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CHILDREN'S S81 POLICY

TUESDAY, JULY 7, 1998

U.S. SENATE,
SUBCOMMMTEE ON SocrAL SECURITY

AmD FAmMY POLICY
Comm1TrEE ON FINANCE,

Washington, DC.
The hearing was convened, -pursuant to notice, at 2:00 p.m., in

room SD-2 15, Dirksen Senate Office Building, Hon. John H.
Chafee, (chairman of the subcommittee) prsding.

Also present: Senators Breaux and Conrd

OPENING STATEMENT OF HON. JOHN H. CHAFEE,, A U.S. SEN-
ATOR FROM RHODE ISLANDp CHAIRMAN OF THE SUB-
COMMI1ME
Senator CHAFEE. Good afternoon. I want to welcome everyone to

this hearing on the children's corn onent of the Supplemental Secu-
rity Income program, so called SS?

T-his program has undergone tremendous change in the last 2
years, and this hearing gives us van opportunity to examine how
these changes have affected the children- and their families who
rely on Supplemental Security Income.

Weore we begin, I would like to take a minute -to quickly review
where we are with the regulations on the Children's SSI program.
As most of you know, the welfare reform law enacted by Congress
2 years ago included significant changes to the Children's SSI pro-
gram. For thae first time, Congress put into the law a definition of
childhood disability.

This new disability standard tightened the eligibility require-
ments for the Children's SSI program and resulted in nearly
148,000 children losing their SSI benefits. Fortunately, 22,000 of
these children were reinstated, but only after having gone through
a laborious appeals process.

There are two major issues which we will focus on today. The
first, is the implementation process of the new disability standard.
Many people have raised legitimate concerns about the way the
standard is being implemented and whether beneficiaries are being
treated fairly.

For example-and this is astonishing-in some States, 78 per-
tent of the children are being terminated, and in others, only 38
percent are being terminated. This wide variation in termination
rates suggests that something is askew, is not being done totally
correctly. We have also heard reports about families not getting



correct information about their right to appeal termination deci-
sions.'

Several of us on this committee shared our concerns with Com-
missioner Apfel several months back regarding the implementation
of these regulations. The Commissioner, and I want to pay tribute
to him, responded quickiy and announced that SSA, that is, the So-
cial Security Administration, would automatically review 45,000
cases that were terminated and would notify the other 75,000 fami-
lies of their right to appeal Social Security's decision to terminate
their benefits.

Commission-;:r Apf-el acknowledged that some mistakes may have
been made in the implementation process and he is eager to correct
these ei-rors. Again, I want to salute the Commissioner for his tes-
timony and his efforts in this regard.

I am enormously sympathetic to the job the Social Security Ad-
ministration has in implementing this complex set of regulations.
The agency's disability examiners are forced to make very subjec-
tive and complicated decisions, so I understand that mistakes can,
and indeed they will, be made. However, our first priority, it seems
to me, must be the protection of these children and their families.

Given the challenges these families face on a daily -basis, I be-
lieve it is incumbent upon us to do anything we can to prevent any
additional stress. I know we have all reviewed some of these cases
that have been written up, and they are very, very difficult on the
parents, or the parent, trying to care for these children.

The other major concerns I have, is the regulations written by
the Social Security Administration to implement the new disability
standard made eligibility for the SSI program too strict.

I know many in this committee share my concern, in particular,
Senator Conrad. We will hear today about many children who no
longer qualify for the 551 program because they are not considered
disabled enough.

I must say that I believe many, if not most, of these families de-
serve every penny that they can get from SSI. These are, in most
instances, very low income families, where often one parent must
quit working to stay at home with a disabled child because nobody
else can or will care for them. The maximum payment is $484 a
month, so these families are hardly getting rich off this program.

What alternatives are we giving these families who lose their
benefits? They may end up on the State's cash assistance program.
But they can only get on that for 2 years, under the new welfare
reform laws that we put in.

If the parents must go to work, who is going to care for the chil-
dren? We already have a child care crisis. Never mind these chil-
dren with these difficulties; anybody trying to have a child cared
for, the child is in perfectly good shape, the parent can pay a de-
cent amount of money, but even in those instances, it is hard to
find proper child care.

Forcing these parents of these disabled children into the work-
force will only exacerbate the problem. Will some of these children
be forced into institutions, and is that what we think is best? All
of these issues concern us, and that is why we are here today.



I am so pleased that we have the Commissioner here who, as I
say, I believe has worked hard on these programs and deserves our
sympathetic concerns, because they are not easy.

I look forward to hearing the testimony of the distinguished pan-
elists We have here this afternoon as we explore the answer to
some of these questions.

I am delighted that the Ranking Member is here. Senator
Breaux?

OPENING STATEMENT OF HON. JOHN BREAUX9 A U.S.
SENATOR FROM LOUISIANA

Senator BREAUX. Thank you, Mr. Chairman, for having these
hearings and for your leadership in assuring that people are treat-
ed fairly. In the last Congress, we spent a great deal of our time
working on welfare reform. This Congress, we will be taking a clos-
er look at what we did and implementation of what we dd, and
whether it is being implemented the way t'xat Congress intended
or whether it is not being implemented in the way that we thought
we were requiring when the legislation was passed.

So I think that these hearings to follow up on the implementa-
tion of these programs is incredibly important. It is important that
we just do not pass legislation and forget it, but that we-come back
and take the opportunity to find out what is happening and how
what we legislated affects the daily live:3 of people.

It is clear that changes were made in how we were going to han-
dle SSI. I think the whole effort was to ensure that people--chil-
dren, particularly-who are truly disabled are being caredfor and
that those that are not are not under the guidelines of the pro-
gram.

If you have anyone in a program that is not qualified to be in
the program, it makes it that much more difficult for those who are
truly needed to get what they need in order to help them through
difficult times.

So it is a very difficult thing to legislate on. I mean, you have
to have humans involved in the process to make decisions based on
what is correct, with the legislation being the ultimate guideline.

Anyway, this is an opportunity for us to see if what we adopted
in the last Congress is being implemented as we felt it should be
implemented to ensure that truly disadvantaged and disabled chil-
-dren are adequately taken care of.

That is a goal that I think, whether we are Democrat or Repub-
lican, we all share in and all are committed to making sure that
that type of service is provided in this country at this time. Hope-
fully, these hearings will shed new light on where we are and what
still needs to be done.

I thank the Chairman for having the hearings.
Senator CHAFEE. Well, thank you, Senator Breaux.
I want to say, Mr. Apfel, I hope in your testimony, if you think

that there are changes that we should make to make your job an
easier one to do, I hope you will give us those suggestions because
we are anxious to make this whole program work better than it is,
in some instances.

So why don't you go to it with your testimony, Mr. Apfel.



STATEMENT OF HON. KENNETH S. APPEL, COMMISSIONER OF
SOCIAL SECURITY, WASHINGTON, DC

Commissioner APFEL. Thank you very much, Mr. Chairman, Sen-
ator Breaux. I can assure you that the 65,000 employees at Social
Security, including myself, and the 15,000 employees in the State
Disability Determination system have that same priority in mind,
and that is the assurance of fair and effective services for these dis-
abled kids.

Thank you for inviting me here today to address this very imxpor-
tant topic. Over this past quarter century, the SSI program has
helped families of children with disabilities meet their special
needs. It has become part of an important safety net for some of
our most vulnerable families.

As ~'u know, families with disabled children face chlegsand
bear burdens unknown to most of us. When those families aso lve
inpoverty the strains on the family can be severe.

These failies and the American public need to know that their
government is making accurate decisions about eligibility for vital
benefits. That is why, during my confirmation hearing, 1 pledged
a to p-to-bottom review of SSA's implementation of the 1996 child-
hood disability legislation.

We needed to know whether the law and the regulations were
being applied fairly. We needed to be able to assure the President,
the Congress, and the American people that every child is receiving

thorough and accurate assessment of his or her eligibility for ben-
efits. That review was completed in December. Basically, we found
that SSA and the States overall had done a good job, but that there
were some problems.

We identified three specific areas of concern. First, children clas-
sified in our records as having mental retardation. Second, the
quality of some aspects of our case processing. Third, the adequacy
of the notices that we sent to families explaining their rights to ap-
peal and to receive benefit continuation.

As a result of our findings, I directed the State DDSs to review
the cases of approximately 36,000 children whose benefits were
ceased, and to renotify about 75,000 families in which their right
to appeal may not have been clearly understood.

We believe that, at the end of the process, three-quarters of those
children who had benefits ceased will have received at least two
separate evaluations of their eligibility, either as a result of their
original appeals or other reviews.

Let me briefly summarize specific findings and subsequent agen-
cy actions. Of approximately one million children on the rolls in
December of 1996, about 407,000 were coded in our computer sys-
tem with a primary diagnosis of mental retardation.

Eighty percent of those children, about 325,000, met our listingsfor mental retardation and were not subject to the redetermination
under the new law. Of the 80,000 cases that were redetermined, we
found that many of these children did not actually have mental re-
tardation.

Our data carried this diagnosis code because of our computer
coding limitations and, frankly, some coding errors that were in the
system. We have been working to establish more accurate computer
coding of our disability cases.



But our quality assurance data also showed that some children
with the code of mental retardation may have had their eligibility
ceased incorrectly. 1, therefore, ordered a review of all redetermina-
tions, for children that SSA had coded as having mental retardation
and whose benefits were ceased.

The review of approximately 14,000 such cases began in March.
About 2,600 have now been completed, and about one-third have
been revised and benefit payments to the child continued.

.The second area of concern was quality of case processing. Our
quality assurance reviews found that the accuracy of both continu-
ance and cessation determinations was above the regulatory
threshold for most States.

Senator CHAFEE. Would you hold on one minute, Mr. Apfel? You
are summarizing your statement?

Commissioner APFEL. Yes. I thought you had my summary.
Senator CHAFEE. Well, I am with you half the time.
Commissioner APFEL. All right.
Senator CHAFEE. It is that other half that worries me. [Laugh-

ter.]
Commissioner APFEL. There are large paragraphs that are taken

out of the testimony.
Senator CHAFEE. Let me find what page you are on now in the

summary. All right. Go ahead.
Commissioner APFEL. You can have mine, when I am through.
Senator CHAFEE. Let me see. What page are you on?
Commissioner APFEL. Page three, fourth paragraph.
Senator CHAFEE. Gee, you only have four pages.
Commissioner APFEL. Three pages. Short.
Senator CHAFEE:. All right. Go ahead.
Commissioner APFEL. The second area of concern, Mr. Chairman,

was the quality of case processing. Our quality assurance reviews
found that the accuracy of both continuance and cessation deter-
minations was above the regulatory threshold for most States, but
in many States there was lower than average cessation accuracy
for certain categories of cases.

1, therefore, directed all States to review some of the redeter-
mination cessations that did not have the mental retardation code
and which have the highest likelihood of error.

We have now completed about 4,000 of about 22,000 cessation re-
views for processing quality concerns, and about 14 percent have
been revised to continuance of benefit payments.

Where continuance accuracy was found to be below the thresh-
old, we will give childhood disability cases first priority for reviews.
Plans are being made to review those continuance cases in FY
1999.

The iinal area of concern, Mr. Chairman, was the adequacy of
our benefit notices. When Social Security sends notices telling fami-
lies that a child is no longer eligible for benefits, the notice also ad-
vises them of their legal rights.

They art told how to ask for a reconsideration and that they can
request continuation of their benefit payments during this appeals
process. They are also told how to obtain information about attor-
ney representation.



However, concerns were raised that our cessation notices were
hard to understand. So, in February, the Social Security Adminis-
tration sent special notices in simpler language to approximately
63 9)00 families of children who lost SSI eligibility and who had not
appealed. We sent similar notices to the 12,000 families who had
requested a reconsideration but who did not request continuation
of benefit payments.

As a result of those notices, more than 22,000 additional families
have requested that we reconsider our original determination to
cease benefit payments. More than 65 percent have also asked for
benefit continuation, and about 5,200 families that had previously
appealed the cessation determination but had not requested bene-
fits to be continued have now done so.

It is also important to note that we conducted training at all lev-
els for staff making adjudicatory decisions. The training focused on
the areas of greatest concerns from the top-to-bottom review. We
have developed unprecedented safeguards to assure that our adju-
dication is consistent and our policy is nationally understood.

The American public should also realize that, thanks to the urg-
ing of President Clinton and this committee, last summer Congress
passed an amendment as p art of the Balanced Budget Act which
ensured that children who lose disability payments remain eligible
for Medicaid benefits. SSA is working closely with the Health Care
Financing Administration and the States to make sure that Medic-
aid coverage continues for these children.

In conclusion, I would note that at the time interim final regula-
tions were published, we estimated that about 135,000 children
who were on the rolls in December 1996 would eventually lose SSI
disability benefits. We now estimate that, when all reviews and ap-
peals are completed, the number of children losing benefits will be
about 100,000.

I want to emphasize that these reviews have been about chil-
dren, not numbers, and consequently we have taken steps above
and beyond normal to protect their rights. I am committed to pro-
viding fair and equitable administration of the 551 Disability pro-
gram for all children, now and in the future.

The actions I have taken as a result of this review of SSI Child-
hood Disability will improve the agency's ability to meet that objec-
tive. You have my pledge that I will continue to ensure that chil-
dren with severe impairments receive the benefits for which they
qualify.

As you can see, I got the length of the statement right. The light
just went off. [Laughter.]

[The prepared statement of Commissioner Apfel appears in the
appendix.)

Senator CIIAFEE. Well, you are a veteran here. Thank you very
much. That is extremely interesting. I remember when you- had
that estimate of the 135,000.

Last June, just this pat month, a number of us sent you a letter,
dated June 24, regarding the proposed House legislation which,
among other things, would apply a two-mark standard to all of the
medical listings used to determine whether children are eligible for
SSI. They had that two-mark standard.

What is your position on that proposal?



Commissioner APFEL. Mr. Chairman, the administration strongly
opposes legislation establishing a two-marked standard for all list-

ig.The listings have different histories behind them; some are-
medical, some rely on functionality, some rely on the pervasive na-
ture of a particular disability, such as mental retardation. If we
look at, say, cancer listings, children's cancer cases only have medi-
cal requirements.

Now, do kids with cancer meet functional tests? Some of them
may not, but these kids are really sick. So we believe that estab-
lishing a two-marked standard for all listings is inappropriate and
we would oppose such an effort.

Senator CHAFEE. Now, I am concerned about the children who
are being reviewed at the age of 18 and the very high rate of denial
for them. I think it is in the high 50s. Children under 18 are eligi-
ble for the SSI program about 70 percent of the time, on the basis
of the listings, then it drops to 56 percent when they get to be age
18.

Your data shows that over 73 percent of these children have
mental impairments, including mental retardation. Do you have
any views why the children, when they are below 18, meet the
standard, but no longer need it when they read so called adulthood,
or are over 18? What changes?

Commissioner APFEL. Mr. Chairman, there is a very real reason,
there is a different standard that applies at age 18. The law re-
quires that, at age 18, children who were already on the rolls re-
ceive a de novo review, a brand-new review, as if they were apply-
ing fo the first time for benefits under the adult standard. The
adult standard is the one that is used at that point in time.

If you look at the adult standard, it is a very tough standard for
disabilit.I is particularly tough for young adults. The way that
the dsability program works, by the time an adult is 59, 60, 62,
63 years old, the threshold questions that would have to be asked
to meet the disability test are more lenient than they are for
younger people.

By the time someone is in their 60s, if they are barely able to
engage in their own particular job, then they could become eligible
for disability. At younger ages, it is a much tougher test.

So what happens at age 18, under law, is that individuals are re-
quired to pass the adult test for the first time. By law, we have
to review under this tougher standard all cases including a child
who attains age 18.

Senator CHAFEE. Do you think it makes sense?
Commissioner APFEL. I think it does. I think there are questions

as to whether we should do a better job for kids age 16 and 17 pre-
paring for this step. I think that is an important question that we
need to look at.

But at age 18, this is after school, this is basically, for many peo-
ple, entering into the world of work. I think that the separate
standard, the adult standard, makes sense, if not at 18, then at 19.
I do not know. It seems to me that it is about. right in terms of
that adult standard at about that age.

Senator CuAFEE. Senator Breaux!
Senator BREAux. Thank you, Mr. Chairman. Thank you, Ken, for

being with us. You had a lot of numbers and I was getting lost in



all the numbers. Can you give us the figures? How many children
did we have S3! qualified before we passed the changes, and1IMw
many actually wer triated off the prga after?

Commissioner APFEL. All right. Tb-S I program, prior to the
implementation of welfare reform, had about one million kids on
the rolls. If you look over here at the chart, you will see that that
has significantly increased since 1990, which did raise the specter
about whether the program should be tightened.

Senator BREAUX. So the real spiking- of increase started in 1990
and went up until it reached a pea in about 1996, is that the
number?

Commissioner APFEL. In 1996, at about one million kids.
Senator BREAUX. And then welfare reform-
Senator CHAFEE. The figure over to the left, is that 1990, the

first column?
Senator BREAUX. Yes.
Commissioner APFEL. Yes.
Senator BREAUX. And then welfare reform, when did it actually

b e pn?..
Commissioner APPEL. 1997.
Senator BREAUX. 1997 is when it kicked in. Yes. So you had the

real drop from 1996 to 1997.
Commissioner APFEL. That is correct.
Senator BREAUX. All right. So a million before. Then, I am sorry,

how many did it drop to?
Commissioner APFEL. The law required us to review about

288,000 of the million kids on the rolls. At the initial level, origi-
nally, about 150,000 had been terminated from the program.

Senator BR~EAUX. 150,000.
Commissioner APFEL. About 150,000. Based on re-reviews since

that time, we are now down to about 125,000 who have been termi-
nated..Our projection is, by the time we complete all of our re-re-
views, and our reconsiderations, and our appeals, we will be down
to about 100,000.

Senator BREAUX. One hundred thousand from the one million,
total?

Commissioner APFEL. One hundred thousand from the one mil-
lion, total.

Senator BREAUX. Which would be removed because of questions
about mental competency.

Commissioner APFEL. Or physical competencies, or mental retar-
dation.

Senator BREAUX. You look at physical impairments as well as the
mental impairments?

Commissioner APFEL. Right.
Senator BREAUX. All right.
Commissioner APFEL. The statutory change affected, potentially,

about 288,000 of the 1 million cases. The other 722,000, roughly,
were unaffected by the legislation and continued. Of the 1 million,
400,000 of these were children with mental retardation; 320,000
were absolutely untouched,-not reviewed, and about 80,000 mental
retardation cases were reviewed.

Senator BREAUX. The 100,000, what would you categorize their
being removed from SSI rolls is due to?



Commissioner APFEL. Specifically, about 10 percent were due to
income changes, non-medical reasons, and about 90 percent were
due to the new standard, the tougher eligibility standard.

Senator BImAux. For the mental disability, or for physical, in-
general?

Commissioner APFEL. I would say that, from the mental side, it
is probably about 70 percent.

Senator Bit~ux. That is what I was trying to figure out. Seventy
percent of the 90 percent would be because of the changes in the
mental retardation standard.

Commissioner APFEL. And maladaptive and other emotional
problems, learning disabilities, et cetera.

Senator BREAUX. But mental as opposed to physical impair-
ments.

Commissioner APFEL. As opposed to physical, that is correct.
Senator BREAux. Senator Chafee asked this question. Does it

make any sense to have one standard below 18 and A different
standard when, the next day, you are 18 or 19 years old? Would
it not make it simpler to have one test that takes into consider-
ation the age of the person, but, I mean, the standard would be the
same?

Commissioner APFEL. Well, actually, I do not. If we were going
to say whether this 4-year-old can engage in substantial gainful
employment, I do not think it is a relevant test.

Senator BREAUX. No, that is obvious. But being able to adapt to
society at 4 years old means one thing, being able to adapt to soci-
ety at 20 years old means something else. But the test, is being
able to adapt to society.

Commissioner APFEL. The childhood standard is based both on
medical conditions, say, children's cancer, as well as functional lim-
itations, the whole broad-based area of functional limitations.

My own belief is that, if we look out years into the future-and
this is going to take years-functionality ought to be the basis for
a lot of our disability determinations, the ability of the individual
to be able to function in society, not just his or her pure medical
condition. But that is a very broad, a very significant, and a very
lengthy process. Before we could ever move over to the entire dis-
ability program being based on functionality-

Senator BREAUX. Obviously, I am not a psychiatrist or psycholo-
gist and have no training in that area. But does the medical pro fes-
sion support that, in general? I mean, it would seem to me that a
15-year-old being able to function in society is a test.

Being able to funct ion in society at 30 or 65 is the standard; can
that person function as a normal 15-year-old, a normal 30-year-old,
or a normal 65-year-old? The standard being, able to function in so-
ciety

Th1'e 15-year-old would be required to do different things, as his
peers do at 15, or at 30, or at 65, but the standard is being able
to function in society. Are you arguing that there should be a dif-
ferent standard depending on the age?

Commissioner APFEL. I do not think that we have the technical
expertise to solely rely, for adults, on functionality as an assess-
ment of whether somebody should be on the disability rolls. I think
it is one of the areas that we need to look at. There is a lot of re-



search. We have a major research effort under way to look at
functionality, but I do not think it-

Senator BRAX I would argue that this is not as much a politi-
cal question as it is a medical, question. I mean, I think that a rea-
sonable standard is a person's ability to function in society. Dif-
ferent ages require different things to be done to be able to function
in society, but that is a question we will reserve for later.

What about the Medicaid coverage? I think it would ensure, in
the last Congress, that children who lost their SSI Disability bene-
fits as a result of the changes we made would continue to remain
eli ible for Medicaid, as I understand it.

Commissioner APFEL. That is correct.
Senator BREAUX. Now, also, I think in my State, if you lose SSI,

you lose Medicaid. Have they not complied with that?
Commissioner APFEL. In terms of SSI kids, I would certainly

hope not. It is my understanding, working with the Health Care Fi-
nancing Administration, we have provded information to each of
the States and to the Health Care Financing Administration of any
child who has lost benefits.

Senator BREAUX. Is that being clearly communicated to all the
State ?v-dicaid offices?

Commissioner APFEL. Absolutely. HCFA has, as recently as
about six weeks ago, sent out a majo r issuance to all States clarify-
ing roles and responsibility o tis coverage. There have been
some individual problems ini a few States, and it has been my un-
derstanding that virtually every one of those has been corrected.
But if not, I would urge the committee to get that information to
me.

Senator BREAUX. Let me ask you a final question. On any of the
children that were gtting benefits that you determined should not
have been under the new standards, are any of them being re-
quired to pay back benefits that they received before the deter-
mination came that they now are no longer eligible.

Commissioner APFEL. Under law, there is a requirement to
repay, but-there is also under law a waiver, which is a very broad-
based waiver.

Senator BREAUX. So, of the 100,000 that have been determined
not to be eligible under the new standards, how many of them were
granted a waiver and how many of them are being ordered to repay
some of their benefits?

Commissioner APFEL. I will get you that specific number to date,
but I think yu will find that a vast, vast majority have been pro-
vided with this waiver.

Senator BREAUX. I would think that would be very important, be-
cause I really just find that the Internal Revenue Service and other
agencies, they overpay someone, then they find out about our mis-
take, meaning the government's mistake, then they send you a bill
for umpteen thousands of dollars, of which a family, particularly on
SSI, cannot afford to pay.

I mean, it is just that you cannot get blood out of a turnip, par-
ticularly when it is our mistake or it is because of a change in the
law or the standard. But Congress instituted that we did not send
a bill to someone and say, you send us, please, $16,497.16. I mean,
they cannot do it.



Commissioner APFEL. In the case Of a redetermination, there
would not have been an overpayment in the past, it would be in
the case of an appeal.

Senator BREAUX. Prospectively.
Commissioner APFEL. But even then, the vast majority do not

have to repay. We will try to get you the number that exists on
this.

[The information follows:]
SSA did not consider children whose Supplemental Security Income (SSI) pay-

ments were ceased to be overpaid, unless the cessation was appealed, payment con-
tinuation requested, and the cessation subsequently upheld. In those cases, as in
other overpayment cases, SSA considers the beneficiary "without fault" (the primary
factor in determining whether to grant waiver) in creating the overpayment, if the
beneficiary acted in good faith to appeal the disability redetermination. While the
supplemental security record does not contain easily obtainable data on the number
of waiver approvals, since SSI children usually cannot afford to repay the money
(the secondary factor in determining whether to grant waiver), SSA approves their
requests in most cases.

Senator BREAUX. Do not spend a lot of time on it. I was just
thinking, apparently what you are doing is the correct approach to
it. I mean, I think that is the right way to go.

I know that there was abuse in this program. I know unscrupu-
lous operators who were actually encouraging families to try and
get their children qualified for SSI benefits, particularly because of
mental disabilities. For every one of those, that means there is less
for someone who is truly disabled. So I think what you are doing
is correct and I think the way you are pursuing it is appropriate
and proper. Congratulations.

Commissioner APFEL. Thank you.
Senator CHAFEE. Mr. Apfel, how do you arrive at the monthly

payment? From my notes here, it indicated that the monthly maxi-
mum was $484. What would make that change? I do not think any-
body-

Commissioner APFEL. The $484 would be the maximum, with vir-
tually no income in the family. The way the SSI kids program
works, the eligibility is income related, so the higher the family's
income, the lower that benefit would be. Benefits go all the way up
to about 180, 185 percent of the poverty level. So it is not solely
for individuals below poverty, it is also for those who are near pov-
erty.

Senator CHAFEE. Oh, I see. So what would make it go up, would
be if the poverty level increased.

Commissioner APFEL. Well, if the individual's income was, say,
at 130, 160 percent of the poverty level, rather than getting the full
benefit, they would be getting a reduced benefit. So the amount
they would be receiving would be based upon the income in the
family.

If somebody has income that exceeds the poverty level by 300
percent they would not be eligible for SSI kids' benefits for the fam-
ily. But the individuals with incomes at, say, 150 percent of the
poverty level would receive benefits, but at a lower amount.

Senator CHAFEE. What struck mie, was the disparity between the
States when they did the reviews. Some States, I think it was in
the 70s that there were rejections, and in other States it was 35,
or something.



Now, the people who do the reviews, they are all your people, arei
they not? They might be f-rm the State, but they are not on the
State payroll, they are on your payroll, are they not?

Commissioner APFEL. Well, no. The initial determinations are
done by State employees, through the State Disability Determina-
tion systems, but they are part of the Social Security family.

The Social Security Administration is 65,000 individuals working
in 1,300 field offices around the country, plus 15,000 State workers
who are working in State Disability Units, and they actually make
the determinations under the guidance and the guidelines of the
Social Security Administration. We work very closely with them.
You will be hearing from the head of one of the Disability Deter-
mination Units, I think, later-at this hearing.

If I could say, Senator, on the point of differences, that was one
of the areas that troubled me greatly as well. Part of the reasons
for the differences among States has to do with different case char-
acteristics: the poverty level in that State, the number of families
that would be going on the rolls, the age of the children that would
be going on the rolls.

If I could give you an example which I think helped me greatly,
back when we had the old system, the old Individualized Func-
tional Assessment or IFA, we determined eligibility through the old
listings or through the IFA system that was established back in the
early 1990s. Some States put a lot of people on the rolls through
that new system, not the listings. The all the IFA cases had to be
re-reviewed under welfare reform.

Any State that had put a lot of people on the rolls based on IFA,
many of whom would have been eligible based on the listings,
would have a very high continuation rate, for example. Another
State with very low levels of people using the IFA might very eas-
ily have a higher cessation rate, and more denials of benefits.

In addition, back in the 1990s when the standard was three mod-
erates to be able to get benefits, it was a looser standard and it was
pot as tightly crisp -in terms of the definitions.

So now that there is a tighter definition, you will see some of the
States that have put on large numbers of children through the
three moderates with the higher denial rates. So, some of -the rea-
sons for State-by-State differences are very clear.

Senator CHAFEE. Thank you. Senator Conrad, any questions?
Senator CoNTRAD. Thank you, Mr. Chairman. I appreciate very

much your holding this hearing, and I think it is critically impor-
tant.

It is good to have you here, Commissioner Apfel. We certainly ap-
preciate working with you.

Senator Chafee and I have worked on this issue for an extended
period of time and we have been very concerned with what we have
seen, because -all too often we have seen kids knocked off the rolls
that we think legitimately deserve support. I must say, that con-
cern continues.

I am very concerned still with the huge variances among State
termination rates, ranging from 36 percent to as high as 80 per-
cent. I am interested in what your views is as to the explanation
for this significant variance.



I see, for example, in Texas that their termination rate is 79 per-
cent. In my own home State of North Dakota, it is 69 percent. We
have other States that are as low as 36 percent. What do you think
accounts for this dramatic rang in termination rates?

Commissioner APFEL. We dd a regression analysis to try to
break out some of those differences. Some of the differences are due
to case characteristics, in terms of the poverty levels within the
State, the age of the individuals who are undergoing the reviews,
as well as the characteristics of those individuals. But it is also
due, as I indicated to Senator Chafee, to the manner in which indi-
viduals came onto the rolls in the first place using the old IFA eli-
gibility screen versus the listings, the pure listings.

This is not true in all cases, but in many cases, States that used
the IFA a lot to bring people on the rolls could have many of those
individuals eligible for the listings, and, therefore, you would have
a high continuation rate in those cases.

So when I first saw the differences among States, I was deeply
troubled, as I indicated here last fall. I believe that a lot of it is
due to several factors that are understandable. Not all of it, cer-
tesinly, but a lot of it.

I also would point out, Senator, that -in -States with high termi-
nation rates we also have high appeal rates. We are also going in,
looking at, and reopening cases in several areas in those States.

Senator CONRAD. What is the rate nationally for overturning ini-
tial determinations on appeal?

Commissioner APFEL. We are now at about 40 percent. It is still
early in the process. We did a top-to-bottom review, and we have
done retraining. It was all aimed at making sure that each one of
these kids received a full, fair evaluation, both those who are going
to be in the appeals process and those whose cases were going to
be reopened.

So I am not surprised at the 40 percent rate, and that is one of
the reasons why I think we will be down to no more than 100,000
children terminated. My belief is that it will probably be lower
than that in the end after we are through with the whole process.

Senator CONRAD. Does it not tell us that there is something
wrong with the system when we have got a rate of reversal of 40
percent? I mean, it strikes me as extraordinarily high to have a
system where, when people file appeals, 40 percent are overturned.
It tells me that the initial work done is missing the mark.

Commissioner APFEL. Senator, I would attribute that in no small
measure to the actions that we took over the course of the last 6
months to improve this program, to ensure the legitimacy of these
efforts, to ensure that kids that came off had full appeal rights re-
stored and every one of them had a chance to reappeal well after
the fact. The reopening of cases on our own, the training that we
went through, all this led to a different climate in terms of adju-
dicating these cases. So, it does not surprise me that we have a
high level of appeal and reversal.

Senator CONRAD. You take it as a positive sign in the sense that
people are getting a chance, in fact, to be. objectively reviewed and
returned, where appropriate.

Commissioner APFEL. Right. I would also say that, in the long
run, there is an issue. We ought to have in our disability eligibility



system a much more unified system from beginning to end. We
ought to have higher approvals at the front end and lower approv-
als at the back end of the appeals process.

That is our Ionrange goal in process unification, to be able to
unify our entire disability eligibility system so that, at the front
end, people would get more accurate and positive decisions, and at
the later end at the a appeals, there would be fewer reversals. That
is our long-term gafor te system. That is hard work. It is a lot
of training and a lot of activities.

But, basically, your key point about having a system that had
fewer reversals, I agree with fully. The way to do that is to unify
the whole system. In the long run, that is our goal.

Senator CONR~AD. And to do the training that is necessary to ac-
complish that goal.

Commissioner APFEL. Absolutely.
Senator CONRAD. I must say, it does tell me there is something

wrong with the system, or at least there was something wrong with
the system, that we have a 40 percent overturn on appeal of the
initial determination.

Commissioner APFEL. Well, I would hope you would think that
there is something right with the system. What we have done is
gone back in, taken a look, reopened, reevaluated, provided full in-
formation, and we see those termination numbers coming down.

Senator CONRAD. Well, I agree with you to this extent. I Am obvi-
ously p leased that people are being restored to benefits they have
been denied wrongfully. Obviously, that is a good thing. It is a bad
thing that they were denied in the first instance, and I think you
would agree with that as well. Obviously, the system was not work-
ing appropriately when the initial determinations were made.

Commissioner APFEL. If I could put the history on that, again,
if you will remember back, the legislation called for every case to
be decided within a year from the date of enactment. There was in-
tense pressure on the agency and on the States to move quickly
and rapidly.

The SSI kids' program, as Senator Chafee pointed out, is a tough
program to administer. Evaluating children is a hard line of work.
I have spent a lot of time dealing with disability examiners individ-
ually on this. It is an easier task, to some extent, with adults than
it is with kids.

Also, this is a program that has been changed quite significantly
now twice over the course of the 1990s, starting in the early 1990s
with the Zebley court decision. You will be hearing about the im-
portance of the legislation.

I think Zebley did some very, very positive things, because a lot
of kids who should have been served by this program were not
being served, but then other changes came again in welfare reform.

So we have had a lot of changes and an intense pressure to move
very quickly. I think we have conquered a lot of the problems in
terms of some of the decisions that were made, and I hope to con-
tinue to work with this committee to improve again.

Senator CONRAD. Can- I ask a final question, Mr. Chairman?
When do you expect final regulations to be issued, and do you ex-
pect any changes in the regulations based on the comments from
members who disagree with the two-marked standard?



Commissioner APFEL. Are there members that disagree, Senator
Conrad and Senator Chafee?

Senator CONRAD. I think some of us, at least, are here today.
Commissioner APFEL. I think you are. Very candidly, I do not

think that we will see final regulations in the near future. I think
that is due to a cou ple! of very major factors. One, there are a lot
of comments on a lot of different issues that have to be sorted
through very carefully.

Two, given the fact that we are now in the process of the top-
to-bottom review, I think we are gaining new information which I
think we should be able to share with the committee, with the Con-
gress, with the American public about who these kids are. I think
that is really what is necessary before making any final determina-
tions.

One of the things I wanted to point out, Senator-
Senator CONRAD. Can I just interrupt you there briefly. When

you say, "who these kids are," what are you finding? I am looking
at statistics that suggest overwhelmingly that children who- suf-
fered from mental disorders or mental retardation represent the
vast majority of those who have lost benefits. Is that consistent
with your findings?

Commssoer APFEL. We are overturning a number of cessations
in the mental retardation area. Most of the cases that we were re-
quired to review were in the areas of mental retardation and other
mental problems, maladaptive behavior, et cetera. But a number of
those cessations are being overturned. We are looking very care-
fully at those children to determine how and why they are coming
back on, and how and why they are not.

If I could remind the committee, we did a study of 150 cases that
we provided to the committee to answer the question, "who are
these kids?" While we are still in the process of the top-to-bottom
review, we expect that many of these children, some significant
proportion, will come back on the rolls.

But I would like to go back in and take the cases of children who,
after the review, are still off the rolls-at that point in time we are
maybe talking about 100 cases instead of 150-and provide that in-
formation on a more extensive basis to the committee this winter-
it is going to take until that time to get everything done-to give
the committee a better picture about who these children are.

It might be good to work with the outside, world to ensure that
everyone agrees that these are good descriptions of who these chil-
dren are. I think that is important information for the Congress to
be able to assess other changes and future changes to the program.

Senator CONRAD. Thank you. I thank the Chairman.
Senator CHAFEE. Thank you, Senator Conrad.
Well, thank you, Commissioner. I want to say again that this

subcommittee is here to be of assistance to you. We want this pro-
gram to succeed. If there are things that come along that you think
are in the statute that are not helpful to you, if you can consult
with us, it is not an antagonistic position we are in, as far as you
are concerned. We are all dedicated to trying to make this program
work even better, and we appreciate the work that you have done.

I think it is terribly important we bear in mind that, in most in-
stances, these people are low-income people, they are not the most
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sophisticated people in the world as far as appeals go and things
like that.

They are individuals who, if there are two parents in the houx,-
hold, two parents probably have to work to make things go. Their
chances of placing these children in a day care setting of some type
that they can be cared for, the opportunities for that are not very
good . 'So these parents have a terrible time, a very, very difficult
time.

Thank you very much, Mr. Commissioner.
Commissioner APFEL. Happy to be here.
Senator CHAFEE. Now, if the next panel can come forward and

if they could take their seats. I have to respond to a call back here
one moment, and I will be right along in one minute.

[Whereupon, at 2:50 p.m., the hearing was recessed to reconvene
at 2:54 p.m.]

Senator CONRAD. Mr. Chairman, was that House members call-
ing to withdraw their legislation after Mr. Apfel's testimony?
[Laughter.]

Senator CHF'EE. They know his position, anyway.
This next panel has Jonathan Stein, general counsel, Community

Legal Services; Dawn Wardyga, from Barrington, whom I have had
the privilege of knowing over several years; and Michael Brennan.

So why don't you start, Mr. Stein.

STATEMENT OF JONATHAN STEIN, GENERAL COUNSEL,
COMMUNITY LEGAL SERVICES, INC,, PHILADELPIA, PA

Mr. STEIN. Yes. Thank you. Good afternoon, Senators Chafee and
Conrad, and thank you for the opportunity to testify, and also for
holding this very important hearing this afternoon. Thank you also,
Senators, for your very strong leadership in protecting children
with disabilities.

We also wish to acknowledge and thank Commissioner Apfel for
his several steps to address some of the worst abuses in last year's
reviews of close to 300,000 on SSI, including his review of thou-
sands of denials to children with mental retardation, and the send-
ing out of well over 60,000 new notices of appeal.

But, unfortunately, Mr. Apfel has been restrained by the policies
in the interim final rules set in motion by his predecessor. These
policies founder on an overly-strict misreading of the new SSI law.

Having addressed some problems in MR cases in the appeals

process, Mr. Apfel now has to act to remedy other equally serious
problems in the Disability process that are the subject of my testi-
mony today.

I will limit my oral testimony, in the interest of time, to five key
points. First, a little common sense would go a long way in resolv-
ing many of the problems we see in how SSA has implemented the
SSI Child Disability changes mandated by Congress.

If SSA simply looked at the whole child in assessing whether the
child meets the new SSI test, many of these problems would dis-
a appear. SSA is statutorily required to look at the "combined effects"

ofthe impairments for SSI and Social Security Disability claim-
ants. This requirement applies to children as well.

Second, with the exception of our recommendation relating to re-
views of children turning age 18, and I am very happy that those



children are getting scrutiny this afternoon, every one of our rec-
ommendations can be accomplished without direct Congressional
intervention. They are modest, they are reasonable, they are easy-
to-implement modifications that would set this program back on
the correct course.

Third, Ms. Wardyga from Rhode Island Family Voices will tell
you the stories of disabled children who have been harmed by the
current interim final regulations. These few stories are representa-
tive of nearly 150,000 children who have been terminated in the
last year, with another close to 35,000 children turning age 18 who
were also terminated, and yet still another 335,000 children whose
first applications for S51 Disability have been denied this past year

If you add these three groups together, the children under 18 ter-
minated, the 18-year-olds, and the new applicants, they total one-
half million children denied 551 in the last year and a half.

What is most unsettling, is that many of the children behind
these numbers and behind the stories appended in our written tes-
timony are so disabled, that anyone in this room or on Main Street,
American would immediately recognze it.

They would ask, why are Social S ecurity's eligibility rules so in-
flexible and overly strict? They would ask, why is there nothing in
SSA's rules allowing for the measurement of disorders that affect
eating, breathing digeting, eliminating, stamina, strength and en-
durance, and the ability to resist disease and function in the world?

Four. Our recommendations on the common sense rules needed
are summarized on page one of my written statement. Very briefly,
they would require SSA to advise its interim rules to establish a
test of severity that does not rely on the listings and that is mid-
way between the prior IFA test and the listings.

Fon gess intended this to establish a test of disability that was
more severe than the IFA test, but certainly less draconian than
the listings level severity test in place in the interim rules today

Second, we would ask that SSA realistically evaluate the whole
child, as is already required by the existing Act, requiring a look
at the combined effects of impairments.

Third, we would ask that SSA use a common sense approach in
evaluating seriously disabled children. By not arbitrarily ignoring
children who are less than "marked," a so-called marked or nothing
view of disability.

Also, by not prejudicing the physically disabled child by limiting
the functional assessments, as they are limited today, to a fixed
number of largely mental disorder criteria. This is irrational and
against sound medical evaluation to ignore anything less than
marked, and to so prejudice physically disabled children.

Further, we would ask that SA, in its rules, uncouple two medi-
cally and scientifically separate areas of functioning, communica-
tion and cognition, as nationally recognized medical experts have
urged upon the agency, and as Dr. Cooke, I understand, may soon
address in his testimony .

We also would ask tat SSA evaluate c hdren age three to six
developmentally, as is done with infants zero to three. This devel-
opment assessment information is avail-able, but yet SSA's rules do
not provide for that.



We would further ask SSA to revise its interim rules and instruc-
tions on the use of monies in dedicated bank accounts, another as-p ect of the new law, to make sure that basic necessities of life-
food, clothing and shelter-for a child can be utilized.

Lack of definition and training has led to denial of use of these
retroactive monies for necessities of life and for expenditures that,
indeed, relate to the child's impairment.

Our last administrative suggestion would be an immediate prior-
ity to give to policy clarifications and retraining of DDS and OHA
staff, and application of the new policies to promote legality and
uniformity.

My very last, and fifth point, if you will permit me, just deals
with the 18-year-olds. They have been terminated, you are right,
Senator Chafee, at very high rates of termination. They have been
singled out. This is the only group of disabled children or adults
who do not get- the medical improvement test. We think this is a
lapse in the law that was overlooked.

We honestly believe that Congress did not want to deprive these
children of a movie, a longitudinal view of their disability, instead
of looking simply on a snapshot view of what that child turning 18
looks like on 1 day for perhaps 15 minutes at age 18, which is what
the current test really provides.

We urge the Congress to adopt the medical improvement test,
and perhaps other protections, for children turning 18 who do not
miraculously get cured or suddenly turn not disabled when they
turn 18.

One last thought on these age 18 children, those who have mus-
culoskeletal problems, and we know those are chronic problems
that stay, often, for the rest of their lives. The children with those
types of problems at age 18, 72 percent of them are being termi-
nated at age 18, even though that is the kind of chronic problem
that just does not disappear overnight at age 18. So there are some
serious problems there, and I think the medical improvement test
would be one procedural safeguard.

Let me conclude my testimony there. Thank you again for this
opportunity.

Senator CIIAFEE. Well, thank you very much, Mr. Stein.
[The prepared statement of Mr. Stein appears in the appendix.]
Senator CHAFEE. Now, Dawn Wardyga from Barrington, Rhode

Island. We welcome you here.

STATEMENT OF DAWN WARDYGA, FAMILY VOICES OF RHODE
ISLAND, BARRINGTON, RI

Ms. WARDYGA. Thank you, Senator Chafee and Senator Conrad.
Thanks for the opportunity to provide testimony this afternoon on
behalf of children with chronic illnesses and disabilities and their
families from across the United States.

As a mother of six children, one of whom had suffered a severe
brain injury during his birth leaving him permanently and totally
disabled, I know altoo well the overwhelming barriers that fami-
lies of children with special health care needs ace on a daily basis.

In my work as project director for Family Voices of Rhode Island,
have worked with many families directly affected by the recent



changes in the SSI program, both in the State of Rhode Island, and
in many other States across the Nation.

