksen Senate Office Building, Hon. William V.
Roth, Jr. (chairman of the committee) presiding.

Also present: Senators Chafee, Jeffords, Thompson, Moynihan,
Kerrey, and Robb.
OPENING STATEMENT OF HON. WILIJAM V. ROT], JRL, A U.S.

SENATOR FROM DELAWARE, CHAIRMAN, COMMITTEE ON FI-
NANCE
The CHAiRMAN. The committee will please be in order.
This is aer spcal day to have two distinguished colleagues

here, Ted Kennedy ad-I do not know what to call you, Bob, but
call you aleadero a chairman of a committee or first man or

whatever. [Laughter.]
Mr. DOLE. Watever, I answer to most anything.
The CHAIRMAN. But it is indeed a pleasure to have you here.
I would point out that today our committee is holin, Pat, its

first health care hearing in the 106th Congress. And we are here
to discuss a very, simple goal, helping individuals with disabilities
to go to work if they so choose.

In 1990, Congress made a giant step forward, realizing this goal
with the passage of the Americans with Disabilities Act. Lid frank-
Iy it is not a coincidence that our first witnesses today are two of
the people most responsible for the enactment of that important
piece of legislation. And I thank them.

The Americans with Disabilities Act made an important state-
ment about this Nation's commitment to independence and oppor-
tunity for people with disabilities. And since then, barriers that
had made even the simplest daily task difficult or even impossible
have been lifted.

Millions of Americans now lead more active and integrated lives.
But despite the progress that has been made, we all understand
that serious obstacles still face people with disabilities, obstacles
that stand in the way 'of getting a job.

So joining with Senatr MyhaJfod, and Kennedy, I
have introduced legislation to address some of the remaining im-
pediments to employment for people with disabilities.



Our bill S. 331 promotes access to health insurance and :fun-
damental job assistance. I am pleased that a number of our col-
leagues have joined us in supporting this legislation.

At a hearing held by our Subcommittee on Social Security and
Family Policy last July, lack of health insurance access was identi-
fied as a primary barrier to employment for disabled citizens.
Hopefully, the Work Incentives Improvement Act will empower
States to lift this barrier.

I should point out that rather than continue reading my full
statement, I will ask that it be included as if read.

[The prepared statement of Senator Roth appears in the appen-
dix.)

The CHAIRMAN. And with that, I would like to make one further
statement. We do have here Larry Henderson from Delaware. We
are looking forward to his testimony.

And so now, I will be happy to call on you, Senator Moynihan,.
although my understanding is that you are going to yield~to Sen-
ator Kennedy because of another engagement.

OPENING STATEMENT OF HON. DANIEL PATRICK MOYNIHAN,
A U.S. SENATOR FROM NEW YORK

Senator MoyNiHAN. I will do exactly that, sir, but may I note
that we have 13 members of the Finance Committee have been
supporting this measure. And in all, some 41 members of the Sen-
ate have already done. And we are on our way and a very impor-
tant way, too.

By the way, in 1986, Senator Dole, you introduced the Emnploy-
ment Opportunities for -Disabled Americans Act. And this follows
from there. And I think we are going to make it this year. I have
a statement I will place in the record. And thank you, Mr. Chair-
man.

[The prepared statement of Senator Moynihan appears in the ap-
pendix.)

The CHAIRMAN. Thank you, Pat.
Ted, it is pleasure to have you here. And we look forward to your

comments.

STATEMENT OF HON. EDWARD M. KENNEDY, A U.S. SENATOR
FROM MASSACHUSETTS

Senator KENNEDY. Thank you very much. Well, I want to thank
you, Mr. Chairman, for having these hearings and to -my col-
leagues.

Thanks, Senator Moynihan, for yielding. Both of us was supposed
to be at the same place. I do not know how they are going to get
along without us, but they will. [Laughter.]

And in any event, this is where it is really at I think. And Sen-
ator Moynihan and I would agree.

But I want to thank you, Mr. Chairman, and Senator Moynihan
for the really extraordinary leadership which you haveaprovided in
bringing us to where we are here today. And it is a rea tribute to
both of you that we have been able to work, work closely together.

Senator Jeffords is our chair of our Human Resource Committee.
We have been trying to work closely with him.



And, I think as we look at the start of this session, this is the
major piece of legislation that has the strong, bipartisan support
and will really affect millions of our fellow citizens not only those
that are facing the mental and physical challenges today, but those
that may be facing them tomorrow and the next day and the next
day So it is not really a specialized legislation. It really is some-

thn or all Americans. And it is really something for the future.
So let me thank both of you so much for your leadership in the

hearings that we held last year in the subcommittee and now for
giving this the priority. And I thank my good friend and colleague,
Senator Jeffords, for his strong and continuing efforts in this area,
and Senator Chafee and Senator Thompson, and others.

We are up to 41 co-sponsors. And we hope to be -over the 50 mark
by the end of this week, by Friday. And this represents a broad
range of interests and support across the length and the breadth
of the Senate.

I dare say that it is rare that we have that range of support on
an issue that is so basic and fundamental and important and sig-
nificant as this. So we are enormously grateful to you.

I am honored as well to be with someone, Senator Dole, who I
think all of us understand has been for such a long period of time
such a leader in the whole disability movement.

I remember going back to the 504 legislation, going back to the
measures that Senator Moynihan has mentioned sitting in the
room of the majority leader for him taking the time when we were
considering the Americans with Disabilities Act and to have his
leadership at that time really made all of the difference.

And I think for those of us who know his commitment in this
area and are aware of his own foundation that does extraordinarily
good work in terms of the disabled in this country, having his in-
volvement and support is enormously important. And when the leg-
islation passes, it certainly will be a major tribute to Senator Dole
even though he will not have a *vote. We might bring him back for
a vote on that particular day. [Laughter.]

We will have him on our side. He will be welcome on yours, but
we will be glad to include him.

Senator MOYNIHAN. For that vote anyway. [Laughter.]
Senator KENNEDY. I will be very brief, Mr. Chairman. I do not

think that there has been a piece of legislation, I am sure you
would agree, that the fashion has really been of the people, by the
people, for the people as this legislation.

It has been in the works really for 18 months. And I think for
those that have really worked at it, it has been eight-hour days,
very long, tough, difficult, challenging kinds of negotiations, but so
many of those are sitting behind us here today and deserve such
a tribute because they have been the ones who have taken this un-
derstandable concept, and that is those that are part of the 54 mil-
lion Americans today that have some disability, want to work, be
part of the mainstream, carry through their hopes and dreams, and
because of inhibitors in the whole range of previous policymakers,
they are discouraged from doing so with the loss of their health in-
surance, the cash cliff, and the failure of being able to continue to
be able to upgrade their skills through vocational education.



And what we have seen is with the development of this legisla-
tion, we really have addressed those in a very important and sig-
nificant way. As the Social Security Administration would point
out, of the 55 million, there are approximately 7.5 million disabled
individuals on SSI or SSDI. Social Security reports that less than
one-half of 1 percent ever .go or return to work. If only 75,000 or
1 percent of these individuals work, you are talking a bout saving
$3.5 billion over the work life of the i-11dividuals, and I think only
1 percent is a very low estimate of those wanting to work.

That is an important aspect of this legislation. I think it is not
of the importance of the legislation that it has in terms of what it
means for individuals to be able to be independent, to live their
own lives, to be contributing members of the society. And that is
what this legislation is really all about.

I want to say finally, Mr. Chairman, we appreciate the leader-
ship of President Clinton. He had indicated his strong support and
the support of the administration in support of this legislation dur-
ing his State of the Union. And also, he had indicated in his budget
the favoring through the tax system, the personal attendants that
will look after the disabled and other provisions in the HUD pro-
gram that have some special significance and importance.

So we welcome the chance, Mr. Chairman, to speak to this issue
today. We are hopeful of being able to pass this at an early time
to really start off this legislative session in a way that will make
such an extraordinary difference to millions of our fellow citizens
in a way that really speaks the best of the Senate and the House
of Representatives that will make such a difference in the lives of
millions of our fellow citizens.

And I would ask consent that my full statement be included in
the part of the record.

The CHAiRMAN. Without objection.
[The prepared statement of Senator Kennedy appears in the ap-

pendix.]
The CHAIRmAN. And just let me say the reason we are having the

hearing this morning is that I agree with you. I think it is impor-
tant that we move ahead early. And I think it is a good indication
of what can be accomplished in a bipartisan fashion. We appreciate
your being here today.

Senator MOYNiHAN. Mr. Chairman, may I say that a bipartisan
measure would improve the lives of the Senators as well. [Laugh-
ter.]

The C~i~m~mAN. I would agree with that. Senator Moynihan, we
will now turn to you.

Senator MoyNmm.. Thank you very much. I think Senator Jef-
fords.

The CHAIRMAN. Senator Jeffords.

OPENING STATEMENT OF HON. JAMES M. JEFFORDS, A U.S.
SENATOR FROM VERMONT

Senator JEFFORDS. Thank you, Mr. Chairman. This is an exciting
moment for all of us that have worked so long. Myself, when I
came in back in 1975, we started with the kids. And here we are
now today finally getting an opening in that ffiial door for those
who have disabilities to really have a meaningful life. And I think



that this is an incredible moment. And I deeply appreciate all your
sup port.

f would like to make my full statement a part of the record.
But I want to also especially thank Senator Dole for his support

over the years and his inspiration in this particular piece of legisla-
tion, recognizing that this was the most important final step for re-
ality for people with disabilities to have a real chance to participate
in our society.

So I ask to submit my statement.
The CHARmAAN. Sure.
[The prepared statement of Senator Jeffords appears in the ap-

pendix.]
The CHAmIAN. We are pleased to have here John Chafee.

OPENING STATEMENT OF HON. JOHN H. CHAFEE, A U.S.
SENATOR FROM RHODE ISLAND

Senator CHAFEE. Thank you very much, Mr. Chairman. I want
to join in thanking you. And I particularly want to join in welcom-
ing Senator Dole back. He certainly spent a lot of time in this
room, right in that chair and this chair, too.

And I just want to join enthusiastically in the support of this leg-
islation. I want to thank Senator Kennedy for all the leadership
that he has given to it.

And what we are trying to do is just make it possible for those
with disabilities to, as has been pointed out here, enjoy the full
fruits of our society and be able to work. And that is what this is
all about.

So I want to enthusiastically support it. And I am so pleased that
we are making some progress on tis bipartisan effort. Thank you,
Mr. Chairman.

The CHAIRmAN. Thank you, Senator Chafee.
I do not know that I have ever officially welcomed Fred Thomp-

son to the committee. We are delighted to have him. It is another
example of another chairman joining this committee, but I know he
will contribute mightily.

Senator MoyNiHAN. He is most welcome on our side too, Mr.
Chairman. [Laughter.] -

The CHAIRMAN. I can barely see you.
OPENING STATEMENT OF HON. FRED THOMPSON, A U.S.

SENATOR FROM TENNESSEE
Senator THOMPSON. Thank you very much. I appreciate your

kind words. I am looking forward to the work on this committee
very, very much under your leadership. Thank you for this hearing
today.

I have a short statement I would like to make part of the record.
If I may join in the welcome to our dear friends. Thank you.

[Tepeae statement of Senator Thompson appears in the ap-
The CHAIRvMN Thank you, -Senator Thompson.
Mr. LEADER.
Mr. DOLE. Ted is going to go and take care of the Democrats.
The CHMRnru. I was asked to keep him away from there.

[Laughter.]



Mr. DOLE. It does not make much difference. But I want to thank
him for his outstanding leadership in this and many other areas
before he leaves. I appreciate it very much.

The CHAIRMAN. Thank you, Ted.
Senator KENNEDY. Thank you, Mr. Chairman.

STATEMtENT OF HON. ROBERT DOLE,, FORMER SENATE
MAJORITY LEADER FROM KANSAS

Mr. DOLE. And let me say that I am not certain I miss being here
at this time, but it is always good to come back and to be before
this committee. And I remember last year when Senator Jeffords
and Senator Kennedy had the hearings. And I think that sort of
laid the ground work.

And if you have 47 co-sponsors, I think I padded it just a little
bit because some people slip and slide a little bit between the time
they co-sponsor and passage. So it may be 55, 58, something like
that, but I hope there are an equal number of Republicans. And I
am certain this will be a strog partisan legislation.

I think Senator Roth made it very clear, this is about people
going to work. This is about dignity and opportunity and all the
things we talk about when we talk about Americans generally, but
particularly many of the people seated behind me have stories that
I know will be very impressive. And I am not certain how many
will be testifying.

But we have made dramatic improvements in removing barriers,
whether they are the architectural barriers or attitudinal. barriers,
whatever barriers may have existed, but we still have some way to
go and certainly the ADA.

And I thank all my colleagues for their assistance and always
thank President Bush for being actively supportive of that legisla-
tion.

And I will always remember the signing ceremony at the White
House where we had, I do not know, hundreds and hundreds of
wheelchairs. It has not happened since, but it was an indication
that this was an inclusive pece of legislation. And we were trying
to make life better for all Americans.

But that did not complete the work, as Senator Kennedy has
said, of removing barriers. And access to health care remains an
enormous hurdle confronting people with disabilities who want to
work. And that is where the Work Incentives Improvement Act of
1999 can make a big difference.

According to a report issued last summer by the National Orga-
nization on Disability, 72 percent of unemployed Americans with
disabilities want to goto work. Three out of four want to go to
work. Yet, not more than 1 in 500 receiving Social Security disabil-
ity benefits, SSDI, ever returns to work. And that is what this leg-
islation is all about.

And I think as I have checked the numbers, for example, the av-
erage SSDI beneficiary collects about $4,596 in cash benefits from
the government each year. And if they choose not to work, they will
still receive Medicaid benefits. But if they decide to go to work in-
stead of collecting the $4,596 in cash benefits from the government,
they will become taxpayers. So this is what it is all about.



And obviously, it is not going to work in every case. And you
never know what the finial estimate will be. And Senator Kennedy
had an estimate of how much it woqild return. But in any event,
even if it does not match or exceedthose expectations, the legisla-
tion is certainly needed.

Throughout 1997, the GAO conducted interviews of SSDI bene-
ficiaries who had gone back to work. And these people told the
Government Accounting Office that the most important factor in
making work possible was health care because it helped them func-
tion better.

Mr. Chairman, this is very important and not hard to under-
stad.Emloer-s onsored health insurance is a key factor in sepa-

rating SDbeneficiaries who plan to leave the cash benefit rolls
and go back to work from those who stay.

And let me say this again, access to health insurance makes all
the difference. It makes all the difference when it comes tonmaking
the leap from the disability rolls to the job rolls because if you do
not have it, you are not going to make thie leap. And if you do not
make the leap, you are going to be there forever, not working even
though you vWant--o work because of the disincentives in the pro-
gram.

So what does this bill do? It addresses that particular issue head
on. It removes that particular barrier. And it seems to me that it
is all because somebody had an idea and- somebody kept working
on it.

And I know that you are going to have a painless pay-for that
everybody will agree on. And it does-my time is about up.

-The C~~mN Take as much as you want.
Mr. DOLE. But the bill does create two new Medicaid options for

States. And that is sort of the key to the program. And it also pro-
vides a demonstration program that allows people who leave the
SSDI program to receive Medicare for 10 years, up from 39 months
currently.

But it is not about big government in my view. It is about good
government. And I congratulate all those who have taken a leading
role. And now that it is before the Finance Committee working
with the members of the Labor Committee, it seems to me that it
is off to a good start.

Let me just mention one other thing. I think rehabilitation, hav-
ing had some of that a long time ago, is very, very important. And
I want to mention that it is included in my statement. It is a mar-
riage that I think the committee needs to address in addition to
what you are addressing in the bill.

One segment of our health care system that is essentially return-
ing the disabled to work was dealt a crippling blow by the Bal-
anced Budget Act of 1997. And I am referring to rehabilitation hos-
pitals, facilities, and units without which our disabled rolls would
be, much greater as their services retrain and rehabilitate many in-
dividuals and return them to the work force.

And I know the staff will check this out, that section 4415 of the
Balanced Budget Act of 1997 repealed the full incentive payment
percentages for the Prospective Payment System exempt rehabilita-
tion hospitals and units. It also reduced capital payments for PPS-
exempt hospitals by 15 percent from fiscal 1998 to the year 2002.



And the combined effect of these provisions severely hamstrung the
'--ability of these facilities to serve disabled individuals.

And I know there is some discussion about the benefits of reha-
bilitation, but I visited some of the outstanding rehabilitation hos-
pitals in America, particularly the one in Chicago, the rehabilita-
tion institute there.

And I can tell you that it makes a big, big difference, the sort
of before and after pictures of those who go into rehabilitation and
those who come out of rehabilitation and their attitude and their
ability and all the other things that go with it.

So I would just ask this committee without going into further de-
tail if someone would take a look at that part of my statement and
assess it.

Maybe, it can be justified, but I know what it means to some of
these rehabilitation hospitals. And we have about 100 in the
United States. And they are very, very important. And the last
thing we want to do, that you want to do is to deprive somebody
of that benefit that might make them a productive citizen and a
taxpaying citizen.

And the reason is because they are so heavily dependent on
Medicare. That is the primary reason. They have few non-Medicare
patients. They cannot shift costs because 65 to 70 percent of the
patients are Medicare patients. So there is not any shifting that
can take place in rehabilitation hospitals. They are a little different
than other hospitals.

And I think that is why it would be helpful if you would take
a look at this very important matter. And I know that there are
a number of outstanding rehabilitation specialists who would be
happy to come before the committee at some other time.

But again, I urge the committee to take prompt action on the bill
that has this strong, bipartisan support and thank the committee
for letting me come up and testify on what- I think is a very impor-
tant piece of legislation.

And it is I think time for some bipartisanship in the Congress.
And this would certainly be a good way to start it. If you would
just take this bill out today and pass it, I think everybody would
be happy. You could write the report later. [Laughter.]

The CHAIRMAN. Well, thank you very much, Senator Dole. Let me
go back to your comment on the co-sponsors. I am very pleased
that among the original co-sponsors of S. 331 from the Finance
Committee, we have Senators Chafee, Grassley, Hatch, Murkowski,
Breaux, Graham, Kerrey, Robb, Rockefeller. And I believe Conrad
has joined us. The total number that we have right now is 40 Sen-
ators. You said 50, 55. That is a good Republican count. [Laughter.]

Mr. DOLE. Right. They thought you had 47, but they always ex-
aggerate.

The CHAIRmAN. Actually, we may have more. But I think it is im-
portant that we move ahead.

It is unusual that you get such broad support from liberal to con-
servative. Why do you thnk the Work Incentives Improvement Act
is attracting such broad support?

Mr. DOLE. Well, I think tere is a recognition that nothing costs
the government more than keeping creative and intelligent people
from doing what they would like to do. I mean, these are people,



as I said, who are willing, three out of four who want to work. And
I do not know the what the final number is. Senator Kennedy indi-
cated it may be as many as 10 million.

But now, they are trapped at home. They are collecting cash ben-
efits instead of in the work force paying taxes. And as Iindicated
earlier, there is about -a $5,000 average payment under SSDI. And
if you have to forego that, many people are not going to go out and
work if they do not have appropriate health coverage.

So my view is; that it is a recognition'that we are all valuable
citizens in America regardless of our physical ability or disability.
And it has been my view over the years that persons with disabil-
ities are very loyal in the work force. They work long hours. Some-
times, it may take them Ionger, but the bottm line is they are
good, productive workers in the sense I am not just talking about
workers. I am talking about whatever the level may be. And that
is why I believe that we have had this coming together of different
philosophies.

As I said, this is not a big government. It is a good government
program. And again, I think the fact that, well, the ]President did
acknowledge the program in his State of the Union message. And
that indicates additional support.

The CHAIRMAN. I can think of no group more deserving of help
than the disabled. And I think it is encouraging to learn and hear
how much these people do want to go to work. That is what we are
tryin to bring about.

Mr.DOLE. And again, I would say, but without disagreeing with
the Chairman, I do not think it is help they are looking for. It is
just opportunity.

The CHAIRMAN. That puts it very much-
Mr. DOLE. It is opportunity. It is tearing this down barrier that

makes it impossible or almost impossible for men and women with
disabilities to go into the work force. And to me, that jst creates
a whole new opportunity, a whole new horizon for peopleall across
America.

The CHAIRMAN. And I think that something that is not recog-
nized is that we were not just talking about people who were dis-
abled from the beginning. It can happen to anybody, to any of us.

Mr. DOLE. Every day.
The CHAI~RMAN. And we want to make sure that there is that op-

portunity for them.
I appreciate your being here.
And I will now ask Senator Jeffords.
Senator JEFFORDS. Thank you, Mr. Chairman. And I certainly

want to again thank Senator Dole for the incredible help he has
given us over the years. There is no question in mind that we
would not be here today if it were not for your support.

When we met last year and had a broad spectrum of people with
disabilities in the Mansfield room, and it was just a most reward-
ing moment I have had. And you were the star. You were the one
that brought them there because you are their hero. And what you
have done over the years for the disabled is just incredible. And I
just want to thank you for that.

But I think you would agre with me that there is nothing more
rewarding to any individual th an finally to be unshackled and have



the ability to go to work. And the feeling that must come to some-
one who has finally opened that door.

And would you. affe with that?
Mr. DOLE. Well, there is no doubt about it. I look back at my own

life. And without getting personal about it, but we had health care.
And we had assistance from the government. I had a left-handed
typewriter. I had a recording machine I could take to class because
I could not take notes. And so we had all these opportunities pro-
vided to us. And what was the result?

We also had the GI bill which in my view changed the world, one
piece of legislation, but it certainly I think made many of us with
disabilities because of World War 1I productive citizens.

And I am pleased to see that they are going to add a wheelchair
to the Roosevelt Memorial, another indication that we are not hid-
ing our disabilities. I do not think FDR -ever intended to hide his
disability, but we accept people wth disabilities. We do not run
across the street or run away from somebody with a disability.

We have never done it not because we did not have empathy. It
is just because they did not know how to deal with someone with

a disbiliy
So my view is that there are dramatic changes taking place. And

this would be another big, big step in the right direction.
Senator JEFFORDS. Also assisted technology has improved so dra-

matically that now the ability of people to be able to assist them-
selves with additional help from all the modern technology. Have
you observed that aspect of it?

