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BARRIERS TO WORK FOR INDIVIDUALS
RECEIVING SOCIAL SECURITY
DISABILITY BENEFITS

THURSDAY, JUNE 21, 2007

U.S. SENATE,
COMMITTEE ON FINANCE,
Washington, DC.

The hearing was convened, pursuant to notice, at 10:07 a.m., in
room SD-215, Dirksen Senate Office Building, Hon. Max Baucus
(chairman of the committee) presiding.

Present: Senators Salazar, Grassley, Snowe, and Bunning.

OPENING STATEMENT OF HON. MAX BAUCUS, A U.S. SENATOR
FROM MONTANA, CHAIRMAN, COMMITTEE ON FINANCE

The CHAIRMAN. The hearing will come to order.

The Psalmist prayed, “Establish the work of our hands for us.
Yes, establish the work of our hands.” People have long known the
value of work, but for some reason when it comes to people who
are receiving Social Security disability benefits, the government
makes it hard for people to work. Today we examine those barriers
to work. What are they, and what can we do to eliminate them?

The Social Security Administration runs two programs for people
with disabilities: Social Security Disability Insurance, or SSDI,
which provides wage replacement income for people who have paid
payroll taxes and then suffer a disability; and Supplemental Secu-
rity Income, or SSI, which provides payments to meet basic needs
for people with disabilities who have little or no income.

But the government has structured these programs so that they
discourage work. For example, in 2004 only 6 out of every 1,000
SSDI beneficiaries left the program to work. Why do so few people
go back to work? One barrier is fear. Some fear that they will lose
their health insurance coverage. Some fear that the government
will ask them to repay over-payments of benefits. Social Security
sometimes requires repayment because it does not have enough
staff to process earnings reports.

Some fear that it would take a long time to return to the pro-
gram if their health worsened again. Some fear that the govern-
ment might use a successful period of work against them if they
needed to return to the program.

Another barrier to employment is health. Applicants for SSDI or
SSI often have to wait several years before they can get on the pro-
gram. SSI beneficiaries then get health coverage under Medicaid—
that is, in most States.
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But SSDI beneficiaries are eligible for Medicare only after wait-
ing 2 more years on the program. During the time that people are
waiting for coverage, a medical condition can worsen, and that can
make it harder to return to work.

Another barrier to work is the lack of rehabilitation services.
State vocational rehabilitation agencies have limited openings, and
these agencies are not required to give Social Security disability
beneficiaries any priority.

The Ticket to Work program that Congress enacted in 1999 gives
beneficiaries a voucher to get rehabilitation services from approved
providers, but only 1 in every 61 of these tickets were assigned to
a service provider. Something is not working here.

Another barrier is the number and complexity of work incentives
in the law. Beneficiaries do not understand the rules, and bene-
ficiaries face heavy documentation burdens.

The law creates barriers to work, with restrictions on earnings
and assets. For SSDI, after 9 months of working, if beneficiaries
earned more than $900 in a month, they lose their entire cash ben-
efit. There is no gradual reduction in SSDI as there is in SSI.

And under SSI, the amount that a beneficiary can receive in
earnings or other benefits before losing SSI benefits has not been
changed since 1974. Beneficiaries can hold no more than $2,000 in
assets, and that has not changed since 1989. These asset limits
make it impossible to save for education that might help a bene-
ficiary get a job.

There is so much here that we need to change. I look forward to
hearing recommendations from witnesses on how we can reduce
these barriers to employment. Let us recognize the value of work.
Let us remove barriers between beneficiaries and the workforce,
and let us make it easier for people with disabilities to establish
the work of their hands.

Senator Grassley?

OPENING STATEMENT OF HON. CHUCK GRASSLEY,
A U.S. SENATOR FROM IOWA

Senator GRASSLEY. Thank you very much, Mr. Chairman. Wel-
come to everybody.

I wanted to say ahead of time so everybody understood, if I was
not here very long, that in about 15 minutes I have to go partici-
pate in some other activity on the Hill that is scheduled, including
being on the floor.

We all know that in order to receive disability benefits under
current law, an individual must have a condition that prevents him
or her from working for at least a year.

From the perspective of most disability beneficiaries, the thought
of going back to work after spending 2 or 3 years convincing the
Social Security Administration that they cannot work might be a
frightening prospect.

Technically, the ability to work is defined as “engaging in Sub-
stantial Gainful Activity.” Under this definition, it is possible to
earn up to $900 a month, or $1,500 for the blind, and still remain
eligible for disability insurance benefits.

Under certain circumstances, it is possible to earn an unlimited
amount for a limited period of time, which is called a “trial work
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period.” Those receiving disability through the Supplemental Secu-
rity Income program, SSI, are subject to different limits.

Despite the fact that persons receiving disability benefits can
work a limited amount without losing their benefits, very few bene-
ficiaries choose to do so. For example, according to the latest avail-
able data, about 6 percent of SSI beneficiaries are reported as
working.

It is suggested that we need to modernize the disability program
to reflect advances in medicine and technology. However, advances
in medicine and technology should make it easier for those receiv-
ing disability benefits to go back to work. It should not increase the
share of the population receiving disability benefits.

Improving Social Security Disability Insurance is obviously a
very important goal. A program as old as that program, needs to
be looked at constantly by Congress to see how it can be updated
and improved.

However, we must be careful to ensure that the legitimate desire
to encourage those receiving disability benefits to return to work
does not turn into an unsustainable policy of extending disability
benefits to those who are able to work well beyond the “Substantial
Gainful Activity” level.

Thank you, Mr. Chairman.

The CHAIRMAN. Thank you, Senator.

Now I will introduce our witnesses. I might say, the Senate’s
scheduling is sometimes very difficult to predict. On the floor today
there is an amendment to strike a major portion of the bill that
this committee reported out yesterday, and I will have to go to the
floor to defend the committee position around 10:35, around there
somewhere. I very much regret that I will not be able to be here
for most of the hearing.

However, Senator Salazar from Colorado has very kindly agreed
to chair the hearing, so I want you to know that everybody is going
to be hearing—I will be hearing, even though not personally, but
indirectly through Senator Salazar and my staff and others—every-
thing you are saying, so do not feel that you are being short-
changed just because the Senate schedule is forcing me now to be
on the floor during most of this hearing.

Right now, I would like to introduce our witnesses. First, is Ms.
Sue Suter, who is Associate Commissioner for Employment Support
Programs at Social Security.

And it is a real honor to introduce Jim Brown from Montana.
Jim is on SSDI and he wants to work more, but there are some
restrictions that are preventing him from doing all that he wants
to do. Jim, thanks for coming here today. It is a great distance to
come from Montana, and thanks for explaining to this committee
what needs to be done so that you can do what you want to do,
that is, work. I know I need not tell you this, but the old Montana
spirit: just let ’er rip; say what is on your mind. But thank you
very much for coming.

We also have Mr. Al Jensen. Al Jensen is from George Wash-
ington University. Thank you, Mr. Jensen. Your reputation pre-
cedes you. You have done a lot of work in this area, and we thank
you very much for your contribution.
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The same with Dr. David Stapleton from Cornell. Thank you, Dr.
Stapleton, for all that you have done as well.

So let us begin with you, Ms. Suter. We would like to have each
person speak about 5 minutes. Your entire testimony obviously will
be included in the record, but if you could just summarize your
statement and hit the high points and let us know what you want
us to hear.

STATEMENT OF SUE SUTER, ASSOCIATE COMMISSIONER FOR
EMPLOYMENT SUPPORT PROGRAMS, SOCIAL SECURITY AD-
MINISTRATION, BALTIMORE, MD

Ms. SUTER. Thank you, Mr. Chairman and members of the com-
mittee. Thank you for the opportunity to discuss the Social Secu-
rity Administration’s efforts to address the barriers that make it
difficult for beneficiaries with disabilities to return to work.

I come to you today as a person with a disability since age two,
and someone who has worked in the field for a number of years as
Director of the Illinois Department of Vocational Rehabilitation, I1-
linois Department of Public Aid, Illinois Department of Children
and Family Services, Commissioner of the Rehab Services Adminis-
tration, and president of the World Institute on Disability. I very
much appreciate that you are highlighting this extremely complex
and critical issue.

Assisting beneficiaries with disabilities has been one of the most
challenging issues facing Social Security for over 50 years, and as-
sisting individuals to take advantage of employment opportunities
remains one of our highest priorities.

Our efforts can generally be placed in two categories: employ-
ment services under the Ticket to Work program and the State Re-
habilitation program, and Work Incentives for those who are ready
for employment and need assistance in transitioning off the dis-
ability rolls.

Congress established the Ticket program in 1999 to provide bene-
ficiaries with disabilities choice in obtaining the services and sup-
port they need to find, enter, and maintain employment. The Com-
missioner issues a ticket to beneficiaries who have the option of
using the ticket to obtain services from an Employment Network
(EN) or from State VR agencies. Upon agreement with the bene-
ficiary, the EN will supply without charge various employment
support services. When the beneficiary achieves certain work out-
comes, we pay the provider. The Ticket program was implemented
in phases beginning in February of 2002, completing the roll-out in
September of 2004.

We have learned a number of lessons from the Ticket program
over the past few years and are changing accordingly. We are re-
cruiting and establishing partnerships in developing successful
business models for Employment Networks and community pro-
viders. We have an outreach program for ENs in marketing and
outreach messages geared to beneficiaries and potential ENs.

We are providing information to beneficiaries via work incentive
seminars, bringing together beneficiaries, ENs, and other partners
on the community level. Ten events will be conducted this fiscal
year.
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We know outreach is not enough. Changes are needed to increase
participation by both beneficiaries and ENs to improve outcomes.
In September of 2005, we published a Notice of Proposed Rule-
making (NPRM) proposing the kind of changes that would signifi-
cantly enhance access and choice for beneficiaries and improve the
likelihood that they will return to work.

The proposed changes are intended to increase payment rates to
ENs to increase their participation, to better coordinate services
provided by State VR agencies and ENs, and to allow more bene-
ficiaries to be eligible for the Ticket.

In addition to the Ticket program, there are a number of other
work incentives in place to assist individuals to venture into the
workforce. Generally, these provide for continued benefits and med-
ical coverage while working or pursuing an employment goal. I
have explained these in detail in my written statement.

In addition to Employment Networks, the Ticket legislation also
established an infrastructure that encourages participation and col-
laboration, and we are working to increase this. We have Work In-
centives, Planning, and Assistance (WIPA) grantees who are com-
munity-based organizations that assist beneficiaries to understand
the work incentives and how they affect their benefits.

These WIPAs are available as resources to ENs and other agen-
cies that assist beneficiaries with disabilities to return to work.
Protection and Advocacy (P&A) grantees provide information, ad-
vice, advocacy, and other services to beneficiaries.

Within Social Security we have Work Incentive Liaisons (WILs)
who work at SSA field offices and receive special training on work
incentives. Working with other field office staff, WILs provide per-
sonal discussion on how various incentives can work for a specific
individual. In turn, the Work Incentive Liaisons are supported by
a network of area Work Incentives Coordinators. They assist WILs,
coordinate outreach, and help develop training.

In conclusion, Social Security is committed to assisting bene-
ficiaries with disabilities who want to return to work. We will con-
tinue our efforts to improve and grow the Ticket Program and re-
move the barriers with our programs so that every beneficiary with
a disability has an opportunity to reach his or her fullest potential.

Thank you. I would be happy to answer any questions.

The CHAIRMAN. Thanks, Ms. Suter, very, very much.

[The prepared statement of Ms. Suter appears in the appendix.]

The CHAIRMAN. All right. Jim Brown, you are up.

STATEMENT OF JIM BROWN, SSDI BENEFICIARY,
INDEPENDENT ADVOCATE, BILLINGS, MT

Mr. BROWN. Mr. Chairman and members of the Committee, over
200 years ago Thomas Jefferson wrote of our inalienable rights:
that of life, liberty, and the pursuit of happiness.

At the time, however, the pursuit of happiness did not include
the blacks, the Native Americans, or women. It did not, and it still
does not, include the disabled. I want to discuss this right of the
pursuit of happiness, how the disabled are excluded, and the
changes necessary to include us in that right.

Now, the pursuit of happiness may mean great wealth, cars, big
houses, maybe the power and prestige of being a big mover and
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shaker in the business world. But for others, it simply may be
enough to get by on in a little house with a white picket fence, a
swing set in the backyard where they watch their kids and
grandkids as they grow old together with the love of their life. But
whatever the vision, the vast majority of us disabled are left out.

I found this out after I broke my neck on a trip to Hungary. I
had no insurance and mounting medical bills, so I had to turn to
government assistance for help. I found out I had to sell all of the
cows that I had invested in since I was a young boy just to become
eligible for the Medicaid program. Medicare, which I had paid taxes
into, would not require that sort of a sacrifice, but then it would
not help for 2 more years.

When I tried going back to work, I found that my right to the
pursuit of happiness was gone. I wanted the prestige of working a
fukl)l-ltime job again, and modern technology would make that a pos-
sibility.

But then I found if I made more than $900 a month, according
to Social Security I was no longer disabled. Regardless of how
much I would make, though, my hands and my legs still will not
work and I will still have those disability-related expenses.

Over the course of a lifetime, the personal care, adaptive equip-
ment, and wheelchair-related expenses for a disabled person can
total well over $1 million more than what an able-bodied person
faces.

I wanted to work and to make my own money. I did not like the
feeling of having to go and be a beggar and to be a burden on soci-
ety. I would have gladly given up my $600 Social Security check
that I was getting, but I was told I had to stay eligible in order
to get the Medicaid assistance for the personal care and other ex-
penses that Medicare does not cover.

I went to work. I got a part-time job, but then I was disheartened
when I learned that I would have to give all my earnings, $540 a
]I;li)nth, to Medicaid as a spend-down in order to retain my eligi-

ility.