The SSI pro am has made, and continues to make, the lives of
the children who qualify, and their families, a bit more secure. The
suports provided by SSI enables families to care for their children
at home and meet many of their special needs.

Many parents of children with disabilities are unable to work
due to the responsibilities of caring for their child, or, if they are
able to work, it is usually part-time, with limited income, as they
must be on-call at all times and ready to respond to their child's
latest crisis.

In many States, although not all, becoming eligible for the SSI
program automatically provides children with a Medicaid card
which provides families the security of knowing that they will be
able to access the medical care and related services that their chil-
dren require.

In many cases, the related Medicaid coverage fills the enormous
gap that their commercial health insurance leaves behind in meet-
ing their complex needs. These families, on their best days, have
more than their share of issues to deal with.

This has been a complicated and unsettlingtm fofaies
most of whom had to struggle to get their children on the program
in the first place.

The recent changes currently being implemented within the SSI
program under the Welfare Reform Act of 1996 have impacted this
vulnerable population in disturbing ways in every State across the
Nation.

In some States, families who have lost their SSI benefits are
being forced to relinquish custody of their children, especially those
with emotional/behavioral disabilities, in an effort to obtain the
necessary services for them.

I hope to illustrate some of the real hardships resulting from
these changes and its impact on families. As I share these exam-

Flswith you, we should^ all be thinking about several of the prob-
fems with the way in which Social Security has implemented the
current law and how we can improve it to truly meet the needs of
those it is intended to support.

SSA determined that a 12-year-old New York boy who suffers
from ADHD, Attention Deficit/Hyperactivity Disorder, serious be-
havioral problems, and a 5-year delay in his reading level, is no
eligible for SSI.

Ths decision was made, despite the fact that adjudicators found
that a child had a marked problem in social functioning, as well
as significant, but not marked, problems in three of the four re-
maining areas.

SSA's finding that the child has a marked social functioning
problem was based on a well-documented history of extremely ag-
gressive and violent behavior.

The child's records indicate that he has been suspended from
school on numerous occasions and that he has a chronic history of
disrupting his classmates and disrespecting teachers and other au-
thority figures.

SSA's fiding that the child has a significant problem with his
ability to concentrate was based on reports from teachers and the



school psychologist, which consistently indicate that the child is
easily distracted, often off task, and Kas difculty completing as-
signments.

SSA's findings that he has a significant problem in cognitive/com-
municative functioning was based on a record which indicates that
he was enrolled in a self-contained special education class and he
was reading at a second grade level, when children his age nor-
mally are entering the seventh grade.

The results of his most recent educational achievement testing
indicate that- he scored in the lowest one to four percentile in the
areas of vocabulary, word identification, and reading comprehen-
sion.

SSA found a significant problem in personal functioning, as the
child is still unable to bathe himself or brush his teeth without as-
sistance and supervision from his mother.

This case illustrates the problems with SSA's rigid interpretation
of the new definition of childhood disability. This child clearly has
very significant problems in many areas. How can SSA conclude he
has marked problems in only one area, while his problems in the
other three functioning areas does not meet the criteria of disabil-
ity under the new law?

Courtney is an 8-year-old North Dakotan girl who was born with
a severe heart defect. At age 3 mn-onths, she suffered a brain bleed,
or stroke, that left her partially paralyzed on her right side. She
does not qualify for Medicaid, as hers is a farm family and must
use an asset form in North Dakota.

Her parents use her SS1 to purchase her health insurance and
pay for other medical bills, medications for her condition, purchase
special shoes, orthotics, et cetera. Hers was a case recently redeter-
mined and, thankfully, continued in the program. Her mother
shared her fear of losing Courtney's benefits and her family's in-
ability to provide for her special needs without the support of the
551 program.

Senator CHAFEE. Do not let the bell bother you. You go ahead.
Ms. WARDYGA. Thank you. She lives in fear of continued peri-

odic-
Senator CHAFEE. We have got a Rhode Island witness talking

about a North Dakota girl. I think you are on pretty safe grounds.
[Laughter.]

Ms. WARDYGA. Thank you. That was strategy.
She lives in fear of continued periodic reviews which may dis-.

qualify Courtney from the program, and threats to her family's sta-
bility in the event of future benefit losses. Courtney's medical and
mobility issues are expected to be lifelong.

These few cases-and as you can see, I am not following exactly
from the testimony because of the time-are only a brief sampling
of how families with children with disabilities are faring under the
SSI program. There are several concerns that these examples raise.

One, is the new regulations are too restrictive, denying access to
SSI for children who are truly disabled. How many new applica-
tions have been denied since the new law took effect based on the
new eligibility criteria and prior to the second opportunity for ap-
peals, when some of the problems with the new law were acknowl-



edged by SSA? How do we reach those children who have already
been turned awa?9

Number two. 6at is happening to the thousands of children
with severe disabilities across the country who have lost benefits,
is anyone monitoring how they are doing?

Number three. What about the related Medicaid issues; is HOFA
aggressively enforcing the grandfathering provisions to continue
Medicaid in the 1997 Balanced Budget Act? Are children, in fact,
maintaining Medicaid eligibility after losing SSI? Are they being
required to enter managed care, and if so, what are those out-
comes? How are families being informed of these changes, and
their options, if any? Are they aware that the level and continuity
of care should be protected under the law?

Number four. Do families truly understand this redetermination
process and their rights under the law? How many families never
receive notices or were unable to read them? How many families
did not appeal, based on misunderstood information or overwhelm-
ing fear of owing the U.S. Government thousands of dollars that
they knew they could not possibly pay.

Number five. Is SSA providing adequate training to its staff in
addressing the complex implementation issues? Is printed informa-
tion provided in other languages, and are interpreters provided for
families who need them?

In closing, I would like to add that the children and families that
we are concerned with today are no different, in many ways, than
any other family. We have the same dreams, goals, and expecta-
tions -for our children and families that all families share. Our fam-
ilies simply have to work harder to accomplish many of these goals.

The SSI program is just one piece, and an invaluable one, of an
extremely complex puzzle that supports children with disabilities
and their families in their own homes.

This program must be protected so that our families have the
same opportunities to meet our children's needs and care for them
in their own homes that all American families enjoy.

Senator CHAFEE. Thank you very much.
[The prepared statement of Ms. Wardyga appears in the appen-

dix.]
Senator CHAFEE. Now, Mr. Brennan, president-elect, National

Council of Disability Determination Directors.

STATEMENT OF MICHAEL BRENNAN, PRESIDENT-ELECT, NA-
TIONAL COUNCIL OF DISABILITY DETERMINATION DIREC-
TORS, LINCOLN, NE
Mr. BRENNAN. Mr. Chairman, Senator Conrad, on behalf of the

National Council of Disability Determination Directors, thank you
for the opportunity to appear here today to present our views re-
garding the process of redetermining the eligibility of some children
for disability benefits.

These redetermination were required by the Personal Respon-
sibility and Work Opportunity. Reconciliation Act of 1996. The
NCDDD is a professional organization of the directors and other
management staff of the State Disability Determination Services
agencies. The DDSs participate in the Disability program by mak-
ing the initial determinations of eligibility for disability benefits.



.I want to begin by observing that the DDSs are not policy mak-
ing components in the Disability program. That responsibility is re-
served for the Social Security Administration. Our job is to apply
the policy created by SSA to individual cases at the field level.

From this perspective, the following is the view of the NCDDD
regarding the status of the eligibility redetermination process re-
quired by the welfare reform legislation.

The legislation rescinded the previous definition of disability for
children and replaced it with a more stringent standard. The intent
of the legislation clearly was that fewer chidren would qualify for
benefits than would have qualified under the previous standard.

SSA established the regulation for implementing the Congres-
sional intent. In our view, the regulation reasonably comports with
the statutory language. SSA provided instructions and training in
the application of the new standard.

DDSs were asked to apply the new standard to a large workload
in a short period of time. While this was a major undertaking,
DDSs recognized the importance of making correct decisions on
these cases, which involve some of our country's most vulnerable
citizens.

Accordingly, DDS has devoted significant resources to assure the
accurate completion of these cases. Likewise, SSA devoted substan-
tial resources to the evaluation of the work completed by the DDSs.

Overall, SSA's findings were that the great majority of cases
were processed correctly, that is, in accordance with the new stand-
ard. The case reviews found that more than 93 percent of the cases
in which recipients were determined not to be eligible under the
new standard were done correctly. This does not mean that 7 per-
cent were done incorrectly, since some of the case returns were
simply differences in judgment.

Even though SSA found the great majority of redetermination to
comport with the SSA standard, we all acknowledged the unique
importance of this particular group of cases. Accordingly, Commis-
sioner Apfel initiated a special review of the redetermination proc-
ess. DDS participants were included in this special review to a
much larger extent than in the issuance of the original instruc-
tions.

The review identified some areas of concern. These especially in-
cluded cases involving mental retardation, some aspects of develop-
ing evidence, and the explanation of a appeal rights.

In order to reduce the likelihood that benefits to disabled chil-
dren might have been incorrectly terminated, SSA implemented a
series of remedies unique to this special caseload.

These remedies include the reworking of some cases, the exten-
sion and expansion of appeal rights, the issuance of a new ruling
on speech and cognitive impairments, additional training to DD S
adjudicators, and policy clarifications.

The fact that some cases are being reworked does not indicate a
widespread misapplication of the new standard. Rather, this is a
result of SSA's and DDS's collective intent to take extra and un-
usual actions to assure that possible errors are identified and cor-
rected.

The reworking of these cases is going well in the DDSs, but too
few cases have been completed to report meaningful results.



In summary, the NCDDD believes that the policies created by
SSA are reasonably in compliance with the statute, that the work
Performed by the DDSs were substantially in compliance with
SSA's instructions, that there were some indications that a minor-
ity of cases may not have been processed correctly, that accurately
processing the cases of impaired children is so imprtant as to re-
quire unusual levels of effort, and that SSA and the DDSs are
working together to identify, remedy, and rectify any errors.

Mr. Chairman, thank you again for the opportunity to be here
today.

Senator CHAFEE. Well, thank you, Mr. Brennan. I do not think
any of us think this is an easy job that you have. It is a very, very
difficult job. Let me ask you this. You do not physically see the ap-
plicants, do you? You do not actually see the applicants. Do you
work from some kind of a summary like the summaries we saw
in here that Ms. Wardyga had, and others?

Mr. BRENNAN. In some of the cases we do not see the applicants,
but in these redetermination, at the reconsideration step, there is
a face-to-face hearing by a disability hearing officer, who is a DDS
employee. So we do see them face to face at that step.

Senator CHAFEE. I see. Both Senator Conrad and I asked the
Commissioner about this wide swing between the different States
when it came to the review of the cases, the difference between a
35 percent rejection rate and a 70 plus percent. How do you ac-
count for that?

Mr. BRENNAN. I think that there is not any single answer to
that. I think the Commissioner touched on some of it with these
redetermination claims. It depended on how they went on the rolls.
He referred to some DDSs putting more individuals on the rolls by
use of the IFA, even if they met or equaled and they could have
put them on without an IFA. There were some DDSs that did that.

Senator CH1AFEE. Thus, the rejection rate would presumably be
higher in that case, would it not?

Mr. BRENNAN. No, the rejection rate in that case would be lower.
The continuance rate Would be higher, simply because there would
be some cases that met or equaled that were done as IFAs. The
IFAs were re-reviewed as part of this legislation.

There are other factors, though, that go above and beyond that.
In my personal experience, I worked in the Maryland DDS for 20
years before I moved to the District of Columbia DDS. I was im-
pressed, I was surprised, by the difference in claim in impairments,
difference in claim in population, and we are only 40 miles away.

I think some of it has to do with the medical community. I found
that the medical community, for example, in the District is much
more responsive and helpful than they were in Maryland. I do not
know why that is.

I find that the advocacy community in the District plays an im-
portant role. We work closely with the advocates and I thin that
is; helpful. But, again, there are a number of different factors that
are involved. [ do not think there is any single explanation.

Senator CHAI'EE. Could we go back to the question we asked be-
fore. I did not quite understand. It seems to me, when the stand-
ards were less strictly enforced more children came on the rolls,
when they came in with the new rules that were tighter, a higher



p ercentage of those would go off than they would be in another
State. Am I mixed up there?

Mr. BRENNAN. No. I think you were talking about the variation
in continuance rates, or the variation in cessation rates between
the States, some being as high as 70 percent, some being as low
as 35 percent.

Senator CH1AFEE. Yes. The States that took a lot of children on
the rolls, I would think when they reviewed them, those States
would have a higher percentage go off the rolls. Is that right?

Mr. BRENNAN. Let me explain it again, because I think I am
talking about continuance rates and you might have been talking
about cessation rates.

Senator CHAFEE. Yes. I was talking about the cessation rates.
Mr. BRENNAN. All right. Again, the explanation is the same. The

distinction is between whether somebody is continued or not.
Senator CHAFEE. I see. Yes.
Mr. BRENNAN. Under the Zebley standard, there was the step

called the IFA, the Individual Functional Assessment. There were
some DDSs that, in a sequential evaluation procedure, went
through the meets and equals, even though a case may have met
the listings, and went to the IFA step. There were a number of rea-
sons for doing that, one of which was to be better able to explain
the rationale for their decision.

When the IFA was eliminated and those cases were re-reviewed,
the likelihood of somebody who met the listing coming on was not
the same as if it was a straight IFA.

Senator CHAFEE. I see.
Mr. BRENNAN. Does that help?
Senator CHAFEE. Yes, I get it.
Now, Ms. Wardyga, in your testimony you talked about parents

in some instances having to relinquish custody. I was not quite
sure what you were talking about.

Ms. WARDYGA. In some of the States, I have spoken to families,
and this especially affects some of the kids with ADHD, emotional,
and behavioral disorders. Some of the kids that have been ceased
from the SSI rolls, their families are having a hard time accessing
services for them. Obviously, because of their diagnoses and the
symptoms related to those diagnoses, there are several behavioral
issues in there.

Some of these parents are actually being told in their States that
the only options that they have, because now the child does not
have SSI and they are unable to access services, that the only way
to get those services for those children is to actually turn them over
to the Child Protective Agency, or, in some cases, even the juvenile
justice system.

Now, you and I go back a -long way. You wonder where these kids
wind up. It is an issue, and I have heard it from several States,
and it is an option that is thrown out there because the families
cannot find services for their kids. They no longer have that safety
net, the support of the SSI program.I

So when they are faced with a choice, do they leave their child
without the services that they need or do they relinquish custody,
then in most cases they are going to opt to get that child the care
they need and take whatever means it takes to get them there.



Senator CITAFEE. I must say, that is a rather shocking sugges-
tion.

Ms. WARDYGA. It Sure is.
Senator CHLAFEE. S enator Conrad?
Senator CONRmAD. Thank you, Mr. Chairman. Maybe I could go to

you, Ms. Wardyga. Am I pronouncing it correctly?
Ms. WARDYGA. Yes. Very good.
Senator CONRAD. I want to follow up on that. Do we actually

know of cases where parents have relinquished the parental rights
to their child in order to give them services?

Ms. WARDYGA. I do not know if they have actually taken the step
yet. What I have heard is, because they know that I have been
working on this SSI issue, is this is the situation we are in, I do
not know what to do with this.

Senator CONRAD. Who is saying those things to you, are parents
saying that to you?

Ms. WARDYGA. Parents. Parents.
Senator CONR.AD. Parents are saying to you, it has been sug-

gested to us that we give up the parental rights to our child in
order to get them services that they are otherwise denied?

MS. WARDYGA. Absolutely.
Senator CONRLAD. To get them care that they are otherwise de-

nied.
- Ms. WARDYGA. Right.
Senator CONRAD. That is what parents have told you?
Ms. WARDYGA. Absolutely. No different than the medical model

-from, I would say, 10 to 12 years ago when families with kids who
had medical issues, technology dependency, before the days of the
Medicaid waiver program, that basically your option was, you take
your child home without the support services, or, if you relinquish
custody, there is public help for you. That is basically what the op-
tions are. I am hearing those same stories as a result of the
changes in the SSI.

Senator CONRAD. Tell us, which States are involved?
Ms. WARDYGA. There are two that have come to me already, and

I have heard from other States-that they have heard it happen. At
least three, actually. I have heard Louisiana is one where this is
an issue, Nebraska is another one that comes up, and I think Geor-
gia was the third one that I had heard about. It is very disturbing,
I mean, when you think about, how can you help these families.

Senator CONRAD. That is a rather extraordinary thing, to say
that to a parent. Now, these are State employees saying to fami-
lies, you relinquish your parental rights, basically you turn your
child over to the State so they can get care that they would other-
wise be denied?

Ms. WARDjYGA. That is the way those stories are being trans-
ferred to me, that when they go looking for the services and they
have tried every public avenue they can get at-, they are told that
if their child is out of their care and in the care of the State, then
SSI or whatever other s-ervices kick in to protect that child.

Senator CONRAD. Mr. Brennan, do you have any knowledge of
this? Have you heard this Suggestion from your people operating in
these States?



Mr. BRENNAN. No, sir, I have not. I have not heard any of that
at all.

Senator CONRAD. Mr. Stein, is this something you have heard?
Mr. STEiN. No. A lot of other problems have surfaced, but that

is not yet in our consciousness, although this does appear very dis-
turbing.

Senator CONRAD. I would like to ask you, Mr. Stein, can you give
us some example of cases that you believe demonstrate the prob-
lems of the two-marked standard that has been adopted by SSA?
I mean, actual cases of children.

Mr. STEIN. Yes, Senator.
Senator CONRAD. Give us examples of children who are being

eliminated, who are being denied assistance, who are being denied
care, because of this standard.

Mr. STEiN. Many are appended to my written testimony. A child
like Steven, who is on page 17 of our written testimony, with an
IQ of 75. He is in a special education class with eight students and
he is failing the special education class.

That child, because the 75 IQ is just above the marked level of
70, that counts for nothing, as if that child had a 140 IQ. That is
how inflexible and arbitrary is the so-called marked standard. If it
is anything less than marked, and a child with an IQ in the low
70's may be there, that essentially counts for nothing in the process
that is being used across the country.

There is a child like Terrence, a 6-year-old, on page 29 of our tes-
timony, who has Hirschsprung's disease, which is a lack, of a full
colon that leads to uncontrollable diarrhea. Because of the func-
tional areas used are largely mental area criteria, there is no phys-
ical criterion that is extant in Social Security that deals with some-
one with uncontrollable diarrhea. You have to show that, somehow,
that affects a social area, the mental area, the personal area, or
cognition, or communication. That is, again, how arbitrary things
are.

Another area is where Social Security has combined these two
areas of cognition and communication into one area, so that a Ver-
mont child, MG, at page 19 of our testimony, or Mildred, age 17,
at page 25. They have Iqs in the 60's. A 66 IQ is what MG and
Mildred have. And they have another serious communication prob-
lem. MG has severe deficits in expressive language. She is at the
first/second grade level, even though she is 12 years old.

Mildred is age 17. In addition to her 66 IQ, she has serious vis-
ual problems and eye movement. She gets headache as a result,
she has double vision. Yet, because Social Security has put these
two areas of problems into one, these children do not make two
marked. They are viewed as one marked.

Their 66 IQ and this other separate communication problem
counts as one marked. Because this is an arbitrary two-marked
standard that SSI has come up with in their intramurals, these
children, MG and Mildred, have been terminated from the SSI pro-
gram. They are typical of thousands and thousands of others.

A last example, Senator, is Warren, at page 13 of our testimony.
This child has four or five major problems, a congenital heart con-
dition, Wolff-Parkinson-White disease, a serious mood disorder, a
mental problem, a severe expressive and receptive language delay



rolm, and uncontrollable, impulsive behaviors, including self-in-

The DBS has said none of those are marked, and because not
each of those are marked, we are going to count them as zero. So
this child has four separate major problems. They do not put them
together, they do not look at *the whole child.

They do not weigh the combined effects of impairments as the ex-
isting law still requires, and this child is said to have no marked
because anything close to marked, 90 percent to marked, means
zero in this current rather arbitrary system that we are living with
in these interim rules.

Senator CONRAD. Mr. Brennan, if I could ask you, just to follow
up on Mr. Stein's examples, do you think that the standard that
is being applied is the appropriate standard?

You have already testify that you belief that the standard meets
the statutory requirements, the legal requirements. I am asking
you the broader, more philosophical question. Do you think it is the
appropriate standard, given the examples that Mr. Stein and Ms.
Wardyga have provided us?

Mr. BRENNAN. It is difficult to say. I did anticipate that question
and I surveyed some of our DDS administrators and some of the
adjudicators. The responses that I got, the consensus was, we have
had no problems continuing children we think are severely dis-
abled.

Let me clarify a little bit about that. I know Mr. Stein referred
to the functional part of the listings and -the fact that there was
no way to assess the diarrhea. But I want to make the distinction
here between the mental listings and the physical listings. The
mental listings are unique in that all of the areas considered are
functional.

When you assess severity with a mental impairment, you are
looking at function. With the diarrhea, I would be looking at weight
loss, I would be looking to see what the height was, I would be
looking at other phsclaspects before you even get into function.

Senator CONRAD. Well, if I could, how about a child with an IQ
of 66; is that child not severely disabled?

Mr. BRENNAN. An IQ of 66 alone? I would say they have a
marked deficit in cognition. That is what our policy says.

Senator CONRAD. I know what the policy says. I am asking you
the broader question: is that the right plicy?9

Mr. BRENNAN. I am not sure it is the right policy. Again, I spend
a significant portion of my time as an administrator ensuring that
we apply the policy that we have been given in an evenhanded
manner.

Senator CONRAD. No, I understand all that. But that is the ques-
tion I am asking. I am asking you if that is the right standard. I
mean, I must tell you, when I hear a child has an IQ of 66 and
they do not find that child severely disabled, I mean, I do not un-
derstand that.

Mr. BRENNAN. What we found, Senator, is that there are some
kids with an IQ of 72 that are vy disabled, and there are some
with an IQ of 62 that function well. So we have got the dilemma
of trying to sort through that to determine which ones truly meet
the standard for eligibility. It is not easy.,
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Senator CONRAD. No, I understand it is not easy I must tell you,
if a child has got an IQ of 62, their prospects for fLnctioning in this
society are not very high. I do not know of many children with an
IQ of 62 that can make it in this society. I really do not. I do not
know how you could.

If that is where we are with this policy, then I really have to
question the policy. I know you are stuck with it. It is not some-
thing that is your decision. But you are there in the front lines, in
the trenches, and should be able to form a judgment about this
probably as well as anyone, and that is why I asked the question.

I thank the Chair.
Senator CHAFEE. Thank you, Senator Conrad.
I want to thank the panel very much. I appreciate it. Ms.

Wardyga 'came all the way from Rhode Island, and others have
made an effort to come a distance. So, thank you all very, very
much.

Mr. STEiN. Senator, would you permit a brief response on the
State differentials?

Senator CHAFEE. Yes, please do.
Mr. S'rEiN. I know you have asked that of the witnesses. My

short answer is, I do not think that Commissioner Apfel has really
satisfactorily answered your question.

I think there is a serious dilemma of major differencesacross the
country where States are cutting off children, have cut off children,
100 percent more than other States. His answer basically is to you
that some States have used the IFA test,- that is no longer, more
often to qualify children than others.

That only would suggest that, yes, in those States the absolute
numbers of children -cut off should be greater in other States where
the IFA test was not used as much. it does not lead to the current
facts that the percentage of cessations, therefore, must be much
higher in those States, like Texas and Louisiana. I think when you
get beyond that, you see that answer of the Commissioner does not
really respond to your question.

I think you can look at other things, like lack of training of staff,
the inadequacy of training of staff around the country. What is
marked? The agency, when it deals with a child who is on a second
grade reading level who should be at the eighth grade does not tell
any of the States what marked means, which is one of many exam-
ples of the need for training.

We do know that, in some States, there waE a great misunder-
standing of the new law. They thought that all children with be-
havior problems must be cut off when, in fact, that is not what
Congress did.J

So I think the explanation really lies in some serious problems
of application of the new law, not in the response you have gotten
so far.

Senator CHAFEE. All right. Fine. Well, thank you very much. I
thank all of you.

Now, the next panel is Dr. Cooke, chairman, Scientific Advisory
Board, Joseph P. Kennedy, Jr. Foundation, former pediatrician and
chief, Johns Hopkins; Laurie Humphries, M.D., American Academy
of Child and Adolescent Psychiatry; and Dr. James Perrin, on be-
half of the American Academy of Pediatrics in Boston.



Why don't we take them in the order I read them, starting with
Dr. Cooke. Welcome, Doctor. Glad you are here.
STATEMENT OF ROBERT COOKE, M.D., CHAIRMAN, SCIENTIFIC

ADVISORY BOARD, JOSEPH P. KENNEDY JRL FOUNDATION;
FORMER PEDIATRICIAN AND CHIEF, JOHNS HOPKINS UWI-
VERSITY, WASHINGTON, DC

Dr. CoomE Thank you very much, Senator Chafee. I want to ex-
-press my appreciation to the members of the Senate Finance Com-
mittee or this hearing and for your particular interest and ener-
gies in this direction. In addition to being a professional in this

field for some 40 years, I am also the father of two profoundly re-
tarded children.

The statistics of terminations and approvals have been provided
by a number of the previous persons, and I will not review those.

Let me condense my remarks, in the 5 minutes allotted, to six
points. One, the standards adopted, two marked impairments or
two functional limitations, is rigid, harsh, and in conflict with mod-
ern developmental pediatrics and neurology.

The regulations do not recognize the am plifte efect of one im-
pairment or functional limitations on anter, especially low IQ.

F or example, a child with an IQ of 120 and moderate attention dis-
order, I do not consider markedly disabled.

A child with an IQ of 71 with the same degree of Attention Defi-
cit Disorder is markedly limited in functioning, but would not qual-
ify under the existing rules because there would not be two severe
limitations.

A child, and I have taken care of a number of these, with mod-
erate cerebral palsy, moderate asthma, moderate attention prob-
lems, moderate cognitive difficulties, is tremendously impaired, and
yet would not be eligible under the present two-marked restric-
tions.

The second point I would like to make, is that the, separation, as
Mr. Stein referred, of cognition and communication runs in the face
of testimony by experts in speech and hearing, experts in neurol-
ogy, experts in developmental pediatrics.

They are different areas oithe brain, they are different func-
tions, and at the present time are combined as a single domain
which will disqualify a number of children who should be eligible
for SSI.

We carried out a review of 150 cases submitted to us by the So-
cial Security Administration. This was a panel of developmental
pediatricians, neurologists, fairly eminent people, and I carried it
out also.

This review of cases that have been terminated, randomly sam-
pled, when they were reviewed by SSA, seven were overturned by
the SSA Central Bureau. When our group looked at this, there
were somewhere between 20 and 40 that we felt should have been
reversed, or there was inadequate information to make an appro-
priate decision. So in the process of execution of the interim rules,
there is, I think, enormous discrepancy.

Now, how is that possible? TFhe quality assurance data that
comes from SSA talks about 90 percent accuracy. So we inves-
tigated what this quality assurance program of SSA was. It is not
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a quality assurance program. It is not at all like anything we ever
carry out in a hospital or in a clinic.

It is basically an accuracy check of a paper trail, or in the carry-
ing out of rules of evidence. It is not an analysis of egregious er-
rors. It is not an analysis of why. one State may have a very high
termination rate, and another State a very low one.

So the quality assurance program, to me, in SSA, has to be radi-
cally revised to be much more in concert with the medical model.

.An additional test of disability, it seems to me, that ought to be
recognized is the degree of dependency on the family, what I call
the burden on the family. If the mother or father cannot work be-
cause the child has to be cared for a large part of the day, requiring
long periods of feeding or administration of medications and so
forth, that parent cannot work and that vitiates the whole intent
of the Welfare Reform Act.

In terms of the disqualification of the 18-year-olds using adult
standards, I certainly agree that the medical test of improvement
is important. I also believe, however, that before anyone is termi-
nate d, there ought to be an adequate evaluation by the Office of
Vocational Rehabilitation, they ought to receive treatment services,
if this is important, to prepare them forl the future before any ter-
mination of benefits.

In summary, I believe that the long-term, carefully performed re-
view of the criteria'and process for termination of childhood SSI
benefits should be undertaken. Thank you.

Senator CHAFEE. Thank you very much, Dr. Cooke.
[The prepared statement of Dr. Cooke appears in the appendix.]
Senator CHAFEE. Now, Dr. Humphries?

STATEMENT OF LAURIE HUMPHRIES, M.D., AMERICAN ACAD-
EMY OF CHILD AND ADOLESCENT PSYCHIATRY, LEXINGTON,
KY
Dr. HUMPHRIES. Mr. Chairman, I am Dr. Laurie Htumphries. I

am a child and adolescent psychiatrist from Lexington, Kentucky,
and I am a member of the American Academy of Child and Adoles-
cent Psychiatry. Thank you for this opportunity to testify before
this subcommittee on the new standard for eligibility for SSL.

I see firsthand patients who are disabled and the problems they
face with this new standard. I believe that many children with
mental illness will lose benefits as a result of the 1996 welfare re-
form law that made major changes in the SSI standard for assess-
ing eligibility for children and adolescents with mental illness.

The current standards now in regulation should, in theory, cap-
ture children with mental illnesses, but, in fact, it is penalizing
these children by setting a level of severity that is too high for the
intent of the law.

How do we know this? First, there is a problem with under-rec-
ognition. It is estimated that between 15 to 25 percent of children
evaluated have significant psychosocial problems requiring some
type of intervention, yet, fewer than I in 5 of these at-risk children
are identified as needing help Nearly one-half of these at-risk chil-
dren are severely disabled by their mental health problems and
need constant care and attention.



Second, there is really a tremendous problem with stigma. Par-
ents fear that they will be blamed for their child's illness, and that
they are concerned about their child being labeled with a psy-
chiatric disorder. We have a long way to go in this country before
there is an equal public acceptance of mental and physical illness.

Third, children and adolescents do have mental illnesses. Emo-
tional disorders do not discriminate across social, racial, or eco-
nomic backgrounds. Research shows that they are real illnesses
and they are not the result of bad parenting or a child's poor social
skIS.

Research is helping us to understand the brain and development
in environmental influences and how prevention and treatment can
reduce the later effects of more signficant problems. Children and
adolescents with mental illness face emotion and social impair-
ments requiring a lifetime of treatment, rehabilitation, and ther-
apy.

Now, most of my patients use the SSI benefit to provide trans-
portation to and from treatment. I live in Kentucky. This is not
Boston, DC, New York, or Los Angeles. Without transportation, the
child loses access to mental health care, which interrupts treat-
ment and limits the services the child needs.'

The new standard for determining 551 eligibility is too harsh for
children with mental illnesses. This new standard was opposed by
many clinicians who are trained to treat the most severe causes
and cases of mental illness.

For example, I know, in talking to a colleague yesterday from the
State of Mississippi, that a child was denied the SSI benefit. What
happened, was that child has schizophrenia. She hallucinates. She
hears Voices that tell he~r to hurt herself and to hurt others.

She lost her Medicaid card with the benefit. They had to stop the
medication. Her hallucinations, which were well under control,
came back and now she is psychotic again. Senator, that is not the
intent of the law.

In summary, the current regulations are too harsh for children
and adolescents with mental illnesses, and a review should be done
on the standard and its impact on children and adolescents with
mental illnesses.

Thank you, Senator.
Senator CHAFEE. Well, thank you, Dr. Humphries.
[The prepared statement of Dr. Humphries appears in the appen-

dix.]
Senator CHAFEE. Dr. Perrin?

STATEMENT OF JAMES PERRIN, M.D., ON BEHALF OF TILE
AMERICAN ACADEMY OF PEDIATRICS, BOSTON, MA

Dr. PERiUN. Good afternoon, Chairman Chafee. Thank you very
much for letting me be here to represent the American Academy
of Pediatrics and its 53,000 pediatric members.

I am a general pediatrician, and also an academic who, over the
last two and a half decades, has focused a major portion of my time
working with children with special health care needs and their
families. I also formerly chaired the Academy's Committee on Chil-
dren With Disabilities.



We are very, very grateful to YOU and yur- colleagues for your
commitment to the issues of childen with disabilities and to ex-
ploring the impact of recent changes to the program for children.
Like you, the Academy is deeply concerned that SSI benefits re-

main available for children who need them.
The AAP strongly supports the SS1 program for children, and

has been troubled that children are being denied benefits to which
they are entitled. This is a critical link between medical and social
services for children with disabilities who are mainly in low-income
families.

I have seen myself many children with spinal deformities, devel-
opmental disabilities, leukemia, chronic bleeding problems, severe
childhood arthritis, and for those families, SSI provides the finan-
cial support and access to medical care that allows families to raise
their children effectively at home and helps to ensure their best
long-term functioning.

Over the last several years, the S51 program has been under in-
tense scrutiny. The rapid growth in the number of children and
adolescents receiving benefits since the early 1990's, as well as an-
ecdotal reports of fraud and abuse of the program, were key factors
in the 1996 Congressional modifications.

The AAP strongly supported the policy changes, however, that
led to the expansions in the 551 program and believe strongly that
the incidence of fraud and abuse in the program is negligible.

My specific remarks today focus on three areas. First, there is a
need for in-depth information and analysis of the SSI program.
Throughout the Congressional debate, the Academy expressed deep
concerns that the Changes sought by Congress dud not reflect a
thorough understanding of the 551 program, but, instead, focused
on problems associated with a small number of enrolled children
and adolescents. The limited understanding of many members of
Congress of the SSI program was, in part, due to a lack of informa-
tion about the program.

From the beginning and to the present, neither basic nor longitu-
dinal information has been adequately collected regarding the chil-
dren being served by the 551 program, including its impact on
households and children.

Although the Academy generally supported the administration in
its interpretation of changes in the SSI legislation in 1996 and
1997, we are concerned about the apparent inability of the admin-
istration to provide satisfactory information documenting the fair
and safe implementation of these changes.

There is a necessity to understand how the SSI program affects
children with disabilities, and whether it can better encourage the
long-term involvement of young people with disabilities in employ-
ment and other adult activities. Absent this information, policy
changes may once again be made without an understanding of the
program and the policy that it implements.

Second, there is a need to modify the determination of disability
in three key areas. First, the medical listings must be updated to
current standards. There have been many improvements in the di-
agnosis and treatment of children since 1977, when the Social Se-
curity Administration published the diagnostic criteria for deter-
mining childhood eligibility. To reflect these diagnostic advances,



we recommend a top-to-bottom review and revision of the childhood
medical listigs.

Second, children must be included in current and future SSA dis-
ability determination reforms. Children are not small adults, and
disabilities affect their functional capabilities quite differently from
how they affect adults.

To date, children have been excluded from SSA's process to re-
form the ways in which the disability among adults is determined.
Commissioner Apfel talked about an approach of functionality.

That -approach is not now being app lied to children, and similar
research is not going on about how to make this approach work ef-
fectively with children. There must be specific attention directed to
children's issues in this reform process.

Third, and other people have said similar things, the functional
equivalence component of SSI must be fully developed. The Su-
preme Court Zebley decision in 1990 led to the publication of the
new childhood disability regulations. However, even within that,
the funrctional equivalent provision of those regulations has not
been effectively developed.

Third, the transition of adolescents with disabilities to adulthood
should be further developed, an area others have spoken about. Al-
though many young people with disabilities will require substantial
ongoing services, many others with proper education and rehabili-
tative services can become increasingly independent. Achieving the
goals of increased independence requires imaginative use of the in-
centives in the SSI program.

These incentives should be linked with providing 'young people
appropriate services and guidance early in their adolescent ca-
reer-13, 14, not 17 and 18-to maximize growth and development.
The age 18 problem discussed today is a major one.

Let me close by providing several specific recommendations.
These are expanded in our written testimony. The Social Security
Administration should develop an effective mechanism for ongoing
monitoring of the children and adolescents in the SSI program; a
top-to-bottom review and revision of the childhood medical listings;
a commitment to develop new methods to assess functional abilities
in the context of disability rather than relying on medical listings
alone, comparable to the efforts currently going on for adults.

Modifications to the medical listings should include criteria that
would enable children with multiple disabilities, not simply a two-
marked standard of assessment to be eligible for, or remain in, the
SSI program, regardless of diagnosis.

These are our recommendations, and we would be glad to answer
further questions. We strongly urge the administration and the
Congress to adopt a "first, do no harm" standard when reviewing
the SSI program for children.

The population served by this program is among the most impor-
tant and vulnerable in America, and we must be diient in the im-
plementation of changes to this important program so that we do
not harm children and adolescents in the process. Thank you very
much.

[The prepared statement of Dr. Perrin appears in the appendix.]
Senator CHAFEE. Thank you very much, Doctor. Those are good

points. I think it is in point three on page five. You say, 'The Social



Security Administration should develop an effective mechanism for;
ongoing monitoring of the children an d adolescents in the SSI pro-
gram.p

I can see that. But suppose they take somebody off the program,
then that person is not monitored any more. That might be the
very person that might ought to come back on the program. Am I
missing something or am I right?

Dr. PERRIN. I think you are right on target, Senator Chafee. That
is an important group of people to be monitoring as well. We know
very little about what happens to families when they do get SSI
benefits.

We know very little about what happens to families when they
lose S81 benefits. We have a lot of statistics about large numbers

ofcatgres of people, but very little data at the level of the indi-
vidual cid and family and what hap pens at both of those steps
in the process. We need to have that information.

Senator CHAFEE. I thought, Dr. Cooke, you made a good point
when you were talking about a child with a normal IQ and Atten-
tion Deficit Disorder is one case, and that same child with the At-
tention Deficit Disorder and a lower IQ is an entirely different
case.

Dr. CooKE. Absolutely. Severely disabled, with that combination,
yet it would not qualify under the present rules.

Senator CHFEE. Dr. Humphries, when diagnosing a child's men-
tal impairment, is it pretty important to know about the child's
functional limitations?

Dr. HumPHRIES. Yes, sir, it is. One of the things, as a child and
adolescent psychiatrist, we are well aware of, is that you have to
really assess the child from multiple standpoints. You need to know
what that child looks like in the school setting, you need to know
what they are like in their community, in their home, how do they
function at camp. Often, children with different types of structure
look differently. For example, if you are in a self-contained class-
room and you have got eight students in that classroom and you
have gt an aide, then that child may function well. But, my good-
ness, 16o0k what you are doing to get that level of function.

Then that child may attend summer camp. and may literally
flunk out because they cannot attend to anything. It is a normal
situation, but their function in a camp setting, without that added
structure, and they literally sort of fall a part because, of the cog-
nitive problems and the mental problems that they have.

Senator CHAFEE. Now, Dr. Perrin, you said the listings should be
revised. These listings embrace such criteria as recurrent hos-
pitalizations and major medical interventions.

Should the SSA's revisions not take into account current medical
practice, such as decreased use of hospitalization and fewer emer-
gency visits as a result of managed care, or increased reliance? In
other words, have you taken these other things into account when
you talk about when you were dealing with your listings?

Dr. PERRIN. Senator, I think there are two or three elements to
that that are important to keep in mind.

Senator CHAFEE. I am sorry. I was looking at you, Dr. Hum-
phries, as I addressed the question to Dr. Perrin. I do not have
double vision. I am sorry. Go ahead, Doctor.



Dr. PERRIN. I think there are two or three elements there, Sen-
ator Chafee. First of all, within the medical listings themselves
there are, a large number of listings that are currently very much
out of date medically. They talk about the functioning of the pul-
monary system, the lung system. We are not using criteria that are
used today to diagnose disabilities or capabilities in lung function-
ing. That is just one example.

So one can go through the entire set of listings and say, these
are really not taking into account modern information about how
children can be measured with respect to their clinical status.

But, importantly, the issue of the use of hospitalization or the
use of emergency departments, those are-really not good measures,
frankly, of functioning any more, although the asthma listing has,
in fact, used those kinds of indicators about, does this child have
enough asthma to be considered severely disabled as a result of
asthma. That just is not very appropriate to be using it any more.

But that is exactly why we also recommend not only the revision
of the medical listings, but also this same degree of intent to de-
velop a high-quality measure of child functional impairment. That
is currently being done for adults, but no similar work is going on
for children. That way we will be able to, in fact, look at how chil-
dren are functioning as a result of having a chronic condition.

Senator CHAFEE. Well, thank you all very much. I want to ask
one question. I feel I have got three experts in front of me. There
were other experts in the other panels. But if you had your choice
of taking one big step in the preventative area, whether it be better
prenatal care, or getting rid of lead paint, or whatever it might be,
prevention, what would you do?

Let us say you are king or queen and you have got some money,
and you want to take one big step prevention-wise in connection
with the mentally retarded, emotionally disturbed, or terrifically
handicapped children, what would you do? I will start with you, Dr.

-Humphries?

Dr., HUMPHRIES. Well, that is an important question because I
think that is where we need, Senator, to really look at how to pre-
vent this. That is, I think, probably what we are all in this for.

Senator CHAFEE. Because when I looked at those cases that Mr.
Stein had assembled, they are really very heart-rending cases. We
are all familiar with them, you certainly more than L. To some ex-
tent, I am familiar with these cases from the work I have done on
this over many, many years. All right. What should we do, preven-
tion-wise?

Dr. HUMPHRIES. One of the things I think I would say, is early
recognition and treatment. In my area, this is something that I see
not happening. Frankly, the more severe standards you have for
this make it more difficult for us actually to make a diagnosis and
start treatment in a child. The more stringent, harsh standards we
have with the SSI Disability, set the stage. -_

What, in effect, is going to happen, is that this actually is a
counter effort to prevention, especially secondary and tertiary pre-
vention that we talk about in medicine. So, one of the things I
think we need to do, what you, the Senate, can do in the overview,
is really take very seriously the recommendations that we have had
today.



One, make a child evaluation a child evaluation. I asked, from
the Kentucky administration, for a copy of a CE, that is, a consult-
ative examiner. I got an adult psychiatric evaluation form to actu-
ally go b to evaluate children and adolescents. That should not be.
We shoul not be using the same form for children and adolesc'e' .~
as we use for adults.

That is my personal experience, and I can show you my packet.
These are two different things, adult evaluation and child evalua-
tion. I am board certified in both, and I know. Your committee can
do something about that, to make sure that SSA really follows
through. That is one thing.

I think the other thing I have heard again and again, is we must
separate out, communication and cognition. That really is a major
issue. When you are a child and adolescent psychiatrist, you are
looking at lines of development that are different.

In effect, it would be like asking a pediatric surgeon to evaluate
only the right leg of a child. I mean, that is absurd; every child has
two legs. Well, to say that we have to put together the cognitive
and communication area is bizarre. I will say that.

So one of the things your committee can do, is to look at the SSA
and how these regulations are actually being enforced. That is one
of the things that!I think we could do as citizens to really try to
increase prevention.

Senator CHAFEE. All right. Dr. Perrin?
Dr. PERRIN. I would love to defer to Dr. Cooke. Bob has been one

of the world's experts on prevention in mental retardation.
Senator CHAFEE. Well, I was going to get to Dr. Cooke. I will get

to him.
Dr. PERRIN. I will go ahead, but I know he is going to tell us

what really to do. I think that the notion is really early interven-
tion. These are not new ideas, Senator Chafee.

I think we know a great deal as pediatricians about the fact that
providing services to children and to families, not just to children
alone, early in the careers of children who have different kinds of
disabilities pays off. These are children who are much more capable
once they get to school, to participate in school. We real Know
that these are effective ways of trying to improve things or chil-
dren.