Mr. DOLE. I think before I left the Senate, shortly before, they
had a big display in the capitol of all of the assistive technology as
far artificial -,ms and artificial limbs are concerned.

It was really remarkable how far they have come because I recall
watching young men 50 years ago. And it is much, much different
today. So it is you are never going to be quite like you would like
to be, but it is always you are getting closer and closer.

Senator JEFFORDS. Thank you, Mr. Chairman.
The CHAIRmAN. It is now my pleasure to call on Senato.- Kerrey

who is another sponsor of the legislation.

OPENING STATEMENT OF HON. J. ROBERT KERREY, A U.S.
SENATOR FROM NEBRASKA

Senator KERREY. Thank you, Mr. Chairman. I appreciate your
emphasis of this legislation, as well as Senator Jeffords, Senator
Moynihan, and Senator Kennedy.

And, Senator Dole, I presume you miss us as much as we miss
you.

Mr. DOLE. Sometimes. [Laughter.]
Senator KERREy. Well, if you get lonely down there at 1600

Pennsylvania Avenue, I presume you will give me a call and let me
come down.

Mr. DOLE. I may have one more shot at it. I do not know.
[Laughter.]

Senator KERREy. Well, I do not have really any questions for you,
Senator. I appreciate very much your endorsing this legislation.

There is no question that in Nebraska, there will be thousands
of people right now who are frustrated by a government rule that



makes it impossible for them to pursue the American dream. And
that is all they want. They Just want to be able to go to work and
get an opportunity. And they are told if you promise to stay poor,
you will help you.

Mr. DOLE. Right.
Senator KERREY. But if you do not promise to stay poor, you are

out of luck. So this is long overdue. And I think with your support
it is likely this thing will g relatively quickly. And I know that
this change in the law without doubt, there will be thousands of
people in my home State who will be able to return to work. And
as a consequence, they are going to be happier, their families
stronger, and the Nation stronger as a consequence. Thank you.

Mr. DOLE. Well, thank you very much.
Thank you, Mr. Chairman. I think I did ask that my statement

be made part of the record.
The CHAIRMAN. It will be done so. And we, will look into the other

matter you have raised as well.
[The prepared statement of Mr. Dole appears in the appendix.]
Mr. DOLE. Thank you.
The CHAIRMAN. I would like to publicly acknowledge the leader-

ship role that you have played, Senator Jeffords, in bringing and
developing this legislation and bringing it to this point where we
have strong bipartisan support. It could not have happened without
your help.

Senator JEFFORDS. Thank you very much, Mr. Chairman.
The CHAIRMAN. We will now turn to our second panel of wit-

nesses. [Pause.]
I thought we would call all the witnesses up if that is convenient.

First, w will hear from the Secretary of Health and Family Serv-
ices for the State of Wisconsin, Joe Leean.

Would you please come forward?
Then next, it is my great pleasure to call forward Larry Hender-

son, who is from my State of Delaware.
Larry, it is a real pleasure to have you here today.
And we are also honored to be joined by Ms. Joann Elliot. She

is on her way.
And our final panelist will be Mr. Allan Bergman, President and

Chief Executive Officer of the Brain Injury Association.
It is a real honor and pleasure to have such a distinguished

group here. And we look forward to your very helpful testimony.
I just want to say how pleased we are to have you here, Mr.

Leean. I can say your State has been a leader in developing many
innovative, significant programs. So we are looking forward to your
testimony.

Mr. LEEAN. Thank you very much, Mr. Chairman.
The CHAIRMAN. May I welcome Ms. Elliot. It is a pleasure to

have you here. Excuse me.

STATEMENT OF HON. JOE LEEAN, SECRETARY, WISCONSIN
DEPARTMENT OF HEALTH AND FAMILY SERVICES, MADI-
SON, WI
Mr. LEEAN. Thank you, Mr. Chairman, and members of the com-

mittee. I am Joe Leean. I am the2 Secretary of the Department of
Health and Family Services in Wisconsin. And on behalf of Gov-



ernor Tommy Thompson and Peggy Bartels, my Medicaid Director
who is with -me today, I really appreciate the opportunity to offer
support for the Work Incentives Improvement Act.

Moving barriers to employment is a goal that Governor
Thompson and I strongly support. While the cost of the current bill
has been reduced by about 75 percent from last year's bill, this act
would still make significant progress in removing employment bar-
riers.

I believe this bill offers a fiscally sound, cost-effective way to do
the right thing. It is important to avoid pitting one group of vulner-
able people against another. And therefore we are very concerned
that the fiscal offsets that are required here, that they not be
against either Medicaid or other health and human service pro-
grams.

But as people work, and you have heard some of the testimony
today in ithe same vein, they pay Social Security taxes. They pay
income taxes. They reduce their dependency on government pro-
grams.

if those taxes and savings to all government programs could be
taken into account, I doubt quite frankly that few fiscal offsets
would really be needed.

When more SSI and SSDI beneficiaries work, it is the Federal
Government and the Social Security trust fund that benefits from
most of the savings. And that is why it is so important that we at
the State level need your help to enable these people with signifi-
cant disabilities to become employed.

Most people, as Senator Dole and Senator Kennedy said, with
permanent disabilities want to work. New drugs, new adaptive
aids, advances in personal computers, and other technologies make
employment more feasible than ever before. A booming economy,
the vast untapped, well-educated pool of people with disabilities
makes it more important that we act now to remove employment
barriers.

And I so appreciate your sponsorship, all of you on this bill.
We need three things. We need an assurance that of continued

health and long-term care coverage. We need a gradual reducing of
the cash benefits instead of the current cliffs that exists in our sys-
tem. And we need a comprehensive approach.

First, the health and long-term care coverage. People with sig-
nificant disabilities depend on the health care system, every day.
You and I want a good health care system, but for people with sig-
nificant disabilities, it is their life-sustaining program.

They depend on the person care attendant who helps the person
with quadriplegia get out of bed each morning, get dressed, and eat
breast. They depend on the drugs that help an individual with
mental illness to function- every day. They depend on the nurse
who assists family members in the maintenance of the ventilator
that may keep a person with a spinal cord injury breathing.

S51 and SSDI beneficiaries risk losing that Medicaid or Medicare
coverage that provides these services when they earn more $500
per month. And that loss, as I indicated, can be life threatening.

This is why I think the GAO finding that less than 1 percent of
SSI and SSDI beneficiaries ever leave those programs in order to
go into employment. Quite frankly, if they were going to leave



these supportive programs to take employment, it is tantamount to
intellectual malpractice. They are too smart to recognize that tak-
ing a job and giving up their life threatening supports. They cannot
do it.

That is why it is so important that we have this option to pur-
chase Medicaid. It is very generally the only health program that
covers the personal care, the drugs, and the specialized transpor-
tation needs of people with disabilities, such -as a spinal cord in-
jury.

This act also would extend the 4-year period of Medicare eligi-
bility for someone on SSDI. This is very important. It has already
been alluded to today. Many people who have recently gone to work
with help from our Wisconsin Pathways to Independence Program
have told us that they are going to have to quit their jobs if Medi-
care coverage ends.

And an example, we have in Wisconsin Ken Ad-ell. He is a quad-
riplegic with only head movement. He operates his computer with
the help of adap-tive aids. He excels in his job, maintaining Internet
sites and a toll-free tlephone service. He earns over $27,000 a
year. He pays $12,000 towards his health care. He pays Social Se-
curity and income taxes.

And his health coverage is scheduled to expire because of the
Medicare limit. And when his Medicare expires, he loses his dis-
ability status. He will be ineligible to buy into Medicaid. And that
is why Ken and others need this bill in order to continue the jobs
they already have under our Pathways initiative.

Secondly, reducing the benefits gradually as income rises is so
important to make work pay. Currently, cash benefits are reduced
to zero after 9 months in which someone on SSDI earns more than
$500 per month. This cliff scares people from a future in which em-
ployment makes sense.

And I am so pleased to see that the Work Incentives Improve-
ment Act directs the Social Security Administration to conduct
demonstrations in which SSDI, the cash benefits, are reduced in a
more gradual manner.

Wisconsin would like to be the first enthusiastic State to work
with you on such a demonstration, along with obviously Vermont,
Massachusetts, New York, Rhode Island, Kansas, Nebraska, and
everybody else here. [Laughter.]

Mr. LEEAN. Third, we need a comprehensive approach and are
therefore so pleased to see that the Work Incentives Improvement
Act contains funding for States to sponsor local demonstration. Co-
ordinating health care, occasional rehabilitation, and employment
services in a comprehensive design that is built on a public-private
partnership is working in our Pathways to Independence in Wis-
consin. And with your continued collaboration, we can demonstrate
that success.

Two modest suggestions to make this good bill even better. We
would like you to allow States a reasonable time period in which
to phase in the new Medicaid options. The proposed bill would re-
quire a State to implement the options statewide immediately.

And I am not suggesting a waiver of statewideness, only a non-
waiver provision so that the legislation in a State could be phased
in in that approach.

58-590 99-2



And secondly, we would like you to allow States to set a mini-
mum level of earnings in order for a person to qualify for either
of the new Medicaid options because I think it would help us en-
sure adequate employment outcomes.

On behalf of Governor Thompson, 1, thank you for the oppor-
tunity to speak with you today. With this bill and your partnership
in new demonstrations, employers will be able to enlist the full po-
tential of the work force, we can provide for people the experience
that new careers as wage earners, taxpayers, and working citizens
will enjoy.

I have submitted a short description with my testimony of our
Pathways to Independence Program. And I would also like to leave
for committee members some pictures here of people who have al-
ready succeeded in our Pathways, but need this bill to continue in
their work. And I would be delighted later to respond to questions.
Thank you, Mr. Chairman.

[The prepared statement and information submitted by Mr.
Leean appears in the appendix.]

The CHIRmAN. Thank you, Mr. Leean.
It is now my pleasure to call on Larry Henderson who I think

demonstrates what a person with a disability can do in the way of
contributing to society. He is a real doer. And we are looking for-
ward with great pride to hearing from him.

Mr. Henderson.

STATEMENT OF LARRY D. HENDERSON, EXECUTIVE DIREC-
TOR, INDEPENDENT RESOURCES, INC., WILMVINGTON, DE

Mr. HENDERSON. Thank you, Mr. Chairman. Good morning. My
name is Larry Henderson. I am the Executive Director of Inde-
pendent Resources, Delaware's only statewide center for independ-
ent living. The centers for independent living, they are not social
service agencies, but rather resource centers for persons with dis-
abilities and the communities in which they reside.

What is the difference? The difference is we do not do a lot for
people, but we do a lot with people. What an individual gets from
a center is directed by that individual. We respect individual diver-
sity and we support personal choice.

As an organization, we work with individuals with significant
disabilities, helping them to live as independently as they want.

First and foremost though, we are an advocacy organization.
Other services that we offer consist of independent living skills
training, peer support, and information and referral. We are the
only consumer-driven organization in the State also. That means
that over 51 percent of both staff and board of directors are them-
selves persons with disabilities.

Most of the individuals we work with want no more than the rest
of us do, an opportunity to lead a productive lief and be gainfully
employed. Herein lies the problem for many organizations like
mine.

We can provide the training to ensure that the individual is pre-
pared to do the job. We can help them arrange the transportation
needed to get to and from the job. We can even instruct consumers
to ask for reasonable accommodations when necessary.



What we cannot do is take away the fear that surrounds the loss
of benefits. In particular, the costs associated with attendant serv-
ices and other medical coverage that is so difficult for a person
with a disability to get.

Attendant care is expensive. The average cost for attendant serv-
ices in Delaware ranges from $14 to $16 an hour. This is an ex-
pense that most people entering the work force cannot afford. Indi-
viduals can spend as much as 50 percent of their total income on
just attendant services.

When people come to us, they are ready to live independently.
Reality dictates that employment must be a goal. When faced with
this major barrier, it is up to the individual as to whether it is
worth the risk.

Out of the 140 consumers that we assisted last year, 75 percent
faced the decision between loss of benefits and employment. A mere
5 percent chose to take the risk. The alternative for others is volun-
teer work. As a result, many qualified individuals are regulated to
volunteer positions.

Now, this is not meant to denigrate volunteer positions. How-
ever, nothing builds self-esteem like a paycheck. The Work Incen-
tives Act would make our jobs a lot easier because consumers
would not be forced to choose between employment and medical
coverage.

Under the Work Incentives Act, persons with disabilities enter-
ing the work force could maintain the coverage they were pre-
viously receiving under Social Security or Medicaid on a sliding
scale, creating a no-fear transition for them.

People with disabilities are put in a catch-22 situation. They
want to work, but if they work they will lose the medication or at-
tendant services they need to let them work. The Work Incentives
Act could end this catch-22 by extending the medical coverage that
would allow those individuals who choose to work to do so. Putting
people to work where they can pay taxes and contribute to the com-
munity would be a much better use of our tax dollars.

This Act would help my organization a great deal in assisting
people with disabilities to live independent lives. Thank you.

[The prepared statement of Mr. Henderson appears in the appen-
dix.]

The CHAIRmAN. Thank you very much, Mr. Henderson.
We will continue with the panel and then ask some questions

afterwards.
Next is my great pleasure to call on Ms. Elliot.

STATEMENT OF JOANN ELLIOT, DISABILITY SERVICES
CONSUMEI;4 WASHINGTON, DC

Ms. ELLIOT. Hello, Chairman Roth, Senator Moynihan, and other
members of the Finance Committee. My name is Joann Elliot. And
I would like to thank you all very much for holding a hearing on
work incentives for individuals with disabilities like myself.' I ap-
preciate the opportunity to tell you my story.

Hopefully, I can make a difference because that is what I am all
about, making a difference. I am just one of the Americans with
disabilities that can benefit from this bill, but know there are other



Americans like me who want to work, who can work, but would
lose health care coverage we need.

Let me tell you my story. I started working when I was 22 years
old. I worked at St. Elizabeth's Hospital in food service for almost
20 years. I really enjoyed my work. My job provided basic health
coverage. I was saving for retirement through my job, and was on
the verge of buying a home.

On the last Friday in January, 1991, 1 was at work and life was
normal. That following Monday, I had a massive stroke which left
me paralyzed on my left side. I was devastated. When that hap-
pened, my life changed totally.

As you can see, I need a wheelchair to get around as well as
other special equipment to function. I require a personal care as-
sistant in the morning to help me bathe, get dressed, among other
ebssertial daily activities. In addition, I take medications for my
high iDlood pressure and I get rehabilitative therapy to keep me
loose.

Eight years ago, I was healthy and working just like you all. I
would have never thought this would happen to me, but it did just
as easily as it could happen to anyone else. If not a stroke., it could
be a car accident or being diagnosed with a serious disease.

After the stroke, I had to leave my job. Now, I receive in., disabil-
ity benefits, SSDI and Medicare. With no job, my income was low.
I also qualified for Medicaid coverage. For me, Medicaid was a God-
send. Medicaid pays my personal care assistance for helping with
my basic, living activities. It also covers my prescriptions, special
equipment, therapy, and certain transportation. Most insurance
plans offered at work do not cover my care.

It would be a nightmare with Medicaid. Without these services,
I might as well be in a nursing home. I have already lost, a lot of
my independence from the stroke. However, without Medicare, I
would totally lose my independence.

I do not like staying at home. I want to get out and be produc-
tive. However, if I get a job with even a modest income, I would
lose my Medicaid coverage. As much as 1 want to work, I am too
scared of losing my Medicaid. What can I do without those serv-
ices? The irony is I need Medicaid to work, but if I work I lose
Medicaid. It is a sad circle.

am trying to do something with myself. I do volunteer work at
the DC Center for Independent Living. Of course, I would like to
get paid. I still have bills to pay and rent keeps growing. I was of-
fered a job in 1994 at the DC Center. I would have made almost
$7 per hour. That income would help with the bills, but it would
have disqualified me for Medicaid. I could not afford that even with
the insurance offered at the job. That insurance could not cover all
the services I need. So I had to turn down the job offer.

If I could keep my Medicaid while I work, even if I had to pay
a modest premium, it would make me so happy. I would go to work
tomorrow. I want to be doing something with myself. I am not giv-
ing up. I just enrolled in a job-readiness program for a person with
disabilities. My goal is to be employed some day.

If you could pass this bill, the Work Incentives Improvement Act,
I would have a chance to keep my Medicaid and Medicare and



work. It is about work and my independence. You do not know how
happy it would make me and other persons with disabilities.

I am glad that the Senate Finance Committee is putting things
into light and pushing to remove the negative thoughts about dis-
abled individuals. Chairman, it warms my heart to know you un-
derstand my situation and are pushing to make the changes in law
necessary to allow me to -be self-sufficient.

Thank you again for letting me tell my story. And I am happy
to answer any questions.

[The prepared statement of Ms. Elliot appears in the appendix.]
The CHAIRmAN. Thank you, Ms. Elliot, a very moving story. Just

let me thank you and congratulate you for your positive attitude.
It makes no sense that people like you should have to choose be-
tween work and health care. That is what we are going to try to
correct.

And now it is my great pleasure to call on Mr. Bergman.

STATEMENT OF ALLAN BERGMAN, PRESIDENT AND CHIEF EX-
ECUTIVE OFFICER,4 BRAIN INJURY ASSOCIATION, INC., ALEX-
ANDRIAVA
Mr. BERGMAN. Thank you, Mr. Chairman, and members of the

committee. My name is Allan Bergman. I have submitted a state-
ment for the record.

[The prepared statement of Mr. Bergman appears in the appen-
dix.]

Mr. BERGMAN. I am currently the President and Chief Executive
Officer of the Brain Injury Association, the only national associa-
tion representing the interests of persons with brain injury, 5.1
million today, children and adults and their families, the so-called
silent epidemic as part of the larger disability community.

And I think as was pointed out a few times earlier this morning,
I think the interest bipartisanally and with a large number of co-
sponsors in this bill is an increasing awareness that this could be
you or your son or your daughter or your grandchild or your spouse
or your brother or your sister or any close neighbor or friend be-
cause disability does not discriminate. As you just heard from Ms.
Elliot, it strikes very often with no notice, whether it is at the birth
process or acquired some time during life.

And in terms of traumatic brain injury and other disabilities,
what we are seeing is not only the enactment of the Americans
with Disabilities Act, what we are seeing is phenomenal break-
throughs as a result of public funds expended on research, on edu-
cation, on-technology, on biomedicine, on approaches to behavioral
issues.

And as a result, we continue to raise the bar. And as we raise
the bar, people with disabilities have raised expectations. And the
independent living movement and the self-advocacy movement in
families now are expecting people to contribute.

What we have, however, is a major disconnect between our civil
rights laws, our training, and our research and our health care-dis-
ability-employment policy. And that is what S. 331 take significant
strides to correct with the Work Incentives Improvement Act.

We have an outmoded definition of disability. That is-the crux of
the issue. If we look at SSI and SSDI which were crafted in the



1950's and 1960's and 1970's, we basically said that substantial
gainful activity or the lack of it at $500 a month is what defines
severity of disability.

I think we all know individuals who have very severe disabilities
who are earning and capable of earning more than $500 a month.

But what we did in our generous public policy, probably a pater-
nalistic and maternalistic public policy of the 1950's, 1960's, and
1970's was say we will give you cash because you probably are not

goin to be able to do anything. You are kind of helpless and eter-
nally dependent. And in addition, we will give you health insurance

card. And will connect the two. And if you get one, you will get the
other. And if you go to work, we take away the other.

And that is what we continue to do today is we punish people
with disabilities as a statement of public policy if they choose to
pursue the Aimerican dream and want to go to work.

That is wrong. And it is now time to ad dress it for 8 million peo-
ple who are locked on the rolls of 551 and SSDI. We do not need
to punish. We ought to reward. And we have spent billions of Fed.
eral dollars and State dollars to prepare people with disabilities to
have the equal opportunity. And then, we shut them off at the real
opening door to the world.

The critical issues of health care, and that is what we are talking
about today is the need for access to affordable, comprehensive
acute care and long-term supports, as you have heard from Ms. El-
liot, Mr. Henderson, and the secretary, especially the full range of
therapies, prescription drugs, mental health service, durable medi-
cal equipment, assistive, technology, as the Chairman spoke about
in his opening statement, and personal assistant services or attend-
ant care which other than through Medicaid and to some extent
Medicare is not available any place in the commercial insurance
market today.

And I am sure some people have asked, well, what is the prob-
lem? If people go to work, the employer will cover? Well, first of
all, most people with disabilities do not go to work for Fortune 500
corporations or the Federal or State government where there are
large group plans and fairly good benefits.

Most people with disabilities enter the work force in small or me-
dium-sized businesses where they may be no employer plan. The
employer plan may have a premium that is prohibitive. The benefit
package may be inappropriate for the individual, particularly if it
does not have some of the benefits we have talked about or it has
a very narrow definition of medical assistance which has to do with
restoration rather than maintenance and essential functions.

So consequently, that option often does not work for people. And
the nice part about this piece of legislation is that it is not an un-
funded Federal mandate on the States. It is a State option, as the
secretary pointed out, and allows the States to gradually with the
work of the advocates the provider community and folks in the leg-
islature in the States to make affirmative decisions about how fast
to implement this and what level and whether there will or will not
be cost sharing or there will be sliding scale premium because the
bills provides for that to occur at the State level.

So what are the issues today? The economy is booming. Unem-
ployment rates for the country are at all near highs and lows and



less than 2 percent in many States. Yet, with all of this in the
economy, 8 million working age adults with severe disabilities are
not benefitting from this prosperity and seemed to doomed to a life
of dependency and poverty at a cost to the taxpayer of nearly $74
billion this year in cash assistance and if we make no change pro-
jected to be over $100 billion in 2002.

As a disability advocate, a policy analyst, and a taxpayer, that
is an abomination. And we have to do better. And we can do better.
And S. 331 allows us the opportunity to do that.

What it will do is move us toward a 21st century policy that will
begin to make severe disability a synonym for personal responsibil-
ity, for choice, for empowerment, for interdependence, contribution,
and economic self-suffciency. Then, we can began to reframe dis-
ability policy as a social and economic investment with a valued so-
cietal performance outcome, employment, contribution, and in-
creased self-esteem. That is a win-win at the State level, the Fed-
eral level, the individual, and the family level.

I will be happy to answer any questions.
The CHAIRmAN. Thank you, Mr. Bergman.
Let me go back to you, Mr. Leean. You talked about one change

that you would make with respect to the requirement in the draft
that the program be adopted statewide. Should there be some flexi-
bility? Should States be allowed the freedom to phase in the pro-
gram?