Still, I loved working with kids. I had a part-time job working
with kids, and I just could not even believe I was getting paid to
do that, so I kept at it. I was even more disheartened to learn later
though that I would have been better off if I had never worked, had
never paid into the Social Security system, since then I would be
eligible for SSI rather than the SSDI, that SSDI would have al-
lowed me to make more money because the financial assistance
would have been gradual rather than the cut-off at $900, and I
would not have had a spend-down for the Medicaid assistance.

So, basically I could have a house, but with the $2,000 asset limit
I could not afford to pay any sort of a down payment, and I cannot
afford any sort of a car payment on the $540 that Medicaid says
is all I need to live on.

Basically, I face three choices: either I do not work and I let the
government take care of me through SSDI payments, Medicaid,
housing assistance, and food stamps; otherwise I could work part-
time, but then give my paycheck to the government; or I must
somehow find a job with a $50,000 starting salary so I can pay my
own way. The first two options are very discouraging, and the last
is just totally unrealistic. There needs to be a fourth option.
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It needs to be realized that a disability is a physical or a mental
condition, not an economic condition. I realize programs are de-
signed the way they are to discourage people from getting on them,
but they do more to discourage those who truly need the help.

We need programs that will bridge the gap between the part-
time job and that $50,000-a-year job, something that will cover the
extra $20,000 to $30,000 yearly disability-related expenses until we
can finally be promoted enough to where we are able to finally pay
our own expenses. The entire system would be better off if we were
at least working to help pay for it.

Honorable Senators, in Jefferson’s day the disabled rarely lived.
My condition, a broken neck, was a death sentence. If they did
then, they were shut away in homes and forgotten about. But now,
21st-century technology keeps us alive and healthy. We live inde-
pendently. We can get out into the community.

We should not have to stay at home and stifle our abilities just
because something in our brains and our bodies does not work
quite right and we need an extra hand. These policies need upgrad-
ing so we can truly live, so we can live with hope and dignity, en-
joying the right to the pursuit of happiness.

Honorable Senators, I urge you to leave a legacy and help change
these policies so we can all get access to that last inalienable right.
I thank you for the opportunity to speak with you on behalf of dis-
abled people everywhere, and I will be happy to entertain any
questions. Thank you.

The CHAIRMAN. Thank you, Jim, so very, very much. Thank you.

[The prepared statement of Mr. Brown appears in the appendix.]

The CHAIRMAN. Mr. Jensen?

STATEMENT OF ALLEN JENSEN, SENIOR RESEARCH STAFF
SCIENTIST, CENTER FOR HEALTH SERVICES RESEARCH AND
POLICY, GEORGE WASHINGTON UNIVERSITY, WASHINGTON,
DC

Mr. JENSEN. Mr. Chairman, Senator Salazar, my name is Allen
Jensen. I am with George Washington University’s work incentives
project. You have a copy of my written testimony, which is pre-
sented by myself and on behalf of Bobby Silverstein.

We have worked together for the last 10 years, looking at pos-
sible ways to reduce some of these problems that have been de-
scribed by Jim and in your opening statement, Mr. Chairman.

Of particular emphasis in our research was looking at the inter-
relationship between SSI, SSDI, Medicaid, and Medicare and try-
ing to figure out how to make this system work better. As indicated
by Jim, there are certain areas where we do have pretty good work
incentives, but in others, it is very limited.

I want to just talk briefly about some of the key facts, and then
some basic themes, and then our recommendations.

First of all, looking at the SSDI and SSI programs, they are defi-
nitely programs of last resort. That is, the eligibility requirements
are very strict. Less than 55 percent of those who apply for benefits
actually receive benefits, and, of those who are denied, 40 percent
are out of work for a total of 3 years.

Many of those on SSDI, of course, cannot work even a limited
amount because of the extent of their disability. Studies have been
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done that show, for a 15-year period, that only 50 percent of the
people with earnings in one year had earnings the following years.
So, their ability to work was very much intermittent. The whole
matter of risking working for a long time was very much the con-
cern.

But there are a significant number of people, a significant minor-
ity of beneficiaries, like Jim and others, with mental disabilities
and other types of disabilities, who can work if they have the right
kind of supports and ongoing assistance as they attempt to work
and if there is adequate infrastructure at the Social Security Ad-
ministration and within State and local governments to provide the
services that they need and to enable them to understand the work
incentives. Sue talked about the infrastructure that SSA is trying
to develop, to develop a way for people to understand the work in-
centives.

And so our recommendations are based upon the idea that you
should have something which provides security, that is simple to
understand, and is sustainable with an infrastructure at the State
and the Federal Government.

I think that our recommendations are based, again, on our expe-
rience with the SSI program and with the Medicaid buy-in program
which this committee authorized back in 1999, and prior to that,
1997.

We are suggesting targeted recommendations to reduce barriers
to employment. Here again, for much of the population, SSDI and
SSI is providing income assistance to enable them to live in the
community. As Jim talked about, many years ago, 50 years ago
when the SSDI program started, most people with disabilities were
in institutions.

So our recommendations. We suggest a continued attachment to
the SSDI and the SSI program and Medicaid once a person starts
to work and they have earnings, and as long as their disability con-
tinues.

We think this is an important part of the security and the ongo-
ing assistance that is needed, that they have, in effect, a safety net
that they can return to if there is an exacerbation as far as either
physical or mental disability.

In the current program in SSDI, there are, in effect, continued
attachments, but they are time-limited. For people with disabil-
ities, their disability is not time-limited.

I think that also on the SSI side, it is earnings-limited. So we
are suggesting that there be continued attachment to the program,
as long as their disability continues, including when they are in a
non-benefit status so they can return to benefits.

As Senator Baucus talked about in his opening statement, these
are not situations where you can easily get back on benefits, so
there is fear as far as returning to benefits.

The second part of our recommendation is related to that, the
idea of a gradual reduction in benefits that is now part of the SSI
program. Right now, in the SSI program, the first $85 for someone
only on SSI is disregarded, and then there is a gradual $1 reduc-
tion in benefits for every $2 of earnings.

This is a provision that has been in SSI since the program began
in 1974, and we think this is an important aspect of the work in-
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centives that are needed by people like Jim and others with disabil-
ities.

There have been attempts to provide this type of a gradual re-
duction in SSDI benefits over the last 20 years. I have in my docu-
ment here a CBO estimate from 1988 that talked about the pro-
jected cost, but we think we have devised a package of proposals
which would not have that type of cost.

There is also discussion in our written testimony regarding the
whole matter of rewarding work by allowing more savings, and we
are recommending that there be an increase in the SSI and Med-
icaid resources test.

The last thing I want to say is, we think, in order to make any
kind of improvements work, that there has to be a sufficient com-
mitment of resources by the Social Security Administration and
support from the other agencies in the Federal Government and by
State and local government to have a program which can have an
accurate and timely adjustment of benefits as people work.

So I would say that what we are trying to do here is devise a
program that sustains people who cannot work, but at the same
time provide a system of work incentives that enables people who
can work to work up to their ability and not risk the loss of their
safety net of income assistance and health care.

Thank you very much.

Senator SALAZAR. Thank you, Mr. Jensen.

[The prepared statement of Mr. Jensen appears in the appendix.]

Senator SALAZAR. Dr. Stapleton?

STATEMENT OF DR. DAVID C. STAPLETON, DIRECTOR,
CORNELL CENTER FOR POLICY RESEARCH, WASHINGTON, DC

cll)r. STAPLETON. Thank you. Thank you for inviting me here
today.

Like his two predecessors, the Social Security Administration’s
new Commissioner, Michael Astrue, is giving high priority to im-
proving the unconscionably poor performance of the Social Security
Administration’s disability determination process.

I was involved in some of the Agency’s earlier efforts, and sad to
say, very little progress has been made over a period longer than
12 years.

I have become increasingly convinced that the problems with the
determination process are more a reflection of larger problems with
Federal disability policy than they are with poor process design,
poor management, or inadequate resources.

Yes, increased funding and procedural improvements could im-
prove the process, but I believe the process will continue to be very
problematic in the absence of successful transformative change to
Federal disability policy. I fear that efforts to transform disability
policy will take a back seat to efforts that focus on improving the
determination process.

Because of time limits, I am going to limit my remarks to the So-
cial Security Disability Insurance program, but different remarks
along the same vein apply to SSI and other programs.

It 1s critical to preserve SSDI for those workers whose physical
or mental impairments really prevent them from permanently
earning a substantial sum under any reasonable circumstance.
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The SSDI program has become unduly burdened because it is
trying to meet the needs of significant numbers of workers with
disabilities who would be better served by a program that helps
them continue to be self-sufficient through work. Current programs
serving that purpose are inadequate, and as a result many turn to
SSDI for lack of better alternatives. It is a last resort.

Last summer, the Social Security Advisory Board outlined an ap-
pealing structure for a 21st-century disability program. This struc-
ture includes SSDI as part of an income support program for those
who are unable to attain a reasonable standard of living through
work for very long periods, or permanently.

The structure also includes two other critical components. The
board calls the second component, which is parallel to the income
support benefit, a transitional program that would help partici-
pants achieve or continue productive and fulfilling lives rather
than becoming highly dependent on public benefits, through indi-
vidualized programs involving various combinations of rehabilita-
tion services, job restructuring, assistive devices, specific health
and related services, short-term income support, and perhaps even
longer-term earnings subsidies.

The third component of the Advisory Board’s structure is a com-
mon entry system into the two parallel systems, which the board
calls triage assessment. Workers with disabilities would be encour-
aged to enter triage assessment early, even while they are still em-
ployed.

The process would be designed to quickly identify those with very
short-term challenges, or with challenges that can readily and rea-
sonably be addressed by their employers, those who are clearly un-
able to contribute substantially to their own support under any
reasonable circumstances for a year or longer, and those in the
gray area in between, which I believe is quite large.

The first group would not receive additional services, the second
would enter SSDI, and the last would enter the transitional pro-
gram. Some of the latter group would later enter SSDI, but only
after their efforts to pursue their aspirations under the new pro-
gram were not sufficiently successful.

A draft report written by Bryon MacDonald and Megan O’Neil of
the World Institute on Disability also recommends a new program
that would parallel SSDI and would serve many workers who
might otherwise exit the labor force and enter SSDI. They call it
Employment Support Insurance.

There are many differences in the details of the Advisory Board’s
recommendations and those of the World Institute report, but I
think the large area of common ground in these two reports is
much more important than the differences.

Each calls for a single employment support program or system
separate from SSDI that helps people with disabilities achieve or
sustain economic independence as soon as they believe they need
help, and before they become heavily reliant on long-term income
supports.

Such a program could theoretically both improve the lives of peo-
ple with disabilities and reduce the burden of disability programs
on taxpayers. Current policies waste the considerable productive
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capabilities of people with disabilities and undermine their ability
to support themselves.

Further, although people with disabilities receive many services
under the current system, these services are delivered in a very in-
efficient manner because financial responsibility is highly frag-
mented. A well-designed program would help participants make
good use of their productive capabilities and might achieve consid-
erable efficiencies through financial and service integration.

I think there is some hope that we can achieve those lofty goals.
In the submitted testimony, I talk about a program that is a pilot
program in the U.K. called Pathways to Independence, which has
shown real promise in reducing the number of people with disabil-
ities who enter their long-term benefit rolls, on the order of 14 per-
cent.

To finish, though, I want to place my remarks in the context of
what you have heard from the other speakers. Mr. Brown’s story
clearly illustrates the harm done by current disability policies,
about the poverty trap that they create for people who could, with
some assistance, contribute much more to their own support and
to our society.

Both Ms. Suter and Mr. Jensen have talked about efforts to help
people who are already on the SSDI and SSI rolls increase their
earnings, and reduce their dependence on income support. I am in-
volved in some of those efforts myself, and in general I think they
alre headed in the right direction, but at a pace that is frustratingly
slow.

These efforts can potentially help Mr. Brown, given his history,
but they are also complementary in many ways with a separate
work support program like the sort I have very briefly described.

Such a work support program would be designed to help people
like Mr. Brown continue their pursuit of happiness as soon as they
experience a potentially disabling condition, so they would never be
trapped in poverty and never become so highly dependent on public
support.

Such a program also has the potential to address the induced de-
mand problem, the increase in applications and awards for SSDI
and SSI that SSA’s actuaries and the Congressional Budget Office
predict will occur if we replace the SSDI cash cliff with a gradual
benefit offset.

Finally, if the new program achieves sufficient success over a
very, very long period of time, SSA would no longer need to put
such effort into helping SSDI beneficiaries return to work because
the only beneficiaries left in the program would be those who could
not provide substantial support for themselves through work under
any reasonable circumstances.

I urge this committee, other government leaders, and advocates
for people with disabilities to promote in general the efforts that
are going on, but to pay increasing attention and give very high
priority to efforts that would, in fact, reduce the premature exit of
workers from the labor force and onto SSDI.

Thank you.

4 [The prepared statement of Dr. Stapleton appears in the appen-
ix.]
Senator SALAZAR. Thank you. Thank you, Dr. Stapleton.
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Let me first, in a matter of introduction as to why I am sitting
here as opposed to Senator Baucus or Senator Grassley, we have
been working very hard for a long time on a major energy package,
and that package came out of this committee this week and is on
the floor of the Senate.

Within probably an hour or so, there will be a vote that will de-
termine the outcome of this very, very important work for this com-
mittee. Otherwise, it would be Senator Grassley who would be
chairing this committee, or Senator Baucus. So, they are working
on very important work for our Nation right now.

Let me also just join Senator Baucus in welcoming the witnesses,
and thank you for sharing your expertise with all of us. And, in
particular, Jim, for your coming across the country all the way
from Billings, MT to share your personal story.