I put in a similar plea about the notion of providing comprehen-
sive, long-term, family-based planning services for young adoles-
cents with disabilities. We think about the problem of age 18; that
is far too L"Ge to be thinking about the problem.

We need to be providing the kind of high-quality planning with
the young person at age 12, 13, or 14 so she gets the right kinds
of service. Not only SSI, but the right kinds of training, education,
experience, and support, so by the time she does achieve age 18,
she is, in fact, a pretty capable young person, despite disability.

So, early intervention, as well, I would offer you.
Senator CFIAFEE. All right, Doctor. Dr. Cooke?
Dr. CooKE. Well, I am going to cheat a little bit and give you

more than one, if I might..
Senator CHAFEE. Well, we will give you dispensation. All right.
Dr. CoomE Early assessment has been indicated. The CHIP pro-

gram, which is going to make a great impact on children's health,
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and the necessity for very expert, early developmental assessments
so early intervention becomes possible. That, I think, is critical.

Certainly, adolescent pregnnyi an area which can make a
very signifcant difference. Fe~alcohol , is another. I would put
the very low birth weight baby, which is common in an adolescent
pregnancy, but now is very much preventable with the treatment
of infection in pregnancy.I hink you will see a marked reduction
in the severe problems frm the very low birth weight babies if we
apply the present knowledge.

S~o I am cheating a little in giving you more than one.
Senator CHAFEE. No, no. You qualif .All right. Thank you all

very, very much. You have been very helpful to us. I appreciated
aeat deal your coming. That completes the hearing.
[Whereupon, at 4:06 p.m., the hearing was concluded.]





APPENDIX
ADDITIONAL MATERIAL SUBMITTED FOR THE RECORD

PREPARED STATEmENT oF KENNETH S. APFEL

Mr. Chairman and Members of the Subcommittee:
I am pleased to be hore today to address this most important topic. Over the past

quarter century, the Supplemental Security Income (85Dp rogram has helped fami-
lies of children with disabilities meet their special needs. W~eSSI program has come
to represent an important safety not to some of our most vulnerable families. That
is why during mny confirmation hearing before the full Committee, I made a commit-
ment to conduct a "to to bottom" review of the implementation of the changes to
the 881 childhood disability program brought about by the Personal Responsibility
and Work Opportunity Reconciliation Act of 1996, more commonly known as the
welfare reform law.

THE 'O~P-TO-13'rroM REVIEW

I believed that this review was needed because of public concern with the imple-
mentation of the new law. I believed that the Congress, the President and the
American people deserved to know whether the law and the regulations were being

Whee seciicproblems were identified, I ordered that the Agency undertake im-
mediate, corrective actions. And, because of my concern for the welfare of children,
a concern I know is shared by you tePsinand the American people the So-
cial Security Administration (A)#1is taking steps above and beyond normal actions
to ensure that every child receives a thorough and accurate assessment of his or
her eligibility for benefits.

The review which was completed in December 1997, showed that overall BSA and
the SSA-funcfed State Disability Determination Services (DDSs), which make dis-
ability determiinations for the Agency, have done a good job. Of the approximately
one million children receiving SSI benefits as of December 1996 based on disability,
about 288 000 were subject to redetermination under the new law, and most of these
were hancaled properly. After screening out the cases that were inaccurately coded
as needing a review, there were about 264,000 cases requiring a review. As of May
30, 1998, we had made initial redetermination determinations for 245,349 children.
We have continued benefits to 147,933 children, or 54.1 percent of all'the decisions
we have made. However, the review also found some inconsistencies in the applica-
tion of the rules and in compliance with SSA instructions. The review identified
three specific areas of concern: processing of children's cases classified in SSA's
records as having mental retardation- the quality of some aspects of case processing;
and the adequacy of the Inormation 9SA was providing beneficiaries on their rights
to appeal a cessation determination and to request that benefits be continued
through the Administrative Law Judge hearing level.

As a result of the review's findings, I directed the State DDSs to review the cases
of approximately 36,000 children whose benefits were ceased. Where our quality as-
surance information has identified problems with the accuracy of our decisions to
continue benefits, we will give childhood disability caes priority review. In addition,
on February 18, 1998, we renotifled approximately 75,0 children whose represent-
ative payees may not have understood their rights to appeal the determination to
terminate their benefits or to request benefit continuation.

In March, we completed training for virtually all of our 15,000 adjudicators, in-
cluding administrativT law judges, on childhood issues that were problematic in ad-
j udicating these claims, such as mental retardation and evaluation of maladaptive

bhaviors, in preparation for conducting the re-reviews. -Although we originally ex-
(39)



~tdto have the initial re-reviews completed by the end of this fiscal year, we are
ding that more time may be needed in some cases to complete development of

the medical evidence and to ensure that each child receives a fair and accurate new
determination.

On March 30th, we published a new Social Security Ruling clarifying how to de-
termine medical equivalence in childhood disability cases I iin both cognition
and speech disorders. Our adjudicators have been trained on this Ruling. In devel-
opin ~ alftetaning, and the Ruling, we had many discussions with individual
medical experts ad chidhood advctes and took into account their comments.
Moreover, we have conducted additional training, specifically geared to types of
issues relevant to a particular State's needs. I -am confdent that as a result of these
training efforts, our determinations will be even more accurate and consistent.

We have also developed unprecedented safeguards to ensure that our adjudication
is consistent and our policy is nationally understood. This includes an enhanced and
comprehensive quality review plan. These efforts will ensure early understanding by
all components of the right way to do cases, provide timely and consistent feedback
on deficient cases, initiate timely central policy guidance and clarification, and en-
sure national dissemination of ad7 policy clarifications.

In addition, I have directed that SSA conduct a study comparing the group of chil-
dren losing SSI benefits to a group of children retain* SSI after implementation
of welfare reform. This study will consist of two p~arts.'Th frstpati neaia
tion of existing data held by SSA, the Census bureau and HHS. The second part
is the development of a limited number of case studies to supplement the statistical
information. -These case studies-along with the statistical information-will improve
our knowledge of the effects of welfare reform on children with disabilities and their
families. The results will be available by the end of FY 1999 and Will help the de-
sign of our second research project on childhood disability.

A second research project on childhood disability will be a nationally representa-
tive survey of-2,000 families of children with disabilities, which will provide a more
comprehensive evaluation of the impact of removing certain children with disabil-
ities from SSI under welfare reform. A round of follow-up interviews will be con-
ducted after one year to provide longitudinal data about a range of outcomes similar
to the first study, such as use of medical care, quality of life, parental labor force
participation, and cost of care. This type of data has not previously be en available.

SSA is also going to conduct a clinical study directed at evaluating the most effec-
tive approach for assessing functioning in some children. This study will begin in
FY 1999 and continue throu h FY 2001.

At this point, I'd like to tell you about specific findings in the three areas covered
by the review.

MENTAL RETARDATION

Of the a approximately one million children on the rolls in December 1996, about
407,000 (almost 41 percent of all children on the rolls) were coded in SSA's com-
puter system as having a primary diagosi of mental retardation. Eighty pecnt
of these children (over 325,000 chidren) had impairments that had already been
found to meet SSA's listings for mental retardation and were not subject to redeter-
mination under the new law. Therefore, SSA conducted redeterminations on only 20
percent of the children (almost 80,000 children) who were coded on SSA's data sys-
tems as having mental retardation.

To begin, I'd like to draw a distinction between low IQ scores and mental retarda-
tion. Mental retardation is characterized by significantly subaverage general intel-
lectual functioning accompanied byr significant limitations in adaptive functioning.
Children with low IQ scores who conot have limitations in adaptive functioning do
not have mental retardation, although the ,may have another disabling impair-
ment. in other words, we look at each child's ability to function as a whole-we do
not base our determinations solely on IQ scores.

During the redetermination process, -concerns were raised that benefits to children
with IQ scores in thes range of 60 to 70 were being ceased erroneously because of
misa plcation of the listings, and that benefits to chidren with mental retardation
who have IQ scores above 70 were being ceased because of adjudicator failure to
consider the range of error inherent in al test scores and to consider all of the evi-
dence.

SSA found that in a large number of the cases with the computer code for mental
retardation, the children did not actually have mental, retardation, and were never
thought to have mental retardation, but were only shown in SSA's data with this
diagnosis code because of limitations in our coding capacities and, frankly, coding
errors. In most cases, these children were found to have learning disabilities or bor-
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derline intellectual functioning, and these claims were more likely to be ceased than
claims of children who had mental retardation. This occurred because codes do not
exist for alpssible impairments. In such cases, our adjudicators are instructed to
choose a coe for a "closely analogous" impairment. As a result, DDSs have used
the mental retardation code for other impairments.

In 1994, SSA established additional codes for certain impairments, including
learning disabilities, which were often coded as mental retaaion. In connection
with the top-to-bottom review, another new code was established in October 1997
for "borderline intellectual functioningg" another impairment that was often coded
as mental retardation.

However, SSA's quality assurance data showed that some decisions to cease bene-
fits to children SSA correctly coded as having mental retardation were deficient in
some way. This means that some children appropriately identified as having mental
retardation may have had their eli ibility ceased incorrectly. Similar problems exist
for children with mental retardation whose applications for benefits were denied
after the enactment of the welfare reform legislation on Agut 22, 1996. As a result
of these findingfs I have directed that SSA, through the D Ss, review the cases of
all children, whose benefits were ceased or denied after the passage of welfare re-
form, that SSA coded as having mental retardation. These reviews began at the end
of March.

QUALITY OF CASE PROCESSING

SSA defines an accurate case as one that is free of both documentation and
decisional errors. Therefore, a case may be found to be inaccurate because the adju-
dicator did not fully document his or her decision. Full documentation does not nec-
essarily mean that the determination would change.

Our quality assurance process found that in most States the accuracy of both con-
tinuance and cessation determinations was above the rate of accuracy that SSA re-
quires. However, quality assurance data also showed lower than average cessation
accuracy for certain categories of cases in many States.

Basedon this finding I directed that all States will also review a portion of their
redetermination workloads that did not have the code for mental retardation. SSA
has identified the types of cases that each State will review. The reviews will be
of cessations in those categories of cases which, based on the data from our quality
assurance review, have the highest likelihood of error. Where continuance accuracy
was found to be below the threshold, we have given childhood disability cases first
priority for reviews. Plans are being made to review these continuance cases in FY
1999.

The report also identified problems in cases where eligibility had been ceased
based on a "failure to cooperate." A child's eligibility for SSI may be ceased on the
basis of a "failure to cooperate" when the child's parent or legal guardian does not
respond to notices initiating the disability redetermination, does not take the child
to a consultative medical examination, or otherwise does not cooperate in processing
the claim without good cause.

Before eligibility is ceased, however, SSA's policy is to make repeated attempts
to contact the child's parent or legal guardian by mail and by telephone, and when
necessary to make special efforts to identify and contact another adult or agency re-
sponsible for the child's care. SSA sam pled cases in States with the highest rates
of csaion for "failure to cooperate." SSA found that in a large number of the cases
either all of the contacts required had not been attempted or the contact efforts
were not documented in the case file.

Therefore, I have directed that SSA review the cases of all children whose benefits.
were ceased based on "failure to cooperate" in which a request for reconsideration
was not filed. Most of these reviews have already been completed. These reviews
will ensure that all required contacts and follow-ups are made and documented in
case files.

ADEQUACY OF INFORMATION

When SSA sends notices telling families (or other payees) that a redetermination
has found a child is no longer eligible for benefits, the notice also advises them of
their legal rights. They are told how to ask for a reconsideration, and that they can
request continuation of their benefit payments during this appeal process. They are
also told, as required by law, about how toobtain information concerning attorney
representation.

Would like to note that, in many of these families, English is not the first lan-
guage further adding to problems with understanding appeals rights. In order to
provide the best service to all of our customers, and to reduce reliance on outside
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interpreters, SSA has recently focused on hiring more bingl employees as one
of its key change initiatives. n the last five fiscal years, SA hured over 1,700 fulfl-
time bilingual empoy" to serve the public in our field offices and teleservice cen-
ters. As a result, SSA's own employees are currently capable of translating and in-
terpreting in at least 22 different languages.

On February 18th, SSA sent special notices in simpler lanag toaprxmatl
75,000 families (or other representative payees) of children whose eligibility for SMI
has ceased, and who have not appealed, and also to families who have requested
reconsideration but who did not request continuation of benefit payments. These
notices restaec our determination regarding the child's eligibility under the new
disability standard. In addition, the notices provided a clearer explanation of the
child's right to appeal our determination and to request benefit continuation while
the appeal is being considered.

I recognize that this step goes above and beyond normal actions. However, con-
cerns were raised that the cessation notice was hard to understand and that SSA
was not providin beneficiaries with an accurate and comprehensive explanation of
their rights to file an appeal or request benefit continuation. We ascertained that
in some instances inconsistent or incomplete information led to some individuals
having an inadequate understanding of their appeal rights. Therefore, I determined

As a result of these notices, more than 22,000 of these families have requested
that we reconsider our original determination to cease benefits to their children.
Over 65 percent of these families have also requested benefit continuation. Addition-
ally, about 5,200 of the families that had previously appealed the cessation deter-
mination, but did not request benefit continuation, have now done so.

At this point, we are very early in the review process. As of May 30th we have
completed processing on 7,300 of the approximately 36,000 cases subject to re-re-
view.

About 2,600 of the 14,000 cases coded, as MR have been completed. Of these cases,
a third were revised to continuance. We have completed about 4,600 of 22,000 other
targeted cessations. Of these, about 14 percent became continuances after reopen-

U.Chairman, it would be inappropriate to assume that these percentages will
not change as more cases are worked. These are preliminary results and we have
many more reviews to complete. We fully expect the percentages of cessations and
allowances to change as more cases are processed. What we are seeing from these
early reviews, however, is consistent with our projections that about 100,000 chil-
dren will ultimately lose benefits.

MEDICAID COVERAGE

Thanks to the urging of President Clinton, last summer Congress passed an
amendment as part of the Balanced Budget Act which ensured that children who
lose SSI disability benefits as a result of the changes due to welfare reform continue
to remain eli1gible for Medicaid benefits. SSA is working closely with the Health
Care Financing Administration (HCFA) and the States to make sure that Medicaid
coverage continues for these children. In order to accomplish this, we have provided
to HCFA, and made available to all 50 States, lists of children whose SSI eligibility
ended due to changes mandated by welfare reform. Additionally, HCFA is working
with SSA to write guidelines for States to help ensure that these children continue
to receive Medicaid.

CONCLUSION

At the time the interim final regulations were published, SSA estimated that, of
the approximately one million children receiving benefits as of December 1996,
135,000 would eventually be determined ineligible for SSI benefits. N ow that the
redeterminations are mostly completed, and in view of the actions dictated by the
findings of the top-to-bottom review, the estimate was revised downward to about
100,000 children when all actions including a appeals are completed. This represents
approximately 10 percent of the children on the rolls in December 1996. This esti-
mate is consistent with the lower range estimate of the Congressional Budget Office
in June 1995. I believe that, based on the early results of our re-reviews, the esti-
mate is still accurate. I want to emphasize that the SSI childhood disability pro-
gram continues-and will continue-to help many families of children with disabil-
ities meet their special needs. I am committed to providing fair and equitable ad-
ministration of the SSI disability program for all children now and in the future.
More than 3 out of 4 of those children whose benefits were initially ceased will have
received at least 2 separate evaluations of their continuing eligibility. This means
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that all of these children are receiving the fair and accurate review they deserve.
The actions I have taken as a result of this review of SSI childhood disability pro-
gram issues will improve the Agency's ability to meet that objective. You have my
pledge that I will continue to ensure that children with severe disabilities receive
the benefits for which they qualify.
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PREPARED STATEMENT OF ROBERT E. COOKE, MD
I wish to thank Senator Chafee for inviting me here today to testify, and I also

want to thank Chairman Gramm, Senator Rockefeller, and the other distinguished
Members of the Committee.

I am Robert E. Cooke, MD, former Pediatrician in Chief of the Johns Hopkins
Hospital for 17 years, during which time I had the opportunity to play a major role
in the creation of the National Institute of Child Health and Human Development
(NICHD), the University Affifliated Facilities (UAF) and I was the architect of Head
Start as Chairman of the original planning committee.

As a pediatrician and Fellow of the American Academy of Pediatrics, Distin-
guished Fellow of the American Psychiatric Association, and Chairman of the Sci-



entific Advisory Board of the Joseph P. Kennedy, Jr. Foundation, I have devoted
most of my professional life to helping families, rich and poor, with severely disabled
children. More importantly, however, I appear today as a father of two profoundly
retarded daughters--one now deceased.
IIt is most rewarding to appreciate the great interest of the Senate Finance Com-

mittee and many other members of Congress on the issue of disallowance of Supple-
mental Security Income (SSI) benefits for children as a consequence of the Personal
Responsibility and Work Opportunity Reconciliation Act of 1996 (PL 104-193) and
the promulgation and implementation of the "interim" regulations by the Social Se-
curity Administration.

As of May 30, 1998, 245,349 children have been reevaluated out of the 998,280
child recipients of SSI at the demand of Congress to reassess those children who
received SSI based on the Individual Functional Assessment (IFA) and "maladaptive
behavior." Of that number only 147,933, which is 54%, have been continued anld
125,740 (46%) have been terminated, which is far more than anticipated by many
members of Congress, and particularly members of this Committee, who have ex-
pressed their concern to the Administration. In addition 56.7% of the 61,402 adoles-
cents turning age 18 have been removed from SSI based on adult criteria even
though many had been qualified previously under the very strict Listings level cri-
teria.

In addition, of the approximately 508,000 new applicants for SSI as of May 30,
1998, only 34% have been allowed using SSA's strict eligibility criteria and over
100,000 fewer new applications have been filed than in previous years, further re-
ducing the number of disabled children receiving benefits. In short, not only have
the rules become more strict, but also many in the agency mistakenly believe that
they must crack down on SSI children. This has had a chilling effect on families
and goes far beyond what many Members of Congress intended when passing the
legislation. Many of the children who have lost their SSI are extremely disabled and
no reasonable, scientifically and individually sound system could possibly disqualify
them.

For example:
A 13 year old girl in Louisiana with a properly performed IQ of 55 and AD
and major depression requiring hospitalization was cut off-,
A 10 year old boy in Illinois wiAth an IQ of 62 with ADHD, failing grades in
school, and asthma requiring inhalation therapy several times a day was
dropped because a subsequent IQ test a few weeks later was used to disqualify
him, even though professional ethics and IQ test publishers caution against re-
administering the same IQ test due to a practice effect, which causes IQ scores
to be artificially inflated.

Furthermore, a random sample consisting of 151 cases whose benefits were termi-
nated (20 because of failure to cooperate) was reviewed by the central office of SSA
in the fall of 1997. It reversed 7 cases. However, a review of the same cases by sev-
eral nationally known experts in developmental pediatrics and child neurology, in-
cluding myself, identified 20 to 47 cases that were either lacking sufficient evidence
to disqualify or clearly should have been reversed and benefits continued.

These statistics and examples illustrate the fact that the regulations are inappro-
priate and are not grounded in the developmental sciences nor in expert clinical
practice. They do not take into consideration the totality of the child in relation to
his or her impairments. Decisions are based on Listings in large part derived from
adult Listings or equivalence to Listings and not on developmental standards. They
are rigid, inflexible and not based on current scientific knowledge.

For example, the Listings specify that a child with an IQ of 69 and another
marked limitation qualifies. However, a similar child with IQ 71 does not qualify
under that standard. Clearly such a judgment is in contradiction to all known test-
ing variability. Yet a senior psychologist in the SSA, when discussing this range of
variation (standard error of measurement-SEM) stated, not jokingly, that one half
of the children in this situation would benefit and the other half would be out of
luck. Such a viewpoint is not an acceptable reason for ignoring test variation in the
USA where fairness is a fundamental moral principle. As the Government Account-
ing Office has recently pointed out, consistency is important but science and reason
are even more so.

The Institute of Medicine (IOM) and the World Health Organization (WHO) have
used the following paradigm of Disability.



Pathology................ Impairment.............. Functional Limitation ... Disability
Exam pie: Meningitis............... Deafness................ Communication deficit ... School Failure

Such a paradigm recognizes the end point as Disability which is the summation.
of pathology, impairment, and functional limitation:--whether it be one, two, three
or more limitations. Unfortunately, the SSI regulations ignore the scientific fact that
there are additive and even multiplier effects of limitations and impairments, espe-
cially cognitive limitations. SSA's standard of "two marked functional limitations"
as a requirement of receiving benefits ignores the scientific and clinical evidence be-
hind the IOM paradigm of Disability namely that a combination of impairments or
functional limitations in a child--ony one of which is marked-may be more dis-
abling than two marked limitations in another child.

For example, a child with moderate cerebral palsy, moderate asthma, moderate
attention disorder, and moderate learning problems would not be eligible under
SSA's rules because none of the impairments or functional limitations, even though
severe in combination, reach the marked standard.

A child with an IQ of 75 and moderate attention problems will be markedly inca-
pacitated in school and at home and should be considered disabled and eligible for
SS1. However, a child with an IQ an 120 and the same level of attention problems

is not disabled. This is so because limited cognitive ability severely limits a person's
capacity, to compensate for other limitations.

Based on the latest reports from SSA, which covers 98% of the original case load,
large differentials still exist amongst the states-41% termination rates in Pennsyl-
vania and California; versus 76-79% in Arkansas, TexasI Louisiana, and Mississippi
(which were already among the strictest states before the new law and therefore
should have terminated benefits for far fewer children than other states). The re-
view of new applicants denied benefits also show substantial state variations, yet
SSA has offered no adequate explanation for these differences despite the agency
being questioned about these diferentials, by Senators during the September con-
firmation hearing for Mr. Apfel.

In addition, the failure to Cooperate (FTlC) cut off rates, a measure of ineffective-
ness at reaching families, is five times as high in New York and Illinois as in Michi-
gan and several other states--it is unlikely that parents in Illinois are less coopera-
tive than parents in Michigan. Likewise, accuracy rates as part of so called Quality
Assurance in several states are significantly below SSA's national standards.

These data sound bleak. Indeed, the American Academy of Pediatrics, in a recent
newsletter states: "A year after implementation of the new SSI regulations, the
Academy is deeply concerned about the large number of children and adolescents
who are losing these benefits in substantially larger numbers than had been ini-
tially predicted-the state-by-state discrepancies are very troubling."

However, there is some hope for improvement. Commissioner Apfel has taken ag-
gressive steps to rectif in part, some systemic problems in implementation of the
regulations, short of taking the additional and necessary next step of modifying the
reg-ulations to meet more closely the intent of Congress.

F or example, Commissioner Apfel ordered an automatic review of all children
with mental retardation who have lost SSl or been denied SSI upon initial applica-
tion; the reopening of the appeals process for all who did not appeal the termination
of benefits within the proscribed 60 days; and the SEM has been recognized -in
standardized testing. Furthermore with the assistance of Deputy Commissioner
Susan Daniels Chief Counsel Arthur Fried, and Acting Associate Commissioner
Ken Nibali and Barry Eigen, a revision of traimngprograms and manuals for adlJu-
dicators in the areas of mental retardation and bevior disorders have been carried
out. And while much more needs to be accomplished, these steps deserve our contin-
ued support.

Nevertheless, despite these efforts, a severe systematic problem still exists, best
summarized in a quote attributed to me years ago, "A child is not a small adult"
to which I now add, "A child is more than the sum of his or her individual parts."

In 1996, the Congress adopted a somewhat more stringent test of childhood dis-
ability which required the child to have functional limitations that are "marked and
severe." The Listings remained the same but the SSA, in its new regulations, arbi-
trarily interpreted the statutory test as "two marked and severe functional limita-
tions," thus adding the requirement that a child must have at least "two marked"
limitations.

One problem appears to be semantic and lies in the use of the term functional
limitations. The common plural use of the term functional limitations implies the
need for more than one limitation. Yet often in common parlance, one says "a child
has limitations"!-without necessarily meaning the child, has 1, 2, 3, or more specific



limitations. Thus I believe the intent of Congress for elig ib lty wa that a child be
found eligible if he or she is "markedly limited in functioning." Such terminology,
"markedlyr limited in functioni rather than SSA's term "2 marked functional limi-
tations1 " is in-line with the 109 and WHO paradigm of disability in that it clearly
expresses the true developmental approach-that is, looking at thewhole child and
nt si*mDIla collection of organs or systems as is MSA's current policy.

Te MhA has appropriately recognized the validity of two standard deviations
below the mean--or the bottom 2% of the population-as "marked and severe" limi-
tation and three standard deviations below the mean, or the bottom 0.13%, as an
indication of "extreme" limitation. Thus, by us In thephrase "markedly limited in
functioning" instead of SSA outdated and ridged standard of -2 marked functional
limitations," a low-income or poor disabled child whose overall functioning was
found to be two standard deviations (at the bottom 2%) or more below his or her
same-age peers would be found eligible for SSI.

Another problem is that SSA, looking for a quick way to measure function, has
adopted the functional areas used in the mental disorder Listings, even though they
are not particularly useful to evaluating other disabilities, especially physical dis-
abilities. In addition, SSA has combined the two domains of cognitive limitations
and communicative functioning into a single area of mental functioning. The result
has been that a child with significant communication problems (not just speech) and
impaired cognition is not considered to have two marked limitations under SSA's
standard even though experts in neurology and communication science have testi-
fied repeatedly that these are two separate areas of brain function. SSA considers
limitations in communication separately in neurloical disorders, cerebral palsy
and epile psy, but not in cognitive impairment. Thusl SSA should revise its "interim"
rules and separate out communication/cognition as 0two separate domains of fuinc-
tioning to reflect the views of medical science.

Another systemic problem in the SS1 process is the so called "quality assurance"
system. SSA's policy of sampling adjudicated cases and reviewing them for errors
in complying with rules of record keeping and decision making is far removed fr-om
"quality assurance" as carried out by hospitals and clinics (and private industry).
SSI cases that have been terminated egregiously should prompt intensive investiga-
tion as to what went wrong, just as with the death of a -baby in a premature nurs-
ery, or when an infection is contracted in the hospital. Statesw~ith extreme approval
or disapproval rates should also prompt investigation, whether or riot their compli-
ance with the rules is judged to be adequate. "Quality assurance" by SSA needs rad-
ical overhaul.

In addition, while the potential for employment makes no sense when applied to
evaluation of a three or even a nine year old child, employability is highly relevant
for the now statutorily mandated evaluation of 18 year olds who are to be judged
by adult criteria. Thus, Cogres should additionally mandate that the Office of Vo-
cational Rehabilitation (OVR) carry out an evaluation of the employability of such
teens before the termination of benefits as they graduate to adult standards. Fur-
thermore, even though the law defines disability as "the inability to engage in any
substantial gainful activity by reason of a any medically determinable physical or
mental impairment. . .. " SA's current standard of ability to do sedentary work, as
a criterion looks at only physical disability and ignores completely the problems of
limitation in mental functioning. Is a 19 year old who is unable to follow directions,
can not use public transportation and is a danger to self or others employable? SSA
needs to address this issue.

If the Congress reconsiders the criteria for eligibility of children for SSI, it must
recognize a self evident fact that all children, well or disabled, are dependent upon
their families for assistance. But children with disabilities are far more dependent,
creating a greater financial, time consuming, emotional burden on the family than
the average child.

The existing regulations in no way acknowledge this fact. What is badly needed
is a Congrssionaly mandated long-term rewrite of childhood disability regulations
which takes into consideration the burden on the family in addition to existing cri-
teria. Objective scales exist. A child who needs fr-equent attention from another per-
son for bodily functions, marked feeding difficulties or supervision far in excess of
that needed by the average child of the same agre in order to avoid substantial dan-
gers to himself or others imposes a burden on the family that should be recognized.

If a single parent, for example, must devote a large part of his or her time in car-
in for the child and thus is unable to work and earn enough to support the child,
ten the very essence of the Welfare Reform Act of 1996 is vitiated. Institutionaliza-

tion or foster placement then becomes a costly alternative to home care. Even dis-
solution of the family may result, with even greater moral cost to society.

In summary, Iwould like to make points:



1. The standards applied by SSA via their "interim" regulations in their eval-
uiation of children are far too rigid and bureaucratic and they are in conflict
with modem knowledge derived from the developmental pediatric, neurological
and pschological sciences.

2.Teimplementation of thee standards has been inconsistent and erratic
from state to state and from case to case with many severely disabled children
beindub * terminated from S51 benefits and new cases being denied that

hZdbellgibe.
3. The regulations fail address the additive and even the multiplier effect of

several limnitations and impairments, especially cognitive limitations.
4. In the transition from child criteria to adult criteria for eligibility for 18

year olds, em plo ability is an important criterion and not just capacity to do
sedentary work,. Protections such as the medical improvement test and evalua-
tion by O9VR are needed.

5. In the criteria for childhood disability, the burden on the family should be
added to medical and psychological criteria.

To correct these problems the SSA should:
1. Revisit the intent of Congress and revise its interim regulations as soon

as possible.
.2. Provide a random sample of 150 cases disqualified by the reevaluation now

in progress, as well as new cases so that review by outside experts can be car-
ried out.

3. In its adjudication process, SSA should revise the interim regulations to
consider the totality of the child's limitations--the Gestalt-not just the sepa-
rate impairments, as well as the additive effects of several limitations, particu-
larly cognitive limitations.

4. Add protections for children turning age 18 such as a medical improvement
test and OVR evaluation.

5. Give consideration to the "burden on the family" as an additional criterion
for ehi ibility for children.

6.8nsider the concept of "limitation in functioning" in the revised regula-
tions as the meaning of the statutory term "marked and severe functional lmi-
tations."

PREPARED STATEMENT OF LAURIE HIJMPHREs, M.D.

INTRODUCTION

Mr. Chairman, I am Dr. Laurie Humnphries, a child and adolescent psychiatrist
from Lexington, Kentucky and a member of the American Academy of Child and Ad-
olescent Psychiatry. The Academy is an association of child and adolescent psychia-
trists who are physicians who have completed a general psychiatry residency and
a two-year residency training program in child and adolescent psychiatry Child and
adolescent psychiatrists are uniquely qualified to integrate knowledge about human
behavior and development from biological, psychological, familial, social, and cul-
tural perspectives in scientific humanistic, and collaborative approaches to diag-
nosis, treatment and the promotion of mental health. Thank you for the opportunity
to testify before this subcommittee on the new standard of eligibility for Supple-
mental Security Income (SSI). It is timely for me to testify on this issue because
I recently served as a consultant for an AACAP publication entitled "Guidelines for
Reviewing SSI Disability Benefits for Children and Adolescents with Mental Dis-
orders." I also see first hand, many patients who are disabled and the problems theyV
face with the new standard. I believe that many children with mental illness will
lase benefits as a result of the 1996 Welfare Refom law that made maor changes
to the S81 standard for assessing eligibility for children and adolescents with seri-
ous emotional disturbances. The current standard, now in regulation, should, in the-
ory capture chldren with mental illnesses, but in fact it is penalizing these children
by setting a level of severity that is too high for the intent of the law.



IMPACT ON CHILDREN AND ADOLESCENT WITH MENTAL DISORDERS

How do we know this? Let us look first at the prevalence rate for children and
adolescents with serious emotional disturbances. Five studies funded by N[MH onthe identification of mental health problems have consistently identified under-rec-ognition as a major barrier to receiving proper care. It is estimated that between15 and 25 percent of children evaluated in primary care offices have significant psy-
cho-social problems requiring some type of intervention; yet fewer than one in fiveof these at-risk children are identified as needing help. Nearly half of these at-risk
children are severely disabled by their mental health problems and need constant
care and attention. Among these children are many whose families are low income
and who need the federal assistance of the 881 program.

In addition to financial or income difficulties, there are the day-to-day barriers toaccessing mental health care. Parents often face difficult decisions in even accessing
the mental health care system because they fear they will be blamed for their child's
illness. Caregivers are often concerned about their child bei labeled with a psy-chiatric disorder. We have a long way to gro in this country : fore there is equalpublic acceptance of mental and physical illness. The overall discussion of the S8SI
prora has not always recognized the effect of a mental illness on a family espe-ciall on a family's emotional and physical resources. Just as children and adoles-
cents may become physically ill they may also experience serious mental illnesses.Losing bnefits underminds family stability that is already threatened by the
demands of the child's mental illness.

Children and adolescents do have mental illnesses. Emotional disorders do notdiscriminate across social, racial or economic backgrounds. Research shows that
these are real illnesses and are not a result of bad parenting or the child's poor so-
cial skills. Research is helping us understand brain development, environmental in-fluences and how prevention and treatment can reduce the effects of later more sig-
nificant problems. Children and adolescents with emotional and social impairments
often face a life time of treatment, rehabilitation and therapy. Without treatment
and services research shows:

" forty-two percent of youth with serious emotional disturbances earn a high
school diploma as opposed to fifty percent of all youth with physical disabilities
and seventy-six percent of similarly aged youth in the general population.

" twenty percent of students with serious emotional disorders are arrested or
have some involvement with the juvenile justice system at least once before
they leave school as opposed to nine percent of students with disabilities and
six percent of all students.

WHAT IS THE PURPOSE OF THE 551 PROGRAM?

SSI benefits are intended to help families face these consequences. Families use
benefits to help pay for food, clothing, transportation and shelter for their low-in-
come families living with a child with severe disabilities like mental illnesses. Com-
mon sense tells us that families raising children with these illnesses have higher
expenses, less income, and need as much support as possible. Raising a child with
mental illness often requires a parent to remain home and forego employment. Some
parents must refuse better jobs to protect their child's current health benefits or to
remain in a school district that has the necessary educational services for their
child. Although public or private health insurance covers some medical costs, fami-
lies may face extraordinary out-of-pocket expenses related to the child's mental ill-
ness. All these factors drain the family income and explain the higher expenses of
raising a child with a serious disability.

Most parents in my state use the 881 benefit to provide transportation to and
from treatment. Without transportation, the child loses access to mental health care
which interrupts the treatment and limits the services the child needs._

If eligible chIldren lose their SSI benefits, many families will not have the re-
sources to care for their child at home. In some cases a family may be forced to sur-
render custody to guarantee proper care for their children, either through the foster
care system or state institutions at a higher cost to taxpayers.

ASSESSMENT OF THE NEW STANDARD

The new standard for determining 881 eligibility is too harsh for children with
mental illnesses. In reviewing my own cases and talking with others, there appears
to be a series of cases where SSI eligibility was lost and the children end up being
hospitalized. In effect, the new stands is removing the eligibility of children wt
mental impairments who need access to home and community-based -services. When
they can not access these services, the alternative can be emergency room and hos-



pital care. This represents a penny-wise and pound foolish philosophy with our most
precious resources--our childire n. This new standard was opposed by many clini-
cians who are trained to treat the most severe cases of mental illnesses. Paradox-
ically, the children who have been denied benefits are those who were responding
well to treatment and services. For example, often when a seriously disturbed child
is in a self-contained special education class with a teacher's aide and other sup-
ports and resources the school will report to the SSA that the child is functioning
well at school, and 9SI benefits are denied. Then, in addition to losing the SSI bene-
fit, the child will lose his/her medical card and the family cannot afford the medica-
tions needed to maintain function. After tiiis, the child becomes more disturbed and
the family finds that they must reapply for SSI while accessing emergency room
care or hospital care.

To be very specific, the new standard also combines two very different areas of
functioning, communication and cognition. I recognize that this is part of the mental
impairment listings, but it is unfair to the children wh ose limitations may make
them eligible if these two areas are judged independently. Cogntive functioning and

comuitive functioning independently influence mental illnesses. Clinically, it is
common for a child to have a cognitive disorder, such as a learning disorder in the
area of mathematics. Another example is for a child to have communication dis-
orders, such as an articulation disorder or expressive language disorder, which is
related to another clinical problem called conduct disorder.

RECOMMENDATIONS

Evaluators must not look at the child solely on the severity of one or two func-
tional limitations but on the overall disabling effect of a comnation of functional
limitations. The SSA should ensure monitoring of the new standard and fair inter-
pretation of the current rules. SSA commissioner, Kenneth Apfel, recently reviewed
the implementation of the new SSI childhood disability legislation. A similar review
should be done on the standard and its impact for children and adolescents with
mental illnesses. The interim final regulations should not be finalized until there
has been a proper assessment of the standard and whether its required level of se-
verity is appropriate.

PREPARED STATEMENT OF HON. DANIEL PATRICK MOYNIHAN

I thank Senator Chafee for convening this hearing. The children receiving S51 are
among the most vulnerable children in our country and changes in law and regula-
tions concerning them merit our closest attention hexiz in the Senate.

The continuing arguments over the meaning of the 1996 statutory changes and
implementing regulations suggest the complexity of the issues involved in SSI for
children. We should move cautiously here. I understand that some in the House
have suggested revisiting the statute to further tighten eligibility standards. I be-
lieve we should be sure we have properly implemented the 1996 changes first. Hear-
ings like this help us explore all the questions raised by the 1996 law. I thank all
those who will share their views with us.

I thank Commissioner Apfel for his efforts on this and look forward to his testi-
mony.

Again, thank you.

PREPARED STATEMENT OF JAMES PERRIN, MD

Good Afternoon, Chairman Chafee. My name is Jim Perrin, MD, and I am pleased
to be here today to represent the American Academy of Pediatrics'and its 63,000
pediatrician members. As both a primary care pediatrician and an academic re-
searcher, my career has been devoted to helping children and adolescents receive
optimal health care--and services. Over the last few decades, a major focus of my
work has been working with children with special health care needs and their fani-
lies. I was also a member of the National Commission on Childhood Disability and
I have chaired the Children's Committee of the National Academy of Social insur-
ance Disability Policy Panel.

The AAP is grateful for your commitment to the issue of children with disabilities
and to exploring the impact of recent changes to the Supplemental Security Income
(SSI) program for children. Like you, the AAP is concerned that SSI benefits be
available for children who need them. SSI is a program that helps children with dis-
abilities and we have been troubled that children are being hurt by the denial of
benefits to which they are entitled.



The American Academy of Pediatrics strongly supports the SSI program for chil-
dren. Pediatricians, by the ver nture of our work, are advocates for children's
health and well being. We reuarly care for children and adolescents with a spec-
trm of chronic or disabling conditions. Whether it is a child with one--or several-
special-health care needs such as asthma, mental retardation, cerebral palsy or at-
tention deficit disorder, a pediatrician is often a parent or caregiver's first, and on-
going source of medical and social assistance for their child.

As front-line caregivers, pediatricians assess children's needs every day. We have
seen the value of the 551 program for many families having extra demands and car-.ng major additional expenses as a result of having a child with a major disability.
91 is viewed as a critical link between medical and social services for children with
disabilities. We must be sure this program is available for those in need.

A child with a chronic illness or other disabling conditions may require a broad
range of medical and community services to increase their abilit to participate in
educational and social activities. The typical child eligible for SSI has significant
physical, developmental, or mental disabilities. Most children with disabilities will
survive to adultho, and, with appropriate preventive and habilitative services, can
become functioning and productive- adults. Te SSI program plays a vital role in the
care and treatment of such children who are in low-income families.

Over the last several years, the SSI program has been under intense scrutiny by
the Congress. Concerns over the rapidly increasing number of children enrolling in
the program, anecdotal stories of fraud and abuse, and the budget expenditures re-
latedto the burgeoning rolls prompted Congress to make changes to the program.

The AAP strongly supported the policy changes that led to expansions in the SSI
program for chil ren and adolescents and believes that the incidence of fraud and
abuse of the program is negligible. Prior to changes in program management and
the development of newer methods of assessment which addressed the functional
impact of disabling conditions, children and adolescents with disabling conditions
were only half as likely as adults with similarly disabling conditions to receive SSI
benefits. The prom growth has in large part but not fully redressed this inequity
in access to benefits.

The congressional debate was not easy ,nor were the solutions reached ideal. The
AAP, along with a number of other children's advocacy organizations, expressed
deep concerns that the changes sought by Congress did not reflect a thorough un-
derstanding of the SSI program for children, but instead focused on problems associ-
ated with a small number of enrolled children and adolescents.

The results of Congress' actions and the Social Security Administration's (Admin-
istration) implementation of the new law are being discussed at this hearing today.
The reasons of HOW and WHY we got to this point are less important to review
than WHAT the impact is of those changes and WHAT Congress and the Adminis-
tration need to be -considering for children with disabilities from this point forward.

I would like to concentrate my remarks for the AAP on three areas: (1) the need
for in-depth information and analysis of the SSI program, (2) the need to modify'
the medical listings and to assess functioning in children and adolescents, and (3)
the importance of fociising attention on transition to adulthood of adolescents with
disabilities.

1. NEED FOR INDEPTH INFORMATION AND ANALYSIS:

AAP believes that all programs serving children need to be evaluated on an ongo-
igbasis and based on findings, be modified as necessary to serve the intended pop-

ulation better.
Growth in the number of children and adolescents receiving SSI benefits since the

early 1990's was a cause of concern for the Congress and a factor in the 1996 modi-
fications made to the program. Several appropriate reasons explain much of the
rapid program growth. These include: program changes to provide equivalent treat-
ment of children's claims as was provided for claims from adults (th Zebley Su-
i reme Court decision from 1990), revised and updated childhood mental disorders

stings, outreach efforts required by part of title XVI of the Social Security Act, and
- the increase in the number of children whose families met income requirements.

However, from the beginning of the 581 prgram and throughout this rapid ex-
pansion period neither basic, nor especially longitudinal, information was ade-
quately collected regarding the children being served and the basic impact of this
program on household ia children. Thus, the 1995 National Commission on Child-
hoodDisbilty, mandated by Congress, suffered also from inadequate information
on which to make recommendations regarding the children's programs.

The continuing changes to'SSI with the likelihood of other long-term policy
changes, make it critical to collect accurate program data quickly and to develop
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ssesfor ongin monitoring. There is a lack of information-a void that must
eflldin shr orer to develop methods to assess the current changes in the pro-

gram, as well as to monitor the efforts and benefits of this program for children and
adolescents over time.

There is a necessity to understand how the 551 program affects children with dis-
abilities and their families and whether it can better encourage the long-term in-
volvemnent of young people with disabilities in employment and other adult activi-
ties. Although these determinations may be complex, they will help to answer ques-
tions that have had substantial policy relevance over the past several years.

The Social Security Administration needs to monitor several components of SSI
that are critical to children. This will require a significant commitment of time and
resources. However, without this crucial information the effectiveness and long-term
benefits of the program in serving children can not be adequately evaluated. Absent
this information, policy changes may, onc aai, be made without a clear picture
of who will be affected by the changes and te impact those changes Will have on
children with disabilities.

Some critical components that -should be explored, many- in an ongoing manner,
are:

The redetermination process:
*Has training of Social Security personnel been adequate to accomplish consist-
ent evaluation of children with difficult to assess conditions?

The appeals process:
" How have famiis understood the appeals process?
* Are families accessing the appeals Process?
" What kind of assistance has been given to families who seek to appeal deci-

sions?
" What is the cost to the SSI for the denial, appeal and approval process?
Benefits:
" What are the direct effects of the loss (or receipt) of benefits on household struc-

ture, income, health, and parental labor force participation?
* How do families use their benefits?
" How well do benefits for children with disabilities link families with other need-

ed services?
" How successful have these benefits and programs been in strengthening fami-

lies and their ability to provide appropriate care for their child with disabilities?
Transitions:
*To what degree have other public pr'ras including Medicaid, helped families
connect to necessary services once SSI benefits have ended?