Would there be any limitations? I mean, are you talking about
2 years, 3?

Mr. LEEAN. Mr. Chairman, we would be delighted to work with
your staff or whatever makes sense. The bill implies that there has
to be there statewide immediately. And we have found in almost
all our programs in Wisconsin that it helps so much to be able to
not only have has to be a coordinated approach, you have to have
people available and resources available to coordinate all of these
programs in what we have found in Pathways.

On a geographical basis, we can phase it in so that people do not
come in with significant disabilities and expect that something is
there that we are not prepared for in the same month perhaps as
another part of the State.

We believe it needs to be statewide. We would just ask for the
flexibility to phase it in. I do not know what makes sense in terms
of whether it takes a year or 2 years or a few months. And we
would be delighted to work with you.

It is just that when we know something says do it now statewide
and it requires some different resources, it can create expectations
that you cannot fulfill in some areas and do a good job.

The CHAIRMAN. Let me turn to another matter. At the State
level, are you concerned that expansions of eligibility to disabled
populations could make Medicaid vulnerable to fraud and abuse?

For example, could people without disabilities access the pro-
gram?.

Mr. LEEAN. Mr. Chairman, and I know Senator Jeffords, too, has
properly heard this concern. And I appreciate so much your leader-
ship. The answer is, yes, we are ver concerned of any fraud or
abuse or use of these programs by anybody that would take it away
from those for which it was intended.



But I do not believe that this bill or our Pathways to Independ-
ence has any of that jeopardy. We would use the same determina-
tion of disability processes that we currently use to determine dis-
ability for that first group that would be essentially eligible for
Medicaid."

And this bill allows States to also have the flexibility to try and
be able to prove the support to keep someone that is currently
working from falling back on SSDI. And we would use the sam,-
processes to make sure that that person has a significant disability,
but may very well need the extension of protease inhibitors to keep
them working or some adaptive equipment so that they in fact do
not lose their job and become impoverished.

So I think the protections are there with our current disability
determination. But I think the most clear prevention of fraud and
abuse compared to what we deal with under your direction daily
in preventing that is we are talking about a population that wants
to work and will be working.

And that is a lot different than people that may try to game a
system simply to stay out of work and get benefits. These are folks
that I think the greatest protection is they want and will have a
job.

The CHAiRmAN. Thank you, Mr. Leean.
Let me turn to you, Mr. Henderson, if I might. Can you explain

what happens when a client comes to your center for assistance in
becoming more independent? How would the legislation before us
assist you in your efforts on behalf of clients?

Mr. HENDERSON. Well, as I mentioned in my testimony, you have
to have a job. I think most of the individuals that come to us real-
ize that. We can give them, provide them with all sorts of training,
but it is still up to them whether or not they are willing to take
the risk to work and lose their benefits or stay at home, keep the
benefits, and be unfulfilled because most consumers that come to
us want to be independent.

The CHAIRMAN. Are what?
Mr. HENDERSON. They want to be independent. So with this bill,

with the passing of it, we could actually help them to become em-
ployed without the fear of them losing the benefits, without the
fear because the problem comes in when if they do make their
choice to work because of the expense of attendant services, a lot
of times they will get a friend or a neighbor to work in this capac,-
ity for them. That is also very dangerous.

We had an incident in our State where such a thing occurred.
And the friend that was acting as an attendant put a catheter in
wrong and this person was found lying in a pool of blood some
friends had not heard from him for awhile.

The CHIRMAN. Let me turn to Ms. Elliot and ask a somewhat
similar question to what I asked you, Larry.

Ms. Elliot, if you could work and keep your health insurance cov-
erage, what would be the first thing you would do?

Ms. ELLIOT. Well, the first thing I would do after I could work.
What would be the first thing I would do? I think I would like to
get me a condominium, a house, buy me a house or something. I
think I would like to do that. Get me something that would be



mine. That is what I would like to do. And I would work if I could
take care of my insurance. I would work, too.

The CHAIRmA. I like your enthusiasm.
Mr. Bergman, I am sure that Ms. Elliot is not alone in her en-

thusiasm. More broadly, how would you anticipate the disability
community responding to the opportunities p resented by the bill?

I think the answer is obvious. There would be great enthusiasm.
But very frankly as we all know, the devil is in the details. And
I think based on-

The CHAJRMAN. Too often.
Mr. BERGMAN (continuing]. History of other attempts to create

work incentives in sort of a patchwork quilt that the Congress has
done over the last 12 to 15 years, the paper work around it, the
bureaucratic red tape, if you will, some of the small print has been
a deterrent which is why we have not seen the massive changes
in the rolls that some of us hoped and predicted for. And they were
not big enough.

I think here, you have addressed several critical pieces. The ac-
tion on the Medicaid expansion rests with the State. It is an expan-
sion of what you did in the Balanced Budget Act amendments of
1997. And we have seen a number of States beginning to move on
that. It is closer to home.

I think the disability determination process is the process. What
it will take, and there is a proposal in the bill to do this is a lot
of outreach education and training for the constituency community.
And that will be very,-very important for people to understand it
and to assist them through this new process and begin to build
some trust and credibility that this is not a false hope, it is not a
false promise.

The CHAiRmvAN. Now, we will call on Senator Jeffords.
Senator JEFFORDS. Mr. Leean, have you talked to other States?

Do you know how they feel about this law or-
Mr. LEEAN. I have not personally, but people in my department,

my Medicaid director who is with me and the folks in our depart-
ment that have designed and are working on our Pathways to Inde-
pendence meet with other States. We are getting calls from other
States because we already have that Pathways which needs this
bill and needs the flexibility to expand.

But what we have done there is put together what we call a
super coach, the person that can bring together these very com-
plicated things that are supports, whether they are rent subsidies,
whether it is transportation or adaptive equipment. And we have
other States that have expressed an interest in that.

I do think that a couple of items in the bill that require that
States have already taken on the flexibility of the Balanced Budget
Act, Medicaid flexibility, and adopt some of these before they can
actually have a full-blown, it may be a little discouraging for some
States that are not leading the pack.

But I think there is tremendous interest in this across States,
particularly as I think both Senators Kennedy and Dole alluded to.
When you look at the numbers of people with significant disabil-
ities that want to work, should work, are capable of working and
the fact that we have employers crying for jobs, it becomes such a
win-win opportunity, we are going to be paying.



You and we at the State level are going to be paying for their
health care and their support if they do not work, assuring them
of that support so that they not only fill this desperate need for em-
ployees, but start paying taxes and become productive, to'say noth-
ing of the dignity of those people working. I think a lot of States
are going to be very excited about this bill.

Senator JEFFORDS. Mr. Bergman, you are shaking your head up
and down. So I would like you to comment.

Mr. BERGMAN. Yes, I have had conversation with a number of
States because I have been doing some work with the National
Conference of State Legislatures over a number of years. And I
think there is an increased awareness among State legislators and
key people in State government that we need to break through this
barrier that have been creating in public policy. And so I think
there will be receptivity.

It will take time. It is going to take education of State legislators
because I think since Medicaid has been created as a poverty pro-
gram, as a welfare program, there is still that mentality: wait a
minute, if we are talking about people working, why is it Medicaid?

So I that is going to be part of an ongoing State advocacy legisla-
tive process. It started with some of the Balanced Budget Act
amendments.

I think there are about 12 States that are working on getting up
to 250 percent of poverty for people with disabilities who want to
work. And that word spreads from one State to the next. So it will
take several years, but at least we have created a new floor and
a new opportunity.

Senator JEFFORDS. Mr. Henderson, assisted technology has im-
proved the ability for people to work. How does that get paid for?
And what kind of demand will you anticipate if this bill passes?
How will ghat get paid for?

Mr. HENDERSON. How would the assisted technology get paid for?
Senator JEFFORDS. Yes, right.
Mr. HENDERSON. I am not certain I really understand what you

mean. There are right now, Medicaid pays for adaptive equipment
and assisted technology.

Senator JEFFORDS. Okay.
Mr. HENDERSON. It is still too expensive for a consumer, for an

individual to afford it. There is still going to be a need for some
assistance in purchasing assisted technology.

Senator JEFFORDS. Medicaid would pay for it, Leean?
Mr. LEEAN. That is really the key. We are paying for this any-

way. And then, when we provide the adaptive tec nology for people
to be able to be productive, then we say, well, of course, if you get
a job and you earn more than $500 a month, we are going to take
away some of your SSI, we are going to take away some of yur
HUD payment, we are going to take away all of SSDI if it is $500
over 9 months. And by the way, that adaptive equipment wie paid
for is no longer going to be supported. The personal care worker is
no longer supported.

So we essentially pay for this through Medicaid or some of it
through Medicare and obviously with some State plans. And that
is why I think this bill and what we need to do is, and I hate to
use the old phrase, win-win.



But for all practical purposes, the expenses are there in the Med-
icaid support and in some cases for SSDI, the Medicare health, and
all of the State programs.

But at that point at which we have with technology allowed peo-
ple to become productive and employed, we say, oh, by the way if
you do this, you are going to lose all of this support. That is why
this bill is so important.

Senator JEFFORDS. Mr. Bergman, do you have a comment?
Mr. BERGMAN. Well, I think I would like to make it concrete if

I may, Senator Jeffords. Let us take someone who is part of their
technology uses power mobility and electric wheelchairs, as we call
it. In the market place today, those are anywhere from $10,000 to
$25,000. Unless one is having a very substantial salary, that is a
lot of capital outlay every five to 6 years because they wear down.
They do break. And they do have to be replaced.

What this bill provides since Medicaid does purchase that type
of equipment on an individual medical necessary basis is for -the
State plan to purchase it, for the individual based on his or her in-
come and based on the State legislation to have a co-pay and par-
tially be sharing in the premium so that it is not again a free ride.
It is up to the State to decide what the contribution is of the indi-
vidual.

And most people with disabilities, as you have heard from the
two witnesses here today and others you know want to contribute
and want to carry as much of the freight as they can, but we have
got to incentivize the system rather than punish people.

Senator JEFFORDS. Ms. Elliot, now that you have listened to all
of this, do you feel that you will be able to go back to work now
if this bill passes?

Ms. ELLIOT. If this is bill is passed, yes, sir. I will if this bill is
passed.

Senator JEFFORDS. Thank you.
Ms. ELLIOT. If not, I am going to stay at home. I am staying at

home. [Laughter.]
There is no reason for me to work. I am staying at home.
Senator JEFFORDS. That is a good place for me to end.
The CHAIRMAN. Thank you, Senator Jeffords.
Senator Robb, who was a co-sponsor of this legislation, your turn.

OPENING STATEMENT OF HON. CHARLES S. ROBB, A U.S.
SENATOR FROM VIRGINIA

Senator ROBB. Thank you, Mr. Chairman. And let me apologize.
An event that was held downtown, widely attended by members of
Congress ran way over this morning.

I had hoped to be here earlier and to hear the testimony of our
two colleagues, one present and one former. And I have heard some
of the responses and I was coming through the office some of the
opening testimony of our witnesses this morning.

But let me say, first of all, thank you, Senator Jeffords, for your
leadership in putting this bill before us. I am indeed proud to be
a co-sponsor.

Almost two decades ago, I had the privilege when I was serving
as Governor of Virginia to sponsor and put through the Virginians
with Disabilities Act. We have participated in the Americans with



Disabilities Act. I do not think there is anything that I have par-
ticipated in that gave me more personal satisfaction in terms of the
response of those that we were intending to try to assist in striking
down some of the obstacles to their full and independent participa-
tion on anything that I have done.

And I feel exactly the same way about this prticular legislation
and the suggestion that it really is win-win, tat if you put in the
green eye shades as I frequently do and assess programs that we
have an opportunity to avoid costs and expenses that the govern-
ment is maing, but much more importantly we can find a way to
increase the number of those who have disabilities who want to ei-
ther participate in or return to the work place and strike down the
obstacles that keep it from making it possible.

With so many people wanting to come into the work place and
so few people who have disabilities either being able to do so be-
cause of government obstacles or having a disincentive which this
legislation is designed to address, it seems to me right on the right
mark.

So, Mr. Chairman, I am grateful to you for your leadership. I am
proud to be a co-sponsor because I am already running late for a
meeting with several of other colleagues on this committee that I
will not ask any questions, but I found the responses that your dis-
tinguished panel of witnesses gave to be very persuasive, notwith-
standing the fact that I was already a co-sponsor.

And I hope that this message can reach even more people be-
cause it is an important piece of legislation. And I suggest that it
really is in My judgment win-win.

So, Mr. Chairman, with that, I thank you. And I thank our panel
for joining us and helping us spread the word.

The CHAIRMAN. Well, thank you for coming. This is a very impor-
tant piece of legislation, and we are particularly pleased to have
such broad, bipartisan support for it.

Well, ladies and gentlemen, we all have other matters before us
today. And we are running late. But I want to express my appre-
ciation to each of you for being here today. I cannot tell you how
helpful it is to have your advice, interest, and recommendations.

I particularly want to thank you, Larry, and you, Ms. Elliot, for
coming here. We look forward to working with you as this legisla-
tion proceeds through the legislative process.

Thank you very much.
The committee is in recess.
[Whereupon, at 11:16 a.m., the hearing was concluded.]



APPENDIX

ADDITIONAL MATERIAL SUBMITTED FOR THE RECORD

PREPARED STATEMENT OF ALLAN I. BERGMAN

INTRODUCTION

My name is Allan Bergman. I am the President and Chief Executive Officer of
the Brain Injury Association. Founded in 1980, BIA is the only national voluntary
association dedicated to the full range of issues related to traumatic brain injury:
from prevention to trauma care to acute care to in and outpatient rehabilitation to
ion g term supports for community integration and quality of ife as well as research
and public awareness. What began as a small group of concerned family members
and professionals has grown into a national organization with 43 State Associations,
over 800 local support groups and thousandso individual members.

I have been a professional in disability for 31 years and have been privileged to
help create opportunities which have resulted in great strides in the perception of
and actual capacity and contribution of persons with disabilities-intellectual, cog-
nitive, physical, sensory and psychiatric. During the past fifteen years I have de-

-voted a significant portion of my career to disability and health policy-both acute
care and long term care-as well as the opportunities and challenges in the use of
managed care technology for people with severe, lifelong disabilities and chronic ill-
nesses. I also bring the perspective of the father of a young woman with disabilities
in the work force and a step-da xghter with severe and multiple disabilities who is
contributing to her community in a very responsible fashion everyday in return for
her public benefits.

On behalf of BIA, we are pleased lend our support to S.33 1. The Work Incentives
Improvement Act of 1999, and commend its lead sponsors, Senators Jeffords, Ken-
ne dy, Roth and Moynihan as well as the numerous cosponsors on both sides of the
aisle for this very significant piece of legislation that will enable many Americans
with disabilities who want to work to be able to do so with incentives, choice and
no risk of losing their vital health insurance for prescription drugs, therapies, dura-
ble medical equipment, mental health services and personal assistance services. The
sponsors and their staffs have worked very closely with members of the disability
community and other stakeholders to reach the consensus we now have on this criti-
cally needed legislation.

We are also pleased to note the support of President Clinton and the Administra-
tion as part of the President's FY 2000 Budget.

TRAUMATIC BRAIN INJURY

Traumatic brain injury (TBI) is defined as an insult to the brain, not of a degen-
erative or congenital nature but caused by an external physical force, that may
produce a diminished or altered state of consciousness, which results in an impair-
ment of cognitive abilities and/or physical functioning. TBI can also result in the
disturbance of behavioral or emotional functioning.

Traumatic brain'injury has become the number one killer and cause of disability
of young people in the United States. Almost one half of all traumatic brain injuries
result from transportation-related incidents. Most of the remainder result from
falls, assaults, sports and recreation and firearm-related injuries. Each of us and
the members of our family and "our friends are at risk everyday of joining this popu-
lation!

(25)
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Long known as the "silent epidemic," TBI can strike anyon-inant, youth or el-
derly persons-without warning, and often with significant and life long con-
sequences. Traumatic brain injury affects the whole family and often results in huge
medical and rehabilitation expenses over a lifetime. Advances in medical technology
and improvements in regional trauma services have increased the number of sur-
vivors of T.B.I., producing the social consequences and medical challenges of a daily
growing pool of people with disabilities on the road to recovery.

An estimated 2 million Americans experience traumatic brain injuries each year.
About half of these cases result in at least short-term disability, and 51,000 people
die as a result of their injuries. Each year, approximately 260,000 persons require
hospitalization for TBI (30% of which show disabilities a year post injury), and over
1 million people receive emergency medical care for TBI. The B rain Injury Associa-
tion estimates the cost of TB I in the-United States at more than $48 billion annu-
ally. Every year about 90,000 people sustain severe brain injuries leading to long
term disability. CDC has recently estimated that there are 5.1 million persons living
with long term, severe disability as a result of brain injury and as many as 6.5 mil-
lion person living with some form of injury including mild and moderate brain inju-
ries.

A recent report on Rehabilitation for Traumatic Brain Injury prepared by the Or-
egon Health Sciences University for the NIH Consensus Conference on- T. B.ILin Oc-
tober 1998 states that "Class 11 evidence indicates that supported employment can

imrve the vocational outcomes of T.B.I. survivors. (Studies rated as Class 11 were
radmized controlled trials-RCT's-with design flaws; well done, prospective,

quasiexperimental or longitudinal studies, and case control studies).
Persons with a long term disability as a result of traumatic brain injury want to

work and are capable of remmenative employment with appropriate supports. In
order to remain employed, however, persons with T.B.I., like most people with dis-
abilities, need consistency and continuity of health care services and long term sup-
ports. The need for these services is documented in a February 27, 1998 report from
the U.S. General Accounting Office to the Honorable Thomas J. Bliley, Jr., Chair-
man, Committee on Commerce of the House_ of Representative and the Honorable
James Greenwood of the House of Representatives (GAO/HEHS 98-55 TBI). "Both
the private and public sectors finance acute care services to adults with T.B.I. When
the individual progresses past the acute phase, private health insurance typically
limits coverage of rehabilitation therapies and does not cover long term care or com-

__munity based support services. As families exhaust their financial resources, the
p ublic sector pays for a greater share of the services received--exceptions are those
individuals injured on the job and thus covered by worker's compensation." Many
individuals with T.B.I. and commercial insurance often exhaust their policy lifetime
cap of $5000,000 or $1 million within 3-5 years after the injury and then fully access
public benefits.

HISTORICAL POLICY CONTEXT

How did we get here and why is this legislation necessary?

A. SOCIAL SECURITY DISABILITY INS URANCE (SSDJ)
The SSDI benefit was created as an amendment to the Social Security Act in

1956, for workers ages 50-64 who become "disabled" and in 1960 was amended to
include workers under the age of 50 who become "disabled" who had paid into the
trust fund for 20 of the previous 40 quarters. In 1956, benefits also were extended
to children with disabilities over the age of 18 (DAC) of retired, disabled or deceased
workers, if the disability of the child occurred prior to age 18. In 1973, consistent
with changes in the definition of developmental disabilities in the Developmental
Disabilities Assistance and Bill of Rights Act, the definition of the child benefit was
changed to age of onset prior to 22.

Generally, disability is defined as the inability to engage in "substantial gainful
atvt"by reason of a physical or mental impairment. The impairment must be

medicaly determinable and expected to last for not less than 12 months, or to result
in death. Applicants my be determined to be disabled only if, due to such an impair-
i;aent, they are unable to engage in any kind of substantial gainful work, considering
their age, education, and work experience.

The first step in the disability determination process for a worker is to determine
if the individual is engaging in substantial gainful activity (SGA) which for most
people is defined as more than $500 per month-which is nearly $2,000 per year
less than the federal poverty level. The next step in the process is to determine if
the impairment is "not severe" (i.e. it does not significantly limit the individual's ca:
pacity to perform work.) If the impairment is "severe," a determination is made as
to whether the impairment "meets" or "equals" the medical listings published in reg-



ulations. by SSA and whether it will last for 12 months. The process continues
through numerous steps. SSDI benefits are not paid until the beginning of the sixth
full month of disability. As of December 1996, there are 4.386 million persons re-

ceivn SSDI with an average monthly benefit f$74 Ufruaeytenm r
of SSI beneficiaries working in September 1997 was only 318,728 (or 6.1% of the
SSDI caseload). The percentage of people with disabilities earning over $500 per
month after trial work period and extended eligibility is 0.33%/.

The age distribution and medical listing categories are depicted in the charts
below from the SSA.
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B. MEDICARE LINKAGE

After & two year waking period, SSDI also entitles beneficiaries to Medit .'re. [n
1996. 4.8 million Americans with disabilities had coverage under Part A and 1 .0
million of them actually received reimbursed services. Persons receiving SSDI may



B. MEDICARE LINKAGE
After a two year waiting period, 551)1 also entitles beneficiaries to Medicare. In

1996, 4.8 million Americans ifith disabilities had coverage under Part A and 1.0
million of them actually received reimbursed services. Persons receiving SSDI may
elect to enroll in Part B. In 1996, 4.1 million SSDI beneficiaries enrolled in Part
B and 3.3 million of them actually received reimbursable services.

If the beneficiary is successful in testing their ability to return to work ("trial
work period" of up to nine months and a 36 month "extended period of eligibility"),
Medicare coverage continues as long as the individual remains entitled to disability
benefits. When Medicare entitlement ends because the person is engaging in SGA,
but the person is still "medically disabled," the person may purchase Medicare in-
surance at a current premium of $317 per month for Part A and $43.80 per month
for Part B.

Moreover, the Medicare benefit package does not offer prescription drug coverage
nor does it offer non-medical personal care or personal assistance services; two criti-
cal and often costly benefits necessary either singly or in combination for many peo-
ple with disabilities to work and to live in the community.

C. SUPPLEMENTAL SECURITY INCOME (8...)
The Supplemental Security Income (SSI) program, Title XVI of the Social Security

Act, was enacted in 1972 as a means tested, (income and resource limitations) in-
come assistance program. It replaced the former Federal-State Programs of Old-Age
Assistance and Aid to the Needy Blind established in 1935 as well as the Program
of Aid to the Pernanently and Totally Disabled enacted in 1950. All but seven
states-Arkansas, Georgia, Kansas, Mississippi, Tennessee, Texas and West Vir-
ginia provide some form of state optional supplementary payment.