There is nothing that tells a story better than someone who has
to live through the program the way that you have had to live
through the programs that we are talking about here today. So, we
appreciate all of you, but we also appreciate you for your courage
and your strength in being here today.

Let me also note that we have been joined by Senator Snowe,
who is an expert on some of these issues. So, after my 5 minutes,
I will turn it over to her for her set of questions.

The Social Security disability programs serve a critical purpose.
They give Americans with disabilities an income that they are pre-
vented from earning on their own, as well as access to health care
many of them would otherwise receive through their employer.

These programs help millions of Americans. Over 8.6 million
Americans today are enrolled in SSDI and 7.3 million in SSI. A
critical goal of these programs is to help Americans with disabil-
ities transition back to the workplace. Unfortunately, these pro-
grams have been less than successful—and that is an understate-
ment—in this regard.

Return-to-work rates for individuals in the SSDI program are
less than 1 percent. Less than 1 percent. For individuals receiving
SSI, the rate is only 7 percent. I think that those statistics tell a
story that should concern each and every one of us.

Our largest return to work programs, Ticket to Work and Plans
for Achieving Self-Support, have shown little success, frankly. Tick-
et to Work has a participation rate of less than 2 percent, and the
PASS program has shown a less than %2 of 1 percent participation
rate.

We all have to ask the questions, why are these rates so low and
what are the solutions to dealing with these low rates of return to
work? In my own experience, the vast majority of individuals with
disabilities who are physically able to work want to return to work,
but do not seek employment out of fear of losing their disability
benefits that they so depend on.

Return to work programs are not the only problems that exist
with respect to SSDI and SSI. My office in Colorado assists hun-
dreds of people in Colorado as they apply for these disability bene-
fits and work their way through the appeals process. In fact, it is
one of the top three issues that my office in Colorado is contacted
about on an annual basis.
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Recently, this committee held a hearing on how to best address
the backlog in Social Security disability claims, and I look forward
to working with my colleagues to address this, and other, critical
matters.

Toward that end, I am looking forward to hearing more from the
witnesses as I ask some questions that Senator Baucus asked me
to ask on behalf of the committee.

I will begin by asking the first of those questions, which is, we
know the reality of the problems that we face with the system, so
I will ask a question of each one of the witnesses, that is essen-
tially this.

So we have your statements for the record, and I know how hard
you worked in preparing those statements. They obviously will be
reviewed by staff and will be reviewed by the Senators themselves.

But the question that I would ask each of you, and, if you could
just take a minute or so to think about this, if you were to point
out the two most important things that we as a committee could
do to address these challenges that we face with the disability
issues we are talking about this morning, what would they be? The
two most important ones. And because of the limit on time, if you
will just take a minute in answering the question.

Ms. Suter, we will begin with you.

Ms. SUTER. I think the two most important things, and you have
heard today, are to bring the two programs closer together in terms
of work incentives and how they are administered, the Supple-
mental Security Income (SSI) and Disability Insurance (DI) pro-
grams: to look at the whole issue of employment supports and
health care in terms of supports for people going back to work, and
then from our perspective, to extend the demonstration authority
to make that permanent for the SSDI program.

Senator SALAZAR. All right. So bringing the two programs to-
gether, employment support and health care during the transition,
and then continuing on with the demonstration projects.

Mr. Brown?

Mr. BROWN. Yes. Actually, we have a group, Voices for Work,
that met in Atlanta and discussed a lot of these issues. They are
all Social Security beneficiaries. We did a poll among our group
and had agreed that the number one recommendation was that we
needed to raise the SGA amount, the Substantial Gainful Activi-
ties, because the amounts of that are so low, we are forced to work
only part-time in order to be eligible for the medical benefits that
we still need.

All those costs are so high that there is just no way to afford that
on a normal income, so we need that help. So, it would sure be
helpful if we raised the amount so we could go to work full-time.

Also, to allow us to work and maintain those health care bene-
fits. If there was a way to bridge that gap between our part-time
and our full-time employment, then we would have the benefits of
insurance through the companies that we would be working for
then, where that would take over and pay a lot of those until we
could get to where we afforded our other personal care and that
sort of thing that private insurances do not cover.

Senator SALAZAR. Thank you, Mr. Brown.

Mr. Jensen?
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Mr. JENSEN. I think I want to follow up on what Sue and Jim
have talked about: increase the similarities between the SSI and
SSDI programs. That is a key part of our recommendations, that
is, you have in the SSI program a gradual reduction in benefits as
people have earnings, and then you also have the ability—in Mon-
tana I think it is $27,000—to stay attached to Medicaid, and also
if you have your earnings reduced you can return to SSI. So, it is
a continued attachment and a gradual reduction.

Those are kind of the basic core of the work incentives in SSI.
If SSDI was similar to that, then I think that we would be able
to have people like Jim work up to a higher amount and not lose
their health care protection under Medicaid. But also, as you
talked about, as you increase your earnings and you move toward
full-time employment, you are more likely to have employer-based
health insurance.

Senator SALAZAR. All right.

Mr. JENSEN. So I think that is what we are learning in that re-
gard.

Senator SALAZAR. Thank you, Mr. Jensen.

Dr. Stapleton?

Dr. STAPLETON. Yes. Two things. One, I have already indicated.
That is, I think this committee really needs to pay attention to ef-
forts to design and develop a front-end program, a transitional pro-
gram, or an employment support program that is separate from
SSDI and one that would help people with disabilities as soon as
they experience disability and help them avoid getting on SSDI in
the first place.

The second, though, is related to a remark I made about the frus-
tratingly slow efforts for reform of the disability programs them-
selves, and specifically SSDI. I have to disclose, as I did in my writ-
ten remarks, that I have been involved very substantially in these
efforts, including currently working on the design of the benefit off-
set demonstration which came out of the one-for-two demonstration
that was authorized by Congress under the Ticket Act in 1999.
Also, I have been involved in evaluation of Ticket to Work.

Senator SALAZAR. So you know a lot about it. So what is your
second recommendation?

Dr. STAPLETON. Yes. So my recommendation is, I cannot tell you
a lot about what we have been doing, but I can tell you that it has
been very slow. I think this committee needs to take actions, what-
ever actions it can, to move the process along more quickly.

Senator SALAZAR. So you are urging us to act.

Dr. STAPLETON. Right. Right.

Senator SALAZAR. I appreciate that very much.

Senator Snowe?

Senator SNOWE. Thank you very much, Mr. Chairman. I thank
all our witnesses here today. In just listening to the testimony, and
obviously being familiar with some of the problems that are chal-
lenging the disability programs, it makes me think about how log-
ical it would be to have these programs work to the benefit of those
who are disabled and want to go back to work. These programs
should produce a win-win situation and not be so challenging and
complicated and bureaucratic for the beneficiaries.
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As you probably know, back in 1999 we attempted to fix this pro-
gram with the Ticket to Work program—Ticket to Work with incen-
tives like health care. Obviously, based on the results of that pro-
gram since it became law, it truly has not worked.

So far few beneficiaries have taken advantage of this program.
In fact, according to the CRS report, only 1.7 percent of the eligible
SSDI and SSI beneficiaries have participated in Ticket to Work
programs since its inception.

So I would like to start with you, Ms. Suter. Can you explain to
me, what are the problems? We obviously should be learning by ex-
ample. This program has been in place for roughly 8 years. And we
should be able to learn from our experience and address those
problems. So, please, can you tell me, why are there so few people
involved? Why are so few using this program?

Ms. SUTER. Thank you, Senator. We certainly agree that the
numbers are very low. We have put programs in place, and we are
improving the program. I think you have heard a good example
today of some of the challenges in the program. We have to, num-
ber one, alleviate the fears. We send a very mixed message to indi-
viduals with disabilities.

On the one hand, we say, if you need cash assistance or medical
help, you have to prove you cannot work. And then we say—and
this is in the big picture—oh, by the way, you can work. So we
have to work with individuals, with beneficiaries to alleviate that
fear. We have four things in place to be able to do that.

We have a new proposed Ticket regulation that looks at some of
the EN payment structure and encourages more outreach. It also
gets to Jim’s point about how we need to include more people who
can work part-time, or want to work part-time and gradually re-
turn to work. We have included that in the new regulations.

We are doing much more aggressive outreach and marketing,
where we have 104 programs out in the country to provide benefits
planning and assistance to beneficiaries to help them navigate this
very, very complex system.

We also have protection and advocacy agencies out in the country
to work with individuals. We are doing messaging for beneficiaries
and potential Employment Networks on how to get involved in the
program, and how to use the program.

We are having local work incentive seminars where we bring in
people who have received a Ticket and they are scared and they do
not know about the program because it is so complex. We bring
them in to a community provider, a community partner who has
credibility with that individual and we talk to them about the work
incentives and we link them up with partners in the community.

Getting a Ticket in the mail from us saying, “Here is your Tick-
et,” after we have put people through what we put them through,
is not good enough. So we know we have to get people at the com-
munity level with people that they trust.

Finally, the partnerships. We have improved our business proc-
ess, the red tape in paying Employment Networks. So, we have
four aggressive things that we are doing to improve the program
and to increase the numbers. We want to increase the numbers as
well.
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Senator SNOWE. Well, are there changes that Congress should
work on with respect to this program? Do you have any specific
changes in the statute?

Ms. SUTER. I think that I mentioned before the extension of the
demonstration authority. That is how we look at some of these
transitional and early interventions. I think what you could do is
support us in terms of the Ticket regulation coming out.

Again, we have been frustrated—everybody has been frus-
trated—with the pace of this. But I think with these measures that
we have in place, I think we can address a number of these issues.

Senator SNOWE. Do you have enough staff?

Ms. SUTER. As I think you know very well, our resources in So-
cial Security are spread extremely thin. We can always use more
resources. I think, from my perspective in terms of return to work,
it is not an either/or issue.

Of the issues that affect people with disabilities on a daily basis,
as Jim has pointed out, the backlog is very important. You should
not have to wait long to find out if you are eligible.

By the same token, you should be able to have the supports you
need to return to work. So, we are spread very thin in the Agency
and, as I said, resources are always helpful. You all have been ex-
tremely supportive of that, and we appreciate that very much.

Senator SNOWE. Well, the reason why I asked about the staff is
because, obviously in the President’s budget, it was significantly
under-funded. Senator Kerry and I, along with Senator Baucus and
more than 40 Senators, have written to the Appropriations Com-
mittee, as well as the Budget Committee during the budget proc-
ess, for an additional $430 million for administrative costs. This
amount is essentially the minimum that is required in order to ad-
dress these disability claims and the backlog.

Right now in the State of Maine it takes an average of 469 days
to deal with a specific claim in the backlog. Additionally, the aver-
age claimant could wait as long as 3 years for the resolution of a
claim. These are disturbing numbers, to say the least, for those
who certainly need the support of the Agency. We have to do bet-
ter, and we have to figure out, what is it going to require to
produce better results?

I realize that more money and more staffing overall are needed
to address the problems here. It will also take the commitment to
making sure that this program can work and serve the people it
is intended to serve.

It is unacceptable for waiting times to exceed 3 years. The more
than half a million disability claims that have been in the system
and the backlog simply do not make sense.

We have to figure out how we can make the system better for
those like Mr. Brown, who have gone through such an ordeal. The
income limits are something else that we need to address. It should
be a win-win in that sense, and working and receiving support
from the government when you are disabled should not be mutu-
ally exclusive goals.

Thank you, Mr. Chairman.

Senator SALAZAR. Thank you, Senator Snowe, for those excellent
questions and comments.
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This is a question to Mr. Jensen. Mr. Jensen, under current law,
SSDI beneficiaries lose all of their cash benefits when they earn
over $900 a month. They also lose their Medicare benefits after
about 8 years.

The $900 a month is commonly referred to as the “cash cliff.”
You have come up with a proposal to try to address the cash cliff.
Can you describe how your proposal eliminates the cash cliff, and
what are the other significant features of your proposal?

Mr. JENSEN. We propose that, first of all, our first priority, our
first option would be that you have a gradual reduction beginning
at that SGA, that cash cliff. As I talked about a moment ago, dur-
ing the past 20 years, the actuaries and CBO have indicated that
that would be a costly provision. We do not necessarily agree with
that estimate they have made.

We have come up with another option which, in effect, here
again, tries to deal with the matter of making similar the SSI and
SSDI programs so that people would have, in effect, a choice: they
can stay with the current program which helps a lot of people and
they could work up to the SGA, or they could decide they are going
to go this other approach, which says that we will have a beginning
reduction of benefits at one-half of the SGA amount. But the trade-
off then is that they would stay continually attached to the SSDI
program and they could come back onto the program.

We are also suggesting that the SSI Initial Earned Income Dis-
regard, which is now $85 before you have the reduction, that that
be increased up to that half of SGA. That has not been increased
since 1974, when the SSI benefit level was about $150.

So we think that increasing that amount—if you just had a
COLA on the initial disregard, it would be more like $250. So that
is the basic approach that we are using, to say that if you believe
you can sustain work—and this is a choice people can make on a
periodic basis.

This does not necessarily simplify the program, but it, in effect,
would require a certain level of resources for Social Security—and
in answer to the question to Sue Suter, yes, Social Security needs
more resources. You cannot starve, in effect, the work incentive
program and have people working. You are going to have
over-payments and those kinds of concerns.

That is the basic approach that we have in our program, which
we think would result—and we have made estimates based on ex-
perience in the SSI program—that perhaps 150,000 to 300,000 peo-
p}!le, we think, on SSDI would have substantial earnings if we did
that.

In the experience in the SSI program, in any one month there
are 330,000 people who have earnings. I think that that is a very
significant number. A number of those people, like 75,000 in any
one month, are not receiving any SSI. They are just still connected
to the SSI program, but they are getting Medicaid.