II. NEED TO MODIFY THE MEDICAL LISTINGS:

In 1977, the Social Security Administration published diagnostic criteria for deter-
mining eligibility for children, criteria that formed the basis of disability determina-
tion for over a decade.

We have learned much about childhood disabilities in the last two decades. New
technologies have greatly improved diagnosis, treatment, and long-term outcomes
for children with disabilities. Many of the medical listings for children are now clini-
cally inappropriate and well out of date and thus discriminate against mans chil-
dren. Evaluation techniques have improved a great deal and the understaning of
the functional aspects of children with disabilities has grown significantly.

Medical listings must. be updated to current standards. We recommend a top-to-
bottom review and revision of the childhood medical listings.

Though the medical listings for children should provide a basis for evaluation,
they can not be seen in isolation. In addition to the need for a diagnostic approach
to disability evaluation, there is a very critical functional component that must be
integrated into the overall assessment of a child.

Children should be included in current and fture Social Security Administration
disability determination reform. The Social Scurity Administration is deeply in-
volved in a process to reform the ways in which disability among adults is deter-
mined, including the development of new methods to assess functioning among
adults and the functional limitations caused by disabling conditions. So far, children
have been excluded from this process. They too need major reform in the ways of
determining disability, but the differences in the conditions that cause disability for
children and adolescents, in the developmental consequences of disabling conditions,
and the likelihood of improvement among many childhood disabling conditions make
clear the need for specific attention directed to the children's issues in this process
of reform.
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Children are not small adults, and disabilities affect their functional capabilities

differently from how they affect adults. As an example, functional abilities tend to
be relatively static among older populations on 851; the dynamic p recesses of child-
hood and adolescence mean-that functional abilities may change dramatialy, espe-
cially if appropriate preventive and treatment services are provided. Children must
be considered and included specifically in the process redesIgn

The ')uctoa equivalence" component of SSI must be' fuly developed As a result
of the Supreme Court case in 1990 (the Zebley Decision), the SSA published a new
childhood disability regulation which included a functional equivalency provision.
Though this functional equivalent provision has been in regulation for 7 years, it
has not been developed effectively.

One critical reason for emphasizing functional equivalence is the need to assure
that children with multip le abilities, of which only one condition may be severe
enough to meet a medical listing, can still be assessed with respect to their multiple
problems. This is a basic notion in the Supreme Court Zebley decision concerning
children with multiple disabilities.

III. TRANSITION OF ADOLESCENTS WITH DISABILITIES TO ADULTHOOD:

A key concern throughout all the recent discussions of the child and adolescent
SSI program has been how to maximize the independence of young people with dis-
abilities when they become adults. Although many young people with disabilities
will require substantial ongoing services, many others, with proper education and
habilitative services, can become increasingly independent, lead p reductive lives,
pursue education, and in almost all ways succeed as do other members of their age
group.

As indicated in the reports of the National Commission on Childhood Disability
and the Disability Policy Panel of the National Academy of Social Insurance, achiev-
ing these goals requires imaginative use of the incentives in the SSI program. These
incentives should be linked with providing young people appropriate services and
guidance early in their adolescent career to maximize growth and development.

We applaud recent efforts by the Social Security Administration to coordinate
services in some states and to experiment in these ways. We see these resource link-
ages directed toward young people with disabilities as one of the more promising
efforts to achieving long-term capabilities.

Let me provide several recommendations:
" The Social Security Administration should develop an effective mechanism for

ongoing monitoring of the children and adolescents in the SSI program. Mon-
itoring should address basic questions including changes in the child's health
and disability status, health care utilization of the child and other members of
the household, household income, household health insurance coverage, and pa-
rental labor force participation. In addition, there should be an evaluation of
how families use their SSI benefits.

" The Social Security Administration must commit itself to developing new meth-
ods to assess functional abilities in the context of disability rather than relying
on medical listings alone. There is the need to preserve and expand the step
of "functionally equaling" the medical listings, which currently exist in the regu-
lations. The administration must strengthen methods to use functional limita-
tions in determining a child's disability.

" The AAP recommends a marked anrd severe functional limitation test which
adds categories for age-appropriate physical stamina and basic physical func-
tioning-areas the AAP believes were absent from previous assessment meth-
ods.

" Modifications to the medical listings should include criteria that would enable
children with multiple disabilities, not simply a "two marked" standard of as-
sessment, to be eligible for, or remain in, the SSI program regardless- of diag-
nosis. This addition supports the basic notions in the Supreme Court Zebley de-
cision concerning children with multiple disabilities.

" The AAP recommends that the Social Security Administration continue to pur-
sue innovative incentives and coordination of services for adolescents with dis-
abilities as they transition into adulthood.

" The 881 program for children and adolescents merits the same level of attention
from Congress, the Administration, and outside agencies as has gone into the
disability process design. Thus, we further recommend that the Institute of
Medicine and its Boar on Children and Families undertake a study of the sev-
eral program options, some indicated above, that can improve the use of these
public resources for the benefit of children with disabilities and their families.
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The American Academy of Pediatrics strongly urges the Social Security Adminis-
tration and the Congress to adopt a "First Do No Harm" standard when reviewing
the SSI program for children. The population of children served by the SSI program
is among the most vulnerable. We must be diligent in the implementation and
changes to this important program so that we do not harm children in the process.

Thank you for the opportunity to share the perspective of the American Academy
of Pediatrics this afternoon. I would be pleased to repondto any questions you may
have.

PREPARED STATEMENT OF JONATHAN M. STEIN

Senators Chafee and Breaux -and fellow Senators, thank you for the opportunity to offer
this statement this afternoon. Having monitored the SS1 children's disability program and
represented families across the nation almost from the inception of the program in 1974, we are
concerned that too many seriously disabled children, especially the multiply impaired, are being
denied on application or terminated from the SSI program.

We are here this afternoon to state simply that seriously disabled children and their families
are facing a very trying situation and real hardship today as a result of the Administration's
application of the new law. Some simple, reasonable and straightforward administrative changes
would solve almost all of the problems detailed in this written testimony. If the Administration is
not able to solve these problems, then Congress will need to step in to ensure that the statute is
properly and fairly implemented. While the Administration has to date indicated some concern,
nothing has been done to correct the problems addressed in our recommendations.

We recommend that the agency's interim final rules" issued in February 1997 be revised
to:

1. De-link the test to Listings-level severity to establish a severity threshold between
the prior IFA test and the Listings as intended by Congress.

2. Realistically evaluate the whole child as required by the existing combined effects
of impairments* language in the Act.

3. Use a common sense approach to evaluating seriously disabled children, by not
arbitrarily ignoring problems in all children that are less than "marked" and by not
prejudicing the physically disabled by limiting functional assessments to a fixed
number of largely mental disorder criteria.

4. Decoupling the two medically and scientifically separate areas of functioning.
communication and cognition, as nationally recognized medical-experts have urged
upon the agency.

5. Evaluate children aged 3-6 developmentally, as is now done with infants 0-3.

6. Re-esta blish the statutory longitudinally sounder medical improvement test for
reviews of children turning 18. and mandate vocational rehabilitation assessments
and placements for them before termination from SSI (the sole recommendation
requiring statutory amendment).

7. Revise interim rules and instructions to provide for use of dedicated bank account
monies to cover necessities for the child.

8. Give an immediate priority to policy clarifications and retraining of DDS and OHA
staff in application of the new policies.

To his credit, Commissioner Apfel has taken several steps to address some of the abuses
in last year's review process, especially those concerning children with mental retardation and
severe behavioral disorders, and problems in the appeals process. But to date SSA has failed to



remedy abuses suffered by new applicants, failed to require a broader set of trainings and policy
clarifications anid, most importantly, failed to address the major policy failings that are the main
subject of my testimony today.

We start first with the disturbing statics: close to 150,000 children have been terminated
this past year (a number reduced by successful appeals of terminations). Mother 335,000 new
applicants --many with pronounced disabilitles-have been denied as a direct result of the
Administration's interpretation and application of the 1996 551 law. This translates into 66% of
'new applicants are being denied.

As of'May 30, 1998, 41% (or 21,835 children) of reconsideration appeals by children
terminated this past year under the reviews ordered by Congress have led to reversals and award
of benefits. No governmental process that makes disability determinations with a 40% reversal
rate is functioning efficiently or fairly.

Equally disturbing, and earlier presented to this Committee at Mr. Apfelrs September 1997
confirmation hearing, are the Irrational state differentials In child cessation rates from highs in
Texas (78.7%) and Mississippi (76.1%) to lows In Pennsylvania (40.8%) and California (40.80%).'
These discrepancies have never been adequately explained or remedied by SSA.

What is most unsettling, however, is that many of the children behind the above numbers
are so disabled that anyone in this room or on Main Street America will Immediately recognize it.
They would ask, 'Why are Social Security's eligibility rules so inflexible and overly strict?' and

Why is there nothing in SSA's rules allowing for the measurement of disorders that affect eating,
breathing, digesting, eliminating, stamina, strength and endurance and the ability to resist disease
and function in the world?'

Please take the time to read the sample cases we have provided of children denied SSI
disability benefits. Their stories tell of serious injustice, not minor process 'errors' or a few
misapplications of policy. These are real cases of children with extremely grave problems who
can't leap the new hurdles SSA has placed before them.

The recently enacted statutory test conditions eligibility on the presence of "marked and
severe functional limitations." Although perhaps intentionally imprecise, the new law did give the
executive branch the discretion to supplement the discredited, out-of-date and extreme Medical
Listings of Childhood Impairments with a sound and fair functional test that wuuld have been
somewhat tighter than the previous Individualized Functional Assessment test. We say
'somewhat" tighter because then-Majority Leader Bob Dole, in shaping the final version, assured
members of the. Senate that the program would receive a 'tune-up,' not a major cutback in
eligibility. See 141 Cong. Rec. S 13613 (Sept. 14, 1995).

A state-by-state breakdown of overall cessation rates is attached.
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Insibad of a fine tuning, SSA cam up wit a narrow and inflexible test. The test is grafted
onto the much-criticized existing Medical Listings.2 in order to qualify under the current test, a
child's condition must omeeto a Listing of Impairment, gf a child's condition must 'equal' a Uisting
by showing that there are 'marked' deficences in at least itwo of five broad areas of function that
are almost exclusively relevant to children with mental disorders (thereby additionally
disadvantaging physically disabled children). Those broad areas of function are:
cognitive/communicative, motor, personal, social and deficiencies in concentration, persistence
or pace.

Where a sensible test would allow weighing all the things wrong with the child, SSA only
considers Impairments that cause a "marked" loss of function In one or more of the five broad
areas and gives '0' weight to anything that is less than marked.' This means that a child's 72
10, which is "less than marked,' Is virtually irrelevant under the new test as SSA has implemented
it. Such -a child is treated by SSA as if he or she were the same as a child with a 140 10 for
purposes of determining disability.

Other problems of arbitrariness and inflexibility abound, as set out below and in the case
narratives.

We believe that there are several interrelated problems with SSA's approach:

1 . It is built almost exclusively on the much criticized, inadequate Listings;

2. The totality of children's problems are ignored;

2The U.S. Supreme Court critiqued the childhood Listings on several grounds which, although
Congress has modified the legal standard, still bear remembering:

mite listings obviously do not cover all illnesses and abnormalities that actually can be disabling....
There are, as yet, no specific listings for many well-known. childhood impairments.... mite listings
also exclude ... actual effects on [the child] - such as pain, consequences of medication, and other
symptoms that vary greatly with the individual.... Mite equivalence (to the Listings) analysis excludes
claimants who have unlisted impairments, or combinations of impairments, that do not fulfill all the
criteria for any one listed impairment. Sullivianv.Zebla, 493 U.S. 521, 533-34, 110 S. Ct. 885, 893
(1990).

The Court continued in a criique that is as relevant today as it was in 1990, given SSA's reliance on
the Listings or their 'equivalents':

Empirical evidence suggests that the rigidity of the Secretary's listings-only approach has a severe
impact on child claimants. There are many rare childhood diseases that cannot meaningfully be
compared with any of the listings.... Moreover, the listings-only approach disregards factors such
as pain, side effects of medication, feeding problems' dependence o'n medical equipment.
confinement at home, and frequent hospitalizations, that vary with each Individual case.... [Oilidren
with muljtiple impairments, young children who cannot be subjected to the clinical tests required by
the listings criteria, and children whose impairments have a severe functonal Impact bu do not
match listings criteria are often denied benefits. 493 U.S. at 535,.110 S. Ct. at 894.
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3. The two -marked* or nothing approach falls to property weigh combinations of
lnripairrnents;

4. The five broad areas of function don't adequately measure many disabling
conditions:

5. SSA fails to evaluate children aged 3-6 developmentally;

6. Much more needs to be done to retrain SSA staff.

The problem starts with SSA's misreading of what Congress did. The Senate version of
the new test prevailed over the 1995 House version that would have restricted the standard to a
'meets or equals the Listing test.'Sw H.R. 4, sec. 602(A)(1)(11)(11). The Senate then substituted
a 'functional limitations' test and defined disability as a Omarked and severe" loss of function. In
the process of consideration the more restrictive requirement that an impairment be Ormarked,
severe and pervasive' was dropped.

Confirming the compromise that produced the final version of the law that Listings-level
severity was ng1 called for, Senators, including from this Committee, within a month of final
passage of the new welfare law, wrote the President. See. eg., Letter of Sen. John Chafee (Sept.
17,1996) (attached); Sen. Kent Conrad (Sept. 4, 1996) (attached); Sen. Tom Daschle (Oct. 4,
1996); and Sen. William Cohen (Oct. 8, 1996). Ten Senators again wrcta the President after
publication of the interim rules. (Letter of Apr. 14, 1997 attached).

Not only did the Congress reject the 'meets or equals' Listings test, as was contained in
the House version, it also did =~ codify a 'two marked' standard which Congress could have
easily done by legislating aWD marked and severe functional limitations.'

The Conference Report unfortunately confused the matter providing that 4In those areas
of the (Medical Impairment] Listings that involve domains of functioning, the conferees expect no
less than two marked limitations as the standard for qualification.' H.R. Conf. Rep. No. 725, 1041"
Cong., 2d Sess. 328 (July 30, 1996). The problems with this Nexpectation' include the fact that
M= ofteL~isjIIIs do not include 'domains' of childhood functioning and most don't even include
the term 'marked.' Notwithstanding this, the Report's 'expectation' has been translated into a
wooden, overly rigid policy that hasbeen used to enshrine the Listings in ways that were never
intended by Congress. Indeed, now it is being used to attack the Listings themselves, arguing that
some of the Listings are too lenient. This is absurd as we shall see.

Furthermore, marked' has no definition in the statute or legislative history, and SSA's
regulatory one, i.e., tests that show two standard deviations below the norm, is largely irrelevant
to most of the evidence that comes in for a child disability evaluatiorr, because most of the
evidence is not part of a quantifiable test.

Nevertheless, SSA has developed regulations without the benefit of public comment and
enshrined a test that every child must 'meet or equal' a Listing as if the Congress had enacted
this aspect of the rejected House bill. And by reading much too much into the conference
language, SSA ruled that 'equals' the listing means showing 'two marked', limitations in the
"areas" of cognition/communication, motor, social, personal, or concentration, persistence or pace.
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62 Fed. Reg. 6408, 6410 (Feb. 11, 1997). (These regulations, Issued as interim final rules,"
received close to 200 public comments, almost all critical of the rules as overly strict, inflexible and
not consistent with congressional Intent. Since April 1997, SSA has shown no sign of responding
to the comments with relevant changes to the rules.)

The cases of children who meet the new statutory test of 'marked and severe functional
limitations' but who have been improperly denied under SSA's interpretation of this law establish
the following major problems with the current regulatory test:

1. The Ustings-based test, i.e., Omeets or equals a Usting,' incorporates all of the major
weaknesses of the Ustings. Those Ustings are inexact, uneven, maddeningly vague at times; and
often outdated. They often measure.severity in terms of the need for emergency treatment, even
where conscientious parents often can forestall such drastic Interventions. For example, the
diabetes listing requires recent, recurrent hospitalizations with acidosis" (Listing § 109.08 (A))
which excludes many fragile diabetic children who most doctors and lay people would consider
disabled by any reasonable standard. Thus, a child who avoids repeated trips to the emergency
room or hospital because of the dedication and vigilance of her parents will fail to meet this criteria
or similar extreme criteria for other impairments. Especially in these days of aggressive cost
cutting by insurers, it is unfair and unreasonable to determine eligibility based on the number of
hospital admissions.

2. Totality of child's problems Ignored. The regulatory test simply does not look at the
overall picture of the child with multiple problems or disabilities. By counting or weighing only
functional deficits rising to the 'marked' level, SSA effectively excludes a host of serious,
debilitating effects that do not rise to 'marked*.

For example, take the case of Warren, who has a congenital heart condition (Wolff-
Parkinson-White disease), a mood disorder, severe expressive and receptive language delays,
and uncontrolled impulsive behaviors, including self-inflicted injuries. (See narrative below, p. 13).
SSA has concluded that Warren has no *marked' deficits in any broad functional area, and based
on the approach it has adopted cannot give any weight to Warren's multiple problems, even
though the totality of his condition makes this boy seriously disabled. His condition is far more
debilitating than that of many children with two marked impairments.

This 'marked or nothing" policy violates the statutory directive that SSA ftshall consider the
combined effect of all of the individual's impairments without regard to whether any such
impairment, if considered separately, would be of such severity .... The combined impact of the
impairments shall be considered throughout the disability determination process.' 42 U.S.C. §
1 382c(a)(3)(F).

3. Inflexibility of 'marked' standard; anything less, however close to 'marked," Is '0'1
and not material to the determination. The inflexibility of the *two marked' functional limitations
rule means that anything 'less than marked,' however serious or debilitating, counts for nothing
under the rules. This is totally irrational, against common sense and sound medical evaluation
pracc.

For example, Steven, a 10 year old from Illinois, who has an 10 of 75 (see narrative below,
p. 17), is classified as having a 'less than marked' cognitive impairment that counts as nothing



In the SSA evaluation despite the fact that Steven Is getting failing grades even though he is In
a learning support class with only 8 other students.

Other problems abound with the markede m line SSA has struck, Including their Inability to
translate for adjudicators what 0markedw means. While there is a clear definition of "marked" for
impairments that can be measured by standardized testing, the majority of Impairments are not
amenable to such testing. Yet, despite the fact that it is requiring two marked impairments for
children under the 1996 law, SSA lacks a precise definition of what constitutes a marked
impairment; in the absence of such clarity we often see children held to extreme standards,
particularly in the motor skills area, where anything less than the complete inability to walk is
generally considered to be less than marked.

Now the picture has been further confused by a GAO report criticizing the Listing as being
too soft on children with mental retardation, since some of the Listings criteria for retardation
Only" require a diagnosis of retardation, an 10 between 60 and 70, and another "significant'
impairment. According to some, this isn't enough since the only marked impairment that such a
child has is in the cognitive area. Such criticism shows the ultimate bankruptcy of relying solely
on a *two marked" approach, as if this had some scientific or logical validity and as if all ',marked,
impairments were equal in weight. One does not need to be a mental health expert to understand
that a cognitive impairment such'as an 10 in the mentally deficient range can be much more
debilitating overall than many impairments in other areas. Ask the parent of any child with mental
retardation if their child isn't disabled enough because they *only, have one marked" impairment
in the cognitive area and you will quickly get set straight.

4. The five abroad areas of function" don't adequately measure function for many
seriously disabled children. SSA admits that their Nfunctional equals" assessment (the
'equivalency" evaluation that purports to supplement the Listings) simply borrowed the four
functional areas from the aCategory of Impairments, Mental" and added a motor skills domain.
(The broad areas are 1) cognition/communication (two areas combined as one): 2) social; 3)
personal; and 4) concentration, persistence or pace; and 5) motor). In so doing, SSA even
combined two areas, the cognitive and communicative, solely because they were so combined in
the Mental Impairment Listings, This combination hurts all those children who previously had both
conditions at the marked level since, instead of meeting the test by having two marked, they are
now magically transformed into children who only" have marked limitation.

In borrowing from the Mental Impairment Listing, SSA took a set of mental disorder criteria
developed solely to evaluate one narrow set of conditions and broadened it to encompass a whole
panoply of conditions. Merely adding motor function hardly makes up for the inappropriateness
of evaluating all conditions with a yardstick designed to measure only one specific set of
conditions.

a. The physically disabled cannot be fairly evaluated. Four of the five "areas" relate
solely to mental disorders, only the motor area is directly relevant to the physically disabled child.
Thus, 6 year old Terrence, (see narrative below, p. 29), who has Hirschsprung's disease, -an
impairment of the colon resulting in uncontrollable diarrhea, has no physically-related area
relevant to his condition. This deficiency explains his September 1997 denial, despite a very
severe disability. Similarly, 10 year old Anna (see narrative below, p. 24), with severe asthma and
gastroesophageal reflux disorder, is also prejudiced because there are no areas of functioning that
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readily address her problems. In short, nothing in the regulations readily allows for the
measurement of disorders that affect eating, breathing, digesting, eliminating, stamina, strength
and endurance and the ability to resist disease and to function in the world.

SSA's denial data confirm this critique, as children, for example. with physical respiratory
impairments, have the highest denial rates, 81%; versus a 64% overall average rate. Assessing
childhood disabilites using only the four mental disorder criteria plus a motor criterion cannot fairly
measure children with breathing and stamina problems.

The National Academy of Social Insurance 1996 Report, Restriictudnng the SSI Qi~hiw t
Program for Children and Adolescents was critical of SSA for using 'essentially the same criteria
for assessing (jphysicaJ function asthe mental disorder listings.', These mental health concepts
were found to be inappropriate for children with both mental and physical impairments and for
children with only physical impairmnents. The Report urged 'appropriate criteria' be established,
including measurements of neurological deficits, stamina and endurance, fmedica fragility,
vulnerability to disease, and the need for special equipment. (Report at pp. 27-29). Unfortunately,
in adopting the interim rules, SSA never re-examined how it evaluated children with physical
problems (such as in breathing, eating, digesting and eliminating), and has yet to respond to the
many critically commentators who reomne expansion of the five 'broad functional areas of
function."

b. Combining 'cognIltion' and dcommuncaton' Into one broad area prejudice
children with two separate problems. As we-have seen, SSA requires marked limitations in
bu2 different areas of functioning. This presents a particular problem for children with a
combination of cognitive and communicative disorders since the two have been combined into one
broad area. When SSA combine cognition and communication into 2W broad area, it made
hundreds, or even thousands, of children ineligible, even though they would otherwise have
qualified as having two separate and distinct marked impairments. Thus, children like MG in
Vermont (see narrative below, p. 19), a 12 year old who has an 10 of 66 and severe deficits in
expressive language, and Mildred, a 17 year old who also has an 10 of 66, along with significant
visual impairments in eye movement and tracking (see narrative below, p. 25), are denied
benefits. Despite considerable criticism from the medical community, including a team of
nationally renowned pediatric, neurological, and cognitive experts assembled for SSA by Mrs.
Eunice Kennedy Shriver and the Joseph P. Kennedy, Jr. Foundation, SSA continues to lump
these two areas together. Separate parts of the brain control cognition and communication, and
a myriad of very separate diseases and conditions affect these two distinct areas, yet the unfair
combination continues, and the denials of these children mount up.3

c. SSAs 'functional areas' policy Is so rigid that two different Impairmnents Impacting
on one 'arear are given no additonal weight Many of the most disabled children have multiple
impairments and, given the interconnectedness of these problems, a particular functional 'area'

-SSA's recently issued Social Security Ruling on cognition and speech problems addresses the
combined conditons of only a very few children who have a cognitive impairment and a physically-caused
problem with speaking ability. This Ruling does not purport to address the wider panoply of communication
disorders to which many children are susceptible and it therefore provides no guidance on how to evaluate
these far more prevalent examples of cognitive and communicative impairments.
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may be doubly impacted. Thus, young Anna (4narrative below, p. 23), with reflux disorder and
asthma, was denied despite her severe, ulic-e cramps and shortened asthmatic breathing.
Even if an SSA adjudicator evaluated her physical disabilities as 'motor' function limitations (the
approach advocated by SSA HO, but rarely carried out In the field). by saying her conditions
restricted her motor activities, both because her cramps made her unlikely to be able to move
around and her asthma robbed her of her stamina, she still would not qualify because she would
only have one marked--oot two, as required. Yet her = problems combined are much worse
than either taken individually. However, these two independent and debilitating problem are
counted as one since there is only one truly physically-related functional "area" AM SSA has no
rule that takes into account two or more impairments affecting one broad area of function.

5. SSA refuses to evaluate children aged 3-6 developmentally. SSA stops its
developmental assessment of children at age 3, despite the existence of developmental]
assessments that are available through Early Intervention programs and day care programs such
as Head Start, which assess developmental skills through age 5. Rather than resort to the
arbitrary and deficient *two marked" out of five functional areas, SSA could continue to assess
these children aged 3-6 using the existing developmental indices they use for younger children
and infants. They don't, however, much to the detriment of many pre-school aged children.

6. Much more needs to be done by SSA In training their staff and In addressing
Implementation Issues. During the last two years, extraordinary misunderstandings have come
to light at all levels of SSA and state DDSs as they have applied the new law and rules.
Commissioner Apfel has done much to address some of the worst problems and we applaud his
efforts to correct these problems. To take just one example, among many, some DDS staff, some
Social Security Administrative Law Judges, and even, at one point, some of SSA's own Quality
Assurance staff believed, and many still do to this day, that Congress had directed that all children
with mental illnesses that manifested themselves in behavioral problems were to be terminated.
Of course, Congress had done nothing of the kind; rather Congress had merely directed the
Secretary to modify a sub-criterion of the Listings to avoid double-counting such behavioral
problems. Commissioner Apfel's recently announced remedies corrected this misunderstanding
and ordered the re-review of terminations involving behavioral problems, but nothing was done
for those applicants who were already denied eligibility based upon the same policy
misinterpretation.

SSA's recent April 1998 training, which Commissioner Apfel will refer to at today's hearing
as part of his Iop to bottom" review, comes a year Alin close to 300,000 children were hurriedly
reviewed and, all too often, terminated. Although sorely needed, the training was limited to mental
retardation and children with severe emotional problems. SSA tabled training in other drastically
needed areas indefinitely.

For example, training is needed in how to apply the functional area of 'concentration,
persistence or pace' (for which there is no measure or guideline of the requisite level of
impairment that corresponds to the fuzzy amarkedo standard; instead, adjudicators are merely to
determine whether there are 'frequent' failures in this area. And 'frequent' itself has never been
adequately defined.)

Moreover, there is a need to conform the functional assessment form used by adjudicators
to guide decision making to the regulations themselves. (For example, the 'other factors'
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regulation allows adjudicators to consider complicating factors but the form makes no mention of
the relevance of these factors; or how-or whether-an acpudicator can ever consider a 12 year old
who is reading at a2 'V grade level to have a *marked" Impairment of cognitive functioning.

SSA staff has recognized the need for such training and policy clarification, but the agency
needs to commit itself to working to get this done right and quickly.

There are two other changes to the 881 program that Congress made in the 1996
legislation which SSA policy has Implemented in ways that are contrary to the intention of
Congress. First, SSA has allowed an inordinately high rate of 18 year olds to be terminated from
881 without accumulating data to justify the wide differences among the State rates of these
cessations. Moreover, denying the Medical Improvement test only to 881 recipients who turn 18,
white utilizing it for all other continuing disability reviews, specifically encourages disparate
treatment of 18 year olds. Congress must reconsider Its decision to treat current childhood
recipients who turn 18 as if they were new adult applicants. All current recipients undergoing a
disability review, regardless of their age, deserve to be evaluated under the same Medical
Improvement test.

In addition, we recommend that Congress and the Commissioner mandate that SSA refer
to State Vocational Rehabilitation agencies all childhood recipients prior to their redetermination
when they become 18. Such a measure will allow the young adult's condition to be fully evaluated
and to identify those who can be assisted to find work without terminating those who can not be
assisted and who are therefore not truly employable.

Second, SSA has also permitted arbitrary restrictions by local field office staff on the
dedicated account funds that are now required for all lump sum payments made to children
recipients that exceed 6 times the federal benefit rate. Although Congress intended this
requirement of dedicated funds to place more control over how these monies were utilized to
benefit the disabled child, it surely could not have intended that child recipients would be unable
to use the funds entirely. We have heard from families who have been told by SSA field office
staff that they are not permitted to spend this money at all.

1. Children turning 18 have been unfairly dropped from the program. The new law
mandated that every year into the future all children turning 18 be reviewed dg noo Almost
35,000 or 57% of the 18 year olds reviewed (in adition to the nearly 150,00 children under age
18) have been cut off, without even the benefit of grandfathered Medicaid status. The 57%
cessation rate is a very alarming and unanticipated rate, given that this is a group that includes
a very large number who were found to meet the Ustings on initial allowance and who should
therefore also have qualified even under the new statutory test.

Furthermore, there is a very high rate (close to 10%) of Nfailure to cooperate"m for those 18
year olds with mental disorders. SSA itself acknowledges this is a suspect grounds for
termination. (We fear that the failure-to-cooperate assessment is moire a measure of mental
illness than a intentional abandonment of a person's claim, given the clustering of cases in this
area.)

Everyone should be troubled by the very high cessation rate for 18 year olds who have
serious disabilities, such as endocrine system problems (81 %), musculoskeletal conditions (72%)



and Immune disorders (65%). These conditions seldomn improve at age 18 and there Is no sound
medical explanation for this high rate of cessations for conditns that rarely Improve. Note also
that a large majority (about 75%) of these young adults were previously found eligible because
they met a Listing criteria, ggj because they met the former IFA test (the new law mandates
reviews for all children turning 18 and does not differentiate between those found eligible through
the Listings rather than the IFA test).

In fact, the requirement that all 18 year olds get a do nmy review puts them in the same
unfair position that claimants found themselves in prior to the adoption of, the medical
improvement standard in 1984. The fact that a majority of these young adults initially met a Listing
is compelling enough reason to require that SSA review their disability under the Medical
Improvement test which is Intended to measure the degree to which a disabling condition has
gotten better over time.

a. Denying 18 year olds the protections afforded by the Medical Improvement
Test encourages disparate treatment

The law fails to extend the longstanding medical Improvement, test for these young adults.
Everyone else reviewed, those aged 1 to 17, and those aged 19 to 65, has the basic protection
of this test. If Congress continues these mandated reviews, it should at least extend the basic
protection of the medical improvement test to all redeterminations to prevent arbitrary terminations.
Many people-look-betteron a particular day if you take a snapshot. What is needed Is a movie"
that shows their real condition over time; the medical improvement test would insure a fairer
review.

Part of the explanation for the extraordinarily high rate of terminations, for 18 year olds may
be due to the misunderstandings at state DDSs, where each agency seems to have had its own
understanding of what the new law required. How else can one explain the continuing
extraordinary state-by-state differences in cessation rates such as Louisiana (77%) and North
Dakota (40%)? We believe that many DDSs have mistakenly assumed that the new law simply
meant that teenagers turning 18 should not be continued on SS1 as adults. This also represents
a gross misunderstanding of the law that Congress actually passed. -

Unless this misunderstanding is corrected or the medical improvement test legislated,
every year the unfair treatment of this population will continue.

b. Mandatory referral to State Vocational Rehabilitation agencies for all 651
recipients over age 16 will enhance their employability and better serve
Congressional purpose

One way to promote the employability of 17-18 year olds and to lessen the hardship
imposed on disabled childhood recipients by their abrupt terminations from SSI when they turn 18
would be to take advantage of the vocational rehabilitation provisions already contained in the
statute, 42 U.S.C. § 1382d(a), and in SSA's regulations, 20 C.F.R. § 416.1710. The statute and
regulations require SSA to make provision for referral" of 16 to 64 year old recipients to
vocational rehabilitation services. This requirement has thus far only sporadically been
implemented. Yet, referral to vocational rehabilitation services offers a viable means for easing
young adults off S31 and into the workforce. Making the referral to a State Vocational
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Rehabilitation agency for services and requiring a vocational assessment should be mandatory
policy for SSA and a complete, valid vocational assessment should be a pre-condition to ay
action to terminate 18 year olds.

Vocational rehabilitation provides valuable job skills and training, which greatly Increase
the individuials ability to acquire and retain employment. The reed for these rehabilitative services
is great. For example, consider the plight of a young person who turns 18 but who has only
completed the tenth grade because of limitations Imposed by a disability. When redetermined
under the adult standard, this youngster may be foundJ able to be no longer disabled based on a
combination of the asnapshor approach and the strict criteria used In evaluating the disability case
of younger adults However, this young adult has not completed high school and may thus be
permanently impeded from employment because of his educational deficits and lack of skills.
Moreover, it is highly likely that this young adult will also lack any relevant job skills. Even though
this youngster may be found not disabled under SSA's adult standard, he or she will never be able
to overcome the effects of the limitations imposed by the disability which resulted in being unable
to keep pace with peers and being unable to complete school. Future career opportunities will be
severely limited for this young adult by the lack of education and subsequent lack of vocational
rehabilitation. A better approach would be to give this youngster the vocational help needed to
obtain employment.

Current SSA policy falls to assist the 18 year old to move into work settings with whatever
supports are needed. Instead, current policy cuts them off of all supports, including Medicaid.
Such assistance is invaluable for these young adults who could for the first time take advantage
of SSI's work incentives to help them obtain and retain jobs. Instead, current policy cuts them off
of -all supports, including Medicaid.

Certainly, vocational rehabilitation services may remain available to young adults despite
being ineligible for SSI, but the delay in accessing these services creates an undue but avoidable
hardship on the individual recipient. If SSA referred every young person to vocational training
before their seventeenth birthday, then more of those who can benefit from this training will
actually be prepared for employment.

The statute and regulations provide the requirement that once referred to vocational
rehabilitation, an individual may not refuse to participate in vocational rehabilitation if they wish to
continue to remain eligible for SSI. 42 U.S.C. § 1382d(c), 20 C.F.R. § 416.1715. Therefore, it is
in the best interests of both SS1 recipients and SSA to require referral to vocational rehabilitation
services for all childhood SSI recipients between the ages of 16 and 18.

The Congress should enact legislation that requires SSA to make referrals to the State
Vocational Rehabilitation agencies for evaluations of all S51 recipients over age 16. The law
should also mandate that SSA cannot terminate an SSI recipient when he or she becomes 18
unless there is a recent, valid vocational assessment tt demonstrates that the individual is
realistically employable. In the absence of legislation, the Commissioner could adopt this as a
policy and we will urge him to do so, hopefully with your support.

2. Abuses In the application of the new law's provisions for Dedicated Bank Account
expenditures. The 1996 welfare law also contained a provision requiring dedicated bank
accounts for child disability awards of six months or more of benefits, and severe restrictions on



the use of the money. Sec. 213 of Pub. L. 104-193. The legislation named a number of
impairment-related uses for the money, and gave the Commissioner broad discretion to allow
expenditures for "any other item or service that the Corrmissioner determines to be appropriate.'
Sec. 213(a)(2). Unfortunately, the agency has not exercised Its discretion insa helpful way.

To date. SSA has allowed field offices to make arbitrary restrictions on use of the money
that directly contravene fth best interests of the disabled child and the child's basic needs for food,
clothing, utilities and shelter. Despite a SSA Program Circular issued in March 1998 that was in
response to advocates' criticisms about these abuses, field office staff continue to abuse this
discretion. No training has been done to make sure that fil office staff are aware of this new
policy. Consequently, a family we know of is economically Insecure because the parents who
must devote extra time caring for a disabled child are told that account monies can't be used to
pay 3 months back rent and overdue utility bills, some of which pay to run electrical equipment for
the child.

Instead, SSA staff has told such families that the money can be used only if the family is
about to be evicted or if the utilities are about to be shut off.- Similar restrictions on these accounts
have arisen in efforts to buy a home, even in the child's name, where that would provide the child
safe and decent housing and protect the funds in an asset for the child's future. SSA staff's
interpretation of the law threatens vital housing and utility needs of the child with disabilities and
usurps parental authority.

SSA field office staff continue to second guess appropriate expenditures for the child, or
require impossible accountings -- for instance, how much of a utility bill specifically goes for usage
by the child? This has put SSA staff in an awkward position with very little objective guidance.
Furthermore, as late as May 1998, we heard from families that SSA field office staff told them they
could not spend the money at all until their child turned 18. If SSA staff continue to prohibit
expenditures for a need as extreme as preventing homelessness because they feel the law
restrains them, then the Program Circular remedy alone obviously was insufficient. It is clear that
SSA must now revise the interim rules issued without prior public comment almost two years ago.

Below are case narratives of children denied or terminated from SSI which call for
substantive revision of the interim rules currently in place.4

4'We submitted these case examples of deficiencies in policy Implementation to the Commissioner
in April 1998. We understand that SSA staff at the Office of Disability have reviewed the specifics in each
child's case to determine whether the decisions were correct. It is likely that some of the children whose
stories are outlined in the following pages were subsequently found eligible. However, this unusual form of
heightened review by the central office is not available to all the other children who are either being
terminated or being denied eligibility. We present them as we submitted them to the Commissioner in April
because they refec a representative sample of fth seriously disable children whose irves are being affected
by the SSA's deficient policies and practical rnisappllcatlons of the new statutory disability standard.
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CHILDHOOD 851 CASES

WARREN-8 YEAR OLD PENNSYLVANA BOY WITH MOOD DISORDER, EXPRESSVE
LANGUAGE DISORDER, AND ADHD

Warren Is an 8 year old with Wolffi-Parkinson-White disease (i.e., a condition
causing irregular heartbeat), Mood Disorder, Attention Deficit Hyperactivity Disorder
(mADHDn), and severe expressive and receptive language delays. He currently receives
40+ hours weekly of wrap-around services (i.e., In-school and In-home therapeutic
behavioral intervention services) in addition to 4 hours of behavioral specialist interventions
each week (i.e., in-home family-therapy and parent skills training). These therapeutic
services are intended to help Warren improve his lack of impulse control. Due to his heart
condition, Warren is unable to take many of the medications available that might further
help control his impulsive behaviors. In school, Warren receives mostly Cs and Ds, with
particularly low achievement in such behavioral categories as Pcompletes assignments"
and "demonstrates responsibility."

Warren is extremely self-conscious and easily embarrassed. He routinely engages
in ritualized behaviors, such as making noises, tapping a pencil, pacing, picking at his
clothes and fingers, cutting up papers which he accumulates in a coiner in his room but
does not otherwise use. He often scratches at his face white watching television. He picks
at the skin on his fingers until it bleeds; this has led to scars forming on his skin. He
demonstrates other forms of self-injurious behaviors like taking his mothers pills; last year,
he stuck a pencil in his hand and needed emergency care to prevent permanent damage
to the hand.

Warren needs constant supervision to ensure that he completes tasks or does not
try to hurt himself again. He demonstrates careless and impulsive problem-solvng, has
serious difficulties concentrating, and rapidly skips from one activity to another. Because
of significant speech delays, he has great difficulty expressing himself and consequently
other children pick on him. He often responds to this teasing by running away from the
other children. He plays mostly with 5 or 6 year old children. He talks to himself in his
sleep and has had numerous nightmares in the past several months. He receives speech
therapy twice a week. According to his therapist, Warren's mother is "extremely concerned
and supportive and has been a leader in (Warrens) receiving necessary evaluations and
care."

Warren's mother was employed for a number of years as a chemical technician.
She became disabled following hip replacement surgery in 1993. Warren has one older
brother, who is 18. Although Warren's brother graduated from high school, he has a
learning disability and can only read at a 3d grade level. Warren's mother is determined
to provide whatever she can for Warren so that he is not passed along in school like his
brother was and so that Warren does not end up being unable to read when he graduates
from school.
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After a reconsideration hearing, the state DDS determined that Warren had ffless
than marked' limtatons in all areas and that he was not disabled under the new childhood
disability standard since his impairments do not impose "marked and severe functional
limitation."

MARCUS-13 YEAR OLD MISSISSIPPI BOY WITH UFE-ThIREATENING HEART
CONDTON DIES AFTER BEING TERMINATED AS "NOT DISABLED,

Marcus was a 13 year old with a congenital heart defect. Marcus was cut from 551
in July 1997 because the DDS determined that his condition did not meet the new 'marked
and severe" standard for childhood disability. Tragically, Marcus died from this heart
condition on December 4, 1997, after suffering from hypertrophic cardiomyopathy and a
series of mini-strokes. At the time of his death, Marcus was on a waiting list to receive a
heart transplant.

Marcus' cardiac condition required open heart surgery when he was 10 months old.
The condition had been described by his grandparents as 'a hole in his heart' so that the
valves in Marcus's heart had to be 'switched around.' Marcus again-had open heart
surgery in August 1997 because of leakage, inefficient valve flow, and fluid build-up. His
annual checkup in August had revealed that Marcus's heart was causing very serious
complications. Because of the treatment required for this condition, Marcus was unable
to attend school in the Fall of 1997.

His grandparents, who were Marcus' guardians, did not appeal the SSI termination
because they believed that if their appeal was unsuccessful then they would have to pay
back all of the money from the period when Marcus first became eligible and started
receiving 551 benefits. This was their interpretation of Social Security's termination letter
they received in the summer 1997 notifying them that Marcus' 551 would be terminated
because he was 'no longer disabled.'

For Marcus' grandparents, the termination of Marcus' 551 benefits was a great
hardship. They live in rural Mississippi, a 2 hour trip to Memphis, and they had to be in
Memphis much of the time between August and December 1997 for the intensive health
treatment that Marcus required. Their traveling and stays in Memphis caused Mail.us'
grandparents to miss much work and to suffer other financial hardships, in addition to the
emotional strain of watching Marcus' condition deteriorate so rapidly and fatally.

SANVLY-1 3-YEAR.OLD LOUISIANA GIRL WITH MENTAL RETARDATION AND ADHO

Sandy is a 13 year old with mental retardation and ADHD. Sandy has an 10 of 55.
The DDS had Sandy re-evaluated at a consultative examination as part of the



redetermination process mandated by the 1996 welfare law. The DDS psychologist
diagnosed mental retardation but failed to provide current test scores. However, another
consultative psychologist corroborated the diagnosis and noted that Sandy had also
recently been hospitalized for major depression. The psychologist suggested an additional
diagnosis for Sandy of oppositional defiant disorder. Records confirm that Sandy
continues to perform very poorly academically (making virtually all Fs and Ds), and
presents severe behavioral problems (disruptive behavior, truancy, inattention and
hyperactivity), and is socially isolated. Sandy continues to take medication for ADHD and
depression.

Upon reconsideration, the DDS affirmed its initial decision to terminate Sandy's 551.
The DDS determined that Sandy had ormarked' limitation in concentration, persistence, or
pace and 'less than marked" In all other areas despite the fact that SSA regulations specify
that an 10 below 59 is an extremen' limitation and presumptively meets a Usting. In
evaluating Sandy's cognitive functioning, however, the DDS relied not on the psychological
test results on record, but rather on a comment contained in Sandy's recent hospitalization
records that suggested Sandy's intelligence 'seemed average [from her demeanorr)'

ERNEST-7 YEAR OLD PENNSYLVANIA BOY WITH ASTHMA AND ADHD

Ernest is a 7 year old with severe asthma and ADHD. Ernest takes several different
asthma medications daily, including steroidal inhalants, which cause his hyperactive
behavior to worsen. He has difficulty concentrating generally, but is unable to concentrate
at all for about 1/2 hour after inhaling his asthma medication. In the last year, Ernest was
hospitalized twice for pneumonia-like symptoms. He has persistent wheezing and never
has symptom-free periods of shortness of breath. He receives daily treatments with
bronchodilators. He has had emergency treatment for his asthma at least four times since
June 1997, followed each time by week-long doses of corticosteroid treatment.