To qualify for SSI payments, a person must satisfy the program criteria for, blind-
ness or disability. Individuals with 20/200 vision or less with the use of correcting
lens in the person's better eye, or those with tunnel vision of 20 degrees or less are
defined blind. Disabled individuals are those unable to engage in any substantial
gainful activity by reason of a medically determined physical or mental impairment
expected to result in death or that has lasted, or can be expected to last, for a con-
tinuous period of at least 12 months. The test of "substantial gainful activity' is to
earn $500 monthly in counted income, with impairment-related expenses subtracted
from earnings.

At the end of 1996 there were 236,000 SSI recipients between the ages of 18 and
21 and 3,337,000 SSI recipients between the ages of 22 and 64. In addition, there
were 958,000 children under the age 18 receiving SSI. The maximum 551 payment
in 1997 was $484 per month for one person and $726 per month for a couple. Less
than two percent of the 18-64 year old recipients are engaged in the section 1619(a)
and 1619 (b) work incentive programs. Approximately 40% of the SSI recipients be-
tween the ages of 18 and 64 also receive social security benefits.

A breakdown of the SSI population by broad diagnosis is as follows:



TABLE 3-13.-CUBLOT DAGNOSI OF S51 AND SEC7IO 1619 DISILITY
RECIPENTS. DECEMBER 1996

OagoiuuegMW ANSiiis- aNow S& moor
PSi 15-61 booE w ~I'ma%

totectious ana parasitic diseatses ... ...... 1.7 11.1 1.5

tanowng. nutntioal. and mutatiohc dis-
odr......4.3 2.1 2.7

Mental disorders:
Schizopatrernla .. .......... . 8.9 9.6 11.6
Other psyhiatric ................ 21.5 19.3 20.0
MentM retardation ................ 28.4 46.6 38.6

Diseases of *
kervUS System and wsMe organs :01 2.1 13.3
Circulatory system ...................... 41 !.5 2.3
Respiratory system ..................... 2.11 1.0 1.0
Digestive system. .............. O01 0.4 0.6
Geato-urnasry system ....... 0.9...... 1.6
Musculoskeletal System and Coiinec.

tive tissues . ...... ............ ~ 7.3 3.0 4 1
Congenital anomalies ...... ........... 1., 0.9 0.8
injury and poisoning .............. ... 2.1 2.2 3.3

Tota percnt .. ... .......... . 100.0 100.0 100.0

Total individuals 3 ... .......... 4.375.&%0 23.101 34.909
%ftW a i Iagass of 0 "sawU mcZIsS amw &It 65 s!1 m ase 199 0=0 1 IOsS&

omm uasawy No. Wwmran em #wgws ter sww 1619 -aas is avaeiar 1mm SS& isic
NO

'Mm of ire mamai 1619(o) Dwaum om INe cuasslag as Wo isw-us w' uoag ma imis
at"M A t"g saa, 161M1) tw uateasm 4m a oruninumm'em mut Ilanm oeau tin
1W IN a aIN .0 a Wem 'a$ is rNie D 130t ala W A I p WW au caassa1I1P 0"0 U U
of 41snsu oftt to u" wam an hm . WNWS u~am Gos =u o r UIt U o" ofaess.

aINv ciassafasa 1"a~a~S
"Mtsam r Puasinms WNW *ioam a s iss sandase, 1 isan te smm foam.

Sigma OnIe of S00suWO Sesa 'aminf. Swa Swm Ad ma.

D. MEDICAID
Medicaid, Title XIX of the Social Security Act, was enacted in 1965 as a means

tested progam (income, assets and resources) of health insurance and long term
care. In all but 11 states (the section 209(b) states of Connecticut, Hawaii, Illinois,
Indiana, Minnesota, Missouri, New Hampshire, North Dakota, Ohio, Oklahoma and
Virginia) a recipient of SSI is federally entitled to Medicaid. In the 11 states, the
state determines disability eligibility which may be-.more restrictive than SSI cri-
teria. Medicaid is a Federal-State matching funds program that mandates a core set
of benefits for all recipients and provides the states the option of 34 additional bene-
fits, many of which are very important to persons with disabilities.

The mandated benefits are:
Inpatient hospital services
Outpatient hospital services
Rural health clinic (including federally-qualified health center) services
Other laboratory and x-ray services
Nurse Practitioner's services
Nursing facility (NP) services and home health services for individuals age 21

and older
Early and periodic screening, diagnosis, and treatment (EPSDT) for individ-

uals under age 21
Family planning services and supplies



Physicians' service* and medical and surgical services of a dentist
Nurse-Mdwife serv ces

The optional benefits arn: (*are benefits often needed by persons with disabilities)
Podatrists' services
0 ometrists services

Psychoogists' servi es *
Meda ca Workers' services
Nurse Anestheqiists' services
Private Duty Nursing
Clinic services
Dental services
Physical therapy*
Occupational therapy*
Speech hearing and language disorders*
Prescribe;d dnWg*
Dentures
Prosthetic devices*
Eyeglasses*
Diagnostic services
Screening services
Preventative services
Rehabilitative services'
Age 65 or older in JMIs
Inpatient psychiatric services for under age 21
Christian Science nurses
Christian Science sanatoriums
NF services for under age 21
Emergency hospital services
Personal care services*
Home and Community-based waiver services*
Transportation services
Case management services
Hospice care services
Respiratory care services*
TB-related services

Today all states offer Medicaid beneficiaries the _rescription drug benefit..
The following states offer a personal care benefit; however, the states define the

amount, duration and scope of the benefit as well as the provider standards and
payment methodology and rates.
Alaska Michigan Oregon
Arkansas Minnesota Rhode Island
California Missouri South Dakota
Delaware Montana Texas
District of Columbia Nebraska Utah
Idaho Nevada Vermont
Iowa New Hampshire Washington
Kansas New Jersey West Virginia
Maine New York Wisconsin
Maryland North Carolina
Massachusetts Oklahoma

The passage of the Home and Community Based Services Waiver Option in 1981
has permitted many persons with disabilities to leave institutions and allowed many
persons with disabilities to live in the community. In 1986, amendments to the H-
CR waiver authority added support em loyent as a habilitation service for per-
sons previously institutionalized. In the a ?amced Budget Act (BRA) of 1997 that

proison was further amended to allow H-CR waiver supported employment serv-
ices to anyone reviewing H-CB, services.

The BBA also included a provision allowing states to expand eligibility for Medic-
aid to persons with disabilities who meet the SSI disability "test" and are working,
up to 250% of the federal poverty level and to impose a sliding scale for premiums
sharing.

THE DISABILITY RIGHTS MOVEMENT

The early years of federal disability policy focused almost exclusively on establish-
igpeople with disabilities as citizens with cash assistance, health insurance and

te full protection of the United States Constitution. As I stated earlier SSDI was



enacted in 1956 and SSI in 1972. It was not until 1973 that Section 504 of the Re-
habilitation Act was enacted to prevent discrimination against qualified people with
disabilities by entities receiving federal funds. In 1975 this country enacted the
Education for All Handicapped Children's Act. In 1990 this country enacted land-
mark, internationally acclaimed civil rights legislation with the Americans with Dis-
abilities Act (ADA). In the ADA we declared that disability -is a natural part of the
human condition which in no way diminishes the rights of and opportunities for peo-
ple with disabilities to participate fully in all aspects of American life. We also de-
clared that the barriers to opportunity for persons with disabilities exists outside
of the person in the attitudinal, physical, social and economic environments.

As we approach the twenty-first century we have an opportunity to move toward
real implementation of the intent of the ADA by beginning to remove some of the
major barriers to work for this nation'sworking ageadults with disabilities and the
generations to come of children and adolescents bnefiting from their right to an
education under the Individuals with Disabilities Educatior Act.

People with disabilities want to work. People with disabilities are capable of re-
munerative employment. With techniques of job accommodation, job restructuring,
job sharing and the use of assistive technology and devices people with the most
severe disabilities can and are working. We need federal policy that MAKES WORK
PAY! And re-crafts disability from a policy of paternalism and dependency to one
which is based on economics, empowerment, contribution and independence.

TODAY'S CONTEXT: THE NEED FOR CHANGE

Today the United States economy is booming. Unemployment rates for the coun-
try are at near all times low and at less than two percent in many states.

Yet with the best of intentions, nearly 8 million working age adults with severe
disabilities are not benefiting from this prosperity and seem doomed to a life of de-
pendency and poverty at a cost to the taxpayer of nearly $74 billion! If they are
married and receive SSI and/or Medicaid, we impose on these couples a spousal
deemring penalty that makes the marriage penalty under the IRS code look like kin-
dergarten. As a nation we can do better. S.331 affords us the opportunity to change
the disincentives and to disconnect the current link between income support and
health insurance. All of the surveys which have been conducted with working age
adults with disabilities have reported the loss of health insurance (Medicare and/
or Medicaid) as the primary reason why they are financially unable to return to
work. The four other principle barriers to work identified by the Consortium for
Citizens with Disabilities and the National Council on Disability are:

*the complexity of existing work incentives;
*financial penalties of working;
*lack of choice in employment services and providers; and
*independent work opportunities
New data from a Louis Harris Survey for the National Organization on Disability

conducted in April and May of 1998 reports a continuing part-time or full-time em-
ployment rate of only 29% for non-institutionalized working age adults with disabil-
ities compared to 79% for the population. Yet the same survey indicates that 72%
of those persons who are unemployed state they would prefer to be working!

In the area of health care the Harris Survey reported the following findings:
" Among those persons with disabilities who are insured, 32% say they have spe-

cial needs because of their disability (such as particular therapies, equipment,
or medicine) that are not covered by their health insurance;

" Among adults with disabilities who are not covered by health insurance, one in
five (18%) were not able to get insurance because of a disability or pre-existing
health condition.

These brand new data unfortunately confirm all previous studies and surveys re-
garding employment and health care for people with disabilities.

Through many of the "Choice" Employment Projects funded under the demonstra-
tion authority of the Rehabilitation Act Amendments of 1992, people with the most
severe physical and multiple disabilities are returning to work through an individ-
ualized process of personal profiling and choice; however, we also know that in spite
of these individuals demonstrated ability, most are choosing to work part-time in
order to be sure not to lose their Medicaid. These choices represent flawed national
disability policy which S.331 begins to address.

COMMON LIMITATIONS OF EMPLOYER INSURANCE

Most people with disabilities are not likely to end up on the payroll of the federal
or state governments or large Fortune 500 corporations which tend to have more
comprehensive health care benefits and the capacity to spread risk across a very
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large employee base. Most people with disabilities are more likely to become em-
ployed by small or medium sized businesses where most new jobs are being created
in the current economy, or because of the nature of their disability, work on a part-
time or intermittent basis.

In the small or medium sized business, persons with severe disabilities tend to
encounter the following range of barriers to their health care needs:

*The employer does not offer a group plan;
*The cost of the employer's group plan is very high in relation to the person's
income;

*The limited employer benefit package does not meet the needs of the person
with a severe disability in areas such as prescription drugs, mental health serv-
ices, durable medical equipment/assistive technology, physical, occupational and
spec/lnuag therapies and none offer personal assistance services; and

* Te healthcar package is constrained by a rigid definition of medical necessity
which is limited to services to "restore" health rather than to maintain function
and/or prevent deterioration or loss of function which is critical to persons with
disabilities accessing the benefit package.

Therefore, continuous and affordable access to Medicare and/or Medicaid is abso-
lutely essential if we want to assure equal opportunity for people with disabilities
to jin the work force.

Ware also beginning to see increased problems in access to health insurance
benefits for people with disabilities as a result of the rapid expansion of managed
care in the commercial, Medicaid and Medicare markets. The disability community
expects this Commit; ie to hold HCFA accountable for providing a study on managed
care for pope with specal health care needs you directed the agency to do in the
Balanced Budget Act.sIncresing concerns about the impact of managed care on peo-
ple with disabilities and chronic health care conditions have generated great inter-
est by the disability community in the need for Congress to pass strong, enforceable
patient protection legislation this session as well.

THE TIME IS NOW

The linkage of SGA to access to Medicare and Medicaid represents an outmoded

policy from the 1960's when severe disability was a synonym for helpless, hopeless,
homebound and eternal dependency. The moral and economic imperatives of 1999

demand that we shift our income support and health insurance public polices for
people with disabilities to one consistent with the wishes, needs and increased ex-
pectations of people with disabilities and the tenets of the Americans with Disabil-
ities Act. As a society we cannot afford to wait for the perfect bill that will solve
all of the barriers to employment for persons with disabilities. S.331 begins to lay
a new foundation for disability employment policy that provides incentives for peo-
ple with disabilities to replace some or all of their federal income assistance with
a pay check; to pay income taxes and FICA; and to maintain their Medicare and/
or Medicaid coverage at an affordable premium based on their earnings; This foun-
dation along with other provisions in 0.31 move us toward a 21st century poic
that will begin to make severe disability a synonym for personal responsibility,
choice, empowerment, interdependence, contribution and economic self sufficiency.
With this first step we can begin to reframe disability policy as a social and eco-
nomic investment with a valued performance outcome and begin to remedy the 9th
finding in the ADA:

"9) the continuing existence of unfair and unnecessary discrimination and

prejudice denies people with disabilities the opportunity to compete on an equal
basis and to pursue those opportunities for which our free society is justifiably

famous and costs the United States billions of dollars in unnecessary expenses
resulting from dependency and non-productivity."

PREPARED STATEMENT OF HON. JOHN H. CHAFEE

Good mourning. I want to welcome everyone here today. I am especially pleased
to welcome Senator Dole, a strong leader on disability issues, among~ his many other
achievements. Today we are going to explore the health care barriers facing those
who are disabled and want to work. I am pleased that Senators Jeffords, Kennedy
Roth and Moynihan have introduced legislation to address this problem. I strongl
support this legislation and am an original cosponsor.

Tema itude of this problem is considerable. At present, there are approxi-
mately eight million disabled adults receiving Federal benefits under the Social Se-
curity Disability Insurance (SSDI) and the Supplemental Security Income (SSI) pro-
grams. Federal cash payments to these individuals amounted to over $60 billion in



1996; this is above and beyond the cost of health benefits provided under Medicare
and Medicaid.

Getting disabled individuals back to work is not merely a matter of saving the
government money. It is, more importantly, a way to improve their quality of life.
A recent survey suggested that about one-third of disabled SSDI recipients are in-
terested in services aimed at helping them get back to work. A recent GAO study
concluded that disabled individuals want to return to work for two major reasons:
working provides self-esteem, and helps to achieve financial independence.

Despite the strong desire to work, only about 0.2% of SSDI recipients actually re-
turn to work and leave the SSDI rolls. It is important for us to identify the disincen-
tives in the present system which discourage disabled people from working and also
to explore new work incentives.

The GAO survey concludes that the number one concern for disabled individuals
who return to work, or are considering a return to work, is availability of' health
care. Fear of losing health care benefits is a powerful disincentive for a disabled per-
son to return to work.

The Work Incentives Improvement Act is an important first step toward helping
the disabled return to work. I want to congratulate Chairman Roth and Senators
Moynihan, Jeffords and Kennedy for their hard work in this area, and I look for-
ward to working together to try to get this legislation passed.

Thank you, Mr hairman.

PREPARED STATEMENT OF HorN. BOB DOLE

Chairman Roth, Senator Moynihan, thank you for the opportunity to testify today
on an issue that I believe in strongly and personally-hel ping remove the barriers
to work confronting people with disabilities.

Over the past decade, we have made dramatic improvements in removing many
barriers. In particular, I am proud of the Americans with Disabilities Act. It is help-
ing people with disabilities lead more active and integrated lives, and our society
is richer for it.

But ADA did not complete the work of removing barriers. Access to health care
remains an enormous hurdle confronting people with disabilities who want to work.
That is where the "Work Incentives Improvement Act of 1999" can make a big, big
difference.

According to a report issued last summer by the National Organization on Dis-
ability, 72 percent of unemployed Americans with disabilities want to go to work.
Yet, not more than 1 in 500 receiving Social Security disability insurance benefits
(SSDI) ever returns to work.

Throughout 1997, the General Accounting Office conducted interviews of SSDI
beneficiaries who had gone back to work. These people told GAO that the most im-
pr tant factor in making work possible was health care--because it helped them
fnction better.

Mr. Chairman, this is very important-and not hard to understand. Employer-
sponsored health insurance is the key factor in separating SSDI beneficiaries who
plan to leave the cash benefit rolls and go back to work, from those who stay. Let
me say this again-access to health insurance makes all the difference when it
comes to making the leap from the disability rolls to the job rolls.

The "Work Incentives Improvement Act" addresses the health insurance issue
head on- by removing the most fundamental barrier to employment for people with
disabilities eager to become tax-paying contributors to our society. We don't find
people eager to pay taxes too often-I say we take these folks up on their offer.

I support the "ork Incentives Improvement Act" and I congratulate members of
this Committee for your efforts to move this important legislation forward. Ithieprticularly encouraging to see such strong bipartisan support for the bill in teFi-
nance Committee.

Let me address head-on an objection I have heard raised to this bill-that this
bill would expand entitlement programs.

Let's look at that. The bill creates two new Medicaid options for States to provide
health care to people with disabilities. The bill also provides for a demonstration
program that allows people who leave the SSDI program to receive Medicare for 10
years, up from 39 months currently.

But, Mr. Chairman, this bill is not about hig government, but good government.
This bill will help people break their dependency on cash benefits. This is what

Republicans did in welfare reform and we should put the same philosophy to work
here.



Because health insurance is vital to enabling people with disabilities to goto
work, the bill gives each State the option to allow disabled individuals to purchase
Medicaid. And this is not a fr-eebie. States can require people with disabilities to
pa 100 percent of premium costs.

Kodoubt about it, this is a limited, responsible proposal that will help remove
the most fundamental barrier to employment for people with disabilities. For a
health care bill, its cost is reasonable-perhaps $1.2 billion over five years.

The bill was introduced without a specific offset. As you prepare for markup,. I
would strongly encourage you to avoid pay-for provisions that make reductions in
other crucialhealth care programs.

In the long term, the bill should pay for itself. The cash benefit rolls will decline
and more disabled Americans will become workers and taxpayers.

I would be remiss if I did not urge Congress to focus attention on several areas
not yet included in the bill. One segment of our health care system that is central
to returning the disabled to work was dealt a crippling blow in BBA 97. I am refer-
ring to rehabilitation hospitals, facilities and units, without which our disabled rolls
would be much greater as their services retrain and rehabilitate many individuals
and return them to the work force.

Section 4415 of the Balanced Budget Act of 1997 (BBA) repealed the full incentive
payment percentages for PPS-exemipf 'rehabilitation hospitals and units. The BBA
also reduced capital payments for PPS-exempt hospitals and units by 15% for FY
1998-2002. The combined effect of these provisions has severely hamstrung the
ability of these facilities to serve disabled individuals.

Prior to the BBA, qualifying P1'S-exempt hospitals were eligible to obtain an in-
centive payment for keeping their costs below their TEFRA limits. The federal gov-
ernment and these facilities shared in the savings.. This system encouraged these
facilities to incorporate efficiencies without compromising service or quality for their
patients.

The earlier formula actually worked as it was intended. It provided an incentive
for P1'S-exempt hospitals to keep costs below TEFRA limits while still retaining
high quality care. This is evidenced by the fact that patient outcomes have remained
the same, despite a decrease in average lengths of stay in P1'S-exempt hospitals.

The BBA provision reduces incentive payments so significantly that the payments
ar unlikely to motivate facilities to further reduce lengths of stay. And there could
easily be additional negative ramifications toti misgwuided policy.

Compounding this situation is the fact that a rehabilitation provider does not
have the same opportunity as other providers to shift costs to other payers. Because
rehabilitation hospitals are heavily dependent on Medicare, they have few non-
Medicare patients on whom they can shift costs. That is because 70% of admissions
and 65% of days in rehabilitation are covered by Medicare fee for service. This rate
of Medicare utilization is unique among provider groups.

Until the PPS system authorized by the BBA is fully implemented, cital cuts
should not be imposed on P1'S-exempt rehabilitation hospitals and uits. WFul pay-
ment of capital should continue under the cost-based system because, unlike prvd-
ers in a PP'S system, PPS-exempt providers have no opportunity to make up theloss
of capital payments through operating efficiencies. If operating costs go down, so do
reimbursements.

For this reason, almost all rehabilitation providers will be paid below cost under
the BBA. Please revisit these policies or we will surely see a commensurate increase
in the number of disabled receiving payments from Social Security and Supple-
mental Security, as well as those receiving Medicare and Medicaid.

Finally, a foremost concern of rehabilitation providers is that disabled patients
enjoy access to necessary specialists. The disabled frequently face unique health
challenges and as Congress considers patient protection legislation, I would hope
that Members take these unique needs into account and ensure access to appro-
priate specialists.

Without access to rehabilitation providers and the extraordinary, comprehensive
services they provide, disabled people cannot be reunited with the community where
they can achieve maximum independence and flexibility.

Mr. Chairman, I urge this committee to take prompt action. Senators Roth, Moy-
nihan, Jeffords, and Kennedy, I thank you for your leadership, and I thank the com-
mittee for the opportunity to appear before you today.

PREPARED STATEMENT OF JOANN ELLIrOT

Hello, Chairman Roth, Senator Moynihan and other members of the Finance
Committee. My name is Joann Elliot and I would like to thank you all very much
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for holding a hearing on work incentives for individuals with disabilities like myself.
I appreciate this opportunity to tell you my story. Hopefully, I can make a difference
because that is what I am all about-making a difference. I am just one of the
Americans with disabilities that can benefit from this bill but know that there are
other Americans just like me who want to work, who can work but would lose
health care coverage I need.

Let me tell you my story. I started working when I was 22 years old-I worked
at St. Elizabeth's Hospital in food service for almost 20 year. I really enjoyed my
job. My job provided basic health coverage. I was saving for retirement through my
job, and was on the verge of buying a home. On last Friday in January, 1991, 1 was
at work and life was normal.

That following Monday, I had a massive stroke, which left me paralyzed on my
left side. I was devastated when that happened. My life changed totally. As you can
see, I need a wheelchair to get around as well as other special equipment to func-
tion. I require a personal *care assistant in the morning to help me bathe, get
dressed among other essential daily activities. In addition, I take medications for
my high blood pressure and I get rehabilitative therapy to keep me loose.