One thing that was not talked about is, while the Social Security
Administration has jurisdiction over the Ticket program and the
things that Sue talked about, there is another important provision
in the 1999 legislation, the Ticket law that you talked about, Sen-
ator Snowe, and that is the Medicaid buy-in program. The State of
Maine has such a program.
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There are about 75,000 people, mainly SSDI people, who are re-
ceiving Medicaid without the kind of spend-down that Jim has to
deal with. Just a personal anecdote. About 10 days ago, I was
called by a young man in Utah, whom I think has the same kind
of disability that Jim has. He got on the Medicaid buy-in program.
He has decided that, in spite of his severe disabilities, he can, in
fact, go ahead and lose his SSDI and stay on Medicaid.

Now, that is not a high percentage of people on Medicaid buy-
in, but there are some there who can do that. So the Medicaid buy-
in—I do not know how many you have on the program in the State
of Maine; Colorado does not have such a program, Senator. So, that
would be complementary to, in effect, the gradual reduction ap-
proach and the Initial Earned Income Disregard. So that is it, in
summary.

There are other details in there as far as our approach, but the
idea of trying to make these programs more similar so that you do
not have to have a cast of thousands out there explaining it.

You may still have to have a cast of thousands. You still have
people who help people on income taxes and you have Turbo Tax
and so forth, and you are still going to have some assistance as far
as people understanding what their options are.

Senator SALAZAR. Well, thank you very much.

Mr. JENSEN. But it is clear, and I think that is important.

Senator SALAZAR. We thank you very much for your report and
your recommendations. I will be asking Allen Jensen and Sue, and
Jim questions on the work incentives when it is back to me in just
a second.

Senator Snowe?

Senator SNOWE. Mr. Jensen, can you tell me about the lack of
benefit counseling services? To what extent has that affected the
program’s ability to operate? Has that been a major barrier for
many individuals? Ms. Suter, do you want to speak to that as well?

Mr. JENSEN. Benefits counseling is helpful. But I think we have
to recognize that the number of people out there, the number sup-
ported by Social Security, is still rather limited.

There are things that are going on that build on what the Fed-
eral Government is doing, in a number of States they, in effect, are
having a benefits information network so that all the provider
agencies, like independent living centers and rehabilitation pro-
viders that are connected with State rehabilitation agencies, have
people who are trained, who can help with the benefits counseling
and work incentives counseling.

What you need to do is place in all the agencies that are dealing
with people with disabilities who want to work, some level of
knowledge so that the disabled can have an understanding of work
incentives.

The support from the Social Security Administration is where the
disabled have access to the highest-trained people. Those who know
less about it, but at least have some basic understanding, can be
complementary to the Federal support as well. This type of support
is something that should be promoted, beginning with the SSI work
incentives.

Senator SNOWE. It seems to me that the first step in this process
is to encourage and help people participate in the program.
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Mr. JENSEN. Yes. You have a good network in Maine. They are
trying to coordinate with the vocational rehabilitation agencies, the
independent living centers, and the medical center there in Maine.

Senator SNOWE. I am interested in what you said about the Med-
icaid buy-in and how that has worked for people, because in Maine
it has been very effective.

Mr. JENSEN. Yes.

Senator SNOWE. The Medicaid buy-in program helps people who
otherwise would not be able to purchase any health insurance, by
allowing them to purchase insurance through the Medicaid pro-
gram. I can see where it helps those who are disabled to go off of
SSI, for example, and helps them obtain the full income and bene-
fits of working.

Mr. Brown, did you participate in the Ticket to Work program?

Mr. BROWN. Actually, I got a Ticket to Work, and I did not have
any clue what it was supposed to be. I didn’t know if I just handed
it to some employer. But I finally went and asked a vocational re-
habilitation person and was informed that it really did not apply
to me whatsoever, because they said that all it would do was en-
sure that I wouldn’t be medically evaluated while I was searching
for work. They said that I wouldn’t be reviewed anyway, because
it’s pretty obvious to anybody that I do have a disability. So, the
Ticket really did not apply in my situation.

Senator SNOWE. Well, Ms. Suter, are they sent out just to every-
one? After hearing Mr. Brown’s situation, are they just sent out?
Are there no explanations with the tickets or are they tailored to
those they are distributed to? What is the basis for doing that?

Ms. SUTER. By law, the Ticket is sent out to most beneficiaries
who come on the rolls between ages 18 and 65. When we send the
Ticket out to individuals, and this gets back to what I talked about
before, we include information on our 800 number, our program
manager, Maximus, and how you can find out more about the Tick-
et. We include information about resources there in the community
that you can talk to through the 800 number. So, we provide that
information.

As Mr. Brown said, though, what we found out and what we are
doing now is, it is not good enough to just send out a letter and
send out a Ticket. There needs to be that linkage on the commu-
nity level. That is why, as Allen mentioned, we have the work in-
centives planning organizations. We have 104 throughout the coun-
try.

Those organizations work with Ticket holders to say, this is what
the Ticket is about, these are the work incentives, how can we help
you reach your goal? They are community organizations.

There are also a lot of individuals working for WIPAs who have
disabilities, and some of whom have been beneficiaries and are now
working. So, we know we have to do that high touch with bene-
ficiaries to get them involved in the program.

Senator SNOWE. Do you support raising the income level? Have
you indicated that earlier?

Ms. SUTER. We have had a lot of good suggestions from bene-
ficiaries, from the Ticket panel. We are certainly happy to look at
all of those suggestions.
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Senator SNOWE. I mean, is that something that the Congress—
for example, would the administration be opposing it?

Ms. SUTER. No. I think this administration would be open to
looking at all the recommendations.

Senator SNOWE. Great. Thank you, Mr. Chairman.

Senator SALAZAR. Thank you, Senator Snowe.

This is a question to each of the panelists. With the reality that
many of the incentives for SSDI and SSI programs are very com-
plex, that reality creates serious complexity for the beneficiaries
and others involved in the program.

Do you think that the work incentives for these programs should
be simplified, and if so, how? Why do we not start with Dr.
Stapleton and we will just go across. If you will take a minute each
or so.

Dr. STAPLETON. Sure. I agree that complexity is a huge problem.
I think what often happens, and this clearly happened with Ticket,
is we add on new things to things that are already complex, and
they make the new things more complicated than you would think
they should be.

So, I would definitely encourage reforms in the line of making
SSI more similar to SSDI in terms of its work incentive provisions.
I think that is a very good idea.

Senator SALAZAR. All right.

Mr. Jensen?

Mr. JENSEN. Well, as I indicated, I think the idea of having a
similar SSI and SSDI program so that you have a gradual reduc-
tion in both programs, as compared to a cash cliff in one and reduc-
tions after $85 in the other, the idea that you can have a continued
attachment back—sounds like a broken record here—to the cash
benefit program if your work attempt fails, if those could be in both
programs, I think it would be something that would say, if you are
getting Social Security benefits, then you are going to be able to
have this kind of protection if you try to work.

You are going to have differences as far as from State to State
in Medicaid. That is a State-run program. Even the Medicaid buy-
in programs are different from State to State.

Senator SALAZAR. Thank you, Mr. Jensen.

Mr. JENSEN. I think the idea of similarities would be a——

Senator SALAZAR. So those similarities would deal with the com-
plexity, in large part, is what you are saying?

Mr. JENSEN. That is right.

Senator SALAZAR. All right.

Mr. Brown?

Mr. BROWN. Yes. I definitely think they need to be simplified.

Senator SALAZAR. How would you do it?

Mr. BROWN. What is that?

Senator SALAZAR. How should it be simplified?

Mr. BROWN. Well, for one, people who are working need to be
able to learn the rules and be able to tell you what is going on. One
thing we had discussed was like a one-stop program where you
could go in and find out how the rules that are out there would af-
fect each different program you are on. Like, I go to Social Security
and they have told me that, well, this is how it will affect your—
well, they will not even give you a definite answer.
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They say this may affect your Social Security in this way, but
then that may affect your Medicaid, and we do not know anything
about that. So then I go to Medicaid, and they say, well, it might
happen in this way, but we do not know if that will then affect
your Social Security benefits. So if people knew all the regulations
for each program and they would not be offsetting one another.

Senator SALAZAR. So there is a lot of confusion.

Mr. BROWN. There is a lot of confusion out there.

Senator SALAZAR. The complexity creates confusion.

Mr. BROWN. Exactly.

Senator SALAZAR. Ms. Suter?

Ms. SUTER. I agree, we need to simplify the program. I think as
Dave mentioned, I think building on the work incentives has com-
plicated it. We have an infrastructure in place with our area work
incentives in the field, our work incentives programs. I think that
anything we could do to bring the two programs together would be
a big help in simplifying it.

Senator SALAZAR. All right.

Our colleague, Senator Bunning, has joined us on the committee,
and so I will turn it over to him for his questions.

Senator Bunning?

Senator BUNNING. First of all, I would like for my statement to
be put into the record. Thank you.

Senator SALAZAR. Without objection.

Senator BUNNING. Thank you.

[The prepared statement of Senator Bunning appears in the ap-
pendix. |

Senator BUNNING. Ms. Suter, when I was chairman of the Social
Security Subcommittee in the House of Representatives, I worked
very hard on what finally became the Ticket to Work Act. I was
not successful in passing it in the House. Or I was, but the Senate
stopped it. Then when I got over here in 1998 in the Senate, Sen-
ator Kennedy and Senator Jeffords and a few others took my work
and passed that bill. So, it has been in effect since 1998 or 1999.

What have you done to implement the Ticket to Work Act, and
why in the world has it not worked? Because all of the things that
you have talked about here today were covered by the Ticket to
Work Act.

Ms. SUTER. Senator, as you know, we completed rolling out the
program in 2004. We agree that the numbers are very low, the par-
ticipation numbers from beneficiaries and Employment Networks.
We are learning a number of things about the program, the com-
plexity of reaching out to beneficiaries. We are instituting a num-
ber of new things to improve the program.

Given what you have heard here today, we have proposed new
regulations that address the participation rate for Employment
Networks that do a better job of partnerships between State voca-
tional rehabilitation agencies that will make it more attractive for
beneficiaries and offer more choices.

We have new initiatives in place to better do outreach and mar-
keting. We have targeted mailers going out. We have community
organizations that are working individually with Ticket holders.
So, we have a number of things that we are doing.
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We have de-bureaucratized the Employment Networks, the pay-
ments to Employment Networks so there is less red tape, and we
are working on developing the partnerships.

Senator BUNNING. Did the Ticket to Work Act not protect those
who tried and fell off the wagon, and tried again and fell off and
were not able to maintain their employment for at least 36
months?

Ms. SUTER. Yes. That is part of the program.

Senator BUNNING. That is part of the program.

Ms. SUTER. Yes.

Senator BUNNING. And does the Social Security system realize
that—this was in 1997—for every person that we got working, we
saved $3 billion over a period of time? For every 1 percent, excuse
me, of the disabled who went to work, we saved about $3 billion
for the Social Security system so that they could take care of more
people. Is the Social Security system aware of that?

Ms. SUTER. Yes.

Senator BUNNING. They are?

Ms. SUTER. Yes.

Senator BUNNING. It is beyond my comprehension that some-
thing that was passed in 1998, 1999, and it is now 2007, and you
are still not making it work. You are rewriting regulations.

I was told by a very good friend of mine, who happened to be the
vice chairman of the Social Security Committee when I was chair-
man, who came to the Social Security system and worked there for
quite a long time—she is doing something else now—that there
was no intent at the Social Security system to ever make the Tick-
et to Work program work. Is that true or false?

Ms. SuTER. That is false.

Senator BUNNING. Then why has it not worked?

Ms. SUTER. I think, for a number of reasons, Senator. I have
been in the program 3 years. I have seen the former Commissioner
was, and this Commissioner is, very committed to making the pro-
gram work. Again, I think it gets back to, we have to alleviate the
fears for the mixed messages we send to individuals, that you can
work and there is the potential to work.

We have to put in place, and we have put in place, an infrastruc-
ture in the community to work with individuals on an individual
basis to show them how the Ticket can assist them in the benefits
of trying work. That is a slow process. We have learned a number
of things from what we have seen in the program. We have learned
a number of things from the Ticket panel.

Senator BUNNING. The Social Security system has never come
back to the Congress of the United States and asked for any addi-
tional help. Never. Now, if you need help legislatively and you do
not have enough tools to work with, why have you not come back
to us?

Ms. SUTER. Senator, I have mentioned some things today that
would assist us. I think we are going to continue. I think this com-
mittee has been very good about getting the resources for Social Se-
curity, for the whole gamut, whether it is the backlog or return to
work. As you know, our resources are spread very thin. More re-
sources are always helpful.
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Senator BUNNING. The backlog has quadrupled since I was there.
I mean, you want to talk about backlog, the backlog was in the
hundreds of thousands at that time, 200,000, I believe. The backlog
just continues to get bigger and bigger and bigger because we get
less and less people approved.

There is more bureaucracy in running the SSDI and SSI pro-
grams than ever before. You kind of have to really want to make
it happen if you want to take care of those disabled people who are
on this program.

Go ahead.

Senator SALAZAR. Thank you, Senator Bunning. Thank you for
your excellent questions and observations, that there has not been
a lot of progress. In fact, there has been a decline in terms of deal-
ing with some of these issues that have been on the table for a very
long time.

A question, Jim, for you. Some people believe that many employ-
ers have a bias against hiring individuals with disabilities. They
also believe that many employers fear the cost of accommodations
for workers with disabilities, and fear that if the employee with
disabilities joined the group health care insurance plan, costs to the
business and premiums to its employees would rise significantly.

Have you had an employer refuse to hire you or ask inappro-
priate questions regarding your medical condition? Have you expe-
rienced discrimination or disparate treatment in the workplace?

Mr. BROWN. For the most part, the jobs that I have found, the
two or three part-time jobs that I have worked at, were good. But
there have been others, for example, when I was working with one
of the after-school programs, they did refuse to give me a pro-
motion to director of one of the programs, and it was totally a
disability-related thing because I was not able to do CPR on a kid.