Due to his asthma, Ernest frequently misses school. When at school, he is not
permitted to go outside to play like the other children and he does not participate in gym
activities. Because he must inhale his medications at lunch time as well, he also misses
the company of other children during this important period for socializing.

Ernest is in the first grade, where his poor attendance is creating learning
deficiencies and his uncontrolled hyperactive behavior is becoming problematic for both
his teacher and the other students in his class. Ernest takes Ritalin for his hyperactivity.
However, the hyperactivity and lImpulsivity are no longer confined to brief periods following
inhalation of his asthma medication and Ernest's mother has begun taking him to a

4This is exactly the type of misappication of the regulations that SSA training in March 1998
addressed. We can only hope that the adjudicator who reviews Sandy's case on apeal recognizes the
absurdity of the situation when a chil with an 8extrerre" limition does not quality.
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psychotherapist regularly. In the past year, Ernest has gone from being a generally
happy, sociable child to a sad and lonely one and he is having difficulty understanding why.

Despite meeting listings level severity for his asthmatic condition alone, and without
-considering the combined effects of Ernest's asthma and ADHD, the DDS determined that
Ernest has less than marked, limitations in all functional areas.

TAQEE-8 YEAR OLD PENNSYLVANIA BOY WITH ADHD, LEAD POISONING, AND
ANEMIA

Taqee is an 8 year old who is diagnosed with ADHO, lead poisoning, enuresis (bed
wetting), and anemia. Taqee has a history of hyperactive behavior, impulsivity, and poor
attention that have severely limited his social and personal functioning. He frequently is
unable to complete tasks in a timely manner.

Taqee was diagnosed with lead poisoning when he was 3 years old. Taqee had
several inpatient chelations (i.e., intravenous treatment for lead poisoning) and receives
ongoing treatment for Class Ill lead poisoning. When he was 5 years old, following much
treatment and after his family moved to a more leadzfree environment," Taqee was
downgraded to a "moderate risk" level of lead poisoning. He remains at risk of long-term
adverse effects from the lead poisoning, such as cognitive deficits and encephalopathy,
which may be manifested in symptomnatology similar to ADHD. Taqee frequently has
spontaneous nosebleeds, and due to his anemic condition he must take iron supplements
daily.

His teacher reports that Taqee has difficulties sitting in his seat; he constantly taps
his pencil on his desk. He calls out inappropriately in class and becomes anxious or angry
when he must wait his tumn. Unlike other children in the class who may become impatient,
Taqee's behavior has been so disruptive that his teacher must have Taqee sit next to her
in order to help him control' himself. Tagee has a history of impulsive behaviors, including
head banging, breaking toys, running wildly, threatening to harm himself, and refusing to
eat. His teacher reports that Taqee is ,always falling down and having accidents." He has
been taken to the emergency room a number of times after falling and injuring himself. His
teacher also reports that Taqee has poor attention, is "distracted very easily," and he is
extremely forgetful and unfocused." He routinely experiences difficulties completing tasks
because he is easily frustrated. His teacher reports that Taqee completes assignments
"60% of the time."

Taqee demonstrates poor social judgment and low self-esteem. His teacher reports
that Taqee has been "getting into more fights" with his classmates. He has no friends
away from school because other children in his neighborhood are afraid of his impulsive
behaviors. When he is frustrated, he will sometimes break his toys or throw things.
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In addition, despite an elaborate behavioral modification system involving alarms
and moisture-sensitive apparatus, Taqee continues to wet his bed almost nightly. His
pediatrician has ruled out a bladder or other genito-uninary tract problem. Although his
parents follow the remedial plan recommended by the family's therapist to have Taqee
clean his own bedclothes, his bed wetting persists. The DDS determined that Taqee has
'less than marked limitations in all functional areas.

STEVEN-10 YEAR OLD ILLINOIS BOY WITH MENTAL RETARDATION, ASTHMA,
AND ADHD

Steven is a 10 year old boy with mental retardation, chronic asthma, and ADHD.
Steven has an 10 of 62, which was recorded this past year as part of an evaluation at
school. He has been in learning support classes since beginning school. His teachers this
year report that he is unable to sit still in his chair, does not complete assignments, and
generally distracts the entire class of 9 students. His grades are Ds and Fs this year. He
must inhale several doses of medications for his asthma every day. He uses a nebulizer
several times a day as well. Some of the medication for his asthma makes him feel
nervous inside, which makes him even more agitated and hyperactive than he is already.

The DD8 had Steven re-evaluated at a consultative examination one month after
the evaluation done by the school. Steven recorded an 10 of 75. The DDS concluded that
Steven therefore had "less than marked' cognitive limitations, despite the low grades and
academic difficulties he was experiencing in a learning support class. The DOS did not
factor in the psychometrically recognized phenomena of the "practice effect' of repeated
administrations of a test within a short period of time, nor the standard of error of
measurement, which provides a range of accuracy within 5 points of a reported score.
Children commonly score 8-10 points higher on a test they were recently administered and
all psychometric tests have some error in their measurement ranges. Without considering
either phenomena, the DDS concluded that Steven had 'marked' limitations in
concentration, persistence, or pace and 'less than marked' in all other areas. Therefore,
the only 'combined effects' of Steven's ADHD and asthma recognized by the DDS was in
the lone area of concentration, persistence, or pace and he was found not disabled.

KATINA-9 YEAR OLD PENNSYLVANIA GIRL WITH LEARNING DISORDER AND
SPEECH DISORDER

Katina is a 9 year old with poor visual-motor coordination, a learning disorder, and
severe speech and language deficits. Results from a speech and language evaluation
showed that Katina had extreme expressive and receptive language delays, articulation
deficiencies, and difficulty retaining information. Because cognitive and communicative
disorders are lumped into one 'area' under SSAs rules, SSA considers her to have only
=n 'marked' impairment, despite b=ll cognitive &1d communicative problems. She
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scored in the lowest 1% on all tests administered and her language development is ranked
at less than the 5 year old level. A psychological report from her school confirmed this
assessment and showed Katina has difficulties with memory, visual-motor coordination,
and severe delays in language and speech. Katina attends weekly speech therapy and
is in special education classes for math and reading.

Katina has great difficulty expressing herself. Because of her poor visual-motor
integration, she is sometimes physically clumsy. She has few friends because when she.
becomes frustrated she is prone to cry and this is upsetting to her peers who do not know
how to deal with Katina's erratic emotional expression. She was denied benefits by the
DDS as a new applicant.$

SERETA-3 YEAR OLD NEW YORK GIRL WITH MENTAL RETARDATION AND MILD
HEARING LOSS

Sereta is a 3 year old with a developmental quotient of 60 (i.e., cognitive
development more than 2 standard deviations below the norm). She has mild hearing loss
in her better ear with middle ear pathology and a history of chronic otitis media in both
ears. Her speech is extremely delayed (scores at age equivalent of 12 months) and she
has significant impairment of expressive and receptive language skills (scores at age
equivalent of 14 months). She is not fully toilet trained, rarely engages in play with other
children, is unable to, consistently mimic behavior. She rarely responds to questions
verbally. She cannot identify colors, name common objects or most body parts. She has
difficulty understanding pronouns, common verbs, or following two-step directions. She
rarely used more than 3 word sentences; she usually jabbers.

The DDS rated Sereta's limitations as "marked" in the cog nitive/commu nicative area
and "less than marked" in all other areas. Despite the separate etiology of her cognitive
deficiencies and her language deficits, the DDS determined that her cognitive deficits were
not an accurate reflection of her functional limitations because they were "double weighted*
due to Sereta's inability to respond verbally. In addition, because Sereta lives in a bilingual
household, the DOS reasoned that a bilingual environment tends to lower scores for
speech development, a dubious proposition at best. She was denied benefits as a new
applicant.!

Katina was recently awarded benefits at the Administrative Law Judge level of appeal.

Sereta was recently awarded benefits at the Administrative Law Judge level of appeal.

1s
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MG-12 YEAR OLD VERMONT --GIRL WITH MENTAL RETARDATION
DEVELOPMENTAL DELAYS IN LANGUAGE AND SPEECH

MG Is a 12 year old girl who lives In rural Vermont with her mother, father, and four
siblings. Her father is a self-employed lumberjack. Her mother assists in the family
business and takes care of their five children. MG suffered a closed head injury at 4 years
of age. In 1993, she became eligible for SSI after a finding that she had Impairments in
cognitive development, communicative development and deficiencies fn concentration,
persistence and pace. In the redetermination of her benefits in 1997, MG was determined
no longer disabled because her impairments were "less than marked in all functional
levels. MG is currently in the 6th~grade and receives special education services.

MG's head injury has seriously interfered with her activities of daily living,
particularly In the school setting. Her teachers state that, despite their best efforts, she
functions on a en grade level. Teachers also report she has a- short attention span, even
in one-to-one situations. MG is unable to remain focused or to finish a task independently,
even work at the 2'd grade level. She cannot respond appropriately to changes in routine.

When recently assessed by a neuropsychologist, MG scored an 10 of 66.
According to this assessment, MG functions at the kindergarten to first grade level in oral
language and auditory processing. Her other test scores showed that her perceptual
organization and perceptual speed both fell two standard deviations below the normal
range for children her age. Her expressive language was found to be in the severely
impaired range which is not separately calculated under the interim rules because it falls
in the same functional area as cognition. (The one "area* is called
cognition/communication.) Her skills in reading, writing, and math all fell two standard
deviations below normal. In her testing of attention, concentration, information processing,
and vigilance she scored well below average. In the testing of vigilance, she was both
inattentive and impulsive, recording a score 4 standard deviations below the norm, which
is beyond the extreme, limitation as defined by SSA regulations.

It is quite clear from neuropsychological testing and from comments from her
teachers that MG's head injury has profoundly interfered with her functioning in cognition,
communication, and concentration, persistence and pace. Her parents are hopeful that
MG will continue her eligibility for SSI so that they will have the resources to have MG
more thoroughly evaluated and treated. They fear that without further testing and more
intensive educational and behavioral supports, MG will be unable to become a productive
member of society.



JEFFREY-10 YEAR OLD WEST VIRGINIA BOY WITH MENTAL RETARDATION AND
ADHD

Jeffrey Is a 10 year old boy with mental retardation and ADHD. Jeffrey has an 10
of 66. He is unable to match clothes or put on his socks without assistance. He has been
unable to learn how to tie his shoes. He has great difficulty completing activities and needs
constant supervision and encouragement to complete his homework. He frequently gets
up in the middle of the night and wanders through the house, waking up the rest of his
family. The family has been unable to remedy this behavior despite adhering to the
recommended therapeutic interventions. When Jeffrey's case was reviewed, the West
Virginia DDS determined that he was no longer disabled because although he had
'marked' cognitive limitations, he had gless than marked' limitations in all other areas.

Jeffrey has had two DDS reconsideration hearings. At the present time, the DDS
believes that the SSA Quality Assurance reviewers have indicated that there is insufficient
evidence to find that Jeffrey meets the new disability standard for children.

KANNAK-3 YEAR OLD LOUISIANA GIRL WITH DEVELOPMENTAL DELAYS AND
SEVERE SPEECH IMPAIRMENT

Hannah is a 3 year old who was born prematurely. Besides neurological deficits
from a complicated birth she has had a series of severe ear infections. She has bi-lateral
sensonneural hearing loss that requires hearing aids in both ears. Because of her severe
hearing impairment she has considerable language deficits. When she was 17 months
old, she was evaluated for early intervention services. Testing at that time revealed
Hanna had social development of 7 months, adaptive self-help skills of 8 months, and
communication development of 10 / months.

When Hannah was 19 months old, a speech pathologist found Hannah's play skills
were at the 9-12 month level and her language skills were below the 9 month level. She
had no meaningful spoken language and was diagnosed with -'mnoderate to severe
expressive and receptive language delays.' Under the new childhood disability
standards, Hannah's hearing and communication impairments are evaluated in the same
functional area; thus she was found to have one 'marked' limitation only in the combined
area of cognition/communication and 'less than marked' in all other areas. The
Louisiana DDS denied her benefits.

DUSTIN-6 YEAR OLD LOUISIANA BOY WITH PERVASIVE DEVELOPMENTAL
DELAYS, MENTAL RETARDATION AND ADHD

Dustin is a 6 year old who has had developmental delays and other problems
since he was 3 years old. He was diagnosed with Pervasive Developmental Disorder,



ADHO, and mental retardation. Dustin has an 100of65. When he was 5 years old,
standardized testing showed that he was functioning at the 28 month level for receptive
and expressive language, less than half his chronological age at the time of testing of 60+
months. According to SSA regulations, this disparity between functional limitation and
performance demonstrates an 8extremem Impairment, and Is presumptively of 'listings
level severity.'1 In addition, Dustin scored at the 42 month level in social skill
development.

Nevertheless, despite the record showing 'extreme' limitations in expressive and
receptive language, the DDS determined that Dustin was no longer disabled under the
new childhood disability standard.. Because the new standard conflates the cognitive and
communicative areas, the DDS determined that Dustin had 'marked' limitations only in
the cognitive/communicative area and 'less than marked' In all other functional areas.
The new childhood, standards do not allow for the combined effect of limitations in
cognition and communication. Therefore, his 10 of 65, which is 'marked,' and his
language scores, which should have been rated as 'extreme,' were only counted as
I'mairked' under the cognitive/communicative functional area.

CLETE-12 YEAR OLD PENNSYLVANIA BOY WITH HYPOTONIA AND SEVERE
LANGUGAE DEFICITS

CIete is a 12 year old boy terminated by the DDS from SSI despite his congenital
hypotonia (i.e., muscle tone deficiencies) and neurologically-based deficits in language
development, attention and comprehension, gross and fine motor coordination, and
significant impairments of visual-motor integration. He has a history of learning disorders
in math and~ written expression. He also has a history of hearing deficits and was
hospitalized a number of times when younger due to problems with his eyes. Although
many of Ciete.s physical impairments were corrected by surgery, his hearing has recently
regressed. He continues to have visual-motor difficulties.

Clots attends an ungraded 6m grade class. Although due to special education his
math skills are now adequate, his writing skills remain severely deficient because Clete
is unable to appropriately hold and manipulate a pen or pencil. In addition, at 12 years
of age, Clete continues to have difficulty with some daily living skills because of poor
muscle tone. For example, he has difficulty holding eating utensils and must be reminded
not to simply eat with~ his hands. His poor muscle tone frequently results in the food
falling off when he ustis the proper utensils. He is unstable when climbing steps and
often falters or stagger; he frequently falls when walking or running. Because of his
overall physical clumnsineas, Clete is frequently teased by his per at school. His frends
are mostly much younger children.

Despite an average 10, Clete has difficulties with comprehension, following
directions, and assimilating vew information, he is easily frustrated when he cannot



complete tasks or grasp academic material. He has great difficulty completing most of
his school and homework, and requires constant adult supervision to ensure that he
completes these assignments. He also needs supervision to finish dressing or doing
chores because he is distracted easily and cannot concentrate on one activity for long.

NICHOLAS-GV% YEAR OLD PENNSYLVANIA BOY Wih DEVELOPMENTAL DELAYS
& LANGUAGE DISORDER

Nicholas is a 91/2year old terminated from SSI despite his having developmental
delays, language disorder, asthma, and possible organic deficits of the brain. His speech
is dysarthric and he receives speech therapy at school. Nicholas has insomnia, anxiety,
impaired memory. He exhibits poor impulse control, low frustration tolerance, and
psychomnotor agitation. Nicholas has trouble concentrating and cannot read or write age-
appropriately. He has difficulty dressing himself, often putting his clothes on inside-out;
he has problems tying his shoes correctly. He becomes frustrated easily and when upset
he will punch himself in the face. When he is corrected by an adult, he runs away and
hides. Occasionally, he tries to run away from his mother. He recently walked into traffic
without looking and was almost hit. His eyes twitch involuntarily. He repeated
kindergarten. He now attends an ungraded leaming disability class.

Nicholas has been experiencing increasing behavioral and social problems at
home and school. His teacher recently complained about his, behavior and ordered him
kept at home if he could not control himself. At home, Nicholas sometimes refuses to get
dressed. Frequently, his mother must force him to wash himself when he refuses. The
DDS determined that Nicholas had marked cognitive impairment but "less than marked"
limitations in all other areas of functioning.

ANDREW-14 YEAR OLD PENNSYLVANIA BOY WITH ADHD

Andrew is a 14 year old with Attention Deficit Hyperactivity Disorder. He has been
receiving psychiatric treatment and medication for this condition since he was 5 years old.
When he was 11I years old he made a suicide attempt. He currently attends a seriously
emotionally disturbed (wSED') class in school where he is repeating the e' grade, despite
extra tutoring and summer school work. He has few friends and is seldom allowed to go
out on his own because of his poor impulse control.

Andrew is basically unable to function independently and needs almost constant
adult supervision. He rarely completes tasks unless an adult consistently reminds him
because he has trouble organizing, planning, and in following -directions. Despite
medication, he continues to have difficulty controlling his hyperactivity and frequently
exhibits inappropriate disruptive behaviors, both in school and at home. He is sometimes
destructive of property. Andrew was terminated from SSI by the Pennsylvania DDS.
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DERRICK-i1 YEAR OLD PENNSYLVANIA BOY WITH MENTAL RETARDATION,
SPEECH DEFICIT, AND ADJUSTMENT DISORDER

Derrick Is an I I year old terminated by the Pennsylvania DDS despite his having
mental retardation, a learning disorder, severely delayed expressive and receptive
language development, deficits in visual-motor Integration, and an adjustment disorder.
He is in a learning support class and receives speech therapy. Although in a 51h grade
class, he reads on a 2 14 grade level-and does math on a 4" grade level. Because of his
difficulties with speech, Derrick has trouble asking for help and unless his teacher
inquires Derrick does not Indicate that he is having problems comprehending and
retaining new information. Current language skills testing reveals that Derrick's language
development Is between the 5% and 6 year level. He is unable to concentrate or stay
focused for periods longer than a few minutes.

Derrick rarely completes his homework unless his mother sits by his side and
provides constant encouragement. He has similar problems completing assignments
while in school and is easily frustrated when he does not grasp the subject being taught.
He has a special seat near the teacher to provide one-on-one attention. He is able to do
routine activities, like dressing and brushing his teeth, but consistently needs to be
reminded to finish one activity before moving on to another. He currently attends
individual psychotherapy sessions weekly for on adjustment disorder because he has
difficulties expressing his emotions. Despite having an 10 of 70 and delayed language
skills development at half his chronological age, the state DDS concluded that Derrick
had only "marked" cognitive impairment and was Oless than marked* In all other functional
areas.

JASON-iS5 YEAR OLD PENNSYLVANIA BOY WITH BIPOLAR DISORDER

Jason is a 15 year old with manic-depressive (obipolarm) disorder. Jason has
recently been suicidal, for which he was hospitalized for several weeks this past Fall. He
receives wrap-around services (i.e., in-school and in-home therapeutic behavioral
interventions) to help motivate him to engage in different activities and to complete tasks.
He attends a school for severely emotionally disturbed children. He has sleep
disturbances, poor eating habits, and occasionally does irrational or dangerous things,
such as running aimlessly In heavily trafficked areas.

Jason can be grandiose or apathetic, depending on his mood. When he is
depressed he can be suicidal. He generally lacks interest in all activities. He has no
friends. His family is very worried about his future because medicine does not seem to
control his mood swings. His family never knows what to expect from Jason's behavior.



The Pennsylvania DDS determined that Jason did not meet the new disability test and
cut him from SSI.8

DAAMAN-17 YEAR OLD PENNSYLVANIA BOY WITH SCHIZOAFFECTIVE DISORDER
AND LEARNING DISORDER

Damian is a 1 71/2 year old with schizoaffective disorder, depression, borderline
intellectual functioning, a learning disorder, Duchenne's dystrophy, and chronic
headaches. He daily has diffuse, aching head pain often accompanied by nausea and
photophobia (sensitivity to light). He has a history of audial hallucinations. Hie stopped
attending school a year ago because other boys threatened to hurt him badly; he was too
afraid to return to school after several prior attacks made by this same group of five boys.

Damian was hit by a car when he was 6 years old. At that time, he suffered closed
head trauma resulting in cognitive deficits and subsequently Damian attended special
education classes until last year. He still cannot read or write and he rarely engages in
verbal Interactions with others. He has poor appetite and sleep disturbances. He has
attended individual psychotherapy periodically over the past few years. He currently
takes medication for his mood disorder and hallucinations. He also sees a neurologist
for treatment for his chronic headaches. Damian was found not disabled under the new
law and terminated from SSI.

ANNA-10 YEAR OLD PENNSYLVANIA GIRL WITH ASTHMA AND REFLUX
DISORDER

Anna is a 10 year old with asthma and gastroesophageal reflux disorder (i.e., an
ulcer-type disorder of the upper gastrointestinal area). She was hospitalized once during
the past year for an asthmatic attack. During the past year, she has also had several
short-term courses of treatment with steroidal medication to control asthmatic attacks.
Each day she must take several medications for asthma and several for the reflux
disorder.

Anna is unable to participate in physical activities and must adhere to a special diet
to avoid stomach cramps and severe heartburn. She often misses school because of the
combination of shortness of breath caused by the asthma and chest pains caused by the
reflux. There is no broad area of function" under SS~s rules on f unctional equivalence*
to the Listings that directly measures her limitations. Both affect her ability to engage in
mmotor functioning. Therefore, they are seen as overlapping, affecting only =n t area.0
SSAs rules offer no other "areas* to capture her problems. Anna was determined not
disabled by the DDS and terminated from $51.

I Jawo was reinstated to contiuin beneft at the Administrative Law Judge level of appeal.



WLDRED-17 YEAR OLD PENNSYLVANIA GIRL WITH MENTAL RETARDATION AND
VISUAL PROBLEMS

Mildred is a 17 year old with mental retardation and significant problems of
impairment of eye tracking and teaming. Mildred has an 10 of 66. Her eye teaming
problem results in a tendency for her eyes to turn inward. Because Mildred has
inadequate ability to compensate for this trait, which diminishes her visual efficiency and
visual processing, she has trouble controlling her eye movements. The problem with her
impaired eyesight causes double vision and frequent headaches. She often loses her
place when trying to copy from the blackboard, skips words when trying to read, and can't
sustain visualtasks for any prolonged period without pain. Mildred consistently has
difficulties with visual processing and visual-mnotor integration. Her visual difficulties only
compound the cognitive problems she has processing and analyzing new information.
Despite valiant effort, Mildred is unable to keep pace with other children in her learning
support class because of her visual processing deficiencies.

The DDS determined that Mildred's condition was "marked" in cognitive limitations
but 'less than marked" in all other areas. There is no functional "area" for vision
problems and the Listings of Childhood Impairments do not touch on her particular visual
dysfunction. Despite the pain and obvious 'difficulties imposed by her visual processing
deficiencies, the DDS concluded that because Mildred's visual acuity was corrected with
lenses the remainder of her vision problems did not constitute any additional limitation.
According to the DDS, Mildred's visual-motor integration deficits were factored in under
the cognitive limitations and did not amount to an additional significant limitation, even
though she is much more disabled than another child with an 10 of 66 would be who did
not have an additional visual deficiency. Found not to be disabled under the new law,
Mildred was terminated from SS1 by the Pennsylvania DDS.

ATIFA-12 YEAR OLD PENNSYLVANIA GIRL WITH MENTAL RETARDATION AND
ASTHMA

Atifa is a 12 year old with mental retardation and asthma who was cut from SSI as
not disabled under the new law. Atifa is easily distractable, irritable, and has low
tolerance for frustration. Atifa has difficulties with learning and retaining new information.
She is in special education classes. Her reading scores place her four or five grades
behind her chronological age; for example, her 9 year old brother reads to her. Her
parents spend a great deal of time and energy helping Atifa with her homework,
practicing her reading, and developing other skills. Her parents have purchased
numerous learning games that they play with Atifa to help bolster her self-confidence,
keep her attentive, and provide encouraging feedback on her successes at these
activities.



Her teachers report that AtIfa has poor concentration, does not always persist Incompleting her schoolwork. Is not assertive, and som etimes has problems Interacting with
peers. At home and around her neighborhod, she plays with children younger than her.

Because of her asthma, AtMA Is unable to participate In gym or go outdoors on
days when the weather causes her shortness of breath. She can't keep up with other
children.

JONI-7 YEAR OLD PENNSYLVANIA GIRL WITH HEARING LOSS, SPEECH
DELAYS, AND ADHD

Joni is a 7 year old child with conductive hearing loss, speech delays, lead
poisoning, and attention deficit hyperactivity disorder who was denied by the DDS as a
new applicant under the amended law. She has moderate receptive and expressive
language delays with a 25 decibel conductive hearing loss. She has a history of
hyperactivity, Impulsivity, disturbed sleeping patterns, aggressive behaviors with peers
and adults, and poor concentration and persistence.

Joni has severely underdeveloped social skills and difficulties with concentration
and persistence. A teacher's report shows that Joni manifests significant limitations of
her hearing, concentration, and attention as well as exhibiting recurrent aggressive
behaviors toward her peers. According to her teachers this year, Joni's 'attention, span
is extremely short.' The difficulties with her hearing are not attributable to the
adenotonsillar hypertrophy and recurrent otitis media because both conditions were
surgically corrected by a tonsillectomy and bilateral myringotomy in February 1996.
Because she is developing more aggressive behaviors, Joni's family has begun therapy
for her at their focal mental health clinic.

It is evident that Joni's functional and behavioral limitations, as well as her
expressive and receptive language skills, were not remedied by the surgical corrections
to her adenoids and tonsils. In addition, according to her teacher, Joni continues to need
assistance with learning sight vocabulary, and her attention span is extremely short. She
is unable to attend to most tasks, rarely completes assignments, and Is easily
distracted-she is often talking out loud when other children are trying to concentrate on
their school work.

RANDY-12 YEAR OLD LOUISIANA BOY WITH ORGANIC MENTAL DISORDER

Randy is a 12 year old with organic mental disorder. At age 8, he was placed in
a highly structured special educational classroom for emotionally and behaviorally
disturbed children, with his 'special educational curriculum needs' determined to be in
the areas of sociala' and 'academic/cognitive.' SSA had, Via its Appeals Council, found
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undisputable evidence that the child suffered from an organic Mental disorder--listing
112.02, due to the medically documented persistence of developmental delay (despite
I0 scores In the W0s), and personality disturbance and Impairment of Impulise control
(aggression, hostility, destructive behavior, mood swings).

As a consequence of Public Law 104-193, the SSA in May of 1997 issued a notice
to Randy terminating his SSI, having concluded that he was no longer disabled under the
new definition of disability (not because his condition had improved). In fact, the evidence
considered by the agency showed that the child's condition is essentially the same in
1997 as it was in 1993. Randy remained in the same highly structured special
educational classroom for severely emotionally and behaviorally disturbed children and
his "special educational curriculum needs' were still in the areas of 'academic/cognitive"
and 'social.' At the request of the agency, his teacher filled out a 'school function form"
in April of 1997 describing the child's functioning even in the highly structured behavioral
management program utilized at school. She described his 'aggression' toward his
peers and even adults, his 'hyperactivity and destructive behavior,' his moodiness, and
his inability to maintain close peer relationships. The most recent in-depth school
evaluation of his academic performance indicated that the child's behavior (aggression,
impulsiveness, distractibility, disruptiveness) continued to have a significantt adverse
impact" on his educational performance. Psychological testing by a consultative
psychologist hired by the agency found that his I0 scores had lowered to the 70's.

The child's mother requested redetermination of the agency's cessation decision.
The SSA officer who reviewed Randy's case accepted the validity of the psychologist's
10 scores and accepted school reports that he functions 2 grades below age level.
However, she concluded that although the child is markedly limited in the area of social
functioning, he is 'less than markedly' limited in the area of cognitive functioning. The
SSA reviewer concluded that the child's impairments do not meet or equal a listed
impairment. The child's mother has requested a hearing before an administrative law
judge.

12-YEAR-OLD NEW YORK BOY WlTH ADHD, SERIOUS BEHAVIORAL PROBLEMS,
AND READING AT SECOND GRADE LEVEL

SSA has recently determined that a 12-year-old Brooklyn boy who suffers from
Attention Deficit Hyperactivity Disorder ('ADHD'1)), serious behavioral problems and a 5-
year delay in his reading level is not eligible for 551 under the new law. This decision was
made despite the fact that SSA adjudicators found that the child had a ',marked' problem
in social functioning as well as significant (but 'less than marked') problems in three of
the four remaining areas. (The functioning areas where the child was found to have
significant but lesss than marked' problems were concentration, persistence or pace,
cognitive/communicative functioning and personal functioning.)



SSA's finding that the child has a ormarked" social functioning problem was based
on a well-documented history of extremely aggressive and violent behavior. In fact, the
child's records Indicate that he has been suspended from school on numerous occasions
and that he has a chronic history of disrupting his classmates and disrespecting teachers
and other authority figures.

SSA's finding that the child has a significant but less than marked problem with his
ability to concentrate was based on reports from teachers and school psychologists which
consistently indicated that the child Is easily distracted,, often moff task and has "difficulty
completing assignments.n

SSA's finding that the child has a significant but less than marked problem in
cognitive/communicative functioning was based on a record which indicates that the child
was enrolled in a self-contained special education class and that he was reading at only
a second grade level at a time when children of his age would normally have been about
to enter the seventh grade. In addition, the results of the child's most recent educational
achievement testing indicate that he scored in the lowest 1-4 percentile in the

~-fundamental areas of vocabulary, word Identification and reading comprehension.

Finally, in regard to personal functioning, the record indicates that SSA found a
significant but less than marked problem in this area due to the fact that despite being 12
years old, the child is still unable to bathe himself or brush his teeth without assistance
and supervision from his mother.

The facts of this case exemplify the problems with SSA's rigid interpretation of the
new definition of childhood disability. In order to be found eligible for SSI, this
interpretation mandates that a child have a marked, level impairment in at least two of
the five functional areas without taking into consideration the possibility that the
combination of significant (but less than marked) problems in other functioning areas
might be equivalent to a two marked" finding. Here, it is difficult to believe that a child
who has marked problems in social functioning, as well as the very serious problems
summarized above in three other functioning areas, does not have an overall impairment
level which is equivalent to the mandated stwo marked" standard.

TEXAS-10 YEAR OLD GIRL WITH HIRSCHSIPRUNG'S DISEASE AND MENTAL
RETARDATION

This 1 0-year-old girl was awarded SSI benefits in January 1993 with an onset date
of August, 1987. At the time, she met the listing 112.11 A and B. She was born with
Hirschsprung's disease with enterocolitis, which required several major surgeries
because most of her colon was missing. She continues to need daily enemas (which
require about two hours of her mothers time to perform) in order to function and prevent
bowel obstruction. She was diagnosed with ADHD in December, 1992. Currently, she
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exhibits a learning disability in math and reading while attending the fourth grade. She
attends special education classes and has limitations In the areas of
cognitlve/cornmunlcatlve and concentration, persistence or pace.

In June, 1997, a redetermination was made and the child was found by SSA not
to be disabled. A reconsideration hearing was held, and she was stil found not disabled.
She is currently awaiting a hearing date before an AU. (Note: Texas led the country

-with the highest percentage of child disability cessations, 79%.)

JB-i5 YEAR OLD WEST VIRGINIA BOY WITH DEPRESSION AND ADHD

JB turned 15 in May. He is in the 81' grade in special education classes. He also
has severe asthma. About two years ago, he began engaging in anti-social behavior and
threw two dogs off a roof. He also has been diagnosed as suffering from major
depression and a conduct disorder. He has been suicidal, resulting in inpatient
hospitalization in the past. About a year or so ago, one psychiatrist who treated him, felt
that his problems with concentration were more likely related to depression. He was
diagnosed with ADHD at age 8. He was taken off Ritalin and placed on Paxil. His 10
scores have run the gamut from 82, in May, 1990; 92 in August, 1991; and 69 in
September, 1996. The West Virginia DDS determined him not disabled.

TERRENCE-6 YEAR-OLD OHIO BOY WITH RARE HIRSCHSPRUNG'S DISEASE
CAUSING UNCONTROLLABLE DIARRHEA

Terrence is a 6-year-old boy who suffers from Hirschsprung's disease, a
congenital condition affecting the colon. Because of the disease, Terrence has episodes
of explosive -uncontrollable diarrhea. He has to wear diapers. He misses a lot of school;
he is sent home when he soils himself or he does not attend at all because of stomach
distention and pain, He is ridiculed at school and called ftStinkyn because of his condition.
He has no friends. The doctor feels that Terrence has limitations in cognition, social, and
personal areas of functioning.

The Social Security Administration denied Terrence's initial 551 claim on
September 2, 1997. Terrence's mother has requested reconsideration; that appeal is still
pending. Terrence is obviously a child who has a severe impairment. He is disabled.
His daily functioning revolves around his condition although there is no "area of function,
that deals directly with his problem, which instead must be evaluated in terms of social
and personal limitations. He does not have a normal* life in any sense of the word. This
is a child who should receive SSI and related Medicaid coverage.



CHRISTOPHER-B YEAR OLD OHIO BOY WITH ADHO, SPEECH DISORDER, AND
LANGUAGE-BASED LEARNING DISORDER

Christopher is a 9-year-old with ADHD. a speech articulation disorder, and a
language-based learning disorder. Chris applied for 551 in November of 1994.
Evaluations by Children's Hospital Medical Center confirmed that he had ADHO with a
very limited attention span, and inability to maintain attention and concentration. This
was in spite of the use of Ritalin and later Clonidine. According to Chris's treating
doctors, he has significant limtations in cognitive, social, and personal/behavioral
functioning as well as abi 'lity to maintain concentration, persistence, and pace. In
addition, he has significant limitations in communicative functioning due to his speech
articulation disorder.

In a decisgn of May 2, 1996, a Social Security Administrative Law Judge found
that Chris H.'s impairments met the level of severity required by listing 1112.11 (AD HO)
and listing 112.10 (Pervasive Developmental Disorders). Chris was found disabled and
awarded SSI.

Oin July 30, 1997 thet Social Security Administration sent a disability
redetermyination deision to Christopher. The finding was that his speech, social skills,
attention spn, and his ability'to care for his personal needs were limited, but each one
in separation, wai not so limited that he is disabled. Even though Christopher H. was
found to have, Listings-level impairments in May of 1996, the Social Security
Administration's determination made in the Spring of 1997 under the new SSI law was
that he no longer had a several impairment.
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m OW Septmber 27,1996

The Honorable Bill Citon
President of -the United States'
The White House
Washimpto~ DC 20500

Elea Mr. President:
You amnatatirLha awyrole to the lementatn of the

children' Supplemental-Security Income (SSJ proiin tht were InclUded In the
welfare reform bill enacted lst mon-'th. While we are all interested in enmunng that
wily children who are truly disabled receive SS1 benefits, we are equally concerned
that those chidren who are, In fact, severely disabled remain elble for the
program The Social Security Administration (55A) has the difflct .meponsibillty
of striking a balance between thee two goals.

The statutory language, was intended to giveSSA substantial discretion, in
drawing the eligibility line for this Vpam. Clearly, the new law cannot be read to
allow SSA to continue the current .1of severity which drew so much criticism
At the samne tism, the new definition was never intend to 'gut" the program and,
in fact, alflmw the importance of functional assessment as part of an efective
evaluation of childhood disability.

The debate over this issue was heated at times, but, ultimately, we reached a
comprom-ise on the definition of childhood dAlity in September, 1995. That
definition became part of the overall Congressiona compromise on 551, and was
included in the first two version's of welfare reform approved by Congress and the
finally in the bill enacted in AugustvThe compromise is notable in two ways. First,
it preserves a broad functional approach, bAr~ad the "Litings of Tmpairments," in
measuring childhood disability. Second, it specifcl~ly Adesnot establish the listings
level of severity, or any equivalent level of severity, as the measure to be used in
assessing childhood disability.

The enclosed Senate colloquy between fthse of us involved in this
compromise is important in wndirstuzing the meaning of the new definition.
This colloquy was not entered into lightly. Rather, it was the subjec of much.
negotiation and was key to the final language of the definite regaring -phyuical
and mental impainrment,. which results in marked anid severe functional
lim, tdons- after dropping the requiremnt that the effs~a of the impairment also be
'pervasive'.
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The Honorable BI11 Cliton~
September 17,1996
Par. two

It is certainly appropriate for SSA, as the regulaoy agency, to adopt a
disability test that is saitleer tha the old Individualized Functionai sesmn
(WFA), but which is not at the very strict level of the mUSim11 ThePOpcW u
forward by several di aility advocates arnd organizations with considerable expertise
- a owe maked/one moderate level -is an acceptable aid reasonable approach that
fulifills the statutory demand fm' a test that allows benefits only for marked and
severe functional limitations, but doen not require that these limitations be
pevasive.

The Congressional Budge Office (CEO) has also acnowledged that SSA
would have a great deal of flexiility in mneetingr the ruquliente of the new law.
The enclosed senate Finiance Committee report shows that CBO estimated that the
new definition of childhood disability could bar anywhere from 208- ern n of
children from the program, depending upont the regulatory inteprettlo of the
new definition.

I know that you will do everything in youriow to ensure that children
with severe disabilities who are truly deserving are not harmed by the changes in
the new welfare law. Thank you in advance for your attention to this matter.
please do not hesitate to contact me it1I may be of any furthe assistant.

Sincerely,

JHC~bd

CC Secretary shaiala -

Commissoner Chater
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KINT CONPAO OI

046

WASHINGTON. DC 20510-340

September 4, 1996

Presldent Bill Clinton
The White House
1600 PentisylvanIa, Ave NW
Washington. DC 20500-0005

Dear Mr. President:

I am writing regarding the Supplemenual Security Incomne (SS1) provlsions or the ivew welfare
law. As you know, there are approximately I million children on SSI. For this reason. it is
imperative that the Social Security Admnlnisuiraaiion (SSA) implement the new law with great
care and in a manner which ensures that disabled children are not harmed.

The SSA has significant latitude in interpreting the new law which for the first time in the
history of the 25 year old program requires the implementation of a broad functional
limitations test to evaluate children, retaining the central tenants of the earlier Functional
Assessment test. Over 275.000 of the I million children on SSI will soon be subjected to
new rcviews under this law. Thw Congressional Budget Office has told Congress that with
the discretion afforded the SSA under the new law. policies could either cut close to 30
percent of the iotal I million, or cut well belw 10 percent -- depending on the SSA's
interpretation of the law.

The Senate debate anid the legislative history of the final SSI reforms make it clear Congress
did not call for or intend for a radical overhaul of te program. In fact. in a colloquy with
Senator Chafet and me on September 14. l"95. Senator Dole referred to the SSI program a
simply in need of a *tune up.

The intent of Congress in mandating reforms was to rmove from the SSI program children
wbo amenot truly dsabled. I thus urgeyou to ftsmactthe SSA to carefuly develop polcies
that do not harm disabled children who rely on SSI, but only impact the much smaller group'
intended by Congress. Additionally. I encourage you to pay careful consideration to dhe
recommedaions. of nationally recognized experts of this program, such as the Community
Legal Servces of Philadelph~a, The Arc (forrly Association of Retarded Citizens), and the
Judge David L. Baaalon Center for Mental1 Health Law. in developing a comsprehensave
f~ancional test at a severity levl that irnpacts the few=s iwunher of disabled children

On a relazed matter. Cong~es did not explicidy make the am~ law retroacrtive to claim
pending on the date of enactnem, Consixequely I wrg that you clarif tha the new law is
prospective. That Is, families who property recave benefts udrexist min ue prior to
Papiig of t new law should =o now be asked to repay thes becneft as a reada of this

pmwyuoin asc~ae PDDU*
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MAo. for families at risk of termination. I request that you Iruact the SSA to provide
parents with the following: (1) adequate Information and appropriate assistance regarding the
medical and functional evidence of disabfihy required to receive benefits: and (2) appropriate
assistance In finding kega represeon to appeal fteir camr. It is also important that the
SSA continue benefits in cases of appeal untfl the Admlnlsazve Law Judge hearing and
decision are final - an essential protection given the lives and health of children are at stake
and the risk of error is great in mass reviews. under a complex. new law.

I appreciate your attention to these insecs and look forward to hearing from ynu.

Si ey

KENT CONRAD
United States Senate

KC:wmnan

cc: Carol RAsco. Director
Domestic Policy Council
Shirley Chater. Commissioner
Social Security Administration
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April 14, 1997

The Honorable William I Clinton
The White House
1600 Pennsylvania Ave.. NW
Washington. DC 20500-0005

Dear Mr. President:

We are writing to express our concerns About the Social Security Administration's (SSA) interim
final rules on implementing the childhood disability provisions of the new welfare reform law
(sections 211 and 2 12 of P. L. 104-193).

The Supplemental Security Income (SSI) eligibility standard proposed by the SSA is fur more
severe than is required by the Personal Responsibility and Work Opportunity Reconciation Act
of 1996. It is our view that, in developing a two marked level of'disability that meets or equals
the Listings of Impairmets. the Administration has misinterpreted the intent of'Congritss in
reforming the 551 program for children with disabilities.

While the SSA slightly expa-ided the ti~nctional equals policy, it remains our view that tais
expansion will not adequately protect children with severe disabilities and that, in fact, a large
percentage of the approximately 135.000 children who lose assistance based on the SSA.'s
definition of disability will be disabled children who are truly in need of assistance. In fact.
nationally recognized experts on the SSI program contend that your proposal will affect a far
greater number than the 135.000 children you estimated.

The Senate floor colloquy between Senator Chafee Senator Conrad. and then Senate Matjority
Leader Dole on September 14. 1995 -. the heart of the debate on SSI reformn - makes it clear
Congress did not call for or intend for a radical overhaul of the program. In fact. during that
same colloquy. Senator Dole referred to the SSI program as simply in need of a **tune up"- It
was based on the understanding of the need to "tune up." not dramatically overhaul, the 551I
program that many Senators supported the inclusion of the phrase -marked and severe fiunctional
limitations" in the new law. It was the intent of Congress to remove from the 551 prograrr
children who are not truly disabled. Just as importantly, it was the intent of Congress that
children with truly disabling conditions -- including those with one marked and one moderate
condition .. retain SSI coverage. It is our fear that the level of disability the SSA is proposing to
adopt will place children with disabilities at risk.

The SSA is proposing to define the phrase "marked and severe" as meaning listings levels
sevrity or any equivalent level of severity Conigess never intended an did not require this
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level of severity. SSA thus ignores the law. floor debate. and the history of the program. The
statutory languge passed by both chambers of Congress and signed by the President is the best
reflection of Congressional intend. We encourage you to instruct the SSA to reevaluate and re-
target the proposed rule and establish a comprehensive functional test at a sevelnw level that is
stricter than the rWA test, but does not harm children with disabilities. In addition. we encourage
you to make a commitment to undertake a complete review of the effect of these regulations on
children with disabilities in consultation with experts in the fid of child development.

Mr. President. we appreciate your commitment to reversing the flaws in the welfare law. You
have repeatedly proposed improving upon the provisions, of the law which have little to do with
the welfare reform goals of breaking the cycle of poverty by moving people from welfare to
work. You retain the flexibility to ensure that children with disabilities are not unduly harmed'
by welfare reform. Cutting off assistance to low-income families who have children with
marked and severe disabilities may force parents to place their children in foster care or
institutions. We urge you to take your responsibility seriously and implement the new law with
great care and in a manner that protects our country's most vulnerable citizens.