Eight years -ago, I was healthy and working just like you all. I would have never
thought this would happen to me. But it did just as easily as it could happen to
anyone else. If not a stroke, it could be a car accident or being diagnosed with a
serious disease.

After the stroke I had to leave my job. Now, I receive my disability benefits (So-
cial Security Disability Insurance or SSDI) and Medicare. With no job, my income
was so low, I also qualified Medicaid coverage. For me, Medicaid was g od-send:
Medicaid covers my personal care assistance for helping with my basic daily activi-
ties. It also covers my prescriptions, special e-quipment, therapy and certain trans-
portation. Most insurance plans offered at work do not cover my care.

It would be a nightmare without Medicaid. Without these services, I might as well
be in a nursing home. I have already lost a lot of my independence from the stroke.
However, without Medicaid, I would totally lose my independence.

I don't like staying at home. I want to get out and be productive. However, if I
get a job with even a modest income, I would lose my Medicaid coverage. As much
as I want to work, I am too scared of losing my Medicaid. What would I do without
those services? The irony is I need Medicaid to work but if I work I lose Medicaid.
It's a sad circle.

So, I am trying to do something with myself. I do some volunteer work at the DC
Center for Independent Living. Of course, I would like to get paid. I still have bills
to pay and rent that keeps growing. I was offered a job in 1994 at the DC Center.
.1 would have made about $7 per hour. That income would have helped with the bills
but it would have disqualified me for Medicaid. I couldn't afford that even with the
insurance offered at that job. That insurance would not cover all the services I need.
So, I had to turn down the job offer.

If I could keep my Medicaid while I work, even if I had to pay a modest premium,
it would make me so happy. I would go to work tomorrow. I want to be doing some-
thing with myself. I am not giving up. I just enrolled in a job-readiness program
for persons with disabilities. My goal is to be employed someday.

Itf you could pass this bill-the Work Incentive Improvement Act-I would have
a chance to keep my Medicaid and Medicare AND work. It's about work and it's
about my independence. You don't know how happy that would make me and other
people with disabilities.

I am glad that the Senate Finance committee is putting things into light and
pushing to remove the negative thoughts about disabled individuals. Chairman, it
warms my heart to know you understand my situation and are pushing to make
the changes in law necessary to allow me to be self-sufficient.

Thank you again, for letting me tell my story and I am happy to answer any of
your questions.

PREPARED STATEMENT OF HON. ORRIN G. HATCH

I want to commend Senators Jeffords, Roth, Kennedy, and Moynihan for going the
extra mile to work out the provisions of this legislation. I am sure it was not easy;
dealing with Medicaid and SS DI never is.

As a veteran of many negotiations and collaborations with both Ted Kennedy and
Bob Dole on disability issues, I want to welcome them to this hearing and thank
them for taking the time to be here. This will be like old home week for Bob Dole
. .. Ted, of course, is the emissary from the newly named "HELP" Committee.
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1 don't believe anyone can top Bob Dole as a champo for individuals with dis-

abilities, and I have long admired his commitment to this area of public policy. In
fact, I have tried to follow his example ofspotn rgesv olicy that does
not also beget more bureaucracy and irresponsible spending. I do not believe that
improving life for those with disabilities and fiscal responsibility have to be mutu-
ally exclusive goals if we take the time to do it right.

That is why I appreciated the modifications made in this bill prior to its reintro-
ducion I nowmycolleagues on this committee and Senator Kennedy worked ver

hard to accomplish this goal, and I think that, by and large, they have succeeded.
They can be proud to have produced a bill with such solid bipartisan support.

I look forward to reviewing the testimony today and to working with my col-
leagues on the Finance Committee to move this legislation forward.

PREPARED STATEMENT OF LARRY HENDERSON

Good morning, my name is Larry Henderson; I'm the executive Director of Inde-
pendent Resources. Delaware's only statewide Center for independent living.

Centers for Independent Living are not social service agencies, but rather, re-
source centers for prsons with disabilities and the communities in which they re-
side. What's the difference ....... we don't do much FOR people, we do a lot WITH
people. What an individual gets fr-om a Center is directed by that individual. We
respect individual diversity and we sup rt personal choice.

As an organization, we work with individuals with significant disabilities, helping
them live as independently as they want.

First and foremost, we are an advocacy organization. Other services we offer con-
sists of: independent living skills training, peer support, information and referral.
We are the only consumer driven organization in the state, that means that over
51% of both staff and board of directors are themselves persons with disabilities.

Most of the individuals we work with want no more than the rest us do; an oppor-
tunity to lead a productive life and be gainfully employed. Herei- lies the problem
for many organizations like mine.

We can provide the training to insure that the individual is prepared to do the
job, we can help them arrange the -transportation needed to get to and fr-om the job
site, we can even instruct a consumer to ask for reasonable accommodations when
necessary; what we can't do is take away the fears that surround the loss of bene-
fits. In particular the costs associated with attendant services and other medical
coverage that is so difficult for a _person with a disability to get.

Attendant care is expensive. The average cost for attendant services, in Delaware,
ranges fr-om $14.00 to $16.00 an hour. This is an expense that most people enteringthe workforce cannot afford. Individuals can spend as much as 50% of their total
income on just attendant services.

When people come to us they are ready to live an independent life. Reality dic-
tates that employment must be a goal. Out of the 140 consumers that we assisted
last year 75% faced the decision between loss of benefits verses employment. A mere
5% chose to take the risk. The alternative for others is to do volunteer work. As
a result, many qualified individuals are relegated to volunteer positions.

This is not meant to denigrate volunteer positions; however, nothing builds self-
esteem like a pay check. The Work Incentives Act would make our j obs easier be-
cause consumers would not be forced to choose between employment and medical
coverage. Under the Work Incentives Act, persons with disabilities entering the
workforce, could maintain the coverage they were previously receiving under Soial
Security or Medicaid on a sliding scale, creating a "no fear" transition for those indi-
viduals we work with.

People with disabilities are in a catch-22 situation. They want to work but if they
work They'l lose the medication or attendant services they need to let them work.
The Work Incentives Act would end this Catch-22 by extending the medical cov-
erage that would allow those individuals who choose work to do so. Putting people
to work, where they can pay taxes and contribute to the community would be a
much better use of our tax dollars.

This would help my organization a great deal in assisting people with disabilities
to live independent lives.

PREPARED STATEMENT OF HON. JAhM M. JEFFORDS

Mr. Chairman, I wish to thank you for joining me as an original sponsor of the
Work Incentives Improvement Act of 1999 and scheduling this hearing on the bill.



You, Senators Kennedy and Moynihan, the Administration, state agencies, gov-
ernors, individuals -with disabilities and their advocates, and I have worked together
fOr a lon %time. Our collaboration has paid off.

Last Tursday, with 35 of our colleagues, the four of us introduced the Work In-
centives Improvement Act of 1999, S. 331. The reason for this broad bipartisan ef-
fort is both compelling and simple. Presently, individuals with disabilities must
choose between working or getting health care. Such a choice is absurd. But, current
federal law forces individuals with disabilities to make that choice. As a result less
than one half of one percent of the 7.5 million individuals on the Social Security
disability rolls leave them.

Do these individuals really want to work? The answer is a resounding, "Yes."
Over the last 10 years, national surveys consistently have confirmed that people
with disabilities of working age want to work, but only about one-third are working.

Are the numbers low because 'of discrimination or because of lack of skills? Con-
gress has tackled these issues. We passed the Americans with Disabilities Act in
1990. It is against the law to discriminate against an individual on the basis of dis-
ability in employment. The Individuals with Disabilities Education Act, the Reha-
bilitation Act, and most recently the Workforce Investment Act of 1998 contribute
to the access of individuals with disabilities to the education and training they need
to become qualified workers. In S. 331 we offer additional access to job training and
placement assistance. We include provisions from the Ticket to Wor and Self-Sff-
ciency Act, Senator Bunning's legislation that passed the House, 410 to 1, last Con-
gress.

H~owever, protection against discrimination is not enough. Access to education and
training is not enough. Colleagues the biggest remain.ng barrier is health insur-
ance. Individuals with significant Aisabilities who meet the rigorous eligibility cri-
teria of the Social Security disability programs cannot often get reasonably priced,
appropriate health insurance coverage from the private sector. These individuals
can onl get health insurance from the government,, and the government gives it to
them ony if they stay home, or at best, work a minimal amount.

It is difficult to measure fully the effect of having a job on an individual's life.
It has a positive impact on a person's identity, sense of self-worth. Having a job re-
sults in satisfaction associated with supporting oneself and -one's family or at least
not being a burden on it. If only one percent of the 7.5 million SSI and SSDI recipi-
ents go to work and forp cash payments from the Social Security Administration

(SSA, tis wuldresut i a csh avigs of $3.5 billion to the federal Treasury over
the lifetimes of these individuals. If factor in the income taxes these individuals
would pay, their lack of need for food stamps, subsidized housing, and other forms
of assistance, that $3.5 billion dollar figure would be even higher.

Beyond the individual, there is another factor. Recently we learned that our un-
employment rate, 4.3 percent, is the lowest it has been since 1956. Our economy,
to stay vibrant and strong, needs access to a qulified and enthusiastic pool of po-
tential workers from which to draw. SSI and SSi )aIl recipients are an untapped re-
source. Many of the jobs that currently go unilled, in the service sector and tech-
nology industrY, are the ver jobs that many SSI and SSDI recipients are ready and
willing to fill, if only they could have access health care.

The Work Incentives Improvement Act of 1999 is targeted, fiscally responsible leg-islation. It would enable individuals with significant disabilities to enter the work
force for the first time, reenter the work force, or avoid leaving it in the first place.
These individuals would need not worry about losing their heal th care if they choose
to work a forty hour week, to put in overtime, or to go for a career advancement
or change with more income potential.

The bill would allow states to expand Medicaid coverage to workers with disabil-
ities. These options build on previous reforms including a recent provision enacted
in the Balanced Budget Act of 1997 (BBA). The BBA provision permitted states to
offer a Medicaid buy-in to those individuals with incomes below 250 percent of pov-
erty who would be eligible for SSI disability benefits but for their income.

The first option in our legislation would build on the BBA provision. States may
elect to offer a Medicaid buy-in to people with disabilities who work and have earn-
ings above 250 percent of poverty. Even so, participating States may also set limits
on an individual's unearned income, assets, and resources and may require cost-
sharing and premiums con a sliding scale up to a full premium.

The second option in our legislation would allow states that elect to do so to also
cover individuals who continue to have a severe medically determinable impairment
but lose eligibility for 881 or SSDI because of medical improvement. Although medi-
cal improvement for individuals with disabilities is inextricably linked to ongoing
interventions made possible through insurance coverage, under current law im-
provement can jeopardize continued eligibility for that coverage.



The legislation also includes access to health care for other working individuals
with disabilities through time limited provisions and through time limited dem-
onstrations with capped costs.

This legislation is a vital link that will make the American dream a reality for
many Americans with disabilities.

Jus aswe egn te 15thCogress by renewing our commitment to educatin
children with disabilities, so should we begin this Cogrss by fulfilling the promise
we make to those children-that ours is a country of equal opportunity. All of us
have worked topndoors to disabled Americans, in education, in training, in em-
ployment and incivl rights. But our efforts may amount to little if we do not open
this last door to the freedom and opportunity of the workplace, S. 331 will do just
that.

PREPARED STATEMENT OF HON. EDWARD M. KENNEDY

Mr. Chairman, Senator Jeffords Senator Moynihan and other members of the
Committee, I commend you for holAing this hearing today on our bipartisan legisla-
tion to remove the barriers that prevent citizens with disabilities from living inde-
pendent and productive lives.

We know that a large proportion of the 54 million disabled men and women in
this country want to work and are able to work, but they are denied the opportunity
to do so. They deserve their fair share of -our country's prosperity._

For too long, Americans with disabilities have faced urvair penalties if they take
jobs and go to work. They are in danger of losing their medical coverage, which
could mean the difference between life and death. They are in danger of losing their
cash benefits even if they earn only modest amounts from work. Too often, they
face the hars i choice between buying a decent meal and buying their medication.

The Work Incentive Improvement Act which we have propose d will remove these
unfair barriers facing people with disabilities who want to work.

-It will continue to make health insurance available and affordable when a dis-
abled person gos to work, or develops a significant disability while working.

-It will gradually phase out the loss of cash benefits as income rises--instead
of the unfair sudden cut-off that so many workers with disabilities face today.

-It will give people with disabilities greater access to the services they need to
become success fuly employed.

Many leaders on these issues are here today and have worked long and hard and
well to help us reach this milestone. They are consumers, family members, citizens,
and advocates. They see everyday that the current job programs for people with dis-
abilities are failing them and forcing them into poverty.

They have spent many months helpin1udevelop effective ways to right that
wrong-and to them I say thank you forlelping us to prepare this needed legisla-
tion, It truly represents legislation by the people and for the pepe

When we think of people with disabilities, we tend to thinkof people who are dis-
abled from birth. But fewer than 16% of all people with disabilities are born with
their disabilities. A bicycle accident or fall from a ladder, cancer or HIV can render
the healthiest and most physically capable persons among us disabled in an instant.
This legislation is Important because it offers a lifeline to a of us today and in the
years to come. A disability need not end the American dream. That was the promise
of the Americans with Disabilities Act, and this legislation dramatically strengthens
our commitment to that promise.

Our goal is to reform and improve existing disability programs, so that they do
more to encourage and support every disabled prson's dream to work and live inde-
pendently, and be a productive and contributing member of their community. That
goal should be the birthright of all Americans--and when we say all, we mean all.

A story from the debate over the Americans with Disabilities Act illustrates the

point. A Postmaster in a town was told that he must make his post office accessible.
Building had 20 steep steps leading up to a revolving door at the only entrance.

The postmaster Iquestioned the need to make such costly repairs. He said, "I've been
here for thirty-five years and in all that time I've yet to see a single customer come
in here in a Wheelchair."

The road to economic prosperity must be accessible to all Americans--no matter
how many steps stand in the way. That is our goal in this legislation. It is the right
thing to do, and it is the cost effective thing to do. And now is the time to do it.
For too long, our fellow disabled citizens have been left out and left behind. A new
and brighter day is on the horizon for them, and together we can make it a reality.

I commend Chairman Roth, Senator Jefflords, an d Senator Moynihan for their bi-
partisan leadership on this legislation, and I commend the Committee for this early



hearing. We now have an excellent oporunty to enact this long overdue legisla-
tion, and I look forward to working with the Committee to do so as soon as possible.

PREPARED STATEMENT OF JOE LEEAN

Mr. Chairman and members of the committee, I am Joe Leean, Secretary of the
Wisconsin Department of Health and Family Services. On behalf of Governor
Tommy Thompson, our Medicaid Director Peggy Bartels and myself, I appreciate
the opportunity to offer support for the Work Incentives Improvement Act.

Removing barriers to employment is a goal that Governor Thompson and I strong-
ly support.

Almost one year ago Governor Thompson indicated support for the intent behind
this bill. But he also expressed concern about the cost of the earlier proposal. And
since it is important to avoid pitting one group of vulnerable people against another,
we want to assure that no fiscal offsets are required from Medicaid or other health
and human service programs.

We are pleased that the current bill is responsive to our previous concerns. While
the costs have been reduced by 75% compared to the earlier bill, the Act would still
make significant progress in removing employment barriers.

As a former chairman of our legislature's Finance Committee, I never supported
anything I did not think was fiscally responsible. I believe this bill offers a fiscally
sound, cost-effective way to do the right thing.

As more people work, they will pay taxes, climb the economic ladder, and reduce
dependency on government programs. If those taxes and savings to all government
programs could be taken into account, it is likely that few fiscal offsets would be
needed. When more SSI or SSDI beneficiaries work, it is the federal government
and social Gecurity trust fund that benefits from most of the savings. We at the
Stf-e level therefore need your help as we try to enable more people with disabil-
ities to become employed.

Most people with permanent disabilities want to work. New drug regimens, new
adaptive aids, advances in personal computers and progress in other technologies
make employment more feasible than ever before. A booming economy and the vast,
untapped, well-educated talent pool of people with disabilities make it even more
important tat we act to remove employment barriers now.

We ought to match new private sector advances with new public sector thinking.
We need three things:
" An Assurance of Continued Health and Long Tenn Care Coverage
" A Gradual Reduction of Cash Benefits Instead of "Clif"
" A Comprehensive Approach
Allow me to explain how reforms in these three areas would help.
First, health and long term care coverage: People with signiicant disabilities de-

pend on the health care system every day. They depend onte personal care attend-
ant who helps a person with quadriplegia get out of the bed each morning, get
dressed and eat breakfast. They depend on the drugs that help an individual with
mental illness to function every day. They depend on the nurse who trains and as-
sists family members in the cleaning adsuctioin of a ventilator that may keep

aprowith sinal cord injury breathing.
SSI or SSDI benefiiares risk losing the Medicaid or Medicare coverage that pro-

vides these services when they earn more than $500 per month. Such a loss can
be life-threatening. This helps to account for the GAO's finding that less than 1%
of SSI and SSDI beneficares leave those programs as a result of paid employment.

I am therefore enthusiastic about the propose options to permit people with dis-
abilities to purchase Medicaid coverage. Why is Medicaid so important? It is the
only health program that can cover the personal care, drugs and specialized trans-
portation needs of people with disabilities such as spinal cord injury.

The Act would also extend the current 4-year period of Medicare eligibility for
someone on SSDI. This is very important. Many people who have recently gone to
work with help from our Pathways to Independence Program have told us they will
need to quit their new jobs if Medi"care coverage ends.

One such person is Ken Adell. Ken has quadriplegia. Even though he can move
only his head, Ken operates his computer expertly with the help of some adaptive
aids. He excels in his job maintaining Internet sites and a toll-fte telephone serv-
ice. In 14 months Ken's health coverage under Medicare is scheduled to expire. Ken
does not have private health insurance. When his Medicare terminates, Ken will
also lose his "disability status" and be ineligible to buy into Medicaid. Because Medi-
care and Medicaid pay for the health care he needs to live, Ken does not see a possi-
bility for continued work if his Medicare coverage ends.



Second, reduce benefits gadually as income rises: This second reform is impor-
tant to "make work pay." SrSDI beneficiaries are often shocked to learn that their
cash payments are reduced to zero after nune months in which they earn more than
$500 per month. This "cliff' scares people off from being able to see a future in
which they might become employed.,

I am therefore pleased to see that the Work Incentives Improvement Act directs
the Social Security Administration to conduct some demonstrations in which the
SSDI cash benefits are reduced in a more gradual manner. We would like to be the
first enthusiastic state you select to work with you on such a demonstration. (After,

prhaps, Vront, Mass, NY and Delaware!).
A Comprehensive Approach: We are very pleased to see that the Work Incentives

Improvement Act contains funding for states to sponsor local demonstrations.
we would like to demonstrate the value of health care, vocational rehabilitation,

and employment services in a single comprehensive, coordinated des tgnhat is built
on a public-private partnership. With help from the Social Security Administration,
we recently developed a program called Pathways to Independence to assist thou-
sands of Meple with disabilities to work- but we need your continued collaboration.
I leave with you a short description of our program.

[ look forward to working with you to make Pathways a success and appreciate
the new tools which this Act would provide.

SUGGESTONS

What would make this good bill even better?
Two modest suggestions:

First, allow states a reasonable time period. in which to phase in the new
Medicaid options. The proposed bill would require a state to implement the op-
tions statewide, immnediately. It would be more feasible for us to begin with cer-
tain geographical areas and then expand to statewideness in a reasonable pe-
riod of time. We suggest not a waiver of statewideness, but simply a non-waiver

pviion in the legislation allowing states a little time to achieve statewideness
intenew Medicaid options.

Second, allow states to set a minimum level of earnings in order for a person
to qualify for either of the new Medicaid options. This would help states to en-
sure adequate employment outcomes.

Conclusion
On behalf of Governor Thompson and myself, I would like to thank you for the

opportunity to speak with you today. With this bill and your partnership in new
demonstrations, we hope employers will be able to enlist the full potential of the
workforce, and that many more people like Ken Adell will experience new careers
as wage-earners, taxpayers, and working citizens in our communities.
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7Ue hrhdem: 7he U.S. General Accounting Office has calculated that less than 1 % of SSI or SSDJ
beneficiaries leave those program eac year as a result of paid employment. Of those who leave,
about 1/3 return within 3 years.

More than 6.6 million Americans have a permanent disability and receive income support from the
Social Security Trust Fund (OSSD1) or Supplemental Security Incm (-SSl).

The edera government spent $36.6 billion dollars in the SSDI program in 1995, and $20.6 billion in
SSJ. Many state add their own funds so these federal 551 amounin to ensure an adequae financial
safety ont. Wisconsin adft approximately $127 million per year. Thbe State has about 63,000 working-
age SSI beneficiaries. Approximatly 75,000 disabled workers receive SSDJ in Wisconsin and an
additional 30,000 worker-dependents receive SSDI.

Momt people with disablities waow to work Employers are increasingly interested in employing people
with disabilities. Advances Wn technology offer employment hope even for tdom with the most sever
disabilities. Roval of the foflowig problem could igodicantly inceas the empioymn of people with
disabilities,

" Lows of HeWAl aad L& Toem Cere Ovwa- The potential loss of Medicaid and Medicare is
cited by SSI and SSDI beneficiares as one of the most important barriers so paid employment.
Earning in excss of $%W0month for more than 9. mnhs jeopardize such coverage. Because
people with significant disabilities rely os the health care systm for their abilt to live,
employment that jeopardizes health cae is perceived a ife-theatning. *7W I, regaired Is a very
siy4. ciwcugrwvr seaa gcmWehak coverage.