They said that just in case one of the other workers did not show
up, if I was going to be the only one, they did not want me there
alone with the kids because of that. At the same time, they always
had more than one person working there. Just because of the liabil-
ity of having one person alone with the kids, you want to have
somebody there as a witness.

Then there was another occasion when I applied for a job and
went to a first interview, and I had not mentioned anything about
a disability. They right away were saying, well, we would have to
make some accommodations because the restrooms are not acces-
sible, and we do not know what we would do about that. I would
have had to go around through a back garage door to get into the
building to start with.

Anyway, I went to a second interview and it ended up, they
never called back. I kept calling to see what the status was on it,
and they would not ever give me an answer on whether they were
hiring or not. I finally had seen the position re-advertised, so I gave
up on it and assumed it was.

Senator SALAZAR. Do you think this happens, Jim, with respect
to the general disabled population? Do you think your experiences
are happening with other people?

Mr. BROWN. Yes, I do. I am sure that there are ones who are dis-
criminated against because of that. I even put it in my letters that
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I am in a wheelchair, like when I am applying for something, and
people have told me not to.

But I told them, well, I think people are pretty quick and they
are going to pick up on it right away that I am. [Laughter.] So if
they want to discriminate against me, they might as well do it in
the letter instead of wasting my time to go to the interview.

Senator SALAZAR. Well, thanks a lot for your testimony on that
issue, Jim.

Let me try to get Ms. Suter and Dr. Stapleton in on this. It is
with respect to the fear of reapplying for SSDI. Beneficiaries may
fear that if they leave the SSDI or SSI programs because of work,
they will have a difficult time obtaining reinstatement of SSDI or
SSI benefits.

Given the number of work incentives that allow beneficiaries to
return to benefit payment status, such as the incentives under cur-
rent law or expedited reinstatement under both SSDI and SSI, are
these well-founded fears, or are they based on beneficiaries’ limited
knowledge of these work incentives? What is SSA doing to provide
better information to these beneficiaries? Ms. Suter, and then Dr.
Stapleton.

Ms. SUTER. I do think that that fear is out there. As you men-
tioned, we do have the expedited reinstatement process. In one of
our messages out to beneficiaries, our local work incentive semi-
nars, we talk about expedited reinstatement.

So we let people know about that and get the word out. I think
the idea that you do not have to reapply and that you can try going
to work and not be penalized for that, I think is an extremely im-
portant message to get out there.

Senator SALAZAR. Dr. Stapleton?

Dr. STAPLETON. I do not have specific expertise on expedited re-
instatement and that specific fear. I do know that there is a very
high level of distrust among beneficiaries about anything that So-
cial Security does that tries to support them in going back to work.

I think that has been a big issue for Ticket to Work. People get
these Tickets in the mail and they think SSA is trying to get them
off the rolls, and they do not want to have anything to do with it.
I think uncertainty about what the government is going to do and
how things are going to change is a really big problem.

Senator SALAZAR. Thank you.

Senator Bunning?

Senator BUNNING. Yes. This goes to the heart of the problem, be-
cause I sincerely believe that there is a mistrust with the disabled
community that Social Security is trying to help them, other than
give them paid benefits.

Could it be that the disabled beneficiaries do not use the Ticket
to Work to go back to work because they are disabled? In other
words, is it better for me to stay off that and just collect rather
than try to go back to work and succeed? Because there are so
many built-in safeguards in Ticket to Work that the beneficiaries
should not be frightful, at least for 3 years, because there is protec-
tion out there for 3 years in this bill, or in the current law.

I would like to get, Dr. Stapleton, your opinion of that, too. Ac-
cording to what you just said, you think that they mistrust the So-
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cial Security system so much so that they think that the Ticket is
a bad deal.

Dr. STAPLETON. I think that may be too strong a way to put it.
But think about Jim’s case for a minute. He did not know a lot
about the Ticket when he found out about it, and I do not think
he got very good advice.

But it sounded to me from his testimony that his biggest issue
was the Medicaid. He could not afford to lose his Medicaid. To use
the Ticket most productively requires you to earn enough so that
you do get off the rolls. Well, if he got off the rolls he would lose
his Medicaid.

Senator BUNNING. But he would get it back if he fell off the abil-
ity to work. We find out that people do fall off the ability to con-
tinue working over a long period of time.

Dr. STAPLETON. Well, maybe you should ask Jim to speak to
that. My guess is, his expenses for the assistance that he gets from
Medicaid would just overwhelm his earnings and just make it not
worthwhile.

Senator BUNNING. Jim, is that true?

Mr. BROWN. Yes, it is. My expenses are somewhere between
$20,000 to $30,000, even closer to $30,000 when I include things
like transportation, those kinds of costs. It is just so much that I
cannot do it on a full-time job.

Senator BUNNING. Well, then maybe one of the solutions, legisla-
tive solutions, is that you would not lose Medicaid, that you would
continue to get Medicaid even if you were working and earning.

That is one of the things that we may have to look at, because
we think it is important, not only for you personally in your per-
sonal self-worth, the fact that you want to contribute and that you
can contribute, that maybe Medicaid should not be even in the
equation. We could take a real look at that law the way it is writ-
ten presently and make sure that Medicaid never falls out. Would
that make a difference?

Mr. BROWN. It would. I had wondered about that even before I
heard about the Medicaid buy-in, why we could not use that, even
if we paid as much as a normal insurance policy and we are still
covered by that for the personal care and some of the adaptive
equipment that we have to have to be able to live our daily lives.

Then we could go to work and have that and be paying into that,
and be paying taxes. We would also be healthier and all that, with
the mental aspects of working and the pride that goes along with
that. That would be wonderful.

Senator BUNNING. Mr. Jensen, this is the last question I will ask.
You talked about Medicaid buy-in extensively in your testimony
and said that about 75,000 individuals are currently participating
in the program. Can you give us a sense of who these people are?
How critical is the buy-in program in getting them back to work?

Mr. JENSEN. In the surveys that have been done by the States
that had Medicaid buy-in programs, when I evaluate the program,
it has certainly showed up as saying, I could not work unless I had
the Medicaid buy-in program. So I think that this has been a very
important element of the work incentive. As I indicated, there are
38 States that have it.
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It turns out that I will be working with the State of Montana,
one of the 13 jurisdictions that does not have a buy-in program,
and I imagine I will see Jim again out in Montana as we work on
that.

So I think there are a number of people in the buy-in who have
certainly increased their earnings, they have more disposable in-
come, but they are also afraid of going over that SGA limit as far
as that is concerned. So, if you do not have to spend down—dJim
talked about in his testimony that, in order to get Medicaid, he had
to spend down to, now, $550 under the medically needy program.
If he did not have to do that, and even if he kept below the SGA,
he would have a lot more disposable income.

So I think that it has been an important step to provide the con-
tinued Medicaid for people on SSDI who cannot now receive it, be-
cause there is not the kind of work incentive we have on the SSI
side that Congress put in place.

So I would say that it is successful. There are still people who
fear going over the SGA, but there are a number of people—I think
before you came in I talked about the phone call from the gen-
tleman in Utah who has decided to stay on buy-in and leave his
SSDI. So that has been what he has needed. But that is not going
to be for a high percentage, but it certainly is for some of them.

Most States in the Medicaid buy-in have a higher asset test. It
is now $2,000 for SSI. Almost all the States, in the discretion by
the State legislatures, have said we need to have that higher and
allow people to accumulate some resources. So, I think that is the
other step.

It is proving also that that is not a budget buster, to have a high-
er resources test in those programs. Here again, it was $1,500 in
1974; now, 33 years later, it is $2,000. That $500 increase was
made over a 5-year period in the middle of the 1980s. It is time
to make some changes on that as a work incentive, too.

Senator BUNNING. Thank you, Mr. Chairman.

Senator SALAZAR. Thank you very much, Senator Bunning.

As you can tell, this is a very important issue for this committee.
It is an important issue for both Senator Baucus and Senator
Grassley, Senator Bunning, Senator Snowe, all the members of this
committee.

We have a vote that is coming up in a few minutes, so we are
going to adjourn the hearing. There are a number of other ques-
tions that we have of you, so what we will do is, we will send you
those questions. If you would respond to those questions, we would
appreciate it so they could be made a part of the record.

[The questions appear in the appendix.]

Senator SALAZAR. As I said earlier, your written submissions
here today will be made a part of the record. Ms. Suter, Mr. Brown,
Mr. Jensen, Dr. Stapleton, we thank you very much for your testi-
mony today. We thank you for helping us try to fix this problem
that faces us with Social Security and people with disabilities.

The hearing is adjourned.

[Whereupon, at 11:36 a.m., the hearing was concluded.]
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Mr. Chairman and members of the Finance Committee, over 200 years ago Thomas
Jefferson wrote of our inalienable rights, that of life, liberty, and the pursuit of happiness. At the
time, the right to the pursuit of happiness did not include blacks, the Native Americans, or
women. It did not and still does not include the disabled. I will discuss this pursuit of happiness,
how the disabled are excluded, and changes necessary to include us in that right.

The pursuit of happiness may mean great wealth, nice cars and big houses. It may be
power and prestige, being a mover and shaker in the business world. To many it may simply be
enough to get by on in a house with a white picket fence, a swing set in the backyard for their
kids and grandkids as they grow old together with the love of their life. Whatever the vision, the
vast majority of the disabled are left out.

I found this out after I broke my neck on a trip to Hungary. With no insurance, and
mounting medical bills, I had to turn to government assistance for help. Ihad to sell the cows I
had invested in since a young boy to become eligible for Medicaid. The Medicare I'd paid taxes
for wouldn't require such sacrifice but wouldn't help for two years either.

) When I tried going back to work I found my right to the pursuit of happiness was gone.
I wanted the prestige of working a full-time job and modern technology makes that a possibility
but found if I make more than $900/month, according to Social Security, I am no longer
considered disabled. Regardless how much I make my hands and legs won't work and I'll have
disability related expenses. Over the course of a lifetime personal care, adaptive equipment and
wheelchair related expenses for a disabled person can total well over $1 million more than an
able-bodied person faces.

I wanted to work and make my own money, not wanting to be a beggar or a burden on
others. I’d gladly have given up my $600 Social Security check but I was told I had to stay
eligible in order to.get Medicaid assistance for the personal care and other expenses Medicare
doesn't cover. I got a part-time job but was disheartened to learn I had to give all my earnings
over $540 a month to Medicaid as a spend-down to retain eligibility. I loved my job working
with the kids though, so I kept at it.

I was even more disheartened later, when I learned I would have been better off if I had
never worked and paid into Social Security since I would be eligible for SSI instead of SSDI.
Under SSI T would be allowed to make more money, cuts to financial assistance would be
gradual, and I wouldn't have a spend-down for Medicaid assistance.

(27)
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I face these basic choices; either I don't work and just let the government take care of me
through SSDI payments, Medicaid, housing assistance and food stamps, I work part-time and
give my paycheck to the government, or I have to somehow find a job with a $50,000 starting
salary so I can pay my own way. The first two options are discouraging and the last unrealistic.

There needs to be a fourth option. It needs to be realized that a disability is a physical or
mental condition, not an economic condition. I realize the programs are designed to discourage
people from getting on them, but they do more to discourage those who truly need the help. We
need programs that will bridge the gap between the part-time job and the $50,000 a year job,
covering the extra 20-30,000 dollar yearly disability related expenses until we are promoted
enough that we are finally able to pay our own expenses. The entire system would be better if
we were at least working to help pay for it.

Honorable Senators, in Jefferson's day the disabled rarely lived and if they did, were shut
away in homes and forgotten. Now, 21st-century technology keeps us alive and healthy, we live
independently and can get out into the community. We should not have to stay home and stifle
our abilities just because something in our brains or bodies doesn't work right and we need an
extra hand.

Policies must be upgraded so we can truly live, live with hope and dignity, enjoying the
right to the pursuit of happiness. Honorable Senators, I urge you to leave a legacy. Help change
the policies so we also get access to that last inalienable right.

Thank you for the opportunity to speak with you on behalf of disabled people
everywhere. I’ll be happy to entertain any questions.
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Addendum

Chairman Baucus and honorable members of the finance committee, I am honored at the
responsibility of representing the disabled at this hearing. I am glad we have the opportunity of
presenting our case to you and hope we can rectify the situation very soon so that we also can
access the American dream. I will share my story.

BARRIERS I FACED
* I'would not be covered by Medicare for two years after my disability

¢ The only option for assistance was Medicaid
o Thad to sell my cows and pay the money to the hospital because I couldn't have
over $2000 in assets
o Ilost the only way I could see of regaining financial independence

¢ Following are disincentives and frustrations I faced when going back to work
o Low SGA (Substantial Gainful Activity) amount
O IfI make over $900 a month I lose Social Security benefits and with that,
1 was told, my Medicaid eligibility
Medicaid spend-down
O Any income over $540 per month has to go to Medicaid
U Income is based on gross income, not net income
Medicare didn't have such strict rules, but didn't pay personal care expenses
Private insurance through work would not pay personal care expenses
o Subsidized housing costs
0 Also based on 1/3 of gross income
O There is no upper limit equal to current market value

o]

o 0

o Ineeded purpose and saw that kids were fascinated by me, while adults seemed awkward
and afraid
o To intervene, I started volunteering at Head Start
o I worked part time in an after-school program

o I 'was offered a promotion to three-quarter time

o I could get no definite answers from Social Security and Medicaid as to how my
benefits would be affected

o Itook the job and reported it

o My Medicaid caseworker advised me to pay spend-down of $500 rather than
actual expenses of over $2000.

o Subsidized rent increased

o Imade no extra money but I loved the extra purpose and responsibility

o Three years later I was charged with a Social Security overpayment and ordered to repay
$4750... within 30 days please

¢ I appealed but it was denied
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1 was informed about IRWE's (Impairment Related Work Expenses) and Trial Work
Period at a Ticket to Work seminar

o 1had unknowingly used my trial work period when it was $200 per month

o 1 was told my Medicaid spend down was an IRWE and to submit proof of

payment

e Later, a different agent at Social Security ruled that the spend-down was not an IRWE
because it paid for Medicaid, not "direct” medical expenses.
o Tappealed until I was upheld

Since then, fearful of facing another Social Security overpayment, or otherwise
jeopardizing my personal well-being, I have only worked part time and volunteered with
Head Start, Eagle Mount, Reading Rocks and the 2006 political campaign to fill my extra
time with meaningful activity

¢ Ihave learned I would have been better off if I had never worked and paid into the Social
Security system
o I'would be eligible for SSI rather than SSDI

1 Icould make more money without being penalized

0 Social Security payments would be cut back gradually rather than the all
or nothing of SSDI

0 T would have no spend-down for Medicaid coverage so would not be
limited to $540 per month

OTHER BARRIERS
Cost of adaptive equipment
o Many disabled cannot work without adapted devices to reach, grasp or speak, and
cannot afford the technology without assistance
Marriage Penalties
o If we marry, we may lose eligibility for Medicaid assistance
01 Hope for marriage and supporting a family is a major reason for returning
to the workplace.