We appreciate your attention to this matter and look forward to hearing from you.

Sincerely.

S trEward Kennedy

Senator hrist pher Dodd

Senator Tom Hain/

Senh or Patrick Leahy

( 7 ntcf Tom. D~achle



Now
801 Childhood Disability Cessations,
Initial Allowances, and Reconsideration

Appeal Reversals
_____________ Cumulative Th~rouah 3 2___/98_

State (DDS) initial Total New Initial Recon
Cease Ceased Allowance Reversal

___________Rate %) - ates (%) Rate M~

National 60.3 147P468 33.4* .43.0 o
Totals ____________________

Texas 78.8 9,111 28.1 3.

Mississippi 77.4 4,579 20.1 43.1

Montana 77.3 368 36.4 34.1

Arkansas 76.9 4,339 21.2 26.2

Louisiana 76.9 80706 18.9 23.0

Iowa 76.7 1,273 33.2 65.0

Oklahoma 76.1 1,236 28.9 15.5

Kansas 75.5 1,819 29.1 27.4

Tennessee 74.3 4,046 29.5 27.9

Alabama 73.6 4,997 24.3 13.2

Missouri 72.7 4,342 23.6 23.3

South Carolina 70.5 2,742 30.6 40.1

Rhode Island 69.7 560 32.7 37.8

Georgia 69.7_____ 3,263_2.8_32.

Illi nois 69.4 8,7 59 33.2 86.2

North Dakota 69.0 127 42.1 41.7

Nebraska 68.6____ 614_34.4_34.7

Wisconsin 67.2_____ 3,950_3.1_45.

New Mexico 66.9 846 32.2 29.0

Ohio 66.1 8,679 33.4 46.3

West Virginia 65.2 1,363 28.7 17.3

New York 62.6_____ 15,639____ 29.9__52.8

j&aA If ____________ I _71 I 000 I 2f;-

The pre-Zebley, 1989 new initial allowance
policy was in use, wasn 42%.

rate, when a similar Listings-level

0.Historical reversal rates at reconsideration (t reconm). the I irat step of appeal,
are about 10%.



State (DDB) initial Total NeW Initial Reoon
Cease ceased Allowance Reversal

______________Rate RaeM).~2IEEE Rate (%)

Florida 59.9 8,407 30.3 26.4

Utah 59.9 537 53.6 63.6

Maine 58.8 297 36.0 77.6

New Ham shire 58.6 171 43. 8 64.5

Connecticut 56.8 687 36.6 61.8

Colorado 56.1 993 47.2 47.7

Idaho 56.0 598 41.9 28.3

Wyoming 55.3 182 29.4 50.0

Massachusetts 50 .9 2,252 41.7 44.4

Michigan____ 50.4 6,468 32.9 61.7

Alaska_____ 47.9 90 56.9 90. 19

South Dakota 45.1 245 38.1 46.9

Kentucky 44_____ .5_3,16738.4_61.

North Carolina 44.2 4,961 37.6 34.9

Minnesota 42.3_____ 1,316____ 52.2__35.4

Oregon 41.6_____ 475_____ 50.9__85.7

Nevada 41.5 230 47.9 48.6

California 40.9 5,374 49.0 46.0

Pennsylvania 40.8 5.230 33.0 32.9

Hawaii 38.0 30 57.6 100.0

D.C. 35.1 212 46.3 100.0

SourcetsSocial security Administration, office of Disability.
Social Security Childhood StatuB Report (1997)



PREPARED STATEMENT OF DAwN WARDYGA
Thank you for the OPportunity to provide testimony this afternoon on behalf of

children with chronic illnesses and disbilities and their families from across the
United States. As a mother of six children, one of whom had suffered a severe brain
injury during his birth, leaving him permanently and totally disabled, I know, all
too well, the overwhelming barriers that families of children with spal health care
needs face on a daily basis. In my work as Project- Director fork Faly Voices of
Rhode Island, I've worked with many families directly affected by the recent
changes in the 881 program, both in the State of Rhoda Island and many other
states across the nation.

The 881 program has made, and continues to make, the lives of the children who
qualify'an their families a bit more secure. The supports provided by 881 enable*
families to care for their children at home and meet many of their special needs.
Many parents of children with disabilities are unable to work due to the responsibil-
ities of caring for their child or, if they are able to work, it is usually part tine with
limited income, as they must be "on call" at all times and ready to respond to their
child's latest crisis.

In many states, although not all, becoming eligible for the 881 program automati-
cally provides children with a Medicaid card, which provides families the security
of knowing that they will be able to access the medical care and related services
that their children require. In many cases, the related Medicaid coverage fills the
enormous gap that their commercial health insurance leaves behind in meeting
their complex needs. These families, on their best days, have more than their -share
of issues to deal with.

This has been a complicated and unsettling time for families, most of whom had
to struggle to get their children on the program in the first place! The recent
changes currently being implemented within the 881 program under the Welfare
Reform Act of 1996 have impacted this vulnerable population in disturbing ways in
every state across the nation. In some states, families who have lost their 881 bene-
fits are being forced to relinquish custody of their children, especially those with
emotional/behavioral disabilities, in an effrt to obtain the necessary eervices for
them. I hope to illustrate some of the real hardship resulting from these changes
and its impact on families. As I share these examples with you, we should all be
thinking about several of the problems with the way in which Social Security has
implemented the current law and how we can improve it to truly meet the needs
of those it is intended to support.

Sandy is a 13-year-old from Louisiana with mental retardation and Attention Def-
icit Hypractivity Disorder (ADHD). She has an IQ of 55. The Disability Determina-
tion Service had Sandy evaluated as part of the redetermination process mandated
by the new welfare law. The DDS psychologist diagnosed mental retardation but
failed to provide current test scores. However, another psychologist corroborated the
diagnosis and noted that Sandy had also recently been hospitalized for major de-
pression. The second psychologist suggested an additional diagnosis for Sandy of oppositional defiant disorder. Records confirm that Sandy continues to perform poorly
academically (all F's and D's) and presents severe behavioral problems (disruptive
behavior, truancy, inattention and hyperactivity) and is socially isolated. Records
show that Sandy continues to take medication for ADHD and depression. Upon re-
consideration the DDS affirmed its initial decision to terminate Sandy's 851. They
determined that Sandy had marked limitation in concentration, persistence or pace
and less than marked in all other areas despite the fact that SSA regulations con-
sider an IQ below 59 to be an extreme limitation and to presumptively meet one
of the listings. In evaluating Sandy's cognitive functioning, however, the DDS relied
not on the psychological test results on record, but on a comment contained in
Sandy's recent hospitalization records that suggested her intelligence seemed aver-
age, from her demeanor.

SSA also determined that a 12-year-old New York boy who suffers from ADHD,
serious behavioral problems and a five year delay in his reading level is not eligible
for 881. This decision was made despite the fact that adjudicators found that the
child had a marked problem in social functioning as well as significant problems in
three of the four remaining areas. SS~A finding that the child has a marked social
ftinction".' problem was based on a well-documented history of extremely aggres-
sive and violent behavior. The child's records indicate that he has been suspended
from school on numerous occasions and that he has a chronic history of disrupting
his classmates and disrepeting teachers and other authority figures. 58A'sfidn
that the child has a signifcant problem with his ability to concentrate wa bae
on reports from teachers and the school psychologist which consistently indicate
that the child is easily distracted, often of task and has difficulty completing as-



signinents. SSA's finding that he has a significant problem in cognitive/communica-
tive functioning was based on a record which indicates that he was enrolled in a
self-contained special education class and he was reading at a second grade level
when children his age normally are entering the seventh grade. The results of his
most recent educational achievement testing indicate that he scored in the lowest
1-4 percentile in the areas of vocabulary, word identification and reading com-
prehension. SSA found a significant prblem in personal functioning as the child is
still unable to bathe himself or brumahis teth without assistance and supervision
from his mother. This case illustrates the problems with SSA's rigid interpretation
of the new definition of childhood disability. This child clearly has very significant
problems in many areas. How can SSA conclude he has mar ked probl ems in only
one area while his problems in the other three functioning areas does not meet the
criteria of disability under the new law?

Courtney is an 8-year-old North Dakota girl who was born with a severe heart
defect. At age 3 months she suffered a brain bleed, or stroke, that left her partially
paralyzed on her right side. She does not qualify for Medicaid as hers is a farm fam-
ily and must use an asset form in North Dakota. Her parents use her SSI to pur-
chase her health insurance and pay for other medical bills, medications for her con-
dition, purchase special shoes and orthotics, etc. Hers was a case recently redeter-
mined and, thankfully continued in the program. Her mother shared her fear of los-
ing Courtney's beneii6 and her familys inability to provide for her special needs
without the support of the SSI program. She lives in far of continued periodic re-
views which may disqualify Courtney from the program and threats to her family's
stability in the event of future benefit losses. Courtney's medical and mobility issues
are expected to be life long.

Stephanie is a 14-year-old from Iowa who was diagnosedd with an inoperable brain
tumor at the age of three years. She endured extensive chemotherapy at that time
which caused considerable liver damage and halted the production of her growth
hormones. Her care includes growth hormone injections, given by her mother, six
times per week and she must be evaluated every three months to keep the tumor
under control. Stephanie is significantly developmentally delayed and her mobility
is substantially limited due to the effects of her illness. She is enrolled in a special
education program to meet her special needs. In August of 1996, two years after
her parents separated, Stephanie's mother filed a claim for SSI benefits as the fam-
ily income was then reduced to $1100.00 per month for her family of three (Ste h-
anie has one younger sibling). Three months later, Stephanie was denied bene~ts
at which time her mother was advised by SSA to hire an attorney, at her own ex-
pense, and a ppel the decision. Sixteen months later, in March of 1998, Stephanie
fin ally qualified for benefits and, in June, was issued a $3100.00 check, retroactive
to her initial filing date. Stephanie's mother had to cash in a life insurance policy
for its cash value of approximately $400.00 as a means to support her children dur-

igthis lengthy process. Stephanie will be receiving $180.00 per month from the
SSI program and is now eligible for Medicaid in her state. Although her mother re-
ceived notification of her SSI and Medicaid eligibility last March, she still has not
received a Medicaid card nor has she received any guidance as to how to access the
services her daughter needs. This particular case raises many troubling issues as
to the SSI and Medicaid programs and what they should be doing to help families
navigate their way through the system in caring for their children with special
needs.

Marcus, a 13-year-old Mississippi boy with a congenial heart defect, was deter-
mined ineligible for SSI in July 1997 when the DDS determined that his condition
did not meet the new marked and severe standard for childhood disability.-His con-
dition required open heart surgery when he was 10-months-old. The condition had
been described by his grandparents as a hole in his heart and that the valves in
his heart had to be switched around. Marcus agi had open heart surgery in Au-

gust 1997 because of leakage, inefficient valve flow and fluid build-up. H is annual
checkup in August had revealed that his heart was causing serious complications.
Because of the treatment required for this condition, Marcus was unable to attend
school in the fall of 1997 and he was placed on a waiting list to receive a heart
transplant. His grandparents, Marcus's guardians, did not appeal the SSI terimi-
nation because they believed that if their appeal was unsuccessful, the!y would have
to pay back all of the money that he had ever received from S91. Tisa was their
interpretation of Social Security's letter received in the summer of 1997 notiin
them that Marcus's 581 would be terminated because he was no longer disabled
under the new standard. The loss of S81 benefits to this family created great hard-
ship for his grandparents. The family lives in rural Mississippi, a two hour trip to
Memphis where Marcus received the intensive health treatment his condition re-
quired. Their trips to Memphis caused Marcus's grandparents to miss much work
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and suffer other financial hardships in addition to the emotional strain of watching
his condition deteriorate so rapidly. Marcus died from his heart condition on Decem-
ber 4, 1997, after suffering from hypertrophic cardiomyopathy and a series of mini-
strokes.

These few cases are only a brief sampling of how families with children with dis-
abilities are faring under the S81 program. There are several concerns that these
examples raise:

1. The new regulations are too restrictive, denin access to S81 for children
who are truly disabled. How many new applications have been denied since the
new law took effect, based on the new eligibility criteria and prior to the second
opportunity for apeals, when some of the problems with the new law were ac-
knowledged by A? How do we reach those children who have already been
turned away?

2. What is happening to the thousands of children with severe disabilities
across the country who have lost benefits? Is anyone monitoring how they are
doing?

3. What about the related Medicaid issues? Is HCFA aggressively enforcing
the grand fathering provisions to continue Medicaid in the 1997 Balanced Budg
et Act? Are children, in fact, maintaining Medicaid eligibility after losing SSI?
Are t'ney being required to enter managed care and , if so, what are those out-
comeF? How are families being informed of these changes and their options, if
any? Are they aware that the level and continuity of care should be protected
under the law?

4. Do families truly understand this redetermination process and their rights
under the law? How many families never received notices or were unable to
read them? How many families did not a appeal based on misunderstood informa-
tion or overwhelming fear of o"in the Unte States government thousands of
dollars that they knew they couldn t possibly pay?

5. Is SSA providing adequate training to its staff in addressing the complex
implementation issues? Is printed information provided in other languages and
are interpreters provided for families who need them?

In closing, I'd like to add that the children and families that we are concerned
with today are no different in many ways than any other American family. We have
the same dreams, goals and expectations for our children and families that all fami-
lies share. Our families simply have to work harder to accomplish many of these
goals. The SSI program is just one piece, and an invaluable one, of an extremely
complex puzzle that supports children with disabilities and their families in their
own homes. This program must be protected so that our families have the same op-
portunities to meet our children's needs and care for them, in their own homes, that
all American families enjoy.



COMMUNICATIONS

STATEMENT OF THE AMERicAN BAR ASSOCIATION

(SUBMFITED BY JEROME J. SHESTACK, PRESIDENT)

Dear Mr. Chairman and Members of the Subcommittee:
I am Jerome J. Shestack, a lawyer in private practice in Philadelphia, Pennsyl-

vania and the current President of the American Bar Association. We applaud your
leadership on a matter that is profoundly important to thousands of our nation's
most vulnerable citizens- r children with physical and mental disabilities. On
behalf of the ABA, I am p pleased to submit tis statement in conjunction with the
July 7, 1998 Oversight 1.ern on the Implementation of the SIChildhood Dis-

The American Bar Association, with a membership of 392,000, including 340,000
lawyer members, is concerned in general about the rights of every citizen for access
to Justice and has been particularly concerned with access to justice for those least
able to protect their rights. The Association has worked actively over the years to
promote the efficacy and fairness of the Supiplemental Security Income (SSI) Pro-

grm fr low-income agedbln and diabled persons.
In keeping with this tradition, the ABA Board of Governors authorized emergency

fnigin 1996 to initiate our Children's SSI Project. This Project was designed to
insure that the 264,000 children whose SSI disability status would be reviewed as
a result of the Personal Responsibility and Work Opportunity Reconciliation Act of
1996 (PRA) would have access to free legal advice and representation. In a matter
of months, our SSI Project was able to organize thousands of attorneys and para-
legals, throughout the country who volunteered to represent children with their mer-
itorious SSI appeals.

Working closely with children's advocates in every state, the ABA Children's SSI
Prjc earned a grat deal about SSA's implementation of the new childhood dis-

ability standard. Unfortunately, much of what we discovered was extremely dis-
tressing. Early reports indicated huge discrepancies in SSI termination rates from
state to state. For example, SSA data issued on November 8, 1997 revealed that

* ississippi terminated 80% of the children's SSI cases it had reviewed. In con-
trast, Washington DC, had a termination rate of 35%. Huge variations -were evident
across the nation-children with disabilities in one state were more than twice as
likely to lose their SSJ benefits as children in another state. In addition to this trou-
bling statistical data, we heard numerous reports from our state and local contacts
that SSA personnel, working in field offices and staffing the agency's toll-fre phone
number, were, providing misinformation to families about their a appeal rights. In
some cases, SSA personnel actively discouraged parents from apel termination
decisions.

As I am sure you are aware, in addition to key leaders in Congress, the ABA and
other national organizations and children's advocates brought these matters to the
attention of newly appontd SSA Commissioner Kenneth Apfel in the fall of 1997.
After taking stc of these concerns, the Commissioner investigated the cause of the

prbesand desi eda plan to remd them. In his December 1997 Review of the
Impleentato the New Childhoo Disability Standard, Commissioner Apfel

agreed to make several important changes in his agency's handling of children's SSI
cases.

The American Bar Association lauds the Commissioner for the significant steps
he initiated as a result of his Review. We appreciate his hard work and his willing-
ness to work closely and openly with our Association and with children's advocates.
We recognize that under his leaderhip mch has been done to address initial
misstep by broadly reinitiating review of alare number of individual cases. Unfor-
tunately, all the good intentions and the initial efforts of the new Commissioner
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have not yet been able to rectify many problems stemming from the implementation
of the new childhood disability standard.

It is imperative that we identify' and address the remaining issues and problems
now, because thousands of children who are involved in the SSA review process seek
prompt, fair and consistent resolution of their appeals. Similarly, many children
with physical and mental impairments who are applying for 551 benefits deserve
speedy and accurate processing of their initial applications. SSA must continue to
tackle the serious problems that have plagued its implementation of the now child-
hood disability standard and, indeed, must make dramatic improvement's in the
near future.

Among significant, ongoing problems, we call your attention to the following:
1. Continued Variations in Termination Rates. Recent data from SSA reveals con-

tinuing wide disparities in children's SSI termination rates from state-to-state
and region-to region. For example, 551 children, who reside in California are
much less likely to lose their benefits than children in Texas, where the 80%
termination rate is the highest in the country. States in the South and the Mid-
west have disproportionately high termination rates. SSA has never provided a
valid reason for these discrepancies. SSA must promptly investigate the reasons
for the variations and insure that all children are treated fairly and consist-
ently, wherever they may live.

2. Problems With 'Second Chance Notices." Some 851 families report that they did
not receive "Second Chance Notices" sent out by the Social Security Administra-
tion in February 1998. Others report that their notices contained incorrect in-
formation concerning their appeal rights The Social Security Administration
needs to liberally construe its "good cause" provisions for late filing of appeals
to insure that all SSI families are given a fair chance to present their child's
case. SSA should issue an advisory to all case-handlers, reminding them about
"good causevexceptions for late appeals.

3. Need for Legal Representation for SSI Families. Recent data from SSA indicates
that more than 102,000 families have now appealed termination of their chil-
dren's SSI benefits. Many of these families did not receive from SSA informa-
tion about the availability of free legal assistance with their appeals. In forty-
six states, ABA Children's SSI hotline numbers provide fr-ee legal advice and
representation to families. SSA should take immediate steps to disseminate in-
formation about free legal help to all claimants who have filed appeals. SSA
should also insure that all field offices, state disability determination service
(DDS) and Office of Hearing and Appeals personnel have updated lists of ABA
Children's S91 hotline numbers, and encourage staff to refer claimants to these
resources.

4. Quality of DDS Case Development. Many redetermination decisions that re-
sulted in children losing SSI benefits were issued hastily, with scant evidence
of the child's mental and physical condition in the administrative file. A number
of files lacked important medical, psychological or school records that could have
been obtained with more effort by DDS case handlers. Some children's cases
needed additional development, requiring that DDS secure comprehensive con-
sultative examinations by doctors or psychologists. SSA needs to insure that all
DDS personnel take the necessary time to insure thorough case development.
Furthermore, DDS medical advisors (many of whom work on a contractual
basis) should be required to receive training on the new childhood disability
standard before handling children's cases.

In sum, SSA must continue its work to insure that children with disabilities
across the country are evaluated in accordance with one consistent SSI childhood
disability standard administered by trained case handlers, with input from qualified
medical advisors. All 881 families must also receive full due process rights, should
their child's benefits be terminated or application denied. At a minimum, families
must receive termination or denial notices that are readily comprehensible and ad-
vise families of the availability for fr-ee legal help. in their communities.

The ABA appreciates the opportunity to submit these comments for the Sub-
committee's consideration. Thank you for your leadership and determination to ad-
dress the plight of the thousands of families with disabled children who desperately
need the support and security afforded by an efficient and compassionate 88! pro-
gram.



The Arc of the United States
Governmenta Afars Office

1730 K Skoog, NW, Sub 1212
WhbIOn D.C 0063Q

M22 78".3388 FAX M4674179 &TOO (202) 785-3411-4179

HEARING ON

CHIlLDREN'S SSI POLICY

SENATE FINANCE COMMITTEES
SUBCOMMITTEE ON SOCIAL SECURITY AND FAMILY POLICY

July 7, 1998

Statement for the Record
of

The Are of the United States

Contact

Marny Ford
Governmental Affairs Office
The Arm of the United Sta
1730 KStreet, NW Suite 1212
Wasington, DC 20006
(202)785.3388

Th e
Arc kcamdy Anciatlct fo

Rmurdd Gttam of dwe Urjud %ais



98

S40 Cahm
S.1tnetof7 Arcf do vTdSam

1uy? 9" "Pe t

The Arc of the United States appreciates the opportunity to comment on the
implementation of dhe eligibility standard for children in the Supplem^ntal Security Income
prograni, as revised by the Personal Resporttbility and Work Opportnity Reconiciliation Act of
1996 (P.L. 104-193). We are especialy gratefial for the leadership and commitment to the
children's SS1 istsue shown by Subcommittee Chairman John Chafee and Senator Kent Conrad.
With the help of Committee Members a&d c~he Senators, you have continued to give serious

ateton to the children's SSI program and the children and families who are affected by the
changes in the law. We commend you for you continued dedication to enawing that the
program works for its intended beneficiali9s and for supporting the future potental of the
children who could benefit from SSL

The Arc of the United States is a national organization on mental retardation. Formerly
known as the Association for Retarded Citizens, The Arc is a vo)-intary membership organization
made up of approximately 140,000 people with mental retardation, their families, friends,
professionals, and other interested people farming more than 1, 100 state and local chapters
across the country.

The Arc is vitally interested in the implementation of the Personal Responsibility and
Work Opportunity Reconciliation Act of 1996. Over 937,000 children and adults with mental
retardation under age 65 depend upon the income supports of the Supplemental Security Income
program; they constitute 38 percent of childr en and 24 percent of adults receiving SSL We are
concerned about the potential impact of the iules on children with mental retardation whose
cases have been reviewed under these new rules and those who will apply for SSI in the future.

The Arc believes that implementation of the changes enacted in PRWORA must be
viewed in two separate, but broad, categories. First, the standard adopted by the Social Security
Administration to implement the new eligibility language must be examined for its impact on
children and for whether it-meets the intent of Congress. (Parts I and [Ibelow) Second, SSA's
procedures and practice for carrying out the changes in the regulations must be addressed. (Part
III below)

1. NEW CHILDHOOD ISABILITY STANDARD- Listings Level Standard is Too
Severe and Does Not Reflect Congressiomul Intent

The Arc is deeply disappointed in the interim final regulations for childhood disability
determinations in the SSI program as published on February 11. 1997. The eligibility standard
established by the Social Security Administration to implement the law is far more severe than
required by the Personal Responsibility and Work Opportunity Reconciliation Act of 1996. We
believe that it is clear from a strong legslative history that the new statutory definition of
childhood disability gives SSA the flexibility to tighten the eligibility criteria, yet protect and
include more children than will be included by SSA's current approach. In addition, within the
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interim final regulation, there are a number of serious flaws which will hArm children with severe
disabilities.

While we praise Commissioner Ken Apfel for SSA's recent thorough review of the
children's SSI program and for his placement of priority emphasis on the children's issues early
in his tenure (see below), we believe that he must reassess the standard which was adopted
before his tenure. The standard is simply too harsh, too bureaucratic and rigid, and it ignores
current scientific, medical, and educational knowledge and practice, as well as core principles of
childhood development. The standard is also far more severe than required by PRWORA
Commissioner Apfel's current estimate is that, when all reviews and re-reviews are completed,
100,000 children will have been removed from the SSI prugramn. In addition, over 335,000
children hav-a been denied initial eligibility since August of 1996, and the numbers of
applications are declining, Some of those children would have been eligible under prior law.
Currently, 66 percent of children who applied for SSI are denied.

Thf Arc, along with member organizations of the Consortium for Citizens with
Disabilities and other advocates, worked very hard with Members of this Committee and others
to ensure dtat if PRWORA were signed into law, the definition of disability for children in the
SSI program would be fair. In fact, the new statutory language requires that a child have a
U"medically deterrinable physical or mental impairment which results in marked and severe
functional limitations" (emphasis on new statutory language) - the first time that the Social
Security qtute has recognized the importance of functional assessments for children.

We believed, along with Senators Chafee, Conrad, and others who crafted the new
definition, that the language gave SSA room to develop a new approach to functional assessment
and to tighten the eligibility criteria without a wholesale overhaul of the disability standard for
children. As you recall, this intent was noted in a floor colloquy (September 14. 1995) between
Senators Dole, Chafee, and Conrad and in letters to President Clinton prior to the publication of
Iiese naw regulations (Senators Chafee, Conrad, Daschle, Moseley-Braun, Harkin, and Cohen.)
and a letter from Sen. Wellstorne to Secretary Shalala).

We believe that these Senators' interpretations of Senate action, the colloquy between
then-Majority Leader Dole and Senators Conrad and Chafee, and the acceptability of another,
less-severe standard (including a *one marked/one moderate' standard) are very crucial to the
children who are being adverely affected by the interim final rules. It is clear that these
Senators, through their own negotiations on the new definition, believed that they were not
establishing a "listings level' standard for the childhood disability program. Since the critical
statutory language was the result of intensive Senate negotiations which rejected the House
'listings' approach, the interpretations of these Senators should have been given great weight by
SSA. This is especially important since there is clearly flexibility within the statutory definition
for agency interpretation (CBO estimates noted a substantial range for agency discretion).

Despite strong legislative history to the contrary, SSA has adopted a very high standard
of disability for children. A child must show an impairment that "meets" or "medically equals"
the listings or that "fi~rctianally equals" the listings. The interim final regulations of February
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1997 describe how a child can prove that an impairment ftuncionally equals the listing For
children who cannot prol~e their disability through some specific Aunctional equivalence
categories (limitations of specific functions; episodic impairments; and limitations related to
treatment or medication effects), the regulations require showing that the impairment(s) results in
"marked" limitations in two of three to five areas of childhood functioning (depending on the
child's age) or in extreme limitations in one area. Knowni as the "two-marked" standard, this
regulation prohibits eligibility for a child who has marked limitations in one area along with
significant or moderate limitations in another area(s). In addition, children could have
significant or moderate limitations in three to five areas of functioning and still be excluded.

Even within the structure of a two-marked standard, we believe that the interim final
regulations have some other serious problem built into them. The problems include: the
combination of cognition and communication as one area of functioning; failure to include more
areas of functioning for I to Iya aids ("personal" area and "concentration, persistence, and
pace"); failure to address standard error of measurement for IQs; failure to include non-motor
aspects of physical functioning; and failure to give guidance on *other factors", among other
isses.

At the direction of Commissioner Apfel, the training materials for SSA and state
disability determination service (DDS) staff on the interim final regulations have attempted to
address some of these issues within the context of certain impairments. We believe that they
must be addressed as part of the actual regulations so that the criteria are available to the public,
including applicants and their representatives.

From our long experience with children and adults with mental retardation. we believe
that the children who were correctly eligible for SSI prior to the passage of PRWOPA but who
wIl ultimately be found ineligible under the interim final regulations are indeed children with
severe disabilities. As this Committee is aware, SSA's standard not only affects children eligible
as of August 1996, it also affects all children who apply for SSI in the future. They are children
who will need substantial help, beyond that needed by the typical child, from their families, their
school system their communities, and our society in general.

Attached is a page describing two children who have lost eligibility under the new rules.
While we think these are likely to be typical stories, we recognze the limitations of examples
that do not rely on documentation reviewed by SSA.

We believe that it is critical for SSA to reassess the severity of disability for the children
who are being dropped from SSI under the interim final regulation. We believe that SSA should
conduct a new study of 150 to 200 children who were previously eligible but who no longer
qualify under SSA's regulation. These children should be described in sufficient detail for SSA,
the Congress. and the general public to understand the nature of the children's limitations in their
attempts to function in their families their schools. and their communities at large. It would also
be useful for SSA to indicate whether the particular child described would likely have qualified
for the program if SSA had adopted a "one markedlone moderate" standard in the regulations.
With this information, SSA and Congress can better asss the real impact of the 1997
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regulations. SSA should present only those children whose cases were decided correctly in
SSA's view.

While this is an oversight hearing on the current regulations and the implementation of
the children's SSI program it is important to note here the proposal that has surfaced on the
House side in response to the GAO's May 6 letter to Representative Clay Shaw, Chairman of the
Ways and Means Subcommittee on Human Resources. The proposal would require SSA to
revise all of its childhood listings to ensure that the minimum criteria that a child must meet
would equate to a two-marked standard.

Based on the notion of ensuring consistency raised by GAO, the House proposal actually
would go much far-ther than the changes in PRWORK. The proposal would affect children who
have in the past become eligible through the listings and who, essentially, were not the subject of
discussion or debate in the development of PRWORA. GAO indicates that SSA has identified a
list of 28 listings that do not meet the two-marked standard. Several of these listings involve
children who have IQs in the 60 to 70 range (already a marked impairment) along with another
significant limitation. These listings represent children who have been admitted to the S51
program for more than a decade, certainly since long before the Zebley case was even argued
before the US Supreme Court. A quick look at the Code of Federal Regulations in the mid-80s,
reveals listings of equivalent severity to those on the list of 28.

In addition to the two-marked provision, two other proposals have surfaced on the House
side which would reduce the importance of using functional evidence in deciding cases for both
children and adults and which would reduce the value of evidence which comes from the
person's treating physician or other sources. Both of these proposals would serve to undercut
efforts to ensure a complete picture of a child (or adult) prior to making a decision about
eligibility and, in particular, seem to fly in the face of the new statutory language adopted in
PRWORA requiring children to have a physical or mental impairment resulting in marked and
severefiunchionaI limitations.

We urge the Finance Committee to oppose any such proposals which might come before
you.

II. I"ACT ON CHILDREN AND THEIR FUTURE LIVES

Over the past two decades, Congress has recognized the value of early intervention in a
child's life to ameliorate or reduce the long-term effects of disablingt impairments. These values
have been given life and implemented through various services such as the Individuals with
Disabilities Education Act and the Early and Periodic Screening, Diagnosis, and Treatment
program in Medicaid as well as through S51's financial assistance low-income families raising
children with severe disabilities.

While this Congress continues to look at the efficacy of the childhood eligibility criteria
for SS it is important to step back and look at the whole picture. K. Charlie Lakin, Lynda
Anderson, and Robert Prouty of the Research and Training Center on Community Living,



102

Sam Fins% Caninu
SUMThsM AmC ofut UdigedSOW
hiy7. 1993ag

Institute on Community Integration, University of Minnesota have developed a paper
summarizing changes in our-of-home placements for children and youth with mental retardation
since the implementation of SSI and IDEA. Their findings are dramatic.

The steady decline in the number of children and youth receiving out-of-home
MR/DD (mental retardation/developmental disabilities] residential services demonstrates
powerlial effects of social policies introduced in the mid-1970s to support children and
youth in their own homes and communities. The number of children and youth
receding out-of-home MR/DD residential services in the U.S. has been reduced to
less than 30% of the number 20 years earlier, even as the total number of children and
youth less than 22 years old increased by 4%/ and the total number of persons receiving
out-of-home MR/DD residential services increased by 37%/. (emphasis added)

Another indicator of the impact of the mid- I970s commitment to children and
youth with mental retardation was that in just 6 years between 1972 and 1978. the
average age of first, admission to MRJDD residential settings increased from 13.95 year
to 18.02 years....

Lalin and colleagues' policy research brieC Children and Youth Receiving Residential
Srvces for Persons with Developmentcl Disabilities Outside Thieir Family Home: Trends/ram
1977 to 1997, includes data by state on these important trends. The policy brief also discusses
the positive financial impact of reduced our-of-home placements. The paper is included with this
statement for the record.

ID. SSA's POLICIES AND PRACTICES

The Arc commends Commissioner Apfel for his administrative leadership in thoroughly
reviewing the childhood SSI program and in initiating remedial actions where agency actions or
inaction may have been harmfal.

Upon taking his oath of office, Commissioner Apfel placed high priority on a complete
study of the implementation of the interim final regulations regarding childhood eligibility.
Within his first few months in office, Commissioner Apfel had published a report on his
findings, including a review of 151 cases of children denied continued eligibility; conducted
training for SSA and DDS sta called for automatic review of certain classes of cases; and
notified all affected families of a new opportunity to appeal or to request benefits pending
appeal. While The Are believes that these were necessary actions and remedies in light of the
concerns raised about the implementation of the regulations across the country, we believe dt
Commissioner Apfel's actions were bold and important steps to send a message to fiilies SSA
employees, and DDS employees that children would be treated firly within the law.

As Members of this Committee know, numerous concerns had been raised about the
administrative interpretation and implementation of the interim standard ("two-marked") and
about the potentially widespread. reported violations of due process for hfamlies seeking to
appeal their cases or request benefits pending appeal. The re-reviews of certain cases and the
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new opportunities offered for appeal were critical for re-establishing tnist and credibility in the
system. We are pleased to see in SSA's SSI Welfare &fon Chikidhood Status Report Through
May 30, 1998 that appeals rates and benefit continuation rates "have increased significantly in
the past month due to re-noticing of ceased beneficiaries who had not appealed."

We recbgnize the complexity of the issues, the size of the agency, and the number of new
applimaions and continuing disability reviews which face SSA and the state DDS agencies
everyday. Therefore, we recognize that, despite Commissioner's Apfel's best efforts in the
initial review of the children's SSI program, there will continue to be issues which must be
addressed, In the months following his swearing-in, Commissioner Apfel has ensured an open
door with SS.A officials, making it possible for advocates to convey concerns about developing
policy, obtain statistical and other information, alert the agency to developing trends, and -
otherwise conduct an on-going dialogue with the agency in matters relating the interests of
beneficiaries. We commend Commissioner Apfel for his open-door policy.

For purposes of this hearing, we note that there remain some outstanding concerns about
the implementation of the new statutory provisions regarding the reviews of disability for
children turning 18. There is a very high rate of denial of these I18-year olds; (over 56 percent)
for the adult program at the initial DDS decision. Since children are eligible for the SSI program
about 70 percent of the time on the basis of the listings, this rate seems exceptionally higher than
would be expected. SSA's data shows that over 73 percent of these children have mental
impairments, including mental retardation. We are hopeful that Commissioner Apfel will place
new priority on studying the data regarding the 18-year olds to determine what may be
happening and that he will commit to take action as necessary to remedy any problems
identified.

IV. RECOMMENDATIONS

The Arc commends this Subcommittee for its attention to the children's SSI program.
Based on the above, we beliave that there are several things that must be done to improve the
way SSI assists children and their families. They include:

" The interim final regulations must be revised to better reflect Congressional intent and
to include at least children whose impairments cause marked limitations in one area of
functioning and moderate limitations in another area of functioning (one marked/one
moderate). Over the long run, since the marked and moderate designations flow from past
and current methods of looking at disability, we believe that it is not even necessary to retain
such terminology if SSA were to essentially start from "scratch" and devise another,
comprehensive, up-to-date approach to assessing disability.

" SSA should conduct another 150 to 200 case review as described above to educate the
Congress and the public about the true ramifications-or the.standard adopted in the
interim renal regulations.
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SSA should address the flaws within the current interim standard, as outlined in the
attached comments from the Consortium for Citizens with Disabilities Social Security
Task Force (submitted to SSA on April 10. 1997). These flaws should be fixed under the
current interim standard and should not be allowed to carry forward into any revised
standard. Again, they would include at least looking at the whole child and his/he
combination of impairments (removing the all-or-nothing approach) and expandng the
number of areas of functioning to be taken into account (adding neurological problems,
medical fragility, and vulnerability to disease). These are but a few of the recommendations
regarding the current intein regulations.

*SSA should continue to assess the impact of the regulations and report to Congress,
particularly on the issues regarding 18-yeair olds and the re-reviews of children with
mental retardation.

Again, The Arc thanks Chairman Chafe. for conducting this hearing and for continued
dedication to ensuring that the SSI program works for low income children with disabilities. We
would be pleased to provide Ruther information on the above.
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Children Dropped from SS1 Due to hg es in Eligbiiw S=anard

1. John is a 10 yea old child who has severe bearing loss and mental, reutaton. After 6
surgeries, he has approximately 50 percent hearing. He is scheduled fior another four surgeries. John
also has underdeveloped motor skills. For example, this April was the first time that John was able to
ride a bike without training wheels.

Concentrationt is another major obstacle for John. He is unable to sit still to do work or even
eat. He is constantly moving around. John's disabilities have made it hard for him to learn. He does
have special classes at school, but is still unable to read.

John's parents are trying to do everything they can to help John develop his skills so he can be a
healthy, productive adult. For example, John attends a special Ater-school program where tutors help
him do homework and practice academic skills.

His stepfather works &oi-time but earns a very low wage. SSI has been a saving grame in John's
young life. The benefits have allowed his mother to be home with him and his brothers and sisters and
to hlp him with homework, learning to read, and developing motor skills.

Further, the SSI benefits have allowed John's parents to apply for and receive Medicaid flor
John. The medical insurance has given John the chance to gain some of or all of his hearing back
through surgery that is too expensive for the family to cover. L.astly, SSI benefits have allowed the
family to buy medication for John which is not available through Medicaid.

2. Judy is an eleven year old child who lives on a farm. Her father died, so her mother takes care
of Judy alone. Judy has mental retardation with an IQ between 60u 70. In addition she has asthma
that requires medication and an inhaler. She attend a school for children with developmental
disabilities.

Because of Judy's mental retardation., she needs one-on-one attention when trying to read and
write. Still, basic skills like reading and writing are a struggle for her. Often, she becomes frustrated
and upset because academics are so hard for her.

Judy also has emotional problems. She has difficulty controlling her temper and exhibtm
uncontrollable aggression towards others around her, even towards her mother. Judy's mother tries to
provide Judy with loving emotional support, but fti attention and care often is not enough to control
her.

Judy and her mother are struggling to live on Social Security survivor benefits from Judy's
father. The additional SSI benefits have been a lifeline for the family. Ruther, Judy's eligibility for
SSI benefits has assisted her with eligibility for Medicaid which provides essential medication and
health care for her asthma.

July, 1998
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Children and Youth Receiving Residential Services for
Persons with Developmental Disabilities Outside Their

Family Home: Trends from 1977 to 1997
This Polic 'y Research Bri ef was prepared by K.Charfie
Lakin. Lynda Anderson. and Robert Prouny of the Re-
search and Training Center on Community L-Ning.
Institute on Communit)y Integration. IUniversit of Minne-
sofa. This brief summarizes changes in oat-of-home
placements of children and vouth with Mental retardation
since the implementation of the SSI and IDEA4 entitlements.
Very special thanks go to the Mani, state officiah- who
generously responded to a request for the reported data on
a rery short tinieline.

U Introduction

Since 1974, the Supplemental Security Income
(551) program has been administered by the Social
Security Administration (SSA) to provide cash assis-
tance to persons who are aged, have disabilities. or are
blind and who meet standards of financial need. In

motstates, SSI recipients are also automatically
eligible for Medicaid and for all medical and rehabili-
tation services included in the state Mediai*d benefit
package. Persons eligible for SSI include children with
mental retardation who live in families that meet the
established standard of financial need. Children's 551
has been one of the cornerstones of a national commit-
ment to support children and youth with disabilities in
their families and communities. Another key entitle-
ment program in the national commitment to children,
families. and community has been the Individuals with
Disabilities Education Act (IDEA). Since 1976, IDEA
has assured a free and appropriate public education to

all children with disabilities to the largest extent
possible in the least restrictive educational environ-
ment of their local communities.

In recent years. there has been growing concern
and sometimes outright skepticism within Congress
and from other critics of U.S. domestic policy as to
whether these national commitments to children and
youth with disabilities yield tangible and valuable
results. Presumably based on the assumption that they
do not. Congress in Public Law 104-193. the.Personal
Responsibility and Work Opportunity Reconciliation
Act of 1996. established a stricter standard for disabil-
ity among children and youth to reduce enrollments
and expenditures in the Children's SSI program.

T1he Social Security Administration estimated that
approximately 135.000 children and youth would lose
their benefits as a result of these changes. The single
largest group of children and youth receiving SSI are
those coded as having mental retardation. They made
up approximately 41 % of the nearly one million
Children's SSI recipients in 1996. In 1997. based on
its interpretation of Public Law 104-193. the Social
Security Administration notified approximately 80.000
of the 407.000 Children's SSI recipients indicated to
have mental retardation that their eligibility would be
re-evaluated, Initial redeterninations denied continua-
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Trmmng Cutsro Qmwtiy LWO kW& ~on Corw*
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tion of benefits to about 57% of those who were
reevaluated.

Substantial debate about SSA's interpretation of
Congressional intent and about its specific methodolo-
gies of assessing mental retardation has ensued. Often
lost in these debates is the more general discussion of
social outcomes that may derive from societal commit-
mnenus to supporting children and youth with mental
retardation in their families and communities.

This brief report summarizes changes in out-of-
homne placements of children and youth with mental
retardation since the implementation of the S51 and
IDEA entitlements. Specifically, thesemsatistics, show
the numbers of children (0-.14 years) and youth ( 15-21
years) with mental retardation living in out-of-home
residential settings provided under the administrative
authority of state mental retardation/developmental
disabilities (MR/DL;) agencies. Statistics are reported
for 1977, 1987, and 1997 to show trends in such out-
of-home placements. These statistics in each of the
three reporting years exclude those children and youth
with mental retardation placed out of natural or
adoptive homes into foster care financed by local child
welfare agencies, residential schools financed by
education agencies, juvenile correction facilities, and
other residential settings other than those financed by
state MRIDD agencies. The statistics reported do
include the out-of-home placements of a substantial
majority of children and youth with mental retardation
living outside of their natural or adoptive homes and
they include statistics for the same types of programs
in all three years reported. They do. therefore, provide
a key indicator of one of the most important outcomes
intended in the enhanced support for children with
mental retardation and their families since the mid-
1970s.

* Method of Study

Statistics contained in this report derive from three
distinct data collection efforts. Statistics for 1977 were
gathered as part of a national survey of all state MR/
DD agency financed, licensed or operated residential
settings for persons with mental retardation operating
on June 30. 1977. This survey. conducted by the
Research and Training Center on Community Living
at the University of Minnesota. yielded state-by-state
and national population statistics on the number of

persons ages 0- 14, 15-2 1. and various adult age
categories living in "MR/DD residential settings"
(Lakin. Hill & Bnxininks. 1985). The staistics for
1987 are based on estimates from the 1987 National
Medical Expenditure Survey (NMES), Institutional
Populations Component (Lakin, Hill. Chen &
Stephens, 1989). This. study, sponsored by the federal
Agency for Health Care Policy and Research. included
a random sample of 3.618 residents of a stratified
sample of 700 state licensed and state-operated
residential facilities. Individual records for each of the
sample members included date of birth. An age was
computed for each subject from this variable and
categorized into the sarm age breakdowns available
from the 1977 survey.MTe NMES was a national
sample that did not permit state-by-state estimates.
Because the NMES sample frame excluded settings
with two or fewer residents and underrepresented
those with six or fewer residents. NMES age distribu-
tion estimates were applied to national statistics for the
total number of persons receiving MRIDD residential
services outside their family homes from a separate
survey of each individual state (Lakin et al.]989)..