" FWW#q Off AhsRi~ ANOftaf The 6A1 or Nothing" approach to cash assistance and health
coverage is another barrier. SSDI checks are eliminated entirely when an indiviihlean more than
$SCV/mon~a in any random nine nuth ame the most reoon 5-year period, In addition, cubh
fedeal program ads independently so reduc benefits as earnings lwa-e Far example, HUD rent
subsidies are reduced 30% for subh dollar earned. SSI is reduced 50%. Food stamp are reduced
by 25 %. The cumulative effect of benfi reductions, increased tawe and work exesscan mean
that the cost of working apraces or exned total earnings. *Wn Is regubd is a ara"aa and
ccenftaed redvcs of bm-eft uA"kA wil ae. dwh w* pays - 1

" FPhViewa ai~d kadqaw Sppeoftqope with disabilities often depend o many different
public programs. Such programs are ONcoordinated and sometimes act at cross-purposes. People
with disabilities are unusually retinas upon ependabl support sysms in order to wort'
naanprtaonm systems which asath a job schedule; reliable personal atladent wae for people in
wheelchir; computers; vocational aing; works ne acommodations; timely medication
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Irpekdeu~A*&: Sinae almost w bemeficlarles ow SSI/SSDI ms R result of paid emWmemt
it would be ofvitally 00 "os 00 the Stam and Federal gvoweas so aosudui the
htedicaid/Medlcare cvveq of ourasit emfirlaesifftheycll ca n ure p id eupoy n b% Tiswl
remove. the impsedient which people with severe disabilities feer mosm Vf emloyment mat increase it
would as be of litle cost io reoe the current cliffs in cash assistance in SSI, SSDI, and HUD
program.

Wheesula Paithways to Indepemlmaic

The Wboscmn Department of Healt and Family Service and the Department of Workforce
Developtmn are working jointly to rnate a powerful iniiative to increase employment on the part of
people with significant disabiites.

Federal waiver, and pompng of sam of the proviso wn the federally-proposed. Work Incentives
Improvement Act would be necessary for ?aanys to achieve ats full potential. The key coomeps are:

A. SlaipWfle Aen So Coxwjv hv H*: Enrolleies will be able to consult with a single team
which can offer coordiased access s all professionals and program that way assist them in achieving
their ea~Ioymen goals. 7hes local CepramdwAiuaae Natwb mobllira all avalable
vocationa, educatil, health and supportive services. Each organization works with the local
vocautial rehiabilitaton, district to mare needed trading, worksia acctomationi; and adoptive auks.
The organizatin recruits empkoyn io mach abilities of the individual with the employers'
requiremnt. The goal is to break dowas the barriers between isolated healt, long Uem care,
vocatkial, educational, and cash misance programs so that all services can be aligned in support of
vocationa goas. Greae coordination a well as new flexibility in fundin among all support programs
will reduce fiagmentstion

Current Status:. With asistance fromn the Robert Wood Johnson Foundation local pilot tests
have confirmed the value of ftem-base comprehensive approaches for both permons with
physical disabilities and people with mental illness. Research aIsciated with these effOrt
indicates a srong potential for beeteft to the individual and for public finaticill sings. With
assi"Mance r .h Social Security Administration, a request for proposals. was isued in
Deaember 998so expandthis concP. Over 70 public and private agencies hav indicated
their inten to submit a proposal to establish a local Comprehensive Assistance Network
Selection will be made in March 1999 for the initial 10 expaml~on siea.
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5.Remoe E£uyemeaw ~Wr In Pa~vays to IAupadwe we seek to reams s)11m Wibrriers to
employment which result firom public policy. 7Ue pla is to incorporate the following leatures:

+ HaNAILTSeav,'fr Guarantee coetimied Meicav i nd/or Medicare coverage ftr up SolSgoo
current SSI and SSDI beneficiarie in 15-20 sits who enroll in the work program, over a five.
year period. If enrolees secur aoiployment paying ove S5WC month, they would be assured
of continued coverage regardless of earng (and regardless of assem which result from
earnings.) "eole with physical disabilities, menual Mns, developmental disabilities, or HIV.
AIDS would behind.

Current Staus: A Medicaid waiver will be subtted in March 1999 to add security and
to simplify eligiiit for people alrad receiving Medicaid provided they become
employed or increase their earnings. A Medicare waiver to extend Medicare beyond the
current 39-month period will be submifttd if the Social Security Administration's
authority to grant waivers is restored by Contres.

in addition, the Pathways Medicaid Purchas Plan has been designed to Provide ass= to
health care on the part of people without current Medicaid coverage but who meet the
SSDI disability OeIL Governor Thompson's proposed budget for 1999-2001 contains
legislation to permit people with significant disabilities So purchase Medicaid coverage if
their net family incomes are less than 250% of the federal poven level and they are
employed or enroll in a work program. ThI would implemn an Important Stat Option
in the Balanced Budget Act passed by Congress in 1997.

* Gew~d ~R*ciea of coo An i~ew Replac the OW1 or nothig clifi in eligibility for SSDI
paymeew W favo of a sliding scale. Coordinst the benefit reduction of other federal AMd state
programs so that a reasonable amount of discretiomsry an income remains, and Owaek pays.

Current Status: An SSI waiver will be submitted in February 1999. An SSDI waiver will
be subenitsed if Congress reoresl the athority of the Socia Security Adminietration to
grant demnsraton wa&a.

# RawekA A stron research design will document demonstration results Ix the three target
groups. Analysis of compariso or amtrol grouPs, together with comprehensive tracking of
changes in public costa will emble us so asses the potential impa of any larger-scale public
-ok Chaves.

Buidwg en a£pexce:- Essentia elements of this demronsuralon have already been pre-sested in
Wisconsin with help from the Robert Wood Johnson Foudatmon. Tbe Vocational Futures Planing
model developed through such RWJ-PF assistance has assisted may people With signfican Physical



1 45

disabiities obo e employed. However, the successes ar. fragil. Thexperienes of such people
indcate that without removal of key emloymn barries described earlier. succes achieved so far
will be hard to replioue or stain.

One such successful person is Ken Miell. Ken has quadrlpliegia. Even though he can move only his
head. Mr. Adell operate his o urith onsummate skil. With help fron ative aids, Ken
excels in hisjob maintaining Iturm sites and operating a toil-free Weephooe sevic. Ken estee about
$27,000 per year. Not only has he worked off his SSDI payments, but he also contributes about
$12,000 per year toward the cost of his medical care and pays over $2,000 per year in taxes. The
problem is that in 14 months Ken's health coverage under Medicare is scheduled to expire. Ken does
not have private health insurance. When his Medicar ends Kmn will also lose his Odiability stwn*and
be ineligible to buy into Medicaid. Because Medicare and Medicaid pay for the health care he needs to
live, Ken does not see a possibility for owtimied work if his Medicare coverage enck.

Governor Tommy Thompson has committed his Adatinstration to securing both the inoda and federal
waivers necessary for Padrevays o Iandemm to be a success. In his 1998 "Statie of the State" address
he urged a speedy solution:

-Weam wmiag soo muh atlen by dJarfg lqftiiufwemh wvte&Uc s keep people with
Alsabil a e of the worlyoe~ Gin ekem thakfteedoas by proem"u td~r heakk

DeavmersofHeh and FeaitvSavdc
Depwomsmuof WorreDevelopxwo

For mote information about
Wisconsin Pathways to Independence Program, contact:~

Mr. Thomas E. Hamilton. Director
Center for Delivery System Development
Department of Health and Family Services

P.0 Box 7850
Madison, WI 53707-7854)0

ph: 608&266-9304 E-Mail: Hamilteadhfs.state.wi.us



PREPARED STATEMENT OF HON. DANIEL PATRICK MOYNIHAN

I would like to thank Chairman Roth for holding this hearing on the Work Incen-
tives Improvement Act of 1999. The bill (S. 331) would address some of the barriers
and disincentives that individuals with disabilities face when trying to seek employ-
ment. Senators Jeffords and Kennedy should also be commended for their leader-
ship in this area. Last year, they introduced a bill that addressed one of the major
barriers for disabled Americans who want to work-access to health care.

On January 28, Chairman Roth and I joined with Senators Jeffords and Kennedy
to introduce the Work Incentives Improvement Act of 1999. Currently, we have a
total of 41 cosponsors-14 Republicans and 27 Democrats. And the list is growing
each day. Thirteen members of the Finance Comnmittee--6 Republicans and 7 Demo-
crats-support the bill.

Our former Leader and Chairman, Bob Dole, should also be commended for pio-
neein legislation to address work disincentives for people with disabilities. In

March, 1986, Senator Dole introduced 'M~e Employment Opportunities for Disabled
Americans Act"-a bill that would continue Mediad coverage for Supplemental Se-
curity Income (SSI) beneficiaries who return to work. I was an original cosponsor
of that bill, which passed the Senate by a voice vc.te. On November 11, 1986, Presi-
dent Reagan signed the bill into law.

BARRIERS TO WORK

Persons with disabilities often need the health coverage that accompanies their
eligibility for disability benefits. Under current law, as; they return to work, bene-
ficiaries lose their cash benefits and their health coverage. The risk of losing health
benefits may deter disabled individuals from returning to work and, instead, encour-
age them to continue to receive cash benefits despite their ability to work.

THE WORK INCENTIVES IMPROVEMENT ACT OF 1W99 (S. 331)

As we will hear from these witnesses, our bill would address several of the bar-
riers to work for Americans with disabilities--including access to health care. The
Work Incentives Improvement Act would offer health care coverage options as well
as providing job training and rehabilitation to assist individuals seeking employ-
ment. The bill would permit new categories of disabled individuals to buy into Med-
icaid: individuals whose income and assets exceed current limits and those who lose
their eligibility for Medicaid because of improvements in their health conditions. A
ten-year trial program would continue Medicare coverage for SSDI beneficiaries who
return to work. In addition, the bill would create incentives for vocational rehabilita-
tion providers to help beneficiaries in finding work and achieving sufficient income.

The bill also contains another provision of interest: it would provide a one-time

open seaso in which members of the clergy, who are not now covered by Social Se-
cunity could choose to participate in Social Security. This provision is identical to
the bill (S. 170) that Senator Bob Smith and I introduced on this issue.

Chairman Roth and I are committed to marking up the Work Incentive Improve-
ment Act in early spring. At that time, the Chairman's Mark will include offsets
to the proposed spending.

PREPARED STATEMENT OF HON. FRANK MURKOWSKI

*Mr. Chairman, I am p leased to be an original co-sponsor of this important legisla-
tion. I applaud my colleagues, Senator Kennedy, Senator Jeffords and Chairman
Roth for their leadership on this bill. Not only does this bill make good moral sense,
it makes good fiscal sense.

Currently, 8 million disabled Americans of working age receive more than $50 bil-
lion a year in cash benefits from Social Security and Supplemental Security Income.
Fewer than I percent return to work -although 72% of them want to return to work
according to a recent Harris poll. Why do they feel they can't return to work? For
one reason alone-a fear of losing their health insurance.

I would like to, submit into the record the Statement of Robert B. Briggs of the
Disability Law Center of Alaska.. Mr. Briggs has done much to advance the needs
of Alaska's disabled. In his statement he explains why this legislation is important
to my state of Alaska:

"By virtue of the remoteness of its communities. the rigos of life in Alaska
and the relative youth of its populace, Alaska has one of therhighest, if not the
highest disabling accidents in the nation. Loggers, fishers, miners and oil field
workers in Aaska face some of the harshest, most dangerous working environ-



ments i the world -... The courage and willingness of Alaskans to encounter
those risks, unfortunately, leads to higher rates of disabling i *uIe.

Let me share another part of Mr. Briggs' statement that tls the story of Davin
Pedersen of Juneau. Dawn, a 29-year-old who suffered liver failure due to a rare
liver and blood disease. Fortunately, she received a successful liver transplant and
overcame tremendous physical obstacles as a result of her disease.

Dawn was not about to sit around on public benefits for the rest of her life. She
had labored hard in the fishing industry of Southeast Alaska before her liver was
damaged, but now need a physically less demanding job. Dawn then re-trained
as a payroll clerk for a fish processing company in Juneau. In getting this job, Dawn
unwittingly walked off the "benefits cliff."

Dawn's new job included health benefits, but until she had worked on the job for
6 months. Dawn expected her public health benefits to remain with her until her
private insurance benefits began. However, shortly after she was employed, Dawn
received a letter from the Social Security Administration and Alaska's Department
of Health and Social Services cutting her health and other benefits because now she
was successfully employed. Dawn had to forgo her doctor's orders and medical treat-
ment simply because she could now no longer afford it.

Before this legislation, Dawn's most sensible option was to quit her job and go
back on the government dole. Dawn didn't take that option, instead, she had to fore-
go medical treatment. Fortunately, the story has a happy ending: Dawn has had no
complications with her liver and she now advocates for the rights of the disabled.

Mr. Chairman, this legislation is important to Dawn and others like her-individ-
uals who want to live a productive life-ut not at the cost of their health. As Mr.
Bri g so eloquently stated in his testimony which I submit today, 'This legislation
will go far to help bridge the gap of dependency."

Mr. Chairman, I ask that the balance of Mr. Briggs statement be included in the
record, and I thank the Chair.
Attachment.
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Statement of RobotB. Briggs
Staff Attorney, Disability Law Center of Alaska, Inc.

Testimony Before the Sonae Commnittee on Finance

Hearing on S. 33 1, Work Incentives Imnprovement Act of 1999

Febriary 4, 1999

Mr. Chairman Roth and distinguished Members of the Committee, thak you
for this opportunity to testify ont S. 33J. which shows great promise as a bridge to
help persons with disabilities, including many Ala&*a=, to cross the chasm of public
dependency, and gain employment. Many Members of the Committee and their
saft, in consultation with national leaders of disability advocacy organizations,
have worked lonp, long homr to produce S. 33 1, and that effort is to be applauded. it
is with great pride and gratitude to see that our two A laskim senators. Senator Frank
Murkowaki of this Committee and Senator Ted Stevens, are co-sponsors of this
legislation so important to persons with disabilities adtheir families.

My eye wer opened to the difficulties faced by a person with a severe
disability seeking to become employed when Dawn Pedersen of Juneau, Alaska,
then 29 years old, came to me in 1997 asking for legal assist;nce. Dawn has a rae

disease of the liver and bloe~l system called Budd-Mhimi s~miome, and through
complications her liver hwi been destroyed. She receiv4 a successful liver
transplant at the Mayo Clinkc, and with life-saving iwmuno re~ssant medication is
alive and well today. She had overcome tremnendous phy~wA obstacles. only to be
conronted with financial obstacles tht seemed insurinouniable.

At her young age, Dawn was not Zout to sit saoud on public benefits ifor the
rest of her U&fe She had worked vigorously in the fashing industry of Southeas
Alaska before her liver was damaged, but realized that her disease would require a
change to a lesn physically-demanding job. She re-trained for office clerical work,
and in January 1997 was hired as a payril clerc by Taku Smokarles, a medium-
sized fish processing company in Juneau. In getting tis job, Dawn unwittingy
walked off the '"benefits cliff."

Dawn's new job included health insurance beaeflts; ut thQse benefits did not
appeal to be available until she had worked a fall six month probationary period, and
the insurance company could decline to cover the expenses of her pre-existing
condition for up to a year - or might even decline to provide her with any health
insurance at all.' Moreover, the Taku Smokeries insurance policy did not provide

ADA law in d&i amea a ete and devalopig, but some f..a=c compare ha'. auccaufly
declned to provide bealti Ionsuan to a parso= with a sever disailty. S*4 iL&,Lv v
keshhWie q1K&Wao*, IM, 13 Nat'l Disab. Law Rap. 192 (6' Or I "ISto. 96-4319).
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coverage for prescription tnedications, yet this was Dawn's greatest health car expense: she
spends about $990 per moth on medications, including the life-giving immnosuppressants,
plis another 5300 for regular blood tests and other medical monitoring. With net earning. of
S 1200 per month, Domn was given the Hobson's choice of paying fot food and rent, or obtaining
her prucribed medications and medical care. She could riot do both.

Pawn had expected public health benefits to be there for her until her private health
benefits began. Her expectaioo was frustrated when she received letters from the Social
Security Administration and the Alaslka Department of Health and Social Services cutting off
health and othe benefits - because she was now succesfully eznployecL By virtue of her
vigorous work history, Pam's SSDI benefits were high enough to make her ineligible for the
Section 1619(b) program, which allows a narrow class of SSI beneficiaries to continue to
receive Medicaid despite a return to work. People like Dawn, who have an established work
history and receive high enough SSDI payments, will never be eligible to receive SSI and
therefore will never be eligible for the Section 1619(b) program.

The Impairmnent Related Work Expense (lRWE) provisions of existing Social Security
regulations were of little assistance to Pawn, since to successftlly claim JRWEs, she would have
to provide receipt showing that her earnings were below 5500 afler payment of m-dical
expeses. She could do this, but it was virtually impossible for her to eat and pay her medical
expenses at the same time. Instead she chose to Iroreo necessary blood flests, thereby placing the
success of her liver implant at risk. With credit kxp medical providers and pharmacies, and
gifts from family, she was able to barely survive. -Her prospects were dim.

Dawn's story does not have an unhappy ending. Her employer changed the health
insurance policy -to provide coverage for medications. The health insurance many, Blue
cross of Washingon ad Masksu, extended coverage to her and did not require a one-year wait
before covering expenses of ber pre-existing condition. Dawn's state legilators Repim Bill
Hudson, Wim Zitop and Son.. Jim Duncan persuaded Governor Tony Knowles' administration
to find some financial support for Dawn until the medical coverage changes werein place. Dawn
was able to resume her full medical regimen. She had no comnplicati6ii to hes liver despite not
folowing doctors orders. Pmw kept her job. She was very lucky.

Dawn reolved that no one should have to go through what she went through, when she
came into my office in the summer of 1997 and I had to tell her to either quit her job and go back

I Dawn had used up her "trua work~ period" wa "examed period of eigiblity" at othe shorr-ret, seasomzJ
avloysawt.
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on the government dole, or try to live on. les than $100 a month for food and shelter despite her
full-time employment

Dawn's experience helped in the passage of Ala"k House Bill 459. Under the leadership
of Rep. Con Runde of Anchorage, Alaska became one of the Anrt states in the Union to
implement Section 4733 of the Balanced Budget Act of 1997. Section 4733 provides stae an
option to offer Medicaid to persons with disabilities who need it and who contribute a premium
on a sliding scale. Ironically, Dawn's advocacy to implement Section 4733 of the BBA would
not1 haw hwfljud har personally, because that option is limited to those who currently receive
SSI, or who would be receiving SS1 but for earned income. 1High-end" SSDI recipients - like
Daw - whose work history is vigorous enough tha their unearned income makes them
ineligible for SSI are dtill left out by Section 4733 of the BBA, still. stare across the chasm; of
public dependency.

Passage of S. 331 will help bring Dawn Pedersen's story to Mul closure, and truly ensure
that her story is not repeated. It williprovide attoption for states to ofrMedicaid on abuy-m
bass to all those who need it, and help bridge the gap of dependency. T1he Alaska Legilature
will heve to write the final chapter.

'Mere are Alaskans today who will benefit immediately by this change in the law.
Howard Hedges of Homer, Alaska, was a worl4-clas trombonist who t~ured nationally with big
bonds and Broadway shows until his work life was interrupted by a diabetes-related. stroke in
1993. He expeimnces partial paralysis, cardiac impairment and other diabetes-related
complications. He had no health insurance when his stroke occurred. His return to work has
been impeded in the same way as Dawn Pedersen's almost was, by the lack of affordable health
insurance benefits. Unlie Dawn. he has not stepped off the precipice, but instead Stands at the
edge of it

Today, Howard, his wife and his six year old child are dependents of the SSDI benefits he
receives unable to leap the chasm of public dependency because of the lack of affrdable health
insurance that Howard needs to survive. With health insurance ttveft1oward~believes he can
begin toput together a career as a music teacher. Without sure benefits, he and his family cannot
afford to rna~e the leap toward employment. There are other Alaskans like Howard who -will
benefit by passage of S. 33 1.

By virtue of the remoteness of its communities, the rigors of life in Alaska. and the
relative youth of its populace, Alaska stands to benefit more than nwst states from this bill.
Alaska has one of the highest, if not the highest, disabling accident rates, in the nation. Loggers,
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fishers miners and oil field workers in Alaska face some of the harshest, most dangerous
working environments in th. world. Half of Alaska's population resides in area defined as
rural living close to the land and the risks of -such living. The courage and willingness of
Alaskans to encounter those risk, unfortunately, leads to higher rates of disabling injury.

. From 1980 to 1990, as shown by analysis of national census statistics, Alaska rated first
in die nation in the rate of increase of nonsevere work disability, third nationally behind Montana
and Wyoming in the rate of increase of severe work disability, and first overall in the rate of
increase of work disability.' It is recognized that as the nation's population ages, die rates of
disability will increase; ' as one of die nation's demographically youngest states, Alaska stands to
see its rates of disability continue to increase fastest in the nation.

The prospect of increased quality of life offered by S. 331 will benefit many Alaskans;
the national, rate of disability has been reported at approximately 15% of the population.!
Although it has a very email population compared to the nation, Alaska has shown that it can be
a leader in this subject. Through their leadership in Congressional action to help foster
employment by persons with disabilities, Alaska's delegation will leave a legacy not just for
Alaskans but for the enlire country.

Affordable health insurance is only one part - a very important, essential girder - in the
bridge to employment. S. 331 has been carfully crafted to provi4e, not just a thin, rickety
catwalk but a healthy, solid span for persons with diverse disabilities to cross over to
employment. T1e Ticket to Work and other prpvitdns of S. 331 have been thoughtfully put
together with help from the nation's leaders in the disability community to provide a
comprehensive solution, to change the appalling statistic that lIms than 1 In 500 Social Scurity
disability recipients become employed after receiving disability benefits. The many Individuals
and organizations who have studied this subject, Including the National Council on Disability
and the National Council on Independent Living and many others, have suggested that a
comprehensive approach is necessary to overcome the complexity of the existing bariers to
employment of persons with disabilities. Something less than a comprehensive sqlution rums the
risk of repeating the problems of the existing, piecemeal system of work incentives.'