RECOMMENDATIONS
e Raise SGA amount
o Amounts are so low we have to stifle our abilities and only work part time so we
are eligible for assistance with medical costs
0 These costs can amount to over $1 million in the course of a lifetime
o It forces us to remain on food stamps and in government subsidized housing to be
able to make ends meet
o BENEFIT: If we could make more money we can also spend more and help the
economy
s Allow us to work and maintain health benefits (make a bridge from part-time, to full-time
employment, to self-sufficiency)
o BENEFIT: If we work we have purpose and are happier and healthier, thus
decreasing medical expenses
o BENEFIT: We have to have the extra assistance so should at least be allowed to
help pay for it
o BENEFIT: As we move to self-sufficiency we get private insurance and use less
assistance from Medicaid
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Statement for Senator Bunning
Finance Hearing
June 21, 2007
“Barriers to Work for Individuals Receiving
Secial Security Disability Benefits”

Mr. Chairman, thank you for holding this important hearing today.

Helping and encouraging disabled Americans to re-enter the workforce has long
been an area of interest of mine. In fact, I introduced legislation in the House of
Representatives back in 1998 to create the Ticket to Work program. Although my bill
passed the House that year, it didn’t get through the Senate. The next year, I worked as a
newly elected Senator to finally get the Ticket to Work bill passed and signed into law.

1 thought at the time that we were finally going to be able to help people receiving
disability benefits who wanted to go back to work to be able to do so. At the same time,
we would also be helping the Social Security trust funds by reducing the number of
people who were relying on them.

However, I think it is safe to say that the Ticket to Work program hasn’t been a
success. As for December 2006, there were approximately 49 million people on Social
Security. Of these, about 812,000 resided in Kentucky. About 6.8 million Social
Security beneficiaries are disabled workers, with about 167,000 living in my state of
Kentucky.

According to Social Security, approximately 10.2 million people have been issued
tickets under the Ticket to Work Program. However, only 171,000 tickets of them have
actually been used by beneficiaries.

For a program that was supposed to encourage disabled workers to go back to
work, this is a dismal take-up rate. I hope our witnesses can provide suggestions to us
about ways we can improve the Ticket to Work program.

I firmly believe that many Americans currently receiving disability benefits would
like to work, earn an income and provide for themselves and their families. However, as
we will hear from our witnesses, this isn’t an easy process, and many people feel they
cannot risk loosing their health or other benefits to make this change.

The witness from Montana explains the difficult decisions he has had to make to
remain eligible for Medicaid. He does this by curtailing his work activity. To me, this
system just doesn’t make sense, and there has to be a better way.

I want to thank our witnesses for being here today, and I look forward to their
testimony.
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ALLEN JENSEN, DIRECTOR, THE WORK INCENTIVES PROJECT,
CENTER FOR HEALTH SERVICES RESEARCH AND POLICY,
THE GEORGE WASHINGTON UNIVERSITY

ON BEHALF OF HIMSELF AND

ROBERT “BOBBY” SILVERSTEIN, DIRECTOR CENTER FOR THE STUDY
AND ADVANCEMENT OF DISABILITY POLICY, AND PRINCIPAL IN THE
LAW FIRM OF POWERS, PYLES, SUTTER, AND VERVILLE, P.C.

BEFORE THE UNITED STATES SENATE
COMMITTEE ON FINANCE

JUNE 21, 2007

BALANCING PUBLIC POLICIES THAT FACILITATE WORK AND THOSE
THAT ENSURE A FAIR AND DECENT LEVEL OF INCOME SUPPORT
DURING PERIODS OF WORK INCAPACITY

BACKGROUND

Good morning. My name is Allen Jensen, director of the Work Incentives Project, Center
for Health Services Research and Policy, The George Washington University. Thank you
for the opportunity to present testimony today regarding our Nation’s disability, health
and employment-related programs. These include the Supplemental Security Income
(SSI), Social Security Disability Insurance (SSDI),! Medicaid (including the Medicaid
Buy-In Program), Section 1619 of the Social Security Act, Medicare, Ticket to Work,
vocational rehabilitation, workforce investment, and our civil rights laws, including the
Americans with Disabilities Act.

Over the past 40 years at the state and national level in a variety of positions, I have been
involved in program and policy development related to social security income assistance,

! Title Il of the Social Security Act establishes the SSDI program. SSD! is a program of federal
disability insurance benefits for workers who have contributed to the Social Security Trust Funds
and became disabled or blind before retirement age. Disabled widows and widowers of insured
workers are eligible for disability benefits. in addition, dependent children of fully insured workers
(often referred to as the primary beneficiary) also are eligible for disability benefits upon the
refirement, disability, or death of the primary beneficiary. Section 202 (d) of the Social Security
Act also establishes the Childhood Disability Benefits program, which authorizes disability
insurance payments to surviving adult children of retired, deceased, or workers with disabilities
who are eligible to receive Social Security benefits, if the child has a permanent disability
originating before age 22. Hereinafter in this testimony, the term “SSDI” refers to all programs that
provide benefit payments made fo individuals on the basis of disability under Title Il of the Social
Security Act and the Childhood Disability Benefits program shall be referred to as Disabled Adult
Children Program and the beneficiaries of such program shall be referred to as DACs.
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social services, employment and health care policy. Currently I am involved in
university-based research for federal agencies and private foundations and utilizing the
findings of that research to provide technical assistance to state officials, and state
disability advocacy coalitions.

For the past decade, I have conducted much of my research in partnership with Robert
“Bobby” Silverstein, Director of the Center for the Study and Advancement of Disability
Policy and principal in the law firm of Powers, Pyles, Sutter, & Verville, PC.

Our work involves trying to determine how to provide the proper balance between
policies that facilitate work and those that ensure a fair and decent level of income
support during periods of work incapacity.2

To place our research in context, a brief summary of participation in the income support
and health care programs may be helpful. In December 2004, 9.8 million adults ages 18 ~
64 received benefits from the Social Security Administration (SSA) on the basis of
disability. There were 2.9 million who received only SSI; 5.8 million who received only
SSDI and 1.2 million who received both SSDI and SSI. Over 330,000 SSI beneficiaries
have earnings in any month and over 75,000 of those are in a non-payment status (i.e.,
they did not receive cash payments under SSI)) because of their earnings and the use of
the SSI/Medicaid work incentives. Appendix A includes a table that illustrates this
information and also the range of options states have in determining Medicaid eligibility
for SSI and SSDI beneficiaries.

An option provided to states fitst in the Balanced Budget Act of 1997 and also in the
Ticket to Work and Work Incentives Improvement Act of 1999 was the authority to
develop and implement Medicaid Buy-In programs which are intended to reduce work
disincentives by allowing persons with disabilities to work and remain eligible for
Medicaid. The primary participants are persons receiving SSDI. Over the past ten years,
38 states have developed and implemented Medicaid Buy-In programs and over 75,000
individuals are currently participating.

Five years after the Federal Medicaid Buy-In program was first authorized, my colleague
Bobby Silverstein and I, along with Donna Folkemer of the National Conference of State
Legislatures (NCSL), conducted the first case studies of state Medicaid Buy-In programs.
This research project, which was supported by the Department of Health and Human
Services, developed a framework for state decision making and fiscal impact
development. That study and ongoing analysis since then of the state Medicaid Buy-In
programs serve as the bases for the provision of the technical assistance I continue to
provide to many states in developing Medicaid Buy-In programs.

I am currently providing assistance to Montana, Florida, Arkansas and with the District
of Columbia utilizing the experience and evaluations of the early implementation states,
like Towa, to help inform policy and administrative procedures in those and other states.

% For a select list of articles, papers and policy briefs prepared by Allen Jensen and Robert Silverstein, sce
Appendix D.
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Current information on the characteristics of state Medicaid Buy-In programs can be
found at www.medicaidbuyin.org.

PREMISES FOR POLICY RESEARCH

Our research regarding our nation’s disability, health, and employment-related programs
has been based on several premises.

1. Facilitate Achievement of the Goals of Disability Policy Stated in the ADA

Policy initiatives focusing on meeting the needs of persons with disabilities should be
assessed in terms of whether they facilitate achievement of the goals of disability policy
articulated in the Americans with Disabilities Act—

» Equal opportunity (including individualization, reasonable services and
supports, and integration into the community),
Full participation (including self-determination and informed choice),
Independent living, and
Economic self-sufficiency.

2. Recognize Interrelationships among SS1, SSDI, Medicaid and Medicare and
Other Programs Impacting Work and Barriers to Employment

It is not helpful to focus on a particular policy initiative as a silo in isolation from other
programs; rather we must recognize the interrelationships among programs. The SSI and
SSDI programs do not operate in isolation from each other, Medicaid and Medicare, or
from other federal and state programs. For example, a work disincentive under the SSDI
program, such as the so-called “cash cliff,” where a beneficiary loses eligibility if he or
she eamns more than a specified amount, has a dramatic adverse impact on the success of
other programs designed to increase work and earnings--such as the Medicaid Buy-In
program, the Ticket to Work program and the vocational rehabilitation program.

Under the Medicaid Buy-In program, adults with disabilities may work and be eligible
for Medicaid i.e., they can continue to be eligible for Medicaid even when their earnings
exceed the Substantial Gainful Activity test for eligibility for SSDI. The program is an
essential component of efforts to remove barriers to employment by persons with
significant disabilities. However, the Medicaid Buy-In program does not protect SSDI
beneficiaries from losing their cash benefits and surveys in many states indicate that fear
of total loss of SSDI is a remaining employment barrier. The Medicaid Buy-In program
is essential but without other needed policy changes and program initiatives is not
sufficient to remove the major remaining barriers to employment.

3. Consider Fiscal Impact of Removing Employment Barriers

In assessing policy options/alternatives, cost implications should be considered. In terms
of disability, health care, and employment-related programs, policy-related research
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should strive to include policy recommendations that enhance the potential for net long-
term savings over the working life of persons with a significant disabilities by enabling
them to increase their work effort and earnings.

4, Reflect Insight from Persons with Disabilities and other Stakeholders

As articulated earlier in our testimony, a key goal of disability policy is the policy of full
participation—people with disabilities must be involved in decisions affecting their lives,
including the policymaking process. Thus, lessons leamned from researching existing
programs must reflect insight derived from stakeholders, particularly persons with
disabilities.

OVERVIEW OF PRESENTATION

Today, we would like to share with you the major lessons we have learned in the course
of conducting our research.

*  First, we will share key realities that provide a foundation for many of our
conclusions and recommendations. These realities include the fact that:

o SSIand SSDI are programs of last resort.

o There is significant overlap of beneficiaries receiving cash benefits under the SSI
and SSDI programs.

o The ability to work over time varies considerably for individual beneficiaries.

o Most beneficiaries are unable to sustain significant work although a significant
minority can, if provided security and supports.

o Tangible and intangible factors make it impossible to identify which individual
beneficiaries will be able to sustain work.

¢ Second we will identify three overarching themes that provide a framework for
guiding policy development in this area. These themes are:

o Security--beneficiaries are more likely to risk working with the assurance that
benefits will resume if work efforts fail or successes are intermittent because of
one’s disability.

o Simplicity——beneficiaries are more likely to risk working if and when they have
sufficient information to make informed choices about the impact of their
decision on the availability of cash and health benefits.

o Sustainability—SSA and state-level infrastructures have the capacity to provide
assistance and guidance to beneficiaries regarding decisions to risk working
through the provision of adequate and accurate information and services.

o Third, we will identify key policies that we believe will facilitate increased work and
earnings for those beneficiaries capable of doing so. The key policies include:
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Security and Simplicity:

o Continued attachment to programs in non-benefit status as long as the disability
continues.

o Gradual reduction in benefits as earnings increase instead of cash cliff.

o Allow for increased savings.

o Comparability between the SSI and SSDI work incentives.

Sustainability:

o Capacity of SSA to administer work incentives and provide timely and accurate
adjustment of benefits.

o State and local systems change initiatives that support infrastructure
development, work incentive counseling, and services.

T would like to point out to the Committee that my colleague Bobby Silverstein and I
have developed a comprehensive proposal to address the SSDI cash cliff and other policy
barriers in SSI, Medicaid and Medicare. The proposal can be found in a paper entitled,
“Gradual Reduction Choice Option and Related Policy Proposals” (December 2005). In
addition, we prepared an accompanying memorandum entitled, “4 Framework for
Preparing Cost Estimates for SSDI $1 for $2 Gradual Reduction Demonstration
Proposals.” (December 2005). The documents can be found in the SSI and SSDI section
of the web site www.disabilitypolicycenter.org. A summary explanation of the specific
components of our proposal is found in Appendix B of this testimony.