The statistics for 1997 were gathered from a direct
survey of all 51 states. This survey was conducted in
response to a request from the Social Security Admin-
istration to update statistics from 1977 and 1987
regarding numbers of children and youth receiving
out-of-home MRIDD residential services. Specificall%.
state officials were asked to provide 1997 statistics on
the number of children and youth 0- 14 years and 15-21
years receiving out-of-home residential services
through agencies licensed, operated, or funded by the
state MRIDD program agency. Concurrently. states
were reporting statistics on the total number of persons
receiving residential services as part of an annual
residential services data collection program (Prouty &
Lakin, 1998). The survey of the number of children
and youth receiving out-of-home services was con-
ducted over a six-week period in December and
January 1997-1998. It requested statistics as of June
30. 1997. Altogether. 49 states with 97.2% of the
nation's total population of persons receiving MRIDD
residential services responded to the request. Estimates
of the number of children and youth in the non-
reporting states (with 2.8% of residents with MRIDD
nationwide) were made applying the same average
ratio of children and youth to total residents as re-
ported by the other 49 states.

The response rate to the 1997 stcrvey was remark.
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ably high. given the detail anid timelinies of the data
request. It demonstrates how in rece yearsstates
have substantially increased the capacity of their
management of information systems to provide such
specific information. The fact that the responding
states provide residential services to 97.2% of the total
number of people receiving such services nationwide
suggests that national estimates derived from the
reported data should be considered highly reliable.

N Results of the Study

Table I and Figure I present the total number of
children (0-14 years), youth (15-21 year). and adults
receiving MRJDD residential services in 1977, 1987.
and 1997. As shown in 1977 (at the very beginning of
the federal commitment to supporting children and
youth in their families and communities), there were
90.942 children and youth in MR/DD residential
settings. Of these young persons, about 38,200 were
14 years or younger and 52800 were 15-21 years old-
In 1977. children and youth made up 36.7% of the
247.796 persons receiving NMR/D residential ser-
vices, and 15.4% of all persons in MR/DD residential

Tile 1: cMran Yout and Adf Ruevn Public and
Pilvi Oub44omsll d1na' Setviosullpnmd by- 0ipnll~ bwugnl

Age 1977 1967 1997

0-14 38.161 (15.4%) 15,088 (5.9%) 11,403 (3.4%)
15.21 52.761 (21.3%) 31,446(12.3%) 14,438 (4.3%)
22. 156,&U4(63.3%) 209.140 (81.8%) 312.641(92W%)

ToWa 247,796 (100%) 25,M67 (100%) 338,482 (100%)

settings were children 14 years and younger.
By 1987, just over a decade into the major na-

tional commitment to supporting children and youth
with mental retardation in home and community. the,
number of children and youth living out-of-home in
MR/DD facilities had decreased by nearly one-half
(48.8%) to an estimated 46.533. Even more impres-
sively. the number of children 14 years and younger
had been reduced to an estimated 15.085. This was
only 39.5% of the 1977 total. The number of youth
with mental retardation 15-21 years old living out-of-
home decreased by about 21,000 to an estimated
3 1.450. In 1987. children and youth 21 years and

Figure 1: Chllrm You, and Adufts Reeelvln Pulic and Pivat. Out-014Ione Reeldetla Services Sponare by Stat.
Mentl Redatlavl~evelopmeital Oleblies Agaria.
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Younger nmad up only 18.2% of ail persons receiving
Out of homne MR/D residential services. This com-
pares with 3679b in 19717.

Between 1987 and 1997 the earlier trend contin-
ued. In 1997. there were an estimated 11.403 children
14 years and younger and 14.438 youth 15-21 years in
out-of-home MRIDD settings, The estimated total of
25,842 children and youth 0-21 years living in out-of-
homne MRIDD residential settings was 44.5% less than
in 1987. The race of decrease between 1987 and 1997
was only slightly less than the rate of decrease be-
tween 1977 and 1987 (48.8%).

In the 20years between 1977 and 1997. the
number of children and youth receiving out-of-home
MRIDD residential services decreased by over 65.000
persons and 71.6 %. The number of children birth to
14 years decreased by 70. 1% to 3.4% of all people

receiving MRJDD residential services. The number of
youth 15-21 years decreased by 72.6% to 4.3% of all
people receiving MRIDD residential services. As
shown in Table 2. decreases occurred in every state.
(Idaho's lower reported number of children in 1977
was due to partial reporting.)

U Discussion and Recommendations

The statistics reported in this Policy Research
Brief document a substantial decrease i n the number of
U.S. children and youth with mental retardation
removed from their families and placed in residential
settings for persons with mental retardation and related
conditions.

The steady decline in the number of children and
youth receiving out-of-home MR/DD residential
services demonstrates powerful effects of social
policies introduced in the mid-1970s to support
children and youth in their own homes and communi-
fts. The number of children and youth receiving out-
of-home MRIDD residential services in the U.S. has
been reduced to less than 30% of the number 20 years
earlier, even as the coca number of children and youth
less than 22 years old increased by 4% and the total
number of persons receiving ouc-of-homne MR/DD
residential services increased by 37%.

Another indicator of the impact of the mid- 1970s
commitment to children and youth with mental
retardation was that in just 6 years between 1972 and
1978, the average age of first admission to MR/DD

residential settings increased from 13.95 years to 18.02
yeats (Lakin. Hill, Hauber & Bruininks. 1982).

In 1996, there were an estimated 87,000 people
with mental retardation waiting for out-of-home
residential services in the United States (Prouty &
Lakin. 1997). Waiting lists are viewed as a growing
national problem. It is remarkable to consider what
would be the lengths of waiting lists today if MR/DD
residential settings still housed the 9 1.000 children and
youth who lived in them in 1977. If it were not for the
success of SSI, IDEA, and other federal and state
programs that have assisted families to keep their
children with mental retardation at home, the number
of people waiting for MRIDD residential services
might be nearly double what it is today.

When Congress was considering Public Low 10.4-
193, the Congressional Research Service estimated

that the bill would yield "savings" of about S7.4
billion over 6 years, or about SI .23 billion per year
(Soloman-Fears, 1996). Based on Social Security
Administration projections, about 45,300 of the
projected 135,000 discontinued children and youth
would be individuals listed as having mental retarda-
tion, although these original estimates have since been
revised downward by about one-quarter (Social
Security Administration, 1998). Therefore, about one-
third of the 6-year S51 savings or S 1.9-2.5 billion or
$310-415 million per year might be assumed to come
from discontinued benefits to children and youth with
mental retardation. But what is overlooked in these
estimated "savings" is the surety that there are also
"costs" associated with the discontinuation of impor-
tant cash assistance. Although Medicaid eligibility "'as
restored for SSI children whose cash benefits were
discontinued, such is not the case for those children
and youth denied 551 in the future.

Because of the reduced commitment to children
and youth with mental retardation, some unknown
number of them will enter out-of-home residential
care. One way to examine the potential impacts of
such outcomes is to consider the cost-related benefits
and the expenditures for the programs and policies that
have contributed to the remarkable decreases in the
number of children and youth with mental retardation
receiving out-of-home residential services. (Unfortu-
nately, it is impossible to isolate individual programs
such as SSI from the broad set of commitments that
this society has made to children with disabilities and
their families. However, 551 and IDEA are. by far, the
largest and broadest in scope of those commitments
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affecting children with disabilities.)
Nationwide, the average annual per person costs of

Medicaid-financed residential programs in 1996.
including the SS1 benefit for Medicaid Home and
Community Based Services (waiver) recipients, was
S50.750 (Prouty & Lakin, 1997). The average federal
SS I benefit in 1996 for children and youth with mental
retardation was an estimated 5,.600. If the 90.942
children and youth with mental retardation in out-of-
home residential services had not been affected by the
social interventions of family and community support
that began with SSI in 1974, it might be assume that
the number of children and youth living in out-of-
home MRIDD settings in 1997 would have grown
proportionally to the growth of children and youth in
the society as a whole (+3.5%) and today might
number about 94,125 children anid youth. Expenditures
for these individuals based on the 1996 average
Medicaid long-term care expenditures for persons with
mental retardation would have been an estimated $4.8
billion.

But. instead of the projected scenario, in 1997 the
number of children and youth living out-of-home in
MR/DD settings were an estimated 25,842 individuals.
Based on 1996 Medicaid reimbursements, expendi-
tures for these individuals was an estimated SI .3
billion, or about $3.5 billion less than the estimated
expenditures had out-of-home placement rates for
children and youth with mental retardation remained at
their 1977 levels. If the SSI alone were sufficient to
produce such a result. the $2.25 billion spent on
federal 551 benefits for the estimated 407,000 children
with mental retardation on SSI rolls in mid- 1997
would have yielded a substantial cost-benefit of about
S1.25 billion per year. But, of course. S51 was only
one of a number of significant commitments made in
the mid-lI970s and early 1980s to value families and
communities as the preferred option for nurturing
children and youth with mental retadton (and other
disabilities). Other programs providing support for
such ideals included the Education for All Handi-
capped Children Act of 1976 (now IDEA as amended),
the Medicaid Home and Community Based Services
("waiver"') authority in 1981, the Adoption Assistance
and Child Welfare Act of 1980 and the emergence of
state family subsidy and support programs which
began in the 1970smid by 1996 had reached S500
million in annual expenditures (Braddock. Hemp.

Paiish & Westrich, 1998).
Although the savings projected for PL 104-193 do

not reflect other costs tha will be incurred as a result.
costs that will be much more heavily borne by sae
and local governments, it appears unlikely tha there is
an absolute federal "cost benefit" that can be attributed
to the support programs that have dramatically reduced
out-of-home placements; of children and youth with
mental retardation over the past 20 yeats. But the
benefits of keeping children and youth in families and
communities have not always been viewed in terms of
cost benefit. In establishing SS1 and IDEA entitle-
ments, the Congress of a generation ago wanted to
provide as many children as possible the opportunity.
if not the right, to benefit from typical developmental
experiences of childhood. growing up in a family and
going to a community school. By the standards of this
previous generation of Congress, remarkable, albeit
fragile, outcomes were attained. But the commitment
to sustain these outcomes seems ever more in doubt.
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Consortium for
Citizens with
Disabilities

April 10, 1997

John J. Callahan
Acting Commissioner
Social Security Administration
PO Boxl1585 -

Baltimore, MD 2123 5
(Copy by FAX 410/966-2830)

Re: Determin Ing Disabilfty for a Child Under Age 18; Internm Final Rules With Request
for Comments (FeAdni RegL~ive, February 11, 1997)

Dear Acting Commissioner Clahan

The undersigned member organizations of the Consortium for Citizens with Disabilities
Task Force on Social Security submit these comments on the Interim Final Rule regarding the
childhood disability criteria for the Supplemental Security Income program.

- The Consortium for Citizens with Disabilities (CCD) is a working coalition comprised of
approximatly 100 national consumer, advocacy, provider and professional organizations which
advocate on behalf of people of all ages with physical and mental disabilities and their families.
Since 1973, the CCD has advocated for federal legislation and regulations to assure that 49
million Americans with disabilities are Mily integrated into the mainstream of our nation's life.
The CCD Social Security Task Force monitors changes in both SSI and Social Security disability
programs in Title HI of the Social Security Act.

The February 11I regulations for childhood disability determinations in the Supplemental
Security Income (SSI) program are a major disappointment for several reasons. First, the
eligibility standard set by the Social Security Administration (SSA) to implement the law is far
more severe than was required by the Personal Responsibility and Work Opportuity
Reconciliation Act of 1996 (PtL. 104-193). We believe that the new statutory definition of
childhood disability gives SSA the flexibility to protect more children than will be by SSA's
interim final stanard. In addition, even within the eligibility standard chosen by SSA, there are
a number of serious flaws which will harm children with severe disabilities.
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The following comments of the CCD Task Force on Social Security (herinaft "CCD")
are addressed in three major sections: the standard itself, substantive issues within the standard;
and implementation issues.

I. NEW CHILDHOOD DISABILIT STANDARD: TListnXs Level Standard is Too

The CCD and other advocates worked very hard with Members of Congres to ensure, if
the Personal Responsibility and Work Opportunity Reconciliation Act were signed into law, that
the definition of disability for children in the SSI program would be fair. In fact, the new
statutory language requires that a child have impairments resulting in "marked and severe
funactional limitations" - the first time that the Social Security statute recognizes the importance
of functional assessments for children.

We believed, and the Senators who crafted the new definition believed, that the language
gave SSA room to develop a new approach to functional assessment and to tighten the eligibility
criteria without a wholesale overhaul of the disability standard for children. Several Senators
noted this intent in a colloquy (Senators Dole (R-KS), Chafee (R-RI), and Conrad (D-ND)) and
in letters to President Clinton prior to the publication of these new regulations (Senators Chafee,
Conrad, Daschle (D-SD), Cohepi (R-ME), Moseley-Braun (D-IL), and Harkin (1)-IA) and a letter
from Sen. Welistone (1)-WN to Secretary Shalala).

We believe that these Senators' interpretations of Senate action, the colloquy between
then-Majority Leader Dole and Senators Conrad and Chafee, and the acceptability of another,
less-severe standard (including a "one marked/one moderate standard) are very critical to the
children who will be adversely affected by the proposed rules. Because of their importance, we
attach as an appendix a copy of these letters and the Congressional Record (September 14, 1995;
page S 13613) with the colloquy.

It is clear that these Senators, through their own negotiations on the new definition,
believed that they were not establishing a "listings level" standard for the childhood disability
program. Since the critical statutory language e was the result of intensive Senate negotiations
which rejected the House 'listings" approach, the interpretations of these Senators should be
given great weight by SSA. This is especially important since there is clearly flexibility within
the statutory definition for agency interpretation and there are other possible interpretations of
the conference report language upon which SSA so heavily relies.

SSA's new contorted description of the meaning of "marked" and "severe versus
"marked and severe" (Sec. 416.902) provides excellent evidence that the interpretation
supposedly required by the conference report Language is in itself a stretch.

Markd and severefimctloial limitations, when used as a phrase, means the standard of
disability in the Social Security Act for children claiming SSI benefits based on disability
and is a level of severity that. meets or medically or funactionally equals the severity of a
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listing in the Listing of Impairments in appendix I of subpart P of part 404 (the Listin).
... The words "marked" and "severe" are also separate terms used throughout this subpart
to describe measures of functional limitations; the term "marked" is also used in the
listings. ... The meaning of the words "'marked" and "severe" when used as pant of
the term Marked and severe functional Lirkions is not the same as the mea ning of
the separate terms "marked" and 'sevee used elsewhere In 20 CFR 404 and 416.
(italics in original)

The last sentence of that definition (highlighted in bold above) illustrates the contortion and
inherent failure of SSA's logic in its interpretation of Congressional intent.

Despite strong legilatve history to the contrary, SSA has adopted a very high standard
of disability for children which will deny benefits to almost a quarter of a million children with
severe disabilities and their families over the next 6 years - at least 13 5,000 children will lose
current benefits after their redeterminations. This impact is wholly unnecessary and punitive to
the children and their families. Many of us believe that these estimates are low, considering the
high level of severity of disability that children will now have to prove to remain eligible.

RECOQMENATIQN*

SSA should re-examine its position on the new standard's required level of severity
for disability. SSA should present a more accurate account of the complete legislative
history and leave the door open for future agency regulation and adjustment as needed to
meet changing knowledge and understanding of the nature of childhood disability. The
agency should publish new regulations which more accurately reflect the legislative
language and the current national knowledge-base about childhood disabilities. At
minimum, SSA should include as eligible those children who have marked impairment in
one area of functioning and moderate impairment in another area of functioning - a "one
marked / one moderate" standard.

SSA also should commit to a thorough and complete review of the effect of these
regulations on children with severe disabilities, consulting with experts in children's
physical social, emotional, and mental development. The results should be made available
publicly and allow observers to ftack how the rules affect children with different
impairments and levels of severity in each of the age groups.

Given the standard chosen by SSA (essentially a "two marked, listink-level standard),
there are several substantive issues that must be addressed. Without the changes we recommend,
we believe that the standard is inherently unfair to children with certain disabilities and children
of certain ages. Although there may be some historical logic to the distinctions, current scientific
and childhood development knowledge reveal that these distinctions will have an arbitrary effect
on different children.
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We understand from training materials that SSA attnpted to base the functional
issen requirements on the functional criteria of the childhood mental impairment
regulations. However, the bulk of the work to develop those functional criteria was done in the
mid-1I980s. When the expert pae was convened to help develop the Individualized Functional
Assessment in 1990, SSA was cowmaeled to adjust its fUnctional assessment process
incorporating newer advances in science, child development, and disability research. As
discussed below, these advances should not be abandoned in favor of strict adherence to the
somewhat outdated menta impairment criteria approach (see discussion of
cognition/communication and the personal area for one- to three- yea olds).

I. Coendton and Commnication Should Be Assmsed Separatetr

We understand that the new standard will require a child to have a disability that actually
meets the specifics of one of the "medical listings" of impairments; medically equals one of the
listings; or functionally equals the limitations of one of the listings. To ams "functional
equal? , SSA establishes several broad areas of functioning for evaluating children's limitations
by age group. They are- cognition/communication, (all ages); motor (all ages); social (all ages);
responsiveness to stimuli (birth to age I only); personal (ages 3 to 18 only); and concentration,
persistence, and pace (ages 3 to 18 only). To be eligible for SSI, a child must show marked
limitations in two arma of functioning (or extreme limitation in one area).

Combining cognition and communication into one area of functioning is inappropriate
and will harm many children who have very severe disabilities. Because cognition (ability to
learn, understand, solve problems, and use acquired knowledge) and communication (ability to
communicate, including hearing and speech) are considered together as one area, children who
actually have marked limitations in these two areas will be credited with marked limitations in
only one -area. For example, a child with marked limitations in cognitive funrctioning (mental
retardation) and marked limitations in communicain (due to speech impairments) would be
considered to have a marked limitation in only one are - the combined
cognitiontcommunication area. The impact of this standard is blatantly unfair.

Scientific research has shown that cognition and communiatin involve different parts of
the brain, that impairments, may affect each area in different ways, and that there are different
manifestations of the impairments within the two different areas of cognition and
communication. In addition, communication is so critical in the development of othe skills and
in the adaptation to other impairments that it must be considered separately. A child with an IQ
of 70 who also has marked limitations in communication may have significantly different
fUnctional limitation than a similar child who does not have communication limitations.

RECQNMWMDATlQN-

To be scientIfically accurate and fair to cdhilrn with severe impairments, SSA
should separate cognition and communication into two areas of functioning when assessing
childhood disability. (Section 416.926a)
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2. One- to Three. Year Ol. Should Be Assessed In the Personal Area and
Concentration - Persistence. and Pmn

SSA has lised only thre broad areas of childhood functioning which will be assesed for
children aged one to three (olderinfant and toddlers): cognitive/communicative development;
motor development, and social development Children must show marked impairment in two
areas of funtioning to be found eligible. Two critical areas of function are excluded for this age
group without any explanation: personal skils and concentration, persistence, and pace.

For age 3 to 18 year olds, SSA describes the personal area as: "the ability or inability to
help yourself and to cooperate with others in taking care of your personal needs, health, and
safety (e.g., feeding, dressing, toilein, bathing; maintaining personal hygiene, proper nutrition,
sleep, health habits; adhering to medication or therapy regimens; following safety precautions)."
Certainly the assessment of a child's early efforts to acquire feeding, dressing, and toileting skills
is an important indication of possible matrked functional limitations.

SSA also defines "concentration, persistence, and pace" for 3 to I8 year olds as: "the
ability or inability to attend to, and sustain, concentration on, an activity or task, such as playing,
reading, or practicing a sport and the ability to perform the activity or complete the task at a
reasonable pace." While assessment of this area might focus on different skills for younger
children, it is still an important airea to consider.

For one to three year olds, these two areas of childhood development must be addressed
to have a comprehensive and accurate assessment of functioning. While we understand that SSA
is not establishing a "scoring" system it is important to note that finding marked limitations in
two areas out of three is qualitatively different than finding marked limitations in two ireas out
of four or five areas. Two out of three is certainly a description of "pervasive" functional
limitations which is not required by law. "Pervasive was removed from the statutory definition
by the Senate in 1995 and it should not become a defacto part of the standard through regulation.

RECOQMfrENDAflQ

SSA must add the personal are of functioning and add concentration, persistence,
arid pace as area to assess for children aged one to three. Failure to do so will result in
incomplete and inaccurate assessments resulting in harsh denials of assistance for some
children with very severe Impaiments. This result is especially troubling given the
unquestioned value of early intervention in assisting children to overcome limitations to the
greatest extent possible. (Section 416-926a)

3. Measurement of 10 Must-Include Room for Measurement Error

The American Association on Mental Retardation describes the measurement and use of
IQ scores in Mental Retardation: Deflnition. Classfication, and Systemi of Supports (9th
Edition, 1992), the definitive authority on diagnosis and measurement of mental retardation.
AAMR cautions against strict adherence to IQ scores and urges consideration of the concept of
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standard errm of mesmement, which is estimufdV6 be about three to five IQ points (L8 to 5).
An individua whos IQ scre t masura 70 should actually be considered to have an IQ in the
rag of at lest 66 to 74 or 62 to 78 (depending on the probablty of accuracy sought).
Therefore it is critical that SSA not allow its disability eamimrs, to use IQ score to eliminate
children from eligibilty, rather they should look at the total child and his/he factional
limitations. Children whose IQ scores are 75 or below should be considered as possibly having
an impairment "tw standard deviations below the norm" (SSA's definition of "marked" in areas-
where standard testing is available . For children with such an IQ score and the presence of a
marked limitation in another area of childhood functioning, this could deny access to critical SSI
cash rapport ard medical and other supports through Medicaid. Strict adherence to numerical
scores is inappropriate and could have a hash impact on children who have severe functional
limitations.

SSA should add to the functional equivalence regulations a description of the
variance allowed (+_ 3 to 5) in appropriate ume of IQ test scores and SSA must ensure that
disabilty examiners and adjudicators understnd that strict adherence to the numerical
score to deny eligibility is Inappropriate. When in the rag of 70 to 75, the IQ scores alone
should not be used as a shortcut to deny children without further exploration of the child's
functional limitations. To do otherwise is to use IQ scores for the wrong purpose,

4. Need for Better Functional Assessmnent for Children with Phyuical Limitations

Reliance on the functional factors of the "B" criteria of the childhood mental impairment
regulations is not sufficient to assess children with significant physical impairments. Addition of
the "motor" area of functioning does not close the entire gap. SSA needs to include another area
of function which addresses non-motor aspects of physical impairment. Based upon
recommendations of the National Academy of Social Insurance (Restrcrwing the S Disability
Program/for Chilren and Adolescents: Report of the Committee on Childhood Disability of the
Disability Policy Panel, 1996) and others, this new are should include other physical functions
considered a part of normal functioning such as breathing; eating, digesting, and eliminating
strength, stamina, and endurance; ability to resist disease and function in the physical world.

RECQMf1ZIDA17O~

SSA should include an additional are of functioning to address the non-motor
aspects of physical impairment Including at leat breathing eatn digesting, and
eliminating strength, stamina, and endurance; abilty to resist disease and function In the
physical world. (Section 416.926a)
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5. "Other factors" Need Better Link to Functional Assessment

The existing childhood disability rules wAdaowledge the importac of "ohe factors"
such as the effects of medication or tretment, adapations, highly structured setings, and the
child's ability to attend school. The proposed regulaion do not change the significane of
evaluating these factors when reviewing childhood claims. However, no guidance is given
decisionmakers about how to Incorporate consideration of these critical "other factors" into the
new sequential evaluation or as part of the expanded functional equivalence determination
process. We believe this is a very serious omission that should be corrected to ensue that
consideration of "other factors" is not ignored in futture adjudications.

SSA should Incorporate guidance on how to consider "other factors" in the
sequential evaluation process. Previously, SSA issued such guidance in its own Program
Opematons Manual System (POMS). SSA should also change the proposed Evaluation
Form (SSA-538) to reference "other factors" so that adjudicators consider this evidence,
especially as needed for all four possible methods of establishing functional equivalence.
By asking disability adjudicators to indicate how they use evidence of these other factors,
SSA could help ensure that this vital Information is Dot ignored during the adjudicative
process. (Section 416.924c)

6. Need To Utilize Available. Approonate Tests to Measure Function When Evidence
isIngnmet

For some children, available evidence in the file may not be complete or thorough enough
to indicate actual functional limitations. State DDS examiners are required to seek appropriate
consultative examinations for a complete assessment of the child's limitations. The National
Academy of Social Insurance urged increased use of the standardized tests which exist to
measure the impact of mental impairments. Eunice Kennedy Shriver of the Joseph P. Kennedy,
Jr. Foundation provided a description of some of these tests in her comments to Associate
Commissioner Susan Daniels; dated March 14,1997. We have not been able to learn whether
SSA regularly provides DDS examiners with guidance on the type of up-to-date tests to request
and purchase to best assess fuidonal limitations for different age groups.

RECOQMMATIO

SSA should amend the regulations to indicate that state agencies will purchase tests
to assess function, where relevant. SSA should regularly provide guidance to DDS
eumninen regarding which tests are eurrently available and considered reliable to assess
function for differet age groups.
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7. Need to Evaluate "All Relevnt Evidence!, Not Just AD "Medil" Evidece

Section 416.926 defines medical equivalec for children. It is flawed in that it indicates
that SSA will "compare the symptoms, signs and laboratory finding about your imarmn),
as shown in the medical evidence we have about your claim,..." While "medical evidne is
la defined to include "all relevant evidence in your case file", the controlling sentence still
indicate that only "sympos, signs and laboratory findings" will be examined. These
references should be changed to clarify that all relevant evidence will be considered at every
stage of the evaluation process. Since some of the medical listings include functional criteria, it
is most important that all evidence, including functional evidence, be considered throughout the
entire sequential process.

SSA should clarity Section 416.926 to refer to all relevant evidence rather tha just

"Symptoms, signs and laboratory findings" and all relevant medical evidence.

There are several issues regading implementation of the new regulations which we
believe SSA must addlress. Brief descriptions of these issues are as follows:

8. SSA published these rules as interim final regulations, effectively immediately.
However, the agency requested public comments and presumably might make some changes
before publishing final regulations. 11 changes are made, fairness denmds that SSA set aside
or "flg the potentially affected cae and hold any denial decisions. Children should not be
denied on the basis of regulatons with a short life-spa which SSA intends to amend.
Otherise, the process will be viewed as arbitrary and capricious.

9. Case reviews of the children whose eligibility needs to be redetermined ame just beginning
now. Without relevant school records, the vast majority of the redeterminations will have
incomplete evidence. SSA should instruct the state disability agendies to postpone
completion of cases during the mmaer if school records are not available.

10. The Evaluation Form (SSA-538 used In assessing children under these regulations
should be made public and available to families and advocates through all field offices and
thrugh publication in the FedAWJRqgis and..n SSA's internet home page

The undersigned organizations urge the Social Security Administration to publish new
regulations incorporating the changes suggested shove.
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Thank you for the opportimity to submit comments on these regulations. If you have any
questions, on the above, please contact Marty Ford (The Arc, 202/785-3388) or Rhoda
Schulzinger (Bazoion Center for Mental Health Law, 2021467-5730).

F4
The Arc of the United States

United Cerebral Palsy
Associations, Inc.

Rhod Schlniger
Bazelon Center for Mental Health Law

Paw Seifert
International Association of Psychosocial

Rehabilitation Services

Co-Chairs, CCD Task Force on Social Security

ON BEHALF OF.,
American Academy of Child & Adolescent Psychiatry
American Association of University Affiliated Programs
American Association on Mental Retardation
American Network of Community Options and Resources
American Psychological Association
American Rehabilitation Association
Association of Maternal and Child Health Programs
Autism Society of America
Bazelon Center for Mental Health Law
Brain Injury Association
Council for Exceptional Children
Division for Early Childhood of the Council for Exceptional Children
Epilepsy Foundation of America
International Association of Psychosocial Rehabilitation Services
Joseph P. Kennedy, Jr. Foundation
Learning Disability Association of America
National Alliance foar the Mentally Ill
National Association of Developmental Disabilities Councils
National Association of Protection and Advocacy System
National Association of School Psychologists
National Council for Community Behavioral Haltcare
National Easwe Seal Society
National Mental Health Association
National Parent Network on Disabilities
Paralyzed Veterans of American
Spina, Bifida Association of America
The Arc of the United States
United Cerebral Palsy Associations, Inc.
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children's Supplemental Security Incme (55!) provisions that wererincluded in the
welfare reform bill enacted list month. While we are all interested in ensuring that
only children who are truly disabled receive SSI benefits, we are equally concerned
that those children who are, in fact, severely disabled remain. eligible for the
program The Social Security Administration (SSA) has the difficult responsibility
of striking a balance between thes two goals.

The statutory language was intended to give SSA substantial discretion in
drawing the eligibility line for this; program Clearly, the new law cannot be read to
allow SSA to continue the current level of severity which drew so much criticism.
At the same time, the new definition was never intended to "gut' the program and,
in fact, affirms the importance of functional assessment as part of an effective
evaluation of childhood disability.

The debate ove this issue was heated at times, but, ultimately, we reached a
compromise on the definition of childhood disability in September, 1995. That
definition became part of the overall Congressional compromise on SSI, and was
included in the first two versions of welfare reform approved by Conges and then
&tnally in the bill enacted in August. Thecompromise is notable in two ways. Firt,
it preserves; a broad functional approach, b~ydn the "Listings of Impaiirments,' in
measuring childhood disability. Second, it specifically dos nin establish the listings
level of seveIty, or any equiv-alent level of severity, as the measure to be used in
assesing childhood disability... -

Mhe enclosed Senate colloquy between those of us involved in this
,compromise is important in uner 0ndn the meaning of the new definition.
This colloquy was not entredP into lightly. Rather, it was the subject of much
negotiation and was key to the final language of the definition regarding "physical
arid mental impaiirment. which results in marked and severe functional
limitations after dropping the require that the effect of the imrpairment also be

56-585 99-5
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It is ertatily appropriate for SSA, as the regulatory agency, to adopt a
isabiliIty test tha is szcer than the old n-ulied, Fumcdonal Assessment

(WA), but which is not at the very strict level of the 'Lbdtnp.' The proposal put
forward by several disality advocates and orgardza-om with considerable mxpertse
- a nemarked/ne wmodrte lvel - Isan aceptable and resonable approach that
fulIll the stautory dennandl for a tost tha allows benefit only for mre n
sever. fuicdzWI littons, but does not require that these I'mitations be

The Congressional Budget Offici (CEO) has also aalmwkdged tha SEA6
would have a great deal of fiaxbilty in methi the rerrnisof the new law.
The enclosed Senate Financ COMnmittee report AUSCEO estiied that the
new de&ddtoi of chflbod disability could bar anywhere from 10-28 percert of
ddfldrer from the program., dependn Wpo the regulatory ItreaiOn f thle
new dafinition.

I know that you will do everyti n your~power to ensure that children
with severe disabies who are truly desrving are not bnamed by the changes in
the new welfare law. Thank you in advance for your aftczon to thi matte.
Pleas do not hesitat to coV2acme if I may be of any further asdataw&e

Sincerely,

SSecretary sbalafft
cow mf=Wson Ohate
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inntprerudon of the law.

Mlw Scame debate and the legisLative hiazory of fte final SSI reforms make it clar Congresi
4i4 not call for or intend for a radical twerbaWJ of Mhe program. In (ant in a collOMu with
3eorm Oiafn adt =e on Scptembcr L4. 1993. Senator Dole efesreil wo Me 331 prograzi as
simply in roed o( a "a. up.*

The isser of Congress in uuidtg -dforms sas to rnove from the £51 program chidren
who ar noc a*l disabled. I th= urge you wo k=un the SSA [o car*bly develop policies
that do am-harm disabled dzidr=r wbo rely on SSL but only W*=ac the much smaller group
inteded by Conges. Addidoaly, I encorazo you to pay caredd =ou~deadon to the
re C aMaNadno of nationlly recognisd epe of Ob~ progra m1 OuVA as Mhe Community

LeiServices of Piaidelphia. The Arc (formerly Assciatio of Rcntnled Ctdie). ad fth
ledg Dravd L. Union CAm for Measal iealui Law, in developMi a c *mvP theadve
Ofmcdoaal at at a severity level tbat iropuns the it.e number of disabld children.

On a relatd =m ., Congres did =a #xplicidy wakv the acv law recacdive to cam
peaftn 00 the dar of evecomm Coluequniy. I tags that you claif tba t now law Is
panpsedvu. Tbat Is, thiles wbo *.cperty recevd bus undrxing rua prior Cc
pasup of dwnew law saudotnow beasio w cpay thm beet as a resuloftbls

M;X2 go 04 J P"ma*
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Par 2

AW, tbr &wWw ag risk of kwmhwtkm. I-.*qvw*ayow kwum dwSSA a
pamna whh dw fblWviw (1) sacqum Wbn , ww appmprim mqwdinS dw
modkd mW ft=tiwW eykiem of dbabift r,,q*W w mcefvc bmr= =d (2) qVn)pdm

Ud"m lu ftdill leo rWcm=tion r* aMW that ftsm It Is do bqm= dw dw.
SSA coadme beatfic In am of appeW uno dw AdmMamdw Law judge hearmS sm
daklaci ac final - an ascalb! proicction #!wm dic Um WW hal* of ChO&OR an at Nam
wid dw risk of ami is Sma in mm mvic" uixL a complex. mw kw. .

I appmdam your madoi w ftm mxmm and kx* fck-wmd to' beadril fmm you.

X %rr CONRAD
Unkw stam scm

KC-.Vnnah

W. Cam[ R-wa cKractor
Domewc Paucy ca-ad,
swr*c2ww.c-= m
&MW Isawky -a-1-0-cr,1604
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Octob 4. 1994

Tb. Preskdent
The Whit. NOWs
Wsahugom D.C. 20500

You have an diount t b zte rocittly emscd welfa r fm legslati ma mm=
th ~eae low y. In crafg anew definizion of disabf1 for

Children nde t upoeamual Security Inoe(SS) 7 gam~ Congres provided th eecutive
branch with psat Ied1wd.0 tL UMaP= the SUMLa Kno of your long-standing coSrmCUCm~ to
dum ch"90d1 I iow Yowiutatitudl wisely.

Mystaffmaniwaredeeply involved In camug with Secator Dole, Segsto Chafe and Seuato
Courad the, oMoise languaethatultim t bcme tebussfor the new law. We made it

coscou adsutane efrm to mmasurJa the social Samirjt AdlidnWa pnted
con~drabe isceton o m -"on regulation rhawoald tighten the program without dropping

ouy isbldchild-ren from teroli Ths ndstanding Is onrmed by the views of the
CnrsinlBudget Offie (CBO) at the tim: CDO told Congress that the new policies couldcu

beitween10 to 28 percent of the children from the program. depending upon SSAI reguaory
Inrepeao

A pea desl of effort went Into forgig a bipartsan compr mieor refoaning this program. In
the and, we reffrd that a f6tiona Iasaaasm of ach&Uds Abilities was critical, in evaluaaing
chidhood disability. The legislatve history makes clear *mat to acwUsh this SSA shoUld
establish a functional assessment beyond the "Listings of hmsrme= 'The new defili; of

disability. ~ ~ ~ qm _eta ulfin ouset be "marked and severt functional i'mitatious,
explcitly does not etbshthe listigs level, of wvetity, or any equivalent measume as the basis
for detemining childhood disability. For SSA to Intepret the stanue othawise would be a tragic
mistake with potentay deastating coasequenm for thousands of this nation's most vulnerable

Cmdtiny, the new statute 'SStelmath old cni~uL~e noal Assesamoent.
It does not, however. cmpe SA to adot .th sewai level of the listng. A boer Vrach.
which we envisioced whNft %rftn ih opoieln ge, would reqm one aleinoe
zoodwas disabliftyInlUid to ! .71 Thi ach 1sV by seveal in PomO

thee d ne nd* Such. an fetath staUNWtroyrquWrmen that the test
,Jm-- -- Am efgmy ily fr'MaIMed severe ftactionalllzukadons" without requuing the

listings level of seeriy.
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= %zbi4. 1996

u duth yon wMl do eui yucan to aike a balance duat .swol hose Chlldma who
am saeredy disablod;Zr'c.A wihoa dmaff dw=bo % aoyderviag Thank
YOM o yu considararo of dds J~letadve hlswsy In ut the new law In the bat 1em
of A=eicS moat vunbi. chldre.

With beat wishes I am

cc: The Honorable Carol Ramo
Mhe Honorable Sbkkly ORea



september 25, 1096

Tbe Honorable Bill Clinton

The white Rouse
1600 Pennslvania Avenues NN
washingtont D.C. 20100

Dear Kr. Presidents

X AM Writing regarding the lupplemental Secrity !ncome (Sh1)
provision.s of the new welfare lay, As you knos the soil SecurLty
Adaiinitration has a£er role in the implementation of the c)Ltldren' s S8?
provisions. While Z fuly suppoft efforts to ensure that only children vb.
are truly disabled receive U I benefits, I hope that the:'. wil1l be adequat
safeguards to ensure that those children who &rot in fact# severely
disabled, will not be unduly hared by the new rules.

law he Congressional Budget Office hUs told Congress that the now wrelfarc
lawcoud esut i aywhrefrom a.ten Percent to a twenty-eight percent

reduction in 231 caseload$.* This dexmtrates the considerable discretion
that the Sa" will have in implementing the broad functional limitations
test used to evaluate children.

in developing policies ti5 iinplemnt the new SA! provisions, r
encourage you to carefully consider the recoomendations of several
nationally recognized. experts of Whs program, including the SB? Coa tiont
located in miiaago. ike proposal put forth by the 48? Coalition isartc~Iia:
to that put forward by several other disability advocates-uthat in, a *one
marked/one moderate functimfal disabilit test.' This standard is an
acceptable and reasonablle approach which Li fills the statutory, demand tor'
a test that allow. benefits only or' umarkced end seveye funuctional
l.imitations, but does not require these limitations to be pervasive.

Mir. President# X know that YOU, too, are keenly interested in
Ilementing the welfare bill in a way that wil, adequsately protect
cldren with severe disabilities. I appreciate your thoughtful

consideration of this matter and 1ooJk forward to hearing frtom you.

Carol M4oseley-ra mn
gaited States Senator

Cal Shirley Chater
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The Honoable Bill Clinon
President of thi United Siono
The While Roms
Washinglon. DC 20S00

Dasr Mr. Pmcidait:

The recendy wtacted welfare reform legislation included emages In the eligIbility
stanard for low-ivne chiild=c who recive Supplemenal~ Secrity Intxime (S31). The
legislation elfidnated the Individua Functona Assessment an aligirwility sundard fonnulated
fth children a a ndit orthe sapfrme court doucia in~ 'Culliv v, btev. The Solcial
Security Adinistration (SSA) is now in the proemi or munying out a direc to draft a new
definition that will permit a child to receive becuif he or she has 3"Tficaly
deteimU1inabicw~ physical or mental impairmrni, which results In marked and severg functional

As Chairman of the Sensle Special Conirnitice on Aging, I have wtwked to an uret
the SSI pro~rm is mal vulnscrabla to falso; clainu fr disability bcncrits thuin diltabled aulu,
i'rmiigrants. and children. I lowevrer. I am conicerned that u SSA =cumc out its mandate to
revise the disability criteia. children with wvc disabilities may be dmiCIJ ellgiblisty
unfsaiy.

Con&res intended that the new eliibility guidelina shuwid N.- mome strict tn Owe
Individual Functional Amecnt; however, Congress rccognikWd tht the rcvised stanfdr
should continue te use of crtt&i which take into acmunt rwnctionat limitations. In addition,
ther was no explicit directive *ia the new sAvidard mequal it level oif severty weerfl
bind in the Liasn of Medical tnyafrmsm.

Evidence of angressitxi Intent can be found in a colloquy Mew=e Scuawo John
Chafte and SenamrRob Wei (Cang. Rec. 513613). My co1k=Vu4:s noted that a dcflition
requiring a bnwkwl, sever, and pervasve inpaieni- was rejected by the confloseLs Wh1en
this languge was proposed, the Congressional Rudget Office (CR0) caltiiLiad tt the
itumber of children who would be affected could be anywhere fronm 1010o23 percet of the
childrn curcdy on the programs Upon fiankcr wxc aiou , tatem 'Pevaslv Was
dropped from the dertaftion because the term implied somea cgrec oit inrncI in AlMAst
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Al arma of a cMd'. ft.mcv.h' or body syaiaiw. With diG delekt f the mmn 'p0 uule,
kt Is ckaw diat Coagrm bt na desundtq a *L%6c dcha in the LvseI of aeverhy required e
dsno.m . .Ifgfbllty fmb bamei n ebkiostg a ma ibmnI~t definition. ita b1.W clea that
the anber at chilre who Whinaly kos baceffs will he krwer than the range cd by

The SSI prowamr provida critical heahh wylces and financ-ial suppor tt ib faudfiae
wbt disabled children. Mile the progrm has experimmle pnibken. I belive thad SSA has
1.iffaze op to kmpment xaahgan which pvisct mpinv poaitia Abwso I know dwa
you will 4* whateve you can to uenowWg a standard that will pamuiw amwidetw in Owe
pram ad will dkiechlp ic &mo who noed k moat.

Vuh bee wdcs l am

Sleccdy,

ec ~ ~ ~ ~ S CaolRaco Drto

a~an

sodal SRouoy MDbvaw
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7* f. candy aad je~ave tem 4Wc am n mov;a=other dings, ddth
Soeia SMS ci i(Sd cft*3a doA SWminl Seauky Inom (551) snd
und tor dAtmnain wbsdf O d mW u~h dmgftIu maHiIe Knowino ofzr u my P In
ftgbft~ policy, I uW you to emR that fte mw stndad ttcoupudoml kuM a
evidmed by , pa mdiy -- tv you fm Sasto rchu Ciafoe and Conrad, vbo
mm ksy playw in ranching ft. bfpsdaa consna langP Uagt was molded in th fnl

A coq betw=e Scmtw Dole, Chafec and Conad rdfe bey imdermndnip *uat

ahould gulds fte dedicon making jrocsw

i-wi vduibfiida m imong dxms most at risk in our cleqzy

-te childrens SSI propuan is caeay impur= anLd foruo xmflnwa fd a severely

disabed chUl SSI can be aifuavw

-due 551 propam alows p 1*r mocae for dwkf chid atboan or obtain murvu tey

could no ohavi fag-

th SS 55 rpai ftr dWilia need a =*.up, mgt an ovehul; and

-wesu watomaim sumutowe e doing doe d&z ling by sdrenwi~fubideL

Senazo. who we in"otyd In toe bipstsem apm d adopt apoLcy d*e don dw d&i

Wood Swu 38.
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kxp SW" OAST0

)tovembor 12,. 1996

mes. Don" Z.Shalala. .~K

Secretary
Department of. Health and Nman services
200 Ineedence AvemMe, S.W.
Washigton D.C. 20201

* Dear Secretary Shalala:

I am writing to espiess my concern for children with
disabilities and their families who may be hurt when the new
eligibility -standards for children in the Supplemental Security
Income Program (88!) ae issued by. the Department of health and-
huma Services. one of the reasons I voted against the Welfare
Reform bill was the change in the 881 program for children. I
*believed that too many children could unnecessarily be hurt by
the elimination of the Individual Fnctional Assessment (IFAI

Parents, advocate, social workers, and teachers have all
contacted my office, -warried -that 3,200 children in, Minnesota
could lose their 88! benefits. -*Theme families need S81 to cover
the additional costs of raising a child with a disability. There
are no other program that pay for adaptive clothing, special
diets, increased laundering, travel to specialists, certain
equipment, specially trained baby sitters. etc. Families already
experiencing strong from day to day care may crumble under the

weihtof hefull financial burden. in Minnesota, children who
lose ,Ltheir 88 may also lose their Medicaid and thus their
families would no Uonger receive in-hose family supports and
other medatwl Care.

The loss of the 'IA, the- category for maladaptive havior.
* and the new requirement that a child's condition to be linkedd

and severe could mean that some children with the following
conditions could lose their 88! benefits: autism, cerebral
palsy, mental retardation, attention deficit disorder/attention
deficit hyperactivity disorder, emotional behavioral'disorders,
arthritis, pulmonary tubeimclosis, burns, schizophreni-a, and a
Comination of mild disabilities. Many of thesecodtns
singly and combined, have a great impact on children lives.
Children with antism my be able to droe -and f eed themselves,
but vist be watched every mmet they are awake so as not to
cause harm to themselves. Children with mild mental retardation,
may be able to keep up with their pers but i:f epilepsy and
cerebral pLsy are: also present they would require a great deal
scum care.

mC)0U~b~m ~
goad am PN0 Own

BES AIAL COPY
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ao"CiLoO, woIL nlop CIAc %a :ssig to new
~lgibility standards,. the: Departmen -of Helhandr Huma

Services would-recognize Chtthe medical and education
.conaities are currently reluctant to place labe on young
children. However, under strict newealigbl standards, it
wouad not be surprising to see children with functional
limitations being given severe labels and psychiatric diagnoses
in order allow them to obtain needed services.

I urge tbe Department to set its eligibility standards in
such a way that would allow children who ae truly depedejnt o n
Sir to continue',to receive ben fits. it is ironic that the 17A
was targeted in the Welfare Reform bill since functional
assessments are much moe reliable than medical listings, and
there arm great functional: vaiiations among people who carry the
same medical listing. Additi~nally, diagnostic processes used to
determine a medical listing uses functional assessments.

My greatest concern 'is I tliwe not reduce our comitment to
keep children, particularly children with disabilities, in their
family homes. In the 19701s, Congress made an assumption that
the best place for a child to be raised is with his or her
family. A number of commitments were made to provide fin ancial
assistance to families and an education to chi ldren with
disabilities so that they could be raised at 4iome. This liar
worked incredibly well. In 1365, 91,000 children lived in state
institutions but now only 3,000 children remain I=n them. In
1977, 90,000 children lived in residential facilities, but now
only 40,000 live in these facilities. In short, the number of
children receiving SSI benefits have increased, but the number of
children in out-of-home placemnts has decreased.

Again, I hope that you 'will take great care in establishing
these standards. I firmly believe that we must not reduce our
commitment to children. Thanks for, your attention to the issues
r have raised. I look forward to hearing fro you.

Sincerely,

Paul David Wellatone
Uited States Senator

PDiSBA
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Chicago
Volunteer

Services
Foundation

qCW~g IL 60602.240
312.332.62

FAX: 311.33L1460

Wiwi: CASQ60.m

Testmony an Mtilwes 551

Un* State Sua

Who We Are. Founded In 1964, Chicago Volunteer Lega Services
Foundation is the nation's oldest and hargestp pbom progua which
provides direct legal services to Individual clients. Last year. our 1,859

voluteer-assstedby a staff of 6 lawyers and 5 p a alegils-prMvied
free assistance to 11,193 low-income are residents with "everyday'
legal problems. With a panel ref erral pr ogran and 26 free
neihoroo legal clinics, CVLS fields more legal ad attorneys than all
other Chicago-are progru ib mbne

Owr agency, idvkiua volunteers, and key staff have received an
impressive array of community and bar association awards. Detailed
information about our mission, membership and finances is set forth~ in
the enclosed Anmia eprt fully desariin our agency is enclosed with
this statement.

By choice, Chicago Volunteer Lega Services Foundation (CVLS) accepts
no funds from any government entity. Our dor we individuals, low
firms, foundations, corporations, and la firms. CVLS has no Ideology
or political agenda. As far as I know, this is only fth fourth time in our
history that we've comnw .nicated with a legislature Ths testimony
follows an invitation to elaborate upon my letter which ws published in
the Illinois State Bar Association Newsletter (copy attached).

CYLS A Chfwes 55!. CVLS Iaw ss in theory and in practice.
Our attorneys and paralegals have experience as effective client
representatives. In addition, we've had extensive contact with
thousands of SSI recipients, representing their families in divorce,
eviction, guardianship, and matters

Ssi A the State A Income "" trbtinThe Illinois Department of
Public Aid has been very aggressive in pesaing/ coercing its clients
for SSr. #ony proally ot-sccssu applicants were geussnely

56-595 99-6
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and seriously disabled. However, as time went by. many of us found an increasing
number of parents of children transferring from State (IDPA) to Federal (SSI)
welfare rolls openly or tacitly acknowledging that their offspring had no real
disability. This was particularly noticeable in the asthma and learning/behavior
disorder categories. Judging from our clientele, it was not unusual for an IDPA
caseworker to 'sign up* all the children in a family.

Wha made State officeholders happy also pleased activists who favored income
redistribution. As a University of Chicago study pointed out some years ago, it is
impossible for one to survive solely on one's IbPA grant. However, legislators
regarded raising rbPA grants as political suicide. 551, on the other hand, provided
a realistic subsistence income. As time went by, one heard more social workers and
lawyers admit that many of their recipients (again, concentrated in the above
categories) were not really seriously disabled but this was the only way to increase
their family incomes. This mentality is evident in some of today's advocate training
materials. One text instructs volunteers that even if a case appears to lack medical
merit, it should be pursued.

Impact on Parents and Their Communities. A fair number of the hundreds of
clients we've seen were puzzled by or annoyed by having their "normal' children
labeled as disordered. Other parents didn't care. They got more money and no -

'strings." There has never been any requirement that Sir awards must be used to
directly benefit the disabled child. This means that parents could, and many did,
use the extra money to fund their own lifestyles.

Over and over, clients have complained to us about neighbors using their children
grants to finance drugs, late-model cars, and boyfriends. Community residents are
embarrassed when homes subsidized by SSI: are found to have no food, no heat,
and no one over the age of 10 when rescuers arrive at 2 AM. Marginally-employed,
uninsured clients complain that that their tax dollars support a lifestyle their own
children do not enjoy. Parents of genuinely disabled children have come to resent
the fact that an increasing number of people equate '551' with 'fraud'. 551's
promiscuous coverage has had a corrosive effect on low-income communities. And,
somewhere along the line, the distinction between genuine ADDb and old-fashioned
BAl) has been lost.
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rn short, r truly believe that the majority of low-income persons recognize that
there have been serious abuses in the 551 program. They will support reform that
is fairly devised and implemented.

The "Crisis". The media predicted dire consequences of reform before any
consequences were evident. Well-funded "projects" sprang up to redress OwrongsM
before they were identified.

It is wise to prepare for f uture exigencies. Who can fault bar groups for trying to
head off th~e crisis that 'experts' assured them would occur? However, it's always
hard to admit that a need has been overstated or that a remedy has been
overblown. And it's tempting to explore how a "project' can become even bigger
and more important.

Our Own Experience. Since we knew that many Ilinois ssI recipients in certain
categories had no legitimate claim, we expected mawy to be properly disqualified.
We expressed our concerns to a number of projects in their infancy. Pro bono
programs are killed by recruitment drives that produce eager lawyers who will get
no cases-or no good cases. And that, at least in Chicago, is exactly what is
happening now.

Our advice andf concerns have not been well received. What we once thought
would be a medical issue affecting individual children has become a collection of
political issues with a dash of empire-building.

Sometimes we see good cases. More often we get junk. The woman who's been
receiving benefits for a grandson for the past 5 years. She hasn't seen him for 3
years. The man who wants us to appeal termination of benefits for his 5 children
but has no idea why they're getting SSI. How are their disorders being treated?
They aret. "Theres nothing wrong with them.0 The mother whose *Proof" of her
daughter's learning disability is a teacher's report that although this 7 year-old
reads at age level, "her attention sometimes wanders.*

We keep hearing that someday there will be a huge f lood of cases. However, a
recent provider meeting in Chicago was indefinitely postponed because there has
hardly been a trickle. Perhaps the parents who don't appeal know more than their
would-be advocates do.



140

There Are Good Cane Out Ther. Yes, some genuinely disabled children are
being disqualified. These vulnerable children need strong Advocates. The quality of
determinations in Chicago improved once school was in session and records were
more accessible. The government finally did get around to issuing a notification
that identified providers of free legal representation.

However, it is unfair to say that reform, major reform, was not needed. rt is
unfair to use children to turn SSI into a political football. Neither part has a
corner on virtue. Bureaucrats and advocates both tend to excess. We urge you to
try your best to eliminate rhetoric and politics from your considerations.

Thank you.

Executive D~irector
Chicago Volunteer Legal Services Foundation
100 North LaSalle Street
Suite 900 chicago, IL 60602.2405
P: 312.332.6434
F: 312.332.1460
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DECEMBER 1, 1997AISBA BAR NEWVS

CVLS disgusted
with SSI cases
that lack merit

We're proud of the Illinois Statet Bar
Association's leadership in'recruitg pro.
bono attorneys to contest termination of
kids' SSI disability benefits.

This was a speedy and proactive
response to an apparent national crisis.
That ISBA has responded so generously
is a tribute to the great good will of its
members. However fair warning: All
tSBA volunteers may not get cases.'

Due to years of excperience with 551,
the Chicago Volunteer Legal Services
Foundation asked to be given case in
categories most likely to make sense.
Even so, less than 50 percent of the S51
cases we receive to place with volunteers
hive an arguable mrit.fl

*Disgusted" is a mild word for how
we feel about the fraud, greed and
neglect some of these ease reveal.

We're told that Illinois has a dispro-
portionate number of terminations. That
makes sense when one considers that
most of' these payees were essentially
coerced by the Illinois Department of
Public Aid to qualify children .(and
adults) for federal 581 benefits, thus
removing them from IDPA rolls.

Faced with a threat of losing legiti-
mate state aid unless you applied for the
much luger federal grant, what would
you do?

And isn't it true chat study after'td
shows it would be a lot more honest for
states to raise a their welfare grants; to .
the level of S51 payments because no
one can subsist on the lower payments?

Depressing and - disillusion ing?
Maybe. But it's also a relief to see how
many of these disqualirions are total-
ly correct. And thanks to ISBA. children
who are acmually disabled will have
lawyers

With welfa 're reform upon us, we hope
the bar will enter into an ongoing dia-
logue with the Illinois Department of
Human Services to assure that dhe sa-te
does its best by all our impoverished
youth.

So if you don't get an SSI case, don't,
walk away from children. Your local pro
bone program should have no problem
finding another type of case where you
can make a big difference in a little kid's

lf..KLeWitte, Executive DiseetorA

Foundation.
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I=Z CHAIN REAC77ON
AGENTI OF CHANUE
1416 - .Avinpsm So"

SA* WA fflO
(2f3-3Mi (VOAMPAS) Idm cane

CHA4GE AGENTRY - E~(PO*ZW~ ENULGHTEAWMNT

Steatr CA4WffeHering
551 and Needy Maid and Dhwbled C7.idrn

Jul 7, im .G pim

TESTIMWONr

A& name is Katie LDohu. I liv in Seatkl Washington where I dirct thi
national organization of all volunteer citien advecatue who serve in beAlf of
children and adlt with develop Wana dimobillie. I am the Iwinr direto of
the Washington Stat hoteo * Advocacy Agency (1972 -1916)v commonly
cale The 7)oubleahoptems I Ave seve on the Natioal Dvhlopel

I~sbiitesAdvisay Cbuncil a coneWdin to both the Cogreidomul Bpiepy
Com~mio, and the Region X Social Secwity Administio, -andeam.aafounder

of the Washington Stat CAte of the Aut. Society of Arserice
In 1972, two years before SSI uarM4 regionalfederal offiial game me a

3 yearfederal vra# of $13X000 annually, to helpw bring familes Of children and
adts with disabiltis ON to eA* bereft. in prrparation for being grendfathered

on to 55! in 1974. We, sus et adjW SSU on disabilt family imues.
We found feauihe often so ptetiw of their children wit diabMlites, as

to be unable to verify the severity of the chid's functioal handica. We had to
hold "disabilty parties*, where we made the parent stay in the kithen firing
Poduck luncheon,, whil Social Securfty COffci" filled ow'i ippltox forms In
order to makeke' the chil eligibl. Many of the children had severe disabiitie,
but their parent. refused to admit itl And we found that families of children
with mil disabilites would fight to the deah to deny their chi's handicap!

Thje cardinal isle we taught afl of our advocates:

NsEVR LET A GA4MPAdM~ APPLYV FOR SSI FOR A CILD WrM7 A

Guandperens ahmpy believe thei grad chiM Is perfect!
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1 know our families, and when in the 14st years, I began seeing identical
news account in newspapers and tgahkadjt, stating parents were 'coaching'I
their children to ptedto be disabled in order to get 'dumb checks", I knwew
that was not true. No parents ever coached their child to be retarded.-

0Poor families are already receiving public assistance checks from
the stae welfare program. Not one poor family with a child who has a disabilty
knows how much more money they would get if their child receives SSI VS the
state welfare money. Most don'It even know what SSI is! Only when their
casewkers teil them to tign up their child for SSI, do they even try for it.

* SS4 contractd doctors establish a child's medical eligibility,
using current examination,, as well as, medical and educational records of
history. Parents "teaching - their child to "pretend" to be retrded, would have
nothing to do with thew final establishment of medical eligibility.

0 A major concern, and the mqst cruel, is the denial of babies with
birth defects diagnosed upon birth. Since the late 70's, SSA, has been ting to
say that there is no such thing as a "disabled" baby, because no baby can care
for itself, feed itself, support itself; SSA used the criteria for adult to establish
eligibility. Parents or agemis certainly are not training babies to "pretend " to be
disabled. Case after case against SSA has been won in courts throughout the
country over these policies of exclusion of babies and children. Yet, SSA
continues to make more restrictive rules and regs of eligibility, making up lies o
cheatin to .utj their ownM cruel Woliies

' Earlier in 1995, a report of an intensive stud found not one case
where a family had coached its child to "pretend" to be diabled. The totay
manufactured data supporting this charge against poor families came out of the
SSA and has been innocently accepted by some Congress members.

*Recentl some states in antic;ation of "welfare roJbniu". have
applied en masse for SSI for their children with unmeasurable, but mild meental
retardation and learning disabilities. Many have been receiving SS1 and now are
being threatened with expulsion from the roll,. Thi is an argument IeWeen the
staes and 55A and should be sealed at the federal level without the propaganda
used by SSA to itigmate receiving SSL. These -Children need support, because
their mild d4-abjl-Ules conadiue lifelong &W&Mcps if not treatd early.
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'Vince the '70%s there has been a plan that the fes mwA slowly but
surely, take over public assistance to children and adultsih disabiliie on the
100% federally funded SSI program.. Then the Mtates would pick u~p all of the
people who were poor and their CiS~drn on Aid to Familis with Dependent
Children (AFDC), and General Assistance Unamployable, (GAU), presentl S0-
50 swae/federal funds, but slatd to be an all-stat funded/regulated program.

Cities and mullaiishave a large Mtake in these federalMate
agreements on SSL 551 Is the fastest form of "revenue sharing" ever invented
by government. Harvard University social scientist Charles Morris pointed this
out with his comment tha "on the first of every month that 100%. federally
backed SSI check goes fast into, the local economy '. Somehow the recipients
never receive a thank you, nor even an acknowledgement for wha they bring to
their city and stae. Instead they are maligned by the SSA, demeaned and even
criminalized, f&r receiving thewr eligible benefits.

Thi mlsinfonnation and propaganda sent out by our formerly mass
revered, respected and most efficient Social Security Administration, has become
the shame of America. To disallow benefits and therefore Medicaid to littl
babies and children with genetic disabilities, suffering lnesses and uies, is
shocking and may not be tolerated.

Citizens of the United States the most generous and conpasionate
people in the world, do not want their county's policies to hurt children with
disabilities, nor their families. Therefore, SSA has had to resort to the practice
of misinformation, and propaganda against needy families who Ave children
with disabilities. It is not a pandisn issue, because it has gone on through a
variety of admirnstratlons. However, it has now culminated in so vicious an
attack against the most vulnerable of our society, it borders on genocide.

Post Testimony: wmudhave dropped everything to come to Washington, D.C.
at my own expense in order to tify. Unfortunatly, the dat and time of the
hearing (July 7th at 2.00 pm.), i*w= unavailable from my Congressional
delegation until 9:00 am. on July 6thk though I had requested the information
on June 261h after reading of the Chaffee hearing in the newspaper.
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Mr. Chairman and Members of the Subcommittee:

I am pleased to provide this statement for the record in which we discuss the Social
Security Administration's (SSA) Implementation of the new eligibility criteria for
childhood disability benefits under the Supplemental Security Income (SSl) program.
In 1997, almost 900,000 children younger Uma 18 received about $6 billion in 83!
benefits. The Personal Responsibility and Work Opportunity Reconciliation Act of
1996 (P.L 104-193), commonly referred to as welfare reform, made eligibility for
childhood SS1 benefits more restrictive.' In February 1997, the Sodial Security
Administration (SSA) published regulations to implement the new definition of
disability for the 531 children's program set forth in the welfare reform law. Under
the more restrictive standard, a child's impairment generally must result in marked
limitations in two areas of functioning or an extreme limitation in one area.
Previously, a child could be found eligible if his or her impairment resulted in one
marked and one moderate limitation or three moderate limitations.

In September 1997, we reported that SSA's regulations establishing a new severity
standard are coi~stent with the law and are well supported.' Since then, we have
been monitoring SSA's adjudication of cases under the new regulations for 288,000
children whose eligibility was subject to review against the new standard as well as
for about 370,000 new applicants. In May 1998, we reported to the Chairman of the
Subcommittee on Human Resources, House Ways and Means Committee, our early
findings regarding SSA's Implementation of the new standard.3 This statement
summarizes and update the report's findings. (See the list of related products on
children receiving SSI disability benefits at the end of this statement.)

In summary, SSA has made considerable progress in implementing the welfare reform
changes in eligibility for 33! children. It has taken important steps to safeguard
fairness by Identifying children whose benefits may have been terminated
inappropriately and establishing remedial action to rereview their cases. However,
because SSA's medical listings reflect multiple levels of severity, SSA also needs to
expedite updating and modifying its medical listings to ensure that all children are

'Sec. 232 of P.L 104-193 mandates that we report to the Congress by January 1, 1999,
on (1) the effect of the legislative changes on the SSI program and (2) the extra
expenses incurred by families of children receiving SSI who are not covered by other
public programs. This statement Is based on our work to date under the AMs
mandated study.

'SuRplemental Security Income: Review[ of SSA RegUlaton Governing Children's
Eligibility for the Pro&r= (GAO/HEHS-97-220R, Sept. 16, 1997).

'simnemental Security Income: SSA Needs allniform Standwrd for Assessin
Chilhoo Umblft(GA(YHEHS-98-123, May 6, 1998).

GAO/T-I{EHS-98-206 SSI Childhood Eliibility Standard
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assessed against a uniform severity standard. The need to revise the listings is a long-
standing problem that we reported 3 years ago. Moreover, SSA needs to take
concerted action to follow through on its plan for monitoring and continually
improving the quality of decisions regarding children. Consistent with our legislative
mandate, we will continue to focus our work on SSA's efforts to provide reasonable
assurance that It can administer the program consistently and improve the accuracy of
childhood disability decisions.

BACKGROUD

The Congress made the eligibility criteria for children to receive 581 more restrictive
in order to help ensure that only needy children with severe disabilitlesare eligible for
benefits. From the end of 1989 through 1996, the number of children younger than 18
receiving SSI had more than tripled, from 265,000 to 955,000. This growth occurred
after SSA Initiated outreach efforts and Issued two sets of regulations that made the
eligibility criteria for children less restrictive, particularly for children with mental
impairments.'

One regulatory change, issued in December 1990, revised and expanded SSA's medical
listings for childhood mental impairments by adding such impairments as attention
deficit hyperactivity disorder and incorporating functional criteria into the stings.
Examples of such functional criteria include standards for assessing a child's social
skills; cognition and communication skills; and the ability to concentrate, keep pace,
and persist at tasks at hand. The medical listings are regulations containing examples
of medical conditions, Including both physical and mental impairments, that are so
severe that disability can be presumed for anyone who is not performing substantial
gainfu activity and who has an impairment that 'meets" the criteria-medical sin and
symptoms and laboratory findings-of the listing. Since the listings cannot include
every possible impairment or combination of impairments a person can have, SSAs
rules also provide that an impairment or combination of impairments can 'equal' or be
"equivalent to' the severity of a listing. There are separate listings for adults and
children. The childhood listings are used first in evaluating childhood claims. If the
child's impairment does not meet or equal the severity of a childhood listing, the adult
listings are considered.

The second regulatory change, Issued in February 1991 in response to the Suiym
Zebley Supreme Court decision, added two new bases for finding children eligible for
benefits, both of which required an assessment of a child's ability to function:
functional equivalence, which was set at 'listing level' severity, and an individualized
functional assessment (IFA), which was set at a lower threshold of severity.

4Social SecUntin Raznid Rise in Children on SSI Disabilty Rolls Follows New

B~guiU~na(GAO/HEHS-94-225, Sept. 9, 1994).

2 GAO/T-IIEHS-98-206 SSI Childhood Eligibility Standard
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Functional equivalence is based on the principle that it is the functional limitations
resulting from an impairment that make the child disabled, regardless of the particular
medical cause. It was added as a basis for eligibility in response to the Supreme
Court's determination in the Zere case that SSA's medical llLtlng of impairments-
which had been the only basis for c!I0bility-was incomplete. Under functional
equivalence, a child could be fo'uid eligible for benefits if the child's impairment
limited his or her functional ability t3 the same degree as described in a listed
Impairment Functional equivalence is particularly appropriate for messing children
with combinations of physical and mental impairments.

The IFA allowed children whose Impairments were less severe than listing level to be
found eligible if their impairments were severe enough to substantially limit their
ability to act and behave in age-appropriate ways. A child was generally found eligible
under the IFA if his or her impairment resulted in moderate functional limitations in
thr-ee areas of functioning or a marked limitation in one area and a moderate
limitation In another area '

In 1995, we reported that the subjectivity of the EWA called into question SSA's ability
to ensure reasonable consistency in administering the S5! program, particularly for
children with behavioral and leiuring disorders. We suggested that the-Congress
consider eliminating the WFA gnd directing SSA to revise Its medical listings.

PLIGIBILMHM FX)R SSI BENFJ;=

Several welfare reform prov~clons enacted in August 1996 made the eligibility criteria
for disabled children more restrictve: (1) childhood disability was redefined from an
impairment comparable to one that would prevent an adult from workdng to an
impairment that resulta in 'marked and severe functional limitations,' (2) the WFA was
eliminated as a basis for determining eligibility for children, and (3) maladaptive
behavior was removed from consideration when assessing a child's personal or
behavioral functioning. Thus, such behavior would be considered only once-in the
assessment of tha child's social functioning-when determining whether the child had

'Under the WFA, areas of functioning were assessed on the basis of children's ages.
Social communication, cognition, and motor skills were messed for children of all
ages. Responsiveness to stimuli was assessed in children under age 1; personal, and
behavioral skills were asessed for children aged 1 and older, the ablty to
concentrate, persist at tasks at hand, and keep pace was assessed for children aged 3
and older.

'Social SecuzltvE New Functional Assessments for Children Ras Elgblty Ouetions
(GAO/HEHS-95M6, Mar. 10, 1469.)

3 GA(Yr-HEHS-W8206 SSI Childhood Eligibility Standard
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a mental impairment severe enough to meet or equal the medical listings. The law
also required SSA to redetermine the eligiblity of children on the rolls who might not
meet the new eligibility criteria because they received benefits on the basis of the IFA
or maladaptive behavior.

Fewer Children Are Affected by the Law
Th1n Was Earlier Estimated

Earlier legislative proposals under consideration in 1995 might have removed from the
rolls as few as 45,000 to as many as 190,000 children, according to Congressional
Budget Office (CBO) estimates. After the welfare reform legislation was enacted in
August 1996 but before SSA issued its regulatons, CBO estimated that about 170,000
children on the rolls would no longer be eligible for benefits. After SSA issued its
regulations in February 1997, OBO and SSA estimates of children who would be
removed from the rolls were very dlose-131,000 and 135,000, respectively.

SSA identified 288,000 children as potentially affected by the changes in the eligibility
criteria because they had been awarded benefits on the basis of the IWA or
mahlaptive behavior. Through February 28, 1998, SSA reviewed the eligibility of
272,232 of the 288,000 children. Of, these, 139,693 (51.3 percent) were found eligible to
continue to receive benefits and 132,539 (48.7 percent) were found ineligible. Because
the number of children deemed ineligible does not yet reflect the results of all appeals,
we do not yet know the final outcome on all these cases. Children initially deemed by
a disability determination service to be ineligible have 60 days to request
reconsideration of their case. If they continue to receive an unfavorable result, they
can appeal to an SSA administrative law judge and, finally, to federal court.
Recipients can elect to continue receiving benefit payments during the appeal process.
Factoring in appeals and experience in conducting redeterminations so far, SSA now
estimates that 100,000 children will be removed from the rolls as a result of the
redeterminations.

SSA's Review Identified InMiementAtion
Problems and Initiated Corrective Actions

In December 1997, SSA issued a report on its *top-to-bottom' review of the
implementation of the new regulations to address concerns tha children may have
had their benefits terminated unfairly.' SSA found problems with the adjudication of
claims for which mental retardation was the primary impairment as well as potential
procedural weaknesses relating to notification of appeal rights and termination of

'For more Information, see SSA, Social Securitv Review of SSA's Im~lementation or
t New SSI Childhood Disability Legjilation (Baltimore, Md.: 1997).

4 GAOiI'-HEHS.98.206 SSI Childhood Migcibility Stantdard
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benefits for failure to cooperate with SSA requests for information needed to
redetermidne eligibility.

To remedy these problems, SSA decided to rereview all children whose benefits were
terminated or denied on the basis of mental retardation. SSA conducted training in
March 199 to claif how these claim should be adjudicated. Also, all cases
ttminated because families did not cooperate with SSA in processing the claim, such
as by fa"ing to provide requested medical Information or to take the child for a
consultative examination, wil be rereviewed. SSA found that in two-thrds of thee
teminations, all the required contacts had not been made or had not been
documented in the Mie. Finally, familes -of children whose benefits were terminated
but did not appeal are being given an additional 60-day period in which to appeal their
termiations. Notices of this right as wel as the right to continue to receive benefits
while the appeal is pending were sent out in February 1998.

REGLAQ7NSLWNEATYSEVER =Y
AT TWO MARKED OR ONE EXTREME LIITION

To implement the new law, SSA issued interim fina regulations establishing a new
severity standard in February 1997, which we found to be content with the law.6
The regulations define an impairment that results In 'marked and severe functional
limitations" as one tha meets or medically or functionally equals one of SSA's medical
listings.' For a child to be determined eligible for benefits under this new and stricter
standard of severity, the child's impairment must generally result in marked unctional
limitations in two areas of functioning or an extreme limitation in one area. SSA also
eliminated the IFA and removed the duplicate consideration of maladaptive behavior
from the mental disorders listings.

In developing its regulations, SSA concluded that the Congress meant to establish a
stricter standard of severity tha "one marked, one moderate" limitation, for several
reasons. The Congress eliminated the "comparable severity" standard of disability and

$in light of the congressional mandate to issue regulations needed to carry out the new
statutory provisions as expeditiously as possible, SSA determined that there was good
cause to waive the notice of proposed rulemaking procedures. Instead, in accordance
with the Administrative Procedure Act, SSA issued interim final regulations with a
request for public comments. SSA stated that it would issue revised rules if necessary.

'Previously, the IFA afforded children whose impairments were not severe enough to
meet or equal SSA's listings an additional basis on which to qualif for benefit. The
IFA, which was set at a lower severity standard tha the listings, was analogous to the
test of residual functional capacity for adults whose impairments are not of listing
level severity. Now, unlike adults, children can quaif only under the Ulings.

5 GAO/r-HEHS-98-206 SSI Childhood Eligibility Standard
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the IFA, which was created for evaluating impairments less severe than those In, the
medical listings. A 'one marked, one moderate' standard of severity would have
retained one of the standards under which children were found eligible under the EFA,
which SSA stated would violate the law. FInally, SSA interpreted the conference
report to mean that the Congress intended the listings to be the last step in the
disability determination process for children.

Some Children With Less Severe DsabILItie
Still Receive Benefita

Although SSA articulated the 'two marked or one extreme' severity standard In its
regulations, it did not modify its existing listings to specifically incorporate functional
criteria that would reflect both the new definition of childhood disability and advances
In medicine and science. For example, because of advances in treatment, some
impairments no longer have as severe an effect on a child's ability to function as they
once did. As a result, some listings are set below the 'two marked or one extreme
threshold of severity, and cases are being adjudicated at this less severe level as well
as at the 'two marked or one extreme* severity level.

SSA has identified 28 listings that are most likely to enable children whose
impairments result in fewer tha two marked functional limitations or one extreme
functional limitation to be awarded benefits. Twenty-one of the 28 listings have not
been revised since March 1977. Our review shows that such less severe listings can
serve as the basis for awards even though SSA rejected the 'one marked, one
moderate' level of severity in interpreting the markedd and severe' functional
[imitations required by the welfare reform law. Children who meet or medically equal
these less severe listings quality for benefits under the regulations. At the same time,
SSA told us that the regulations prohibit the less severe listings from being used to
determine functional equivalence. In March 1997, SSA stated that it planned to issue
a Social Security ruling to clarif that only listings at the 'two marked or one extreme'
level were to be used in determining functional equivalence, but SSA has not yet
Issued such a ruling. In the absence of such clarification, some adjudicators may be
using less severe listings in maldng functional equivalence determination& Reviewers
in SSA's Office of Program and Integrity Reviews have told us, however, that they
would consider this an error.

SSA has not identified how many children may have been awarded benefits on the
basis of these less severe Lsting& SSA told us that unreliable coding of the listings
used to determine eligibility makes it diffcult to quantify the extent of ths problem.
We do know, however, that some of the listings below the 'two marked or one
extreme' threshold are for prevalent impairments, including two of six listing for the
most common Impairment-mental retardation-and three listiLngs for cerebral palsy,
one for epilepsy, and one for asthma. Other listings below the 'two marked or one
extreme' threshold Include one listing for juvenile rheumatoid arthritis, one for

GAOTi?-HEHS-98-206 SSI Childhood Eligbility Standard
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juvenile diabetes, and two for diabetes insipidus. As of June 1998, SSA had rnot
established a schedule for updating and modifying Its listings.

&9A IS TAXING, STEPS TO IMPROVE THE
QUALITY OF DECISIONS ON CHIDRE

SSA's quality assurance statistics on childhood cases show uneven accuracy rates
across the states. Although nationally the accuracy rate for decisions on new
childhood cases and redeterminations exceeds SSA'B standard of 90.6 percent, many
states fall below the standard. Specifically, for decisions made on new childhood
cases from June 1997 through February 1998, 5 states fell below the 90.6-percent
accuracy standard for awards, and 9 states fell below the standard for denials. For
redetermlnations, 10 states fell below the standard for continuances, and 10 state fell
below the standard for cessations. Most of the errors have been in the
documentation; that is, there was some deficiency in the evidence that formed the
basis for the determination. In these cases, proper documentation of the case could
substantiate or reverse the decision.

Given the significant changes in adjudicating cases on the basis of the new
regulations, these statistics are not surprising. Moreover, childhood cases historically
have been among the more difficult cases to adjudicate. We would expect SSA to be
monitoring the decisions; identiyig areas of difficulty for adjudicators; and providing
additional clarification, guidance, and training to improve the accuracy of decisions.
In fact, this is exactly what SSA has-been doing, although Its training schedule was
delayed slightly.

Further, on February 18, 1998, SSA Issued a memorandum detailing a new quality
review plan for childhood disability cases to ensure correct and consistent application
of the new regulations. The plan includes special initiatives to ensure the quality of
cases readjudicated. in response to the top-to-bottom review, as well as initiatives to
improve SSA's ongoing quality assurance reviews on childhood cases. For the first
time, SSA will be drawing separate samples of new childhood claims and continuing
disability reviews. This should allow SSA to provide more timely feedback and policy
clarifications on the problems unique to adjudication of childhood claims. SSA also
will be measuring the performance of its quality reviewers to ensure that they are
accurately and -consistently identifying errors. Under this effort, SSA plans to increase
its sample of reviewed cases from 1,600 to 6,000 annually.

CONCLUSION

SSA has made substantial progress in Implementing the new childhood definition of
disability through Its rapid redetermination of most of these case, its action to ensure
that the redetermdiation process is fair, and its ongoing review of the implementation
of the new regulations. However, we remain concerned about how accurately and

GAOII-HEHS-9-206 SSI Childhood Eligibility Standlard
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consistently the disability determination process is working for children. Specifically,
because some of SSAs listings of impairments require less than Rtwo marked or one
extreme' limitation to qualify for benefits, SSA adjudicators are not assessing all
children against a uniform severity standard. This is because SSA has neither updated
its listings to reflect advances in medicine and science nor modified them to reflect a
single standard of severity, despite its authority to do so. Moreover, we noted the
need to revise the listings 3 years ago. SSA also needs to continue its efforts to
improve decisionmakdng for childhood cases to better ensure that adjudicators apply
the new eligibility criteria accurately and consistently.

In view of the fact that many of SSA's medical listings for children are outdated and
allow eligibility to be based upon multiple standards of severity, our May 1998 report
recommended that the Commissioner act immediately to update and modify its
medical listings to incorporate advances in medicine and science and to reflect a
uniform standard of severity. In its comments on our report, SSA officials agreed that
SSA should periodically update its listings and stated that it is developing a schedule
to accomplish this. The agency stated that it must consult with medical experts to
ensure that the listings reflect state-of-the-art medical practice and estimates that it
will take several years to complete the revision. However, the agency did not address
the need for the listings to reflect a uniform severity standard.

We will continue to monitor SSA's implementation of the new eligibility criteria,
including the agency's actions to update its medical listings for children, as part of our
mandate to report to the Congress by 1999 on the impact of the changes to the SSI
program enacted by welfare reform. As part of that effort, we are monitoring what
SSA is doing to ensure the accuracy and consistency of childhood disability decisions
made under the new eligibility criteria.

Please contact me on (202) 512-7215 if you have questions about the information
-presented in this statement.

GAOII'-HEHS-98-206 SSI Childhood Eligbilt Standard
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The Judge David L. Bazelon Center for Mental Health Law, a legal advocac organization
representing people with mental disabilities, submits this statement for the record about the
children's SSI program. We commend the Social Security and Family Policy Subcommittee for
holding thm hearing to review the status of the implementation of the interim final regulatons for
the children's Supplemental Security Income (SSI) program. The publication of these regulations
in February 1997 has hid a significant impact on the program.

The Bazelon Center has a long history of advocating on behalf of children with mental and
emotional disabilities who are eligible for SSI. The Center worked with the Social Security
Administration (SSA) to revise and improve the childhood mental impairment regulations that
were issued in 1990 and participated in the agency's effort to develop new children's rules after
the U.S. Supreme Court Zebley decision. Most recently, the Center worked to ensure that the
program continue to provide cash assistance to families who want to raise their children with
significant disabilities at home.

We submit this testimony to address three major areas of concern: the interim final
regulations; decreased program applications; and proposals to change SSI disability rules.

I. l nterim Final Regulations

We believe that the interim final regulations for the children's SS1 program establish an
eligibility standard that is more severe than that required by the Personal Responsibility and Work
Opportunity Reconciliation Act of 1996 (P.L. 104-193). We believe that the new statutory
definition of childhood disability gives SSA the flexibility to establish a standard that will protect
more children, especially those who have behavioral and emotional disabilities.

The very high standard of disability in the regulations requires marked limitations in two
areas and will limit eligibility among children who have severe disabilities - many of them with
mental impairments - causing great hardship to them and their families. We understand that the
childhood SSI amendments were enacted, in part, because of concerns about alleged fr-aud among
a small group of beneficiaries. However, we believe that raising the eligibility standard goe far
beyond the goal of ending program abuse and causes families and children with legitimate needs
for assistance to be denied benefits. We have urged the agency to leave the door open to adjust
the regulations as needed to meet changing knowledge about childhood disability.

The new statutory language requires that a child have impairments resulting in "marked
and severe flinctional limtations"- the first tim that the Social Security statute recognizes the
importance of functional assessments for children. However, despite strong legislative history to
the contrary, SSA adopted a very high standard of chiildhood disability which has already resulted
in denia of benefits to over 100,000 children % th severe disabilities and their families. The
impact of these changes punishes children and their families, and we believe, ignores the
seriousness of their physical and mental limitations.



157

Senators Dole (R-KS), Chafe. (R-RI) and Conrad (D-ND) discussed the legislative intent
of the 1996 amndments in a colloquy on the Senate floor during debate on the Senate bill. Later,
prior to publication of the new childhood regulations, Senators Chafe., Conrad, Daschle (D-SD),
Cohen (R-ME), Moseley-Braun (fl-IL) and Harkin expressed concern about the new standard in
letters to President Clinton. Last month, a group of Senators expressed concern to Commissioner
Apfel about S SA's strict interpretation of the new definition because "..some of us firmly believe
that the 1996 statutory changes in the children's 551 program do not require a "two-marked"
standard..." (6/24/98 letter from Senators Conrad, Chafe., Jeffords (R-VT), fleWine (R-OH),
Rockefeller (fl-WV), Kennedy (fl-MA), Dodd (fl-CT), Lautenberg (fl-NJ), Moynihan (fl-NY),
Kerrey (D-NE), Baucus (fl-NT), Harkin, Weistone (P-MN), Breaux (fl-LA) and Daschle.

We concur with these Senators that SSA has room to develop a new approach to
functional assessment and authority to tighten the eligibility criteria without causing denia of
benefits to children with severe mental impairments. The new definition did not require SSA to
establish a "listings level" standard for the childhood disability program Since the critical
statutory language was the result of intensive Senate negotiations and the conference committee
had reJected the House "listings" approach, the interpretations in the Senate should cary weight.
There is clearly flexibility within the statutory definition for agency interpretation and there are
other possible interpretations of the conference report language upon which SSA so heavily relies.
We believe that the Senators' interpretations of Senate action allows the acceptability of a
standard which would include children who have one marked and one moderate impairment.

UI. Children's SSI Enrollment and Applications

SSA was required by law to review certain children's cases under the interim final
regulations to determine if they still qualify for benefits under the new eligibility standard. SSA
data from May 30, 1998 shows that 245,349 of the redeterminations are completed or almost
93% of the 264,342 mandated case reviews. Among these reviews, 147,575 children have lost
benefits while 97,774 continue to qualify - this represents a 60. 1% termination rate and a 39.9%/
allowance rate. We are especially concerned about the impact of the new standard because
children with mental disorders or mental retardation represent 82% of those who have lost
benefits (121,440 children).

We are also concerned that at the first stage of the appeal process (known as
reconsideration), there is a 4 1% revesal. rate of cases that were denied after the redetermination
under the new standard. istorically, the reverse rate at this stage of the appeals process is only
about 10-15%, Given the high rate of reversal, we believe there is cause for concern about how
the interim flnil regulations are being applied by the state disabilt adjudicators.

A second group required to have redetermmnations as a result of the program changes are
youn people turning 18 years old. As of May 30, 1998 there were 61,402 young people in this
age category whose eligibility was reviewed and over half no longer qualify for benefits - the
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cesstion rate for this group is 567% (34,803 individuals). In this age category, among those
losing benefit almost 73% have mental impairments (25,403 individuals). At the firs stage of the
appeal process, there is a 34.5% reversal rate of case that were initially denied.

The top-to-bottom review of the children's SSI program requested by SSA Commissioner
Apfel indicated that there were concerns about how families were notified about their appeal
rights and told about their right to request benefits pending appeal of the benefit termination.
Consequently, new notices were sent in February 1998 to 78,000 children giving them a second
opportunity to appeal their benefit termination or to request benefits pending appeal. Families
had 60 days to make these requests and SSA reports that appeals were fled in 70.5% (102,45 1)
of the 145,408 case where children were given the second chance to appeal and benefit
continuation was requested in 67.3% of these cases (68,968 of 102,45 1).

Although there has been far more attention paid to the redeterminations, there is reason to
be equally concerned about the allowance rate among new childhood claims. For the time period
begining in August 1996, the national allowance rate is only 34% which is significantly lower
than it was when the standard was only based upon medical evidence. In 1989, prior to the
Zebley decision, the allowance rate was 42.8%/when the eligibility standard was more restrictive
than the standard now used. Equally alarming is the declining number of initial determinations: in
FY 1996 there were about 459,000 initial decisions and in FY 1997, it had dropped to 356,000.
We believe that the number of initial decisions is dropping so significantly because far fewer
families are applying for benefits which, if their children meet the strict eligibility criteria, remain a
legal entitlement. We fear that as in the pre-Zebley days, families are not applying because they
believe that so few children will qualify for benefits.

M1. Proposed Changes in SSI Disability Program

We recognize that there are still concerns about possible fraud and abuse in federal
disability programs. However, we urge caution before any fiuther statutory or regulatory changes
are made. Before making father significant changes, there must be clear evidence that fr-aud is, in
fact, evident or that the program is subject to abuse. The SSI program serves a large number of
adults and children and has complex rules and regulations to guide disability adjudicators who
must make extremely diffcult decisions about who my qualify for benefits. Errors do occur;
many of them caused by SSA itsel& which is slow to enter new information into its computer
systems.

We are deeply troubled by new proposals circulating on the House side that would amend
the SSI program further. We are especially concerned &bout proposals that would (1) require all
disability determinations to be based only on medical evidence, (2) give greater weight to
consultative examiners. (3) to reduce benefits for individuals living in the same household, and (4)
adjust the listings to require proof of two marked limitations for each qualifying condition.

We oppose the proposal to limit the evidence used to determine disability to only medical
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evidence because it wouid have a disproportionate impact on adults ard children who have mental
and emotional impairments. Making a determination about who qualifies for benefits should be
based on the most comprehensive evidence possible to ensure that accurate decisions are made.
Medical evidence alone is insuficient for an accurate decision.

Evidence of individual functioning is a key component of disability assesment for both
adults and children with mental impairments because the medical evidence is not generally
decisive or even the most important. Functional evidence, collected from various sources, is
critical to making accurate decisions about who qualifies for disability benefits. Congress itself
has repeatedly recognized this fact, most recently when it changed the definition of childhood
disability to include individuals who have "a medically determinable physical or mental
impairment, which results in marked and severe flmactional limitations." (42 U.s.c.
1382(aX3XCXi) as amended by Pub. L. No. 104-193, S.211I(a)).

We also strongly oppose any change to give greater weight to the evidence obtained from
consultative examinations. A recent report from SSA's Office of Inspector General highlighted
several problems with the consultative examination process and called it a primary area of
*vulnerability in the SS1 disability review process." A consultative examiner may see the
individual for as little as half an hour or even a few minutes while a treating physician may
have documented the individual's medical history