M4.P. LaPlante and 3K. Cyril, D~sability In the Stase, DISABiLITY STATISTICS ABsTRAcT No. 6, Table 2 (May
1993), rnpimdat http:/dsc.vcfedupadetit'L
4H.S. Kayc, at al., Trand in Disablity Rtates n the United States, 1970-1994, DISABIMrY STATItICS ABssTAcr

No. 17. page 3 (Nov. 1"96), rwri'neat bttp://dsc.ucsf.edu/lreps/iidx.onL
I Statistics on pecagmes of populations experiencing a disability depend upon how disab~ity is defined. The age-
adjusted rate of the national population with activity limitations has been reported at 15% as of 1994. Trends in
Disability Ratw in the UnkwSeL 19a IJ70-1994, supra note 4, at page I snd Fig. 1I
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Having a job Is the WiA&l most valuable attribute of this society. It provides tangible
proof& In the form of wags and other benefit of the value placed on the labor of an individua.
A job Is Mo the only way that a person's value Is recognized, but It Is one of the motimportant
ones. People who experiene disabilities sever e woug to force them onto Social Seowuity
benefits crave nothing more than to join the ranks of the employed - the valued in this society.
S. 331 will help realize that dream, help bridge the chasmn of public dependeocy. Senator Roth,
Seaor Nu4wo akI nd other Members of the Cotaznittee, I uWe you to favorably recommend
this bill for passage, and thank you for your consideration of this important subject.
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Disability in the States
by MIfdheI P. owhit ndhm K CywiD lufiyi igl eae
tal condi'tions.' The 50 states
and the Dlstict of Columbia
differ widely In the wealth,
educational attainmnt. racial
and ethnic composition, and
social beliefs of their popula-
tions, aswellasin their built
and natural physical enilron-
ments. In response to some of
these differences, the rate of
disability can be exeted to
vary by region and from state
to state.

The Cenaus

Statistically, the census Is the
most precise source of state
data on disability. It is better
tdan any major national survey
in approximating the true
range of variation between
state in rates of disability. The
1980 and 1990 censuses pro-
vide estimates on work disabi-
Ity in the 50 states and the
Distrit of Coluba& (hereafter

Oleebit Slalam Program
UMeall of CaOMIa,
Son rndco

Number 6, May 1993.

called the "states"). The I99
census also provides estimates
of the number of people with
mobility or self-care diftiulties
for states.
Work Disability

The census measures work
disability, due to a physical,
mental, or other health condi-
tion that has lasted at least six
months, in the following
categories: (1) limitation in the
kind or amountof work a
person can dd (noosevere work
disability); (2) prevention from
working at a job (severe work
disability); and (3) any work
disability (either I or 2).

In 1990. 12.8 million Ameri-
cam aged 16 to 64 had a work
disability, 6.6 million could not
work at all, and 6.2 million
could work but were limited in
the kind or amount of work,
they could do. In 1990, the five
states with the highest rates of
work limitation were West
Virginia. Kentucky, Arkansas.
Mississippi. and Louisiana
(Fable 1). Fgom 1930 to 1990.
rate declined for 30 states.
mainly in the South, end in-
creased for 21 states, mainly in
the Mlidwest and West. Disabil-

Ity~ ~ ~ u dae ~rae usatallyini Alask on=an.an
Wyoming, for example, while
rae decreased substantially in
the District of Columbia.
Georgia. and Florida during
the same ten year period.

From 1980 to 1990, national
rates for both severe and
nonsevere work disability
decreased (by 3.9% and 4.7%
respectively). However, severe
work disability remained a
conlstent problem for states
that had high rates in 1980.
None of the five highest
ranking states In terms of
severe work disability ranks
high in terms of nonsevere
work disability, which suggests
that different factors my
Influence rates of severe and
nonsevere work disability.

MoIofty and Self-Care
Difficulty.

The 1990 census is the first to
provide estimates of outside
mobility Limitation (any diffi-
culty going outside the horne
alone) and self-care Uunltation
(any difficulty taking care of
personal needs, such as bathing
dressing, or gutting around
Inside the home).-
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About 1M2 million Amei-
cans aged 16 and over have
somoe difficulty in outside
mobility or self carn. The
prevalence Of outside obility
diculty is slightly lower duan
self-care d~ffcuty (8.1 versus
8.9 million). About 29% of the
13.2 million people who experi-
enice mobility or self-car.
difficulty have both types of
limitation.

At ages 65 and over. the rate
of diffIculty in outside mobil-
ity or self care is 20.1%, over
four tinm higher than the rate
at ages 16 to 64 (4.6%). Though
the rate of mobility diffculty
and, to a lessr extent, self-care
diffculty Increases with age,
age does not account for much
variation in rates of mobility or
self-care difficulty across
states.'

This rate of self-car" difficulty
eiceds the rate of mobdtty
difficulty for ages 16 to 64. As
might be expected. the opposite
is true at ages 65 end over, due
to fth high rate of increase in
mobility difficulty with age. It is
notable, however, that about
43% of people with a mobility
difficulty are aged 18 to 64. and
60% of people with a self-care
difficulty are aged 16 to 64.
Thus. the majority of people
experiencing self-care diffculty
are nonelderly.

The states that rank the
highest on the rate of mobility
and self-care difficulty are
Mississippi, Alabama, West
Virginia. District of Columbia.
end Arkansas (Fable 2). As with
work disability, southern states
rank highly on rates of mobility
and self-care difficulty.
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Trends In Disability Rates In the United States, 1970-1994
N. Stephen "ayo Mftehofl P. LaPlants, Dawn Carlson, and Barbara L Wenger

Trhe proportion of the U.S.*population with disailties
hasrisn arkdl during theput

quarter-centwry. As the data
presented in this abstract show,
two distinct brends have contrib -
uted to the increasing overall
prevalence of disability-~ a gradual
rise, due largely to demographic
shifts associated with an aging
poipulatiorn, as well as a rapid
Increase that has taken place
during the past several years. This
recent chang seem to be due not
to demographics, but to greater
numbers of children and young
adults reported as having disabili-
ties.

Data in ths abstract come from the
National Health Interview Survey
(WIS), a household survey of the
noninstitutionalized U.S. popula-
tion conducted by the Census
Bureau for the National Center for
Health Statitics. Disability data

Dab~ity Stat IstIcs- Rehabitton
Researcht and Traliin center.
Universty of Calfmia,
San Frncisco
Pi*ss by U.S. DePaibnsn of EducUofi.

NSS@AM b aun Oablty aMd
Rshabdftbai Reseesh (NIORNI

Nurnber 17, Noveorber 1 M

frorn the NHIfS have been available
annually since 1970 (with the
exception of 198, which is omitted
due to a problem with the survey),
continuing until 1994, the most
recent year for which the survey
has been analyzed. Because the
NHLS questionnaire was changed
substantially in 1982. the obsered
disability rates change markedly
beginning in 1983. This discontinu-
ity, which is an artifact of survey
improvements rather. than a real
difference in the number of people
with disabilties, should be kept in
mind when examining the graphs
presented in Figures 1 and 2. Data
on work disability (Figure 3) and
personal assistance needs (Figure 4)
are only available for the period
1983-194.

Figure 1 shows the overall trend in
the proportion of the U.S. popula-
tion with disabilities, defined as
limitations, in activity due to
chronic health conditions and
impairmnents. In 1970, 11.7 percent
of the population experienced
activity limitation, increasing
gradually over the next decade to
14.4 percent in 1981. During the
1980s, following the change in the
survey, the rate remained roughly

constant at about 14.0 percent, and
then rose rapidly from 13.7 percent
in 1990 to 15.0 percent In 1994.

11we trends for men and women
match each other closely. The 1982
changes to the NHIS resulted in
more equal measurement of dis-
ability for both sexes in the survey.
and since then, men have consis-
tently reported lower disability
rates tha women. The greater
avez~gt longevity of women is the
mia reason for this difference.
Before 1982. men were asked
specifically about work-related
activity lim-itations, while women
were asked about housekeeping; as
a result disability rates for women
were artificially low, both for the
working ages and for the elderly.
Age-adjusted figures show almost
identical rates for men and women
after 1982. but'wldely divergent
rates under the older version of the
survey questionnaire.

The long-term
increase in disability
rates is largely due to
demographic shifts.



Figure 1: Proportion of U.S. Population with Activity Limitation, 1970-2994.

170 '1972 1974 1976 1978 1M8 1982 1984 196 198 1990 1992 1994

Sure- National Health Interview Survey. National Center for He&Leb Statistics tabulations compiled by the Disability
Statistics Rehabilitation Research and Training Center, Unierly of California, San Francisco.
Not@; Aga-adjuated rates are adjusted to the 1994 population In 4 age groups.

Age-Speolflc
Disability Trends

When disability rates are com-
puted separately for various age
grToups (Figure 2), the long-tesm
increase in the proportion with
disabilitle. is much less apparent.
Among those 65 years of age and
over, the disability rate held
roughly constant during the
IM0g at about 48 percent for men
and. 42 percet for women, and
again during the IM80 and early
1990. (using the revised survey
questionnaire),. at about 38 per-

cent for mnen and 39 percent for
wVCWL The lower rates after 1982
are due to questions in the NHIS
that mention self-care activties,
rather than work or housekeeping
as the locus of disability within the.
elderly population.

The elderly experience disability at

roughly twice the rate of those in the

Disability rates for
children and younger
adults have risen
considerably since 1990.

older working a"e (45-64) and
four times the rate of the younger
working-age group (18-44). A still
smaller fraction of children have
disabilities. Therefore, the propor-
tion of the overall population with
disability is heavily influenced bi
the disability rate among the eld-
erly (which has remained roughly
constant) and by the proportion of
the population that Is elderly. 11us
proportion increased rapidly
during the 1970s and more slowly
during the 1980s, from 9.5 percent
in 1970 to 11.0Opercent in 1980 and
12.1 percent in 1990, since then it

Ap4djusted rate -4- Age-adjusted, M --*-- Agadjusted, F
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Figure 2: Proportion of U.S. Population with Activity Limitation, by Age anid Gender,

20 - - -

[ 4&. 64,M -- 45-4, F W- 6.M W, 54F

1970 1972 1974 1976 197$ 1980 1062 1964 1986 1988 190 192 1994

Source: National Health Izhirtew Survy. National Center for Health Statistics tabulatiocis compiled by the Disablitry
Statistics Rehabilitation Research and Trainting Center, University of Califorrias, San Francisco.
Note: Rates shown for 19704-1 o re, for age range 0-17.17-44L 45-44, and 65 and above.

appas to have leverled off. Thus,
r~ivng of he population, rathe

diia an umea disability rates
awmn any onie age group, seams
to be responsible for a large part of

the long-term increase in disablt the Inreaseis reduced by roughly
rats in the overall population. n two-thirds.
Indeed, whent thes rates are age
adjusted (to the 1994 population Anong the older working ages (4-
usin 4 age groups, see lt m r 1), 64)1 disablty rates harve remained

DisaWky Sftds&m Abobad No. 17
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Figure 8: Proportion of U.S. Population with Work Disablity, by A$e, 1983-1994.

1983 1964 198 1IM 1987 19M 1989 1000 1991 '1992 1993 1994

Source- National Health Interview Survey.

roughly constant from the mid-
1970. through the early 1990.
(Flgw'e2). Thezate were about 25
percent for men and 23 percent for
woenen before 1982. and 22 percent
for men and 23 percent for women

*after 1982. The proportion with
disabilties did irase during the
early 1970., from 21.1 percent of
men in 1970 to 25.3 percent in 1974.
and from 18.0 percent of women in

*1970 to 23.0 percent in 1974. This
change may be another conse-
quence demographic shift with
a greater fraction of tis age group
nearing reftreinent age, and experi-
encing greater likelihood of disabil-
ity as a result.

Among people under 45 years of

age, the most dramatic changes in
disabilty rates have occurred
during the 1990s. Among youngern
adults (18-44), the proportion with
activity limitation increased from
8.7 percent of men aid 8.9 percent
of women in' 1990 to 10.2 percent of
ar' and 10.3 percent of womn~ in

1994. Among children under 18,
disability rates underwent a similar
increase between 199 and 1994:
Greater numbers of
younger Americans
have experienced work
disability and personal
assistance needs
during recent years.

from 5.6 percent to 7.9 percent t for
boys and from 4.2 percent to 5.6
percent for girls. These dianges
may be partly accounted for by the
increases in the prevalence of
asthma, mental disorders including ,
attention deficit disorder), mental
retadation, and learnng disabih-
tim that have been noted among
children inrpcent years. Among
younger adults, rates; of orthopedic.
impairments and mental and
nervous disorders have gone up
during the same period.'

Because about 70 percent of the
population is under age 45, these
steep increases irn disability
prevalences are ,.spnsible for the
recent rise in the proportion of the

Obablift Statistics Abstract No. 1? 9



Figur 4: Proportion of U.S. Population Needing Personal Assistmnce, 2983-1994.

20 - --
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Source National Health 1nterVieW Survty.

overall populationwith dsabili-
ties, as shown in Figure I1- The
higher rate amounts to an addi-

tional 2.5 million children and 3.1
million working-age adults re-
ported as having disabilities in
1994 compared to 1990. Although
Social Security Administration has
also seen an Increase in the num-
ber of younger disability benefida-
ries, during this same period, the
number of people involved is
much shaller between 1990 and
1994. the Social Security Disability
Insurance (SSDI) and Supplemen-
tal Security Income (551) rolls grew
by 0.6 million children and 1.7

millon working-age adults. Thus,
the NIS hints at a much broader
phenomenon than that reflected by
the increase in Social Security
recipients.

Before 1990, disability rates for
both children 2 and younger
adult s3 had held steady for nearly
2 decades. Among dxchie, girls
had a (post-1982) disability rate of
about 4.5 percent while boys had a
higher rate, roughly 6 percent. The
rate for boys Is consistently higher
due to agreater prevalence of
mental retardation and develop-
mental disabilities. Among adults

under 45, the disability rate for
men was about 9 percent and for
women about 8.5 percent. Again
there is some evidence for an
increase in disability rates for bot
of these age groups during the
early 1970..

Work Disability

Work disability Is measured as a
limitation in a person's ability to
work due to a chronic health
condition or impairment. Figure
shows the rates of work disabil-
ity-both for people unable to
work and those who are limited

193 94 99 99 19 1 1987 19118 1989 1990

Novemb4w 19N Db*M* Obtlatics Abstract No. 17
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the amotat or kind of work the
con do-for the waedng-sse us
poptilatfi trom 1963 through
1994. Nosigrificant trendin
observed for the older working
Ages, among whom roushy -1
percent I"s Unable to work and 7

pe n r limited In amounttor
kiM~ of wor k.

Among the younger working ages,
the rate of work disability is gener-
ally mud% lower, with roughly 3
percent unable to work and about

*3.5 percen tlimnited in amountior
* kind of work Beginning in 1990, a

trend ia apparent among those
younger adults who are unuae to
work echoing that found in the
activity lim-itation data: an increased
fromt 2.9 percent unable to work in
1990 to 3.7 percent in 1994.

Porsonal Assetneo Need.

Figure 4 shows the trend in per-
sonal msisance needs from 1993 to
1994. People who need the asis-

-tance of another person int order to
perform basic life activitles-du
mo-ailed activities of daily living
(ADL), such as bathing& dressing,
and feeding cnese(l. and the znstru-
nuntal activities of daily living
(IADL), including household
chores, handling money, and
shopping-are cotsidered to have
fairly severe disabilities. No trend
is visible among the elderly popu-
latorn, of whom roughly 16 percent
require personal assistance.

Among the working-age popula-
tion (ages 18-64), however, the
personal assistance rate rises from
roughly 2.0 percent during the

Me60 to 2.7 percent t in 1993.
Aa"g youth (ages 5-17), the rat
rise from 0.3 percent in 1990 toO0.
percentin 1994 Thus the need fo
persnal asistatc is another
IndIcator of the hnceese in the
prevalence ofdsability among
younger Americans during the pa
seere a.
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PREPARED STATEMENT OF HON. WLIMm V. ROTH, JR.

Today, the Committee is holding its first health care hearing in the 106th Con-
gress.

We are here to discuss a simple goal-helping individuals with disabilities go to
work if they so choose. In 1990, Congress made a first giant stride toward realizing
this goal with the passage of the Americans withi)isabilties Act. It is not a coinci-
dence that our first witnesses today are two of the people most responsible for the
landmark passage of the ADA--Senator Bob Dole and Senator Ted Kennedy.

The Americans with Disabilities Act made an important statement about this na-
tion's commitment to independence and opportunity for people with disabilities.
Since then, barriers that had made even the simplest daily tasks difficult or even
impossible have been lifted. Millions of Americans now lead more active and inte-
grated lives.

Despite the real progress that has been made in the ensuing eight years, serious
obstacles still face many people with disabilities-obstacles that stand in the way
of their getting a job. "Joining with Senators Moynihan, Jeffords, and Kennedy, I
have introduced legislation to address some of the remaining impediments to em-
ployment for people with disabilities. Our bill, S. 331, the Work Incentives Improve-
ment Act of 1999, promotes access to health insurance and fundamental job assist-
ance.

I am particularly pleased that so many colleagues on this committee have decided
to join us in supporting this important legislation. Original cosponsors of S. 331
from the Finance Committee include Senators Chafee, Grassley, Hatch, Murkowski,
Breaux, Graham, Kerrey, Robb, and Rockefeller. I understand that Senator Conrad
has also joined us as a cosponsor, and we now have a total of 40 Senators on board.

At a hearing held by our Subcommittee on Social Security and Family Policy last
July, lack of health insurance access was identified as a primary barrier to employ-
ment facing disabled- individuals eager to work. The Work Incentives Improvement
Act will empower states to lift this barrier.

We do this by creating two new, entirely voluntary, -state Medicaid options. The
first option builds on a change enacted in the Balanced Budget Act of 1997 to permit
people disabled enough to qualify for Supplemental Security Income but with in-
comes higher than the SSI eligibility cut-off to buy into Medicaid.

The second option allows states to permit individuals with a severe, medically de-
terminable impairment who would otherwise lose eligibility because of medics im-
provement to buy into Medicaid.

I should point out that under either option, Medicaid remains the "payor of last
resort," meaning that any private sector insurance an individual possesses would be
the primary payor for health care services. States would be free to require bene-
ficiaries with access to employer-based health insurance totake advantage of that
employer coverage.

The bill also extends Medicare Part A coverage for a ten-year trial period for indi-
viduals on SSDI who return to work.

The simple fact is that people with disabilities are-often presented with a Catch-
22 between working and losing their Medicaid or Medicare. This is a choice they
should not have to make. But even modest earnings can result in a loss of eligibility
for Medicaid or Medicare. Without health insurance, medical treatment often be-
comes prohibitively expensive for individuals with disabilities. Without medical
treatment, it becomes impossible for many to work.

My constituents in Delaware have made it clear that lack of access to health in-
surance is a real barrier to employment. We will hear today from Larry Henderson,
Chair of Delaware's Developmental Disabilities Planning Council, about the impor-
tance of changing a system that penalizes persons with disabilities who try to work.

In addition to these health coverage innovations, the bill also provides a user-
friendly, public-private approach to job placement. Because of a new, innovative
payment system, vocational rehabilitation agencies will be rewarded for helping peo-
ple remain on the job, not just getting a job.

This combination of health care and job assistance will help disabled Americans
succeed in the work place. And our society will be enriched by unleashing the cre-
ativity and industry of people with disabilities eager to work."

PREPARED STATEMENT OF HON. FRED THOMPSON

Mr. Chairman, I want to thank for you for holding this hearing this morning on
the Work Incentives Improvement Act. I must say that I am very glad to be sitting
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here with you all. I also want to welcome my friend Senator Dole back to the Com-
mittee. It's great to see you, Bob.

I think we all agree that helping move disabled Americans into the workplace so
that they can be self-sufficient and productive is a worthy goal. The federal govern-
ment should not erect impediments that kee the disabled who want to work from
doing so. In fact, we should encourage the disabled who can work to become less
dependent upon the government. That s a win/win.

Look forward to working with you, Mr. Chairman, to accomplish this goal in a
manner that does not unduly burden our already shaky entitlement system, and
does not establish a whole new set of inequities between those who qualify for fed-
eral disability assistance and those who don't but may have similar health problems
and expenses.

I look forward to hearing the testimony of the witnesses.
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COMMUNICATIONS

STATEMENT OF HON. PETE STARK

PLEASE GIVE SCIME SPECIAL ATTENTION TO E.S.R.D. PATIENTS
IN THE "WORK INCENTIVES IMPROVEMENT ACT OF 199911

Mr. Chairman:

I urge the Committee to give some special consideration
to helping End Stage Renal Disease patients return to
work.

As you know, there are about 260,000 Americans on
dialysis and another 80,000 who are dependent on a
kidney transplant (with about 11,500 kidney transplants
performed annually). About 120,000 dialysis patients
are of working age(between 20 and 64), yet,
extrapolating from recent data, fewer than 28,000 are
working--roughly 100,000 are not in the workforce. The
USRDS Abstract of Medical Evidence Reports, June 1,
1996 to June 1, 1997, reports that 38.1% of all
dialysis patients 18-60 years of age were employed full
time, part time or were students bgj onset of ESRD.
22.9% of ESRD patients in the same age group were
employed full time or part time or were students af~
the start of dialysis. It is the 15% (38.1% minus
22.9%) differential that is the prime hope for return
to work efforts.

Of the transplant patients, most (88%) are of working
age, and about half of these are working.

ESRD patients are extraordinarily expensive. They-
constitute about 0.5% of all Medicare patients, yet use
about 5%--about $11 billion--of the Medicare budget.

The promise of ESRD, and especially of transplantation,
was that it would enable people to live mainstream
lives--and the problem of rehab/return to work has long

(67)



been a theme in Congressional review of this program.'

Yet for many reasons, return to work has not been very
successful in this patient population. The 1991
landmark Institute of Medicine study ent*-itled K.iney
FaflrAd th Fg=, Government explains some of the

reasons (see attached).

Section 102 of your bill provides Medicare coverage for
working individuals with disabilities--but ESRD
dialysis patients already have this protection. For
transplant patients, Medicare does not cover their
major health need--coverage of $8,000-$10,000 per year
for irmuno-suppressive drugs--after 36 months.

Clearly, we should tailor some special provisions to
this population.

I would like to suggest a series of ESRD return-to-work
amendments that would save total government revenues in
the long run. While these proposals may increase
Medicare spending, they would reduce Social Security
disability and Medicaid spending.

These are just preliminary-~ideas, and I hope that you
and the renal community could refine these ideas prior
to mark-up.

1) A huge percentage of ESRD patients qualify for

2See testimony of HHS Inspector General Kusserow,
in hearings before the House Government Operations
Committee, February 23, 1982, p. 20, when it was noted
that only about one fourth of those with jobs before
the onset of ESRD continued employment, a figure which
appears not to have changed much over nearly twenty
years. See also Ways and Means Oversight Subcommittee
hearing of June 24, 1975. At that time, there were
about 20,000 ESRD patients, generally'clustered in the
more-employable cohort of 20 to 55 years of age, and it
was estimated that 50% of the dialysis patients and 75%
of the transplant patients were working.
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Medicaid. The disease is so expensive ($40-$60,000 per
patient per year) and the out-of-pocket costs so high
that it impove-rishes many. For transplant patients, the
cost of life-saving izmuno-suppressive drugs alone can
be $8,000, $10,000 or more per year. No wonder many are
tempted to avoid actions which would disqualify them
for help.