KEY REALITIES

We have identified six realities/assumptions that provide a foundation for our policy
conclusions and recommendations on how to provide the proper balance between policies
that facilitate work and those that ensure a fair and decent level of income support during
periods of work incapacity:

SSDI and SSI programs are programs of last resort.
There is an increased overlap between populations served by SSI and SSDI
programs.

e There are significant variations in work and earnings for individual
beneficiary’s overtime.
Most beneficiaries are unable to sustain significant work effort and earnings.
A significant minority of beneficiaries will choose to increase work effort
under certain circumstances.

¢ The presence of tangible and intangible factors makes it impossible for
policymakers to identify ahead of time which beneficiaries will choose work.
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1. SSI AND SSDI are programs of last resort.

We reviewed the Report of the Disability Policy Panel of the National Academy of Social
Insurance entitled Balancing Security and Opportunity: The Challenges of Disability
Income Policy. (1996). We agree with a series of overarching conclusions reached by the
Panel of Experts that:

o The SSDI and SSI beneficiary populations include those with the most
significant disabilities impacting work;
SSIand SSDI are programs of last resort;
The strict and frugal design of the SSI and SSDI programs makes remaining at
work preferable to benefits for those able to work;
SSDI benefits are modest in relationship to workers prior earnings; and
Benefits offer an essential form of economic security for persons with
disabilities with limited capacity to earn.

Overall, less than 55 percent of those who apply for disability benefits under the Social
Security Act were allowed in FY 2002. Further proof of the strictness of the definition of
disability is the fact that among denied applicants, 58 percent were not working and over
two-thirds of those not working said they had been out of work for three years and over
three-fourths said they were unable to work because of poor health.?

2. There is an increased overlap between populations served by SSI AND SSDI
programs.

The increasing role of the SSDI program in providing assistance to younger
disabled workers and disabled adult children, in addition to assisting older near-
retirement disabled workers has blurred the differences between the SSDI and SSI
programs,

Approximately 30 percent of SSI beneficiaries between the ages of 18-65 (1.2 million)
are also eligible for SSDI benefits. Some of these beneficiaries are concurrently eligible
because of SSI state supplementation. More specifically, even though their SSDI benefit
is in excess of the federal SSI benefit standard plus the $20 disregard, in states with SSI
supplementation they still receive an SSI payment. In addition, nearly two-thirds of the
Section 1619(b) SSI/Medicaid work incentive program participants are concurrent
SSI/SSDI beneficiaries.*

3. There is a significant variation in work and earnings for individual beneficiaries
over time.

The ability to work, work effort, and level of earnings varies significantly from
month to month and year to year for many individual SSI and SSDI beneficiaries.

3 Committee on Ways and Means, U.S. House of Representatives, OVERVIEW OF ENTITLEMENT
PROGRAMS, THE 2004 GREEN BOOK at 1-28.
4 Social Security Administration. Annual Statistical Supplement, 2004, Table 7D 1.
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According to the General Accountability Office (GAO), of working SSDI beneficiaries
with earnings above the Substantial Gainful Activity (SGA), which currently is at $900
for disabled beneficiaries, in a given year, nearly one-half experience an eventual
reduction in earnings in subsequent years. For example, of beneficiaries in 1985 who
earned between 75 and 100 percent of the annualized SGA level, 47 percent had no
earnings by 1989 while earnings of another 26 percent had fallen to between 1 and 74
percent of the annualized SGA level ®

According to SSA staff, nearly one-half of SSI beneficiaries receiving wages in one year
stop working in the subsequent year. More specifically, 51 percent of blind or disabled
adults had no wages in a year following a yea.r of reported wages and 35 percent had
maximum variation of more than 50 percent.® They also report that during a 15 year
period only half of those employed in one year had earnings in each of the succeeding
three years.”

This reality is important because it lays the foundation for the policy objective described
at the end of our testimony to provide continued attachment to the SSDI and SSI
programs when earnings reduce benefits to zero (as long as the impairment continues) in
order to reduce risk and uncertainty which are major barriers to work.

4. Most beneficiaries are unable to sustain significant work effort and earnings.

Most persons receiving SSI, SSDI or concurrent beneficiaries (i.e., beneficiaries
receiving both SSI and SSDI benefits) are unable to sustain work above SGA for a
significant period of time.

According to SSA staff in a 2003/2004 report, utilizing SIPP data matched to SSA
admmxstratlve records, only 22 percent of SSDI beneficiaries worked at some time during
1999.% According to a 2002 GAO report, from 1985-1997 on average, only about 7.4
percent of SSDI beneficiaries who worked (comprising about 1% of the total SSDI
caseload) had annual earnings between 75 and 100 percent of the annualized SGA level.
In 1995, about 58 percent of SSDI beneficiaries who worked earned no more than 50
percent of the annualized SGA level

Using data from SSA relating to work experience of SSI recipients, (SSI Disabled
Recipients Who Work, 2004 (July 2005)), only 4.8 percent of SSI recipients (all ages)

* U.S. Government Accountability Office. SS4 Disability-SGA Levels Appear to Affect the Work Behavior
of Relatively Few Beneficiaries, But More Data Needed, GAO-02-224 (January 2002) at 2, 15, 16.

¢ Balkus, Richard, and Wilschke, Susan. Annual Wage Trends for Supplemental Security Income Social
Security Recipients in Social Security Bulletin, Vol. 65, No. 2, 2003-2004 at 51-52.
"1d. at 51-53,
# Martin, Teran and Davies, Paul S. “Changes in the Demographic and Economic Characteristics of SSI
and DI Bengficiaries Between 1984 and 1999” in Annual Wage Trends for Supplemental Security Income
Rec!ptents Social Security Bulletin, Volume 65, No. 2, 2003/2004 at 9.

? U.S. Government Accountability Office. SGA Levels Appear to Affect the Work Behavior of Relatively
Few Beneficiaries, But More Data Needed, GAO-02-224 (January 2002) at 9.
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worked in 1983, 6.4 percent in 1999, and 5.6 percent in December 2004. In December
2004, the percent of SSI recipients that worked was 7.8 percent. Of the SSI recipients (all
ages) that worked, 59.3 percent earned less than $400 per month and 86 percent earned
less than $1,000 per month.

Survey data from several Medicaid Buy-In programs is consistent with the GAO and
SSA findings. For example, in Iowa, the Buy-In participants not working or that didn’t
want to work more (61% of participants) were asked to evaluate a number of statements
and choose those that fit as to “agree”or “strongly agree,” 63.2 percent reported that their
health has gotten worse for reasons unrelated to working and 30.6 percent reported that
working has caused their health to get worse. 19 1n Minnesota, 48 percent (physical health
problems) and 30 percent (mental health problems) reported that health issues prevented
them from working some time during the past year.

We believe this reality provides insight into the possible impact of a policy change.
Policymakers should be wary of making any change to current law that imposes a work
mandate on all beneficiaries when in fact most beneficiaries are unable to sustain work
above SGA for a significant period of time. The current purpose of SSDI as a partial
wage replacement program is appropriate and the current structure (Trial Work Period
(TWP), Extended Period of Eligibility (EPE), cash cliff, and expedited reinstatement)
meets the needs of most beneficiaries.

It is also important that our public policy encourage beneficiaries to work, reflect high
expectations regarding the potential for work, and provide necessary services and
supports, and protections. As we have stated in our introductory remarks, we should
strive for a balance between the policies that facilitate work and those that ensure a fair
and decent level of income support during periods of work incapacity.

5. A significant minority of beneficiaries will choose to increase work effort under
certain circumstances.

A significant minority of SSI and SSDI beneficiaries will choose to work above SGA
for a sustained period of time (over a beneficiary’s lifetime) if public programs
provide: appropriate information to make informed choices; sufficient incentives
that are simple to understand; and provide for security when exacerbations of one’s
condition occur; necessary long-term services and supports; and protections.

Using data from SSA, (SSI Disabled Recipients Who Work, 2004 (July 2005)), of the
limited number and percentage of $S1 recipients that work (5.6% of all SSI recipients and

1° Yowa: Medicaid for Employed People with Disabilities: A Client Profile and Program Evaluation. Iowa
Department of Human Services (March 11, 2005), Figure 6-10, at 47.

' Minnesota: How MA-EPD Does the Job-Survey of Minnesotans Enrolled in the Medical Assistance for
Employed Persons with Disabilities Program. Minnesota Department of Human Services (August 2004),
page 78 and questions A41 and A42. The full report is at
hitp://www.dhs.state.mn.us/main/group/disabilities/documents/pub/dhs_id_029455.pdf. Utah: Self
Reported Experiences of Individuals with Disabilities Involved in the Utah Medicaid Work Incentives
Program.
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7.8% of SSI recipients aged 18-64), there are significant numbers and percentages of
persons on SSI with earnings and resulting reduced levels of benefits. For example, of all
SSI recipients that worked, 40.7% earned more than $400 per month and 14% earned
more than $1,000 per month.

Using the same data from SSA (SSI Disabled Recipients Who Work, 2004 (July 2005)),
there has been a gradual but significant increase in the use of the Section 1619 work
incentives by SSI beneficiaries since its inception in 1981 when it was a temporary
program, (The program was permanently authorized as an entitlement, effective July 1,
1987.) In December 1988, 35,545 beneficiaries utilized the Section 1619 work incentives.
By 1993, there had been an increase to 55,327 and by 2004 the number had increased to
90,796. In short, during the 15 year period between 1988 and 2004, the program
experienced nearly a 150% increase in participation.

The experience under the Medicaid Buy-In programs may also shed some light on the
increased interest by SSDI beneficiaries (the primary participants in the Buy-In
programs) in working when certain barriers to work (e.g., concern about loss of health
care) are addressed. There has been a gradual but significant increase in enroliment in
Medicaid Buy-In programs since their inception. In a survey of Vermont Medicaid Buy-
In participants, 80% indicated that the Medicaid Buy-in program was very important in
enabling them to keep working.'? In Kansas, 61% of survey respondents indicated that
their level of independence has increased since enrolling and 59% said their financial
status has improved since enrolling.”® In Minnesota, 72% of participants said that they
would not be able to work without the Medicaid Buy-In program. 92% of participants in
the Medicaid Buy-In program reported that working improved their quality of life."

In lowa, a recent survey of Medicaid Buy-In participants found that 40 percent of the
participants indicated that they would like to increase the amount they are working over
the next 12 months."® In Wisconsin, one-third of the participants reported that they
wanted to work more hours.'®

12 Vermont: Survey of Enrollees in the Medicaid for Working People with Disabilities Program, Prepared
for the State of Vermont Department of Aging and Disabililties, October 2003 at 11. Full report available at
http://www.dad state.vt.us/dvr/vocrehab/vwii/sS_reports htm#mbirpts

'3 Kansas: Satisfaction Survey of Medicaid Buy-In Participants, Reported in Policy Brief # Six, November
2004, University of Kansas Medicaid Infrastructure Change Evaluation Project at 1.
http://www.workinghealthy.org/WHpolicybrierno6.pdf.

" Minnesota: How MA-EPD Does the Job-Survey of Minnesotans Enrolled in the Medical Assistance for
Employed Persons with Disabilities Program. Minnesota Department of Human Services (August 2004), at
82, Question A54 at 2. The full report is at
http://www.dhs.state.mn.us/main/group/disabilities/documents/pub/dhs_id_ 029455 pdf.

5 fowa: Medicaid for Employed People with Disabilities: 4 Client Profile and Program Evaluation. Iowa
Department of Human Services (March 11, 2005), Figure 6-10, at 45. The full report is available at
http://www.dhs.state.ia.us/dhs2005/dhs _homepage/docs/MEPD-04_report-master.pdf.

' Wisconsin: Medicaid Purchase Plan Evaluation Annual Report, December 2003. Submitted to the
Wisconsin Department of Health and Family Services by APS Healthcare, Inc. The full report is available

at htp://dhfs. wisconsin.gov/Wipathways/pdff MAPP AnnualRepor12003.pdf.
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States’ Medicaid Buy-In programs have enabled a significant number of SSDI
beneficiaries to work and have Medicaid without having to spend down their income
under Medically Needy eligibility criteria. The rate of participation in the Medicaid Buy-
In programs by SSDI disabled workers, disabled adult children and disabled widows(ers)
is estimated to be as high as ten percent in Minnesota, a state with few restrictions (e.g.,
no unearned income limits or high cost shares)."”

It is not possible to know the precise percent of beneficiaries that would choose to sustain
work above SGA for a significant period of time. However, we can use experiences under
existing programs, including SSI and Section 1619, to obtain estimates.’® And current
experience indicates that the numbers are sufficient to warrant an effort to encourage
work.

This reality is important because it lays the foundation for the option of continuing
eligibility when earnings exceed SGA and the concept of continued attachment as a form
of ongoing support for beneficiaries who work.

6. Tangible and intangible factors make it impossible to identify in advance
particular beneficiaries who will be able to sustain work.

Because of a variety of factors, including tangible and intangible variables
impacting the heterogencous population of beneficiaries, it is difficult, if not
impossible, for policymakers and program administrators to determine/predict
which particular beneficiaries (based on predetermined criteria) will be able to
work above SGA for a sustained period.

Set out below are a series of tangible variables impacting work activities of the
heterogeneous population of SSDI beneficiaries:

1. The impact of type and severity of disability, age, time of onset of disability (i.c.,
birth, during teens, after years of employment).

2. The impact of level of skills, education, experience and work previously
performed,

3. The state in which the individual resides."

17 See e.g., Jensen, Allen; Silverstein, Robert; Folkemer, Donna; Shaw, Tara. Policy Frameworks for
Designing Medicaid Buy-In Programs and Related State Work Incentive Initiatives, Table 8. Prepared for
the U.S. Department of Health and Human Services. The full report is located at
http://www.aspe.hhs.gov/daltcp/projects. htm#GWUS.

'® For a comprehensive analysis of how SSI and Section 1619 data and Medicaid Buy-In data should be
used to project the numbers of SSDI beneficiaries that may increase their earnings if a SSDI $1 for $2
policy were to be adopted, see Jensen and Silverstein “4 Framework for Preparing Cost Estimates for SSDI
31 for 32 Gradual Reduction Demonstration Proposals.” (December 14, 2005).5ee

www.disabilitypolicycenter.org.

% A review of SSA and SSI Work Incentives File and Revised Management Information Counts System
(REMICS) data indicates significant variation among the states in the number of SSI beneficiaries who
work and the level of earnings. See Table in Appendix 2. In addition, the recent report by Mathematica
“Explaining Enrollment Trends and Participation Characteristics of the Medicaid Buy-In Program, 2002-



@

42

The strength of the state and local economy and job market.

The level of need for and availability of ongoing acute health care and long-term
health-related and employment-related services and supports (including
transportation and housing) to sustain their jobs.

Set out below are a series of intangible variables impacting work activities by the
heterogeneous population of SSDI beneficiaries:

Information—What level of confidence and trust does the individual have that
he/she understands the consequences of options related to the impact of working?

Economics ~Does the individual believe he/she will be better off economically if
he/she works, increases work effort, or changes the nature of his/her employment?

Independence — What level of importance does the individual place on being
financially independent through earnings and ability to accumulate resources from
working?

Values — What personal value does the individual place on working?

Personal Self-Confidence and Self-Perception —What level of self-confidence
does the individual have related to his/her ability to work in general as well as
ability to work at the job available and to sustain a work effort?

Coping with Stress— What ability does the individual have to cope with
physical and mental stress?

Risk-taking ~ What level of risk is the individual willing to incur related to
his/her ability to sustain a work effort and potential loss or reduction of
entitlement benefits if he/she works?

Expectations and Encouragement by Agencies, Providers and Employers-
What level of expectations and encouragement to work in competitive, integrated
settings is provided to the individual by agencies, service providers, and
employers?

Family support— What is the level of encouragement and support provided to
the individual by his/her family?

Informal Network of Support for Working — What is the level of
encouragement and support provided to the individual by friends, and
acquaintances?

2003” (January 14, 2005) indicates wide variation in participant earnings among the states with Medicaid
Buy-In programs.
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This reality is critical because it suggests that a “one size fits all” policy approach that
attempts to determine in advance which beneficiaries (already determined to be unable to
work) should be forced to work is inappropriate. To the contrary, these realities support a
policy based on choice by individual beneficiaries.

OVERARCHING THEMES PROVIDING A FRAMEWORK FOR SPECIFIC
POLICY RECOMMENDATIONS

We have identified three overarching themes that we believe provide a framework for
guiding the development of policy that strives for a balance between policies that
facilitate work and those that ensure a fair and decent level of income support during
periods of work incapacity. These themes are security, simplicity, and sustainability.

e SECURITY. In light of the realities described above, the decision by a
beneficiary to risk working must be rational—work must pay. It is essential
that the beneficiary has the security of knowing that benefits will resume if
work efforts fail or successes are intermittent because of one’s disability.

e SIMPLICITY. Disability and health care programs are complex. In the face
of complexity, taking the safe course of action (i.e., not risking work) is often
the wisest. We must strive to simplify our programs through policy changes
and/or through the provision of assistance to help navigate the system.

o SUSTAINABILITY. Our infrastructures at the federal and state levels must
have the capacity to support work incentive initiatives,

POLICY RECOMMENDATIONS BY NATIONAL COUNCIL ON DISABILITY
AND DISABILITY ADVOCACY ORGANIZATIONS

Before we discuss our policies recommendations in more detail, we would like to
recognize that the National Council on Disability and groups representing the disability
community have made a number of important policy recommendations for improving the
implementation of the disability benefit, health care, and employment-related programs.
We support the policy objectives of many of these recommendations, including those
described in summary form in Appendix C.

SPECIFIC POLICY RECOMMENDATIONS

SECURITY AND SIMPLICITY

Consistent with the themes of security and simplicity, we would like to focus on four key
policies:

o Continued attachment to programs in non-benefit status as long as the disability
continues;
o Gradual reduction in benefits as earnings increase instead of cash cliff;
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o Reward work while allowing some savings; and
o Provide greater comparability of the SSI and SSDI work incentives.

Continued Attachment to Supports

In designing and implementing the SSI and SSDI programs, it is important to recognize
the reality that they are programs of last resort. A program of last resort means that before
applying for benefits, the person with a medical condition that gradually worsens over
time kept trying to work but those numerous work attempts were not successful. For
those with a sudden injury, many go back to school using rehabilitation funds and gain a
new skill. However, the uncertainty related to the disabling condition and needed
connection to ongoing support means that time limited work incentives do not fit the
reality of what many beneficiaries need to attempt and sustain work.

The uncertainty of many mental or physical disabilities linked to reoccurring health
conditions means that the continued availability, when needed, of income assistance and
health and support services is an essential part of a employment support disability policy.
That is what we call “continued attachment.” Current law provides for a degree of
“continued attachment” to the SSI and Medicaid programs; but it is income limited and
assets limited. Current SSDI and Medicare law provides for a degree of “continued
attachment” to SSDI and Medicare after a person starts work; but it is time limited.

We recommend that the SSI, SSDI and Medicaid programs include the policy of
continued attachment as long as the individual’s disability continues. This continued
attachment would be without time limits or income limits. During those periods when
beneficiaries have higher incomes, they would receive gradually reduced benefits (see
below) or no benefits at all (zero benefit status). [For recommendations regarding
asset limits, see page 14 of the testimony.]

Gradual Reduction

Since the SSI program began in 1974, there has been a policy allowing for gradual
reduction in benefits as earnings increase. The reduction in benefits begins after what is
called the “initial earned income disregard” of $85 month for a persons receiving only
SSI. The earned income disregard has not been changed since 1974 when the SSI benefit
was $150 per month compared to the current $623 per month SSI standard. In 1980, the
SSI and Medicaid programs changed temporarily to provide for a continuation of SSI and
Medicaid benefits when the beneficiaries earnings exceeded the Substantial Gainful
Activity (SGA) test for disability. Medicaid continues up to an earnings level equivalent
to the amount of income and the value of the Medicaid they would receive if they were
not working. SSI recipients can return to cash benefits if they can no longer work. These
are known as the Section 1619 work incentives. The Section 1619 program was made
permanent, effective in 1987,

In contrast, the SSDI program is an all or nothing program. A significant work
disincentive for SSDI beneficiaries is the so-called “cash cliff” where a beneficiary who
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earns more than Substantial Gainful Activity (SGA) (currently $900 per month for
disabled beneficiaries) becomes ineligible for benefits, after a trial work period, and an
extended period of eligibility if he or she earns more than SGA. The cash cliff is the most
significant work disincentive in the program,

The cash cliff not only impacts eligibility for the SSDI program, but it also impacts
the outcomes/results of other federal programs designed to increase work and
earnings, such as the Ticket to Work program, the Vocational Rehabilitation
Program, and the Medicaid Buy-In programs. Some beneficiaries (with complex
impairments that adversely impact their ability to work over time) make rational
decisions to keep their earnings below SGA to retain eligibility.

Elimination of the cash cliff is a key policy objective. On the merits, most policymakers
agree that something must be done. Previous efforts have failed because of cost estimates
by the actuaries. Those efforts proposed fo start the gradual reduction at the SGA level.
This policy would be consistent with the principal of “do no harm” i.e., current
beneficiaries would not be harmed because under current policy they would be
ineligible for benefits if they earned more than SGA. If policymakers, however
conclude that the alternative of starting the gradual reduction at SGA is too costly,
then we recommend that Congress consider the Gradual Reduction Choice Option
which is fully described and explained in Appendix B of our testimony and can be

Jound on the internet at www.disabilitypolicycenter.org,

In a nutshell, consistent with the “do no harm” principle, under the gradual reduction
choice proposal, a beneficiary would be provided the choice whether to continue to be
subject to current policy or choose a second option under which the gradual reduction
would begin at one-half of SGA and in exchange for starting the reduction in benefits at
this level, the individual would be entitled to continued attachment to the program as
long as his or her disability continued. Our gradual reduction choice option proposal
also includes incremental changes to the work incentive provisions under the SSI,
Medicaid and Medicare programs.

Reward Work While Allowing Some Savings

Significant increases in earnings by SSI beneficiaries can be further encouraged by
allowing for a greater accumulation of resources. The $2,000 limit for an individual and
$3,000 limit for a couple that is currently allowed under SSI and Medicaid has not be
increased since 1988. At state option, most state Medicaid Buy-in programs allow for an
accumulation of resources that is higher than the SSI standard. The policy in Medicaid
Buy-in programs allowing for increased savings is intended to enable and reward persons
with significant disabilities to increase their levels of independence and economic self-
sufficiency. We believe that similar rewards should be authorized for working SSI
beneficiaries (See Appendices B & C).

We recommend that the resource limit be increased and indexed. The limit has not
been updated since 1988. If this recommendation is deemed not feasible because of
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costs considerations, at a minimum, states should be provided the option to provide for
a higher resources test for SS1 beneficiaries with earnings.

Comparability

As explained earlier in our testimony, there is a significant overlap in the population of
beneficiaries receiving benefits under both the SSI and SSDI programs. In fact, these
concurrent beneficiaries now constitute nearly one-third of the adult disabled
beneficiaries under SSI. Consistent with this reality, the Committee should consider
alternative strategies that make the work incentive provisions in these two programs more
compatible. In our Gradual Reduction Cheice proposal, we recommend that the
earned income disregard be set at one-half of SGA for both programs (recall that
under the SSI program the current disregard is $85). It is important to note that
consistent with the principle of “do no harm™ only those SSDI beneficiaries who choose
the gradual reduction choice option would be subject to this disregard; all other SSDI
beneficiaries would still be able to work up to the SGA level, without being subjected to
this disregard and a gradual reduction in benefits.

SUSTAINABILITY
Under sustainability, we would like to focus our testimony on the following two policies:

o Capacity of SSA to administer work incentives and provide timely and accurate
adjustment of benefits; and

o Support state and local systems change initiatives that enhance infrastructure
development, work incentive counseling, and services.

SSA Capacity

Implementation of enhanced work incentive policies will require a significant
commitment of resources by Congress to SSA. SSA must have the administrative
capacity and procedures to process earnings information from beneficiaries accurately
and on a timely basis to prevent overpayments and other confusion that can negate work
incentive policies.

Systems Change and Infrastructure Development

As explained above, we have concluded that changes in policy such as removing the cash
cliff and providing for continued attachment are necessary to enhance employment
outcomes for SSI and SSDI beneficiaries. However, we also have concluded that these
changes are in no way sufficient to generate better employment outcomes. A key
component in any work incentive initiative must include comprehensive work incentives
planning and assistance (also known as benefits counseling). Beneficiaries have told us
that they often distrust SSA and need someone who they can trust to help them navigate
the system and respond when they face personal barriers and institutional roadblocks.
They need ongoing assistance to utilize work incentives. We have also learned from the
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experience of implementing the current SSI and Medicaid Buy-In program work
incentives that there must be a concerted effort to train eligibility workers and service
staff in order to increase the likelihood that beneficiaries will be willing to risk work and
utilize the work incentives available to them.

In addition, it is critical that states receive ongoing support to continue to improve their
infrastructures and break down artificial barriers among state agencies. We recommend
that SSA, CMS and other federal agencies jointly support comprehensive state work
incentive initiatives. Authorized use should include:

* Improved implementation of the Section 1619 and SSI programs to
expand the numbers and percentages of SSI beneficiaries who work and to
increase earnings levels;

Benefits counseling (work facilitation);

Expanded funding and support for personal assistance services, including
services provided in the workplace;

Improved implementation of Medicaid buy-in programs; and

Expansion and improvement of state work incentive initiatives, including
efforts to develop comprehensive seamless systems of services and
supports.

SUMMARY REMARKS

Based on decades of research, we would like to reiterate to the Committee one piece of
advice—please be cognizant of the maxim “do no harm.” It is critical that you and your
staff understand the consequences and unintended consequences of alternative proposals
in your attempt to provide the proper balance between policies that facilitate work and
those that ensure a fair and decent level of income support during periods of work
incapacity.
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APPENDIX A

Supplemental Security Income (SSI) &
Social Security Disability Insurance (SSDI) Beneficiaries &

Medicare and Medicaid
18 - 64 years old Medicare& Medicaid
December 2004 Eligibility & Options
SSI only 2,850,815 Medicaid
State Options
- Automatic
- SSI Criteria state
administered
- State criteria (209 (b)
Medicaid waivers
Concarrent SSI & SSDI 1,116,293 Medicare
2 yr wait)
Medicaid
(See state options
SSDI only 5,756,093 Medicare (2 yr wait)
Disabled worker, Disabled Medicaid
adult children & Disabled State Options
widows & widowers - Poverty Level option
- Standard of need
option
- Medically Needy
option
- Medicaid Buy-In
Medicaid waivers
Subtotal Ages 18 - 64 9,773,201
SSI only — payment status (17,394) Medicaid: Section 1619 (a)
SSI only — nonpayment status
(not included in SSI —~only or (89,350) Medicaid: Section 1619(b)
concurrent) (December 2006)
Other Ages
December 2004
SSI <ns1:XMLFault xmlns:ns1="http://cxf.apache.org/bindings/xformat"><ns1:faultstring xmlns:ns1="http://cxf.apache.org/bindings/xformat">java.lang.OutOfMemoryError: Java heap space</ns1:faultstring></ns1:XMLFault>