As part of general Medicare policy, I have always
thought that we should cover pharmaceuticals and, in
particular, indefinitely cover immuno-suppressives. It
is maddening to hear the stories of $80,000-$100,Q000
kidney transplants lost, because a patient couldn't
afford the $10,000 per year of medicine.

I think a good case can be made to add to this bill
coverage of irmuno-suppressives indefinitely, to
encourage people to leave Medicaid/Disability and
return to work.

2) Some ESRD facilities do a good social work job
helping patients return to work. Others don't seem to
even try. We should honor and reward those centers
which, on a risk adjusted basis, are doing the best job
of rehab in their renal network area.

The honor could be as simple as a Secretarial award of
excellence and public recognition.

The-reward could be something more tangible--a cash
payment to the facility for each patient of working age
who does not have severe co-morbidities which the
center is able to help return to work (above a
baseline--perhaps 5% of eligible patients). For
example, if a center had 100 working age patients, it
could receive a $1000 payment for each patient above 5
who had lost employment and is helped to return to
work. This would be a phenomenally successful
investment and would partially compensate the dialysis
center for the cost of .vocational rehab and social
work.

3) Renal dialysis networks, which are designed to help



ensure ESRD center quality, should be able to apply for
designation -as rehab agencies and for demonstration
grants under this legislation.

The law spelling out the duties of Networks has a heavy
emphasis on rehabilitation. Indeed, it is the first
duty listed:

"1... encouraging, consistent with sound medical
practice, the use of those treatment settings
most compatible with the successful rehabilitation
of the patient and the participation of patients,
providers of services, and renal disease facilities
in vocational rehabilitation programs;"2

I suspect that the 17 Networks vary widely in their
emphasis-on rehabilitation. Again, the Network(s) that
do- the best should receive recognition and share their
success with the others.

4) Kidney failure remains a medical mystery. It often
happens very quickly, with no warning. But for
thousands of others, there is a gradual decline of
kidney function. I am told by medical experts that in
many cases the descent to terminal or end-stage renal
disease can be slowed by (1) nutrition counseling, or
(2) medical treatment by nephrology specialists.

I hope that you will make it clear that the Medicaid
(or Medicare) funds provided in this program to prevent
disability could be used to delay the on-set of the
devastatingly disruptive and expensive ESRD. Monies
spent in this area would return savings many times
over.

Also in the 'Preventive area,' some of the leaders in
the renal community are reporting exciting results from
more frequent, almost nightly dialysis. Like frequent
testing by diabetics for blood sugar levels, it may be
that more frequent dialysis can result in

2Sec. 1881 (c) (2) (A) ; see also (B) and (H) .



a less disrupted life and a better chance to contribute
to the workforce. We should watch these medical
developments and if there is a chance that some
additional spending on more frequent, but less
disruptive dialysis would encourage return to work, we
should be supportive.

5) Finally, I urge you to coordinate this bill with
another proposal of the Administration--skilled nursing
facility employment of aides to help with feeding. As
you know, last summer we received a GAO report on the
horror of malnutrition and death by starvation in some
nursing homes, due to a lack of staffing to take the
time to help patients who have trouble eating and
swallowing and who take a long, long time to eat
(e.g., many stroke patients). A coordinated effort by
the nursing home industry and ESRD centers to fill this
minimum wage type position would help nursing home
patients while starting many long-out-of-work ESRD
patients back on the road to work.

Mr. Chairman, these are just a few, quick ideas. I am
sure that experts in this field could suggest other
steps to ensure that the ESRD program not only saves
lives, but helps people have a good and productive
life.

Thank you for your consideration.
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TINs publicly financed Medicare and Medicaid program cover the eld-
"l. the disabled& and the poor. all of whom are weakly tied to the labor
Afe As a consequence. Medicare policy is not geared £o returning indi-
*fts o work. and HCFA has few statutory. organizational. or financial
U10-cm tohelp individuals do so. [n fact. in the 1972 statute. ESRD
Puim are "deemed to be disabled" for purposes of Medicare coverage.
Way ESRD patients, once they establish their eligibility for Medicare ben-
abst. apply for Social Security disability status. Eligibility for disability
bfteibs provides monthy income. In eary 1990. about one-half of Medicare
EMR beneficiaries between th e a of IS andl 6 were also clasifid as
dilabled for purposes of receiving Social Security benefits. Social Security

mnadily disability benefits, not subject to income ta. often replace incm
flU. prior employment. Consequently, problem associated with reentering
die labor force lead many patients to regard Social Security disability benefits
It their first line of economic support.

Efforts to address the problems of rehabilitation encounter several ob-
fseles. First. ESRD patients are no always able to return to their prior

employment. especially to physically demanding jobs. Second. employers
urenot always receptive to having ESRD patients as employees, for reasons
of both dependability andl effect on insurance premiums. Third. federal
regulations governing the Social Security disability programs provide disin-
centves to patients* return to work. Finally. Medicare does not finance
rehabilitation other than through payment for outpatient treatment. and so-
6111 services (discusse in Chapter 10) have been decreasing over time.

Rehabilitation services are no more available for kidney transplant re-
cipients than for dialysis patients. Such pattients. however, are more likely
to be employed. Evans and co-workers (1990) surveyed Patients between
30 and 44 months after their transplant. Of those with a functioning pri-
mar graft. 44 percent were working either full- Or part-time: of Patients
who had received a second transplant. 44 percent were working; only 18
Percent of the patients on dialysis had a job. Age, gender. primary diagno-
sis, and education of transplant recipients all have an effect on their ability
to return to work. Younger transplant recipients are twice as likely to be
working than those older than 60: men are 1.5 times more likely to be
employed than women: nondiabetics are 1.5 times as likely to have a job as

diabeticL aNd college graduates are nearly twice as likely to be working as
those with lesn education.

Rehabilitation services for ESRD patients deserve sustained attention.
esecaly in light of the report that EMO reduces the fatigue of ialtysis

Patients and equips them to engage in more active ptursuits, and because
translan Patients should be encouraged to tafreadvantage of their better
functional status. The issue of rehabilitation also should be examined in the
conitext Of all chronic disease Patients "s the challenges of ESRD are apt to
be encountered elsewhere.
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STATEMENT OF THE NATIONAL ALLIANCE FOR THE MENTALLY ILL

SUBMITTEDD BY PATRIC[A WARBURG CLIFF, ESQ.]

Chairman Roth, Senator Moynihan and members of the Finance Committee, I am
Patricia Warburg Cliff of New York, New York, and I serve on the Board of the Na-
tional Alliance for the Mentally (NAMI).

At the outset, I would like to thank you for holding this hearing on this veiy im-
portant legislation for people with severe mental illnesses. As you know, the current
"all or nothing approach to income support and health security operates as at mas-
sive barrier to work for millions of Americans with severe disabilities who seek to
achieve greater independence and dignity through employment. The dream of the
Americans With Disabilities Act (ADA) is full integration of people with disabilities
into the mainstream of American society. The Work Incentives improvement Act of
1999 (S 331) is integral to achieving this important national objective.

NAMI believes that we offer a unique perspective on the critical issues of work
incentives, income supports, and employment for people with severe mental ill-
nesses, which are brain disorders. NAMI is the nation's largest organization rep
resenting people with severe mental illnesses and their families. Through its nearly
1,200 affiliates and state offices, NAMI represents more than 200,000 consumer and
family members and works to promote greater public understanding of serious brain
disorders such as schizophrenia, major depression, bipolar disorder, oibsessive-com-
pulsive disorder, and panic disorder. Our major activities include research, support,
education, and advocacy aimed at reducing stigma and discrimination and promot-
ing independence for people with brain disorders.

NAMI has a strong interest in the issue of work incentives, income supports, and
employment for people with disabilities. We share your vision of restoring fairness
to the Social Security Administration's (SSA) disability programs by enabling those
who are truly disabled to receive benefits quickly and stopping payments to persons
who have fully recovered. Work is extremely important to people with severe mental
illnesses and their families. Yet the supports necessary to achieve employment and
independence are simply not in place for most people with these brain disorders who
want to leave the Supplemental Security Income (SSI) and Social Security Disability
Insurance (SSDI) rolls and join the workforce.

We know that people with severe mental illnesses are the fastest growing popu-
lation within both the SSI and SSDI programs. More importantly, SSA data reveal
that people with mental illnesses are joining the disability rolls at an earlier age.
Given how difficult it is to get off the rolls through employment-less than 1% suc-
cessfully do so-it becomes imperative to enact reforms that end the severe pen-
alties for those who are willing to take the tremendous risks inherent in entering
the workforce.

Recent studies all demonstrate that there are five principle barriers to the em-
ployment of individuals with serious mental illnesses who are SSDI or SSI bene-
ficiaries. These barriers are: 1) the loss of health benefits; 2) the complexity of work
incentives; 3) financial penalties of working; 4) lack of choice in employment services
and providers; and, 5) inadequate work opportunities. NAMI believes that all of
these barriers must be resolved in order to empower beneficiaries to go to work.

The current SSI and SSDI. programs themselves too often serve as barriers to
work. While the Work incentive Provisions of the Social Security Act do make it
more feasible for some people receiving SSI or SSDI payments to go to work, most
people with severe mental illness either do not know about, or do not understand,
the provisions and therefore do not use these work incentives. This is true, both for
the so-called SSDI trial-work-period provisions and the SSI 1619(a). and 1619(b) pro-
grams. For too many people with mental illness there is a pervasive fear that em-

p loyment will result in the immediate cut-off of cash benefits and the concurrent
loss of critically important medical benefits. NAMI believes strongly that the epi-
sodic nature of mental illnesses justifies the need to maintain a basic safety net of
assistance for people who may experience acute occurrence of severe symptoms sev-
eral times in their lives.

Mr. Chairman, as you well know, after certain income disregards SS1 beneficiaries
lose 50 cents in benefits for every $1 in labor earnings, or a 50-percent implicit tax
rate on earned income. By contrast, SSDI beneficiaries lose access to cash assistance
after reaching substantial gainful activity (SGA) beyond the current 45-month tran-
sition period. However, even in cases where people with mental illness decide to use
existing Social Security work incentives, they still face the loss of medical coverage
even if they are able to retain limited cash benefits after reaching SGA.

NAMI believes that it is the issue of access to medical coverage that is absolutely
critical for people with serious brain disorders, especially coverage for prescription



drugs. This issue generates a high level of concern among NAMI members. Without
coverage for high-cost medications and other treatments for disorders such as schiz-
ophrenia and major depression, many people find it hard to maintain a stable life
in the community, let alone achieve complete independence through employment.
Moreover, for many people with severe mental illnesses, the first step in the process
toward competitive employment is su pported employment or low-wage, service-sec-
tor jobs. Few of these opportunities offer employer-provided health insurance, espe-
cially for someone with a serious brain disorder.

S 331 would begin eradicating these disincentives by addressing head-on the loss
of health insurance coverasefor people who want to.move awayfrom dependence
on public programs through work. NAMI strongly supports the goal of making the
SSI and SSD I programs more responsive to needs of people with serious brain dis-
orders who want to leave the benefit rolor employment.

Why does NAMI suppr AS 331?
1. It directly a dresses the issue of extended health coverage in a way that

accommodates the unique treatment needs of people with severe disabilities, in-
cluding people with severe mental illnesses.

2. It begins the process of reforming the severe penalties in the SSDI program
that wipe out cash benefits just as beneficiaries begin moving toward independ-
ence.

3. It expands individual choice for beneficiaries who need employment and re-
habilitation services.

4. It simplifies the overly complicated and often conflicting rules involved in
each of these public programs.

5. It does no harm to those beneficiaries who are either not ready to go to
work or who try to work and fail.

6. It benefits all Americans-taxpayers, employers, and families--by fuirther-
ing the goals of the Americans with Disabilities Act (ADA) by promoting em-
powerment and independence.

Extended health coverage
Health security is central to the lives of people diagnosed with a severe mental

illness. Without access to coverage for treatment, any attempt to enter the work-
force is doomed to failure. Despite all the progress made in scientific research on
the brain, we still have no "cure" for diseases such as schizophrenia and manic-de-
pressive illness. Most treatments are palliative in nature, iLe. directed toward con-
trol of symptoms that allow an individual to lead a normal life. The mos& advanced
treatment for severe mental illnesses involve medications such as new atypical anti-
psychotics and selective serotonin reuptake inhibitors (SSRIs) that are very expen-
sive.

Even in cases where consumers and their families have access to private health
insurance coverage, such coverage often falls short of meeting the real needs of
someone diagnosed with a severe and episodic illness such as schizophrenia or bipo-
lar disorder. Many policies still have discriminatory copayments and deductibles or
lower treatment limits that can exhaust coverage and resources as a result of a sin-
gle hospitalization.

While we are making real progress in rooting out this discrimination-through
the federal Mental Health Parity Act of 1996 and the 19 state parity laws across
the country-more work needs to be done. The reality is that too many people with
severe mental illnesses have been forced into public disability programs as a result
of insurance discrimination. Despite efforts to stay in the workforce, too many con-
sumers are pushed out of their jobs once their health coverage has been exhausted
or simply becomes unaffordable. Once coverage for essential treatment is gone, con-
sumers are faced with no alternative but to go into poverty to qualify for Medicaid.

The need to spend down resources to qualf for Medicaid results not only from
the -disability and poverty, but also because Medicare (available to SSDI bene-
ficiaries after 24 months) does not include an outpatient prescription drug benefit.
This gpng whole in the Medicare program is a major concern for NAMI as we try
to refom these programs. Consumers and their families should no longer be forced
to go into poverty to ensure continued access to treatment and some measure of in-
come security. The problems associated with the mental illness benefit within Medi-
care are also the reason that so many adults with severe mental illnesses are now
"dual eligible" for both SS1 and SSDI.

S 331 addresses these issues head-on by extending Medicare coverage for many
SSDI beneficiaries for 10 years. More importantly, it will "catch people on the way
down," filling the gaps that exist in both private plans and Medicare to prevent peo-
ple from having to permanently leave employment and go into poverty to ensure
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health security. This is a critical protection for persons living with an episodic ill-
ness of the brain that too often fails to follow a predictable course.

More importantly, S 331 gives states the option to extend Medicaid coverage to
working people with disabilities through a "buy-in" program. This option is critically
important for adults with severe mental illnesses because it offers the potential to
extend outpatient prescription drug coverage to individuals with income and/or as-
sets above current Medicaid restrictions. SS DI recipients and low-income earners
with disabilities will therefore be able to get coverage for the medications they need
to either enter or stay in the workforce-allowing many to get off of cash benefits
altogether. Moreover, the state incentives grant in the bill will make it easier for
states to enact creative approaches that reach more disabled w~orkers. The underuti-
lized provision in the Balanced Budget Act of 1997 that allows states to extend Med-
icaid coverage to working people with disabilities up to 250% of the poverty level
(Section 4733) is already proving inadequate in reaching consumers. The "buy-in"
initiative in S 331 is a vast improvement and gives states the tools they need to
get more people into the workforce.
Reforming the SSDI "cash cliff'

S 331 requires Social Security to conduct a demonstration of a sliding-scale reduc-
tion in SSDI cash benefits. This study is critically important in moving us toward
an income security system that meets the needs of SSDI beneficiaries in the 21st
century. NAMI believes that the ultimate solution to the problem of the "cash cliff'
in the SSDI program is a "2 for 1" cash offset for earnings above SGA. Under cur-
rent law, SSDI beneficiaries earning above the artificially low SGA level can lose
eligibility for cash benefits all at once. This barrier to work strikes consumers just
when they are beginning to achieve the rewards of work and independence. It sends
a terrible message to consumers and their families when case managers and Social
Security field office staff tell them that they are better off quitting their part-time
job or severely cutting back their hours.

The time is now to put in place a sliding-scale "2 for 1" offset that gradually re-
duces benefits as earnings rise. Such a system would reward, rather than penalize
work. NAMI is deeply troubled that Congress has been prevented from enacting this
fundamental reform because of concerns about the budgetary impact of such a
change in federal policy. It is important to note that these estimates, in NAMI's
opinion, are not based on a careff evaluation of data generated from actual experi-
ence of declining cash assistance on a sliding-scale basis. Rather, these estimates
appear to be based on untested assumptions regarding "induced entry" or "wood-
working' among persons not currently in the SSDI program. NAMI believes that as-
sumptions about the behavior of workers under a reformed SSDI work incentive
program are simply invalid.

The experience of NAMI's consumer and family membership is clear: there is no
way that otherwise-eligible consumers would leave the workforce for a period as
long as 36 months (the duration of the disability determination process for many
consumers) in order to eventually take advantage of sliding-scale cash benefits. The
experience of the 1619(afand 1619(b) programs bears this out. NAMI is confident
that a properly designed "2 for 1" offset demonstration program will reveal that the
fiscal burden is minimal and probably a benefit to taxpayers in the long run.
Promoting consumer choice through the "ticket to independence"

NAMI is pleased that S 331 includes a "ticket to independence" proposal. Giving
individuals a return-to-work ticket and placing them in control of their own return-
to-work p lan will be putting consumers in the driver's seat for the first time. Provid-
ers will be forced to compete for business on the basis of how well they meet the
individual needs of consumers. State YR agencies will no longer be in control of the
resources for helping people with disabilities achieve work an d independence.

With a ticket program, individuals will be able to skip the laborious testing and
assessment process within YR. By receiving a ticket directly, -consumers will be able
to select a provider on the basis of his or her relative experience serving people with
severe mental illnesses and his or her record placing them in jobs. Moreover, ex-
tending payments to providers for up to 60 months, based upon whether a consumer
stays in the workforce, will result in increased access to support and follow-up serv-
ices in the workplace. By contrast, the current public YR system abandons clients
after a few short months on the job. NAMI urges that Congress resist any effort
to remove from the bill the provisions repealing a) priority referral by Social Secu-
rity to state YR agencies and b) benefit deductions for persons refusing to accept
YR services. While the ticket program will not fix every problem with the current
system, when coupled with extended health coverage it offers a positive step for-
ward.



Simplifying the process for consumers and families
One of the most common complaints among NAMI members regarding the current

work incentive structure is the Social Security bureaucracy. When trying to get
straight answers about one's own benefits and possible opportunities for work incen-
tives (including PASS), consumers often find that SSA field offices and headquarters
staff give conflicting and confusin answers. No doubt this flows from the complex-

ity~~~~~~~ oftepormepcal Mnte case of PS and 1619(a) and (b) for SSI bene-
fiiaries. However, 'this complexity does not excuse wrong or misleading answers to
basic questions and the (sometimes) complete lack of effective counseling about what
the real options are. Putting work incentive specialists in SSA field offices will go
a long way toward helping consumers cope with this new program. More impor-
tantly, these work incentive specialists should not be employees of SSA so that the
advice they give consumers is independent and free of the biases that we often see
in SSA field staff.
Beneficiary protections

NAMI feels strongly that any legislation designed to reform the current SSA work
incentive programs should first ensure that it does no harm. No individual with a
severe mental illness who is receiving SSDI or 881 should have his or her benefits
jeopardized by the passage of this bill. The current bill contains important protec-
tions ensuring that persons who take the risk and go to work will not be subject
to an unscheduled continuing disability review (CDR). The reality is that there are
many people with mental illnesses who are currently part of the 881 and SSDI pro-
grams who are experiencing symptoms that are so severe that they cannot be rea-
sonably expected to enter the workforce in the short-term. They should not be forced
to participate in a work incentive program until they are ready.

Likewise, participation in this program should not be used as evidence Zhat an
individual no longer meets the standards of eligibility for 881 or 581)1. Participation
in this program should be independent of the current CDR requirement for bene-
ficiaries in terms of both timing and the evidentiary standard for future eligibility.
Finally, NAMI urges that protections be added to both the ticket and health care
pieces of this legislation to ensure that consumers can seamlessly move on and off
of these programs. The episodic nature of serious brain disorders such as schizo-

geimanic-depressive illness and major depression dictates that these -programs
flxbeenough to accommodate consumers who may experience severe, though

brief, setbacks during which time they suffer acute symptoms.
Benefits all Americans

8 331 sets the stage for important improvements in SSA's disability programs
that will enable SSDI and 881 beneficiaries to work to the greatest extent of their
abilities. It is important for SSA disability programs to begin the process of evolving
from their original purpose as early retirement programs for injured workers. Theymust start moving toward including a new purpose of supporting individuals with
disabilities in the workforce. In this way, SSA's disability programs can be trants-
formed from a safety net into a trampoline. They must not only catch people with
disabilities as they all out of work, but also give them a boost back into work when
they are ready.

This legislation has the potential to be a win-win situation for all Americans. It
benefits beneficiaries by enabling them to return to or enter the workforce as wage
earners. It benefits employers by adding skilled workers to the labor pool. It benefits
employment service providers by enabling them to serve more participants. Finally,
it benefits taxpayers by assisting workers with disabilities to begin, or continue,
paying taxes.

Mr. Chairman, millions of people like me who live with a serious brain disorder
are able to work and be productive. We are taxpaying members of our communities.
With access to effective treatment through health care coverage, people with severe
mental illnesses who are on the 881 and 881)1 rolls can move toward greater inde-
pendence.

Unfortunately, the current structure of the system, including both the prvasive
work disincentives in the SSDI program and the unresponsive nature of the state-
federal VR program, make work a frequently unachievable goal. Put simply, the cur-
rent system is hostile to ward people who can and want to work, but whose disability
prevents them from moving rapidly and permanently to full employment. More im-
portantly, the system has the perverse effect of trapping people in poverty The sta-
tus quo cannot stand if we are to achieve the important national goal of ful prtici-
pation and integration into the mainstreamn of American society for all peoplewith
disabilities. Finally, work and independence are also vital to our ongoing efforts to
eradicate the stigma that is so closely associated with severe mental illnesses. Pas-
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Ie Of S 31 will continue the path of progress Congress established with the ADA
adteMHPA.

ThW& YOor this opportunity to shr NAMrs views on this important legisla-
tionL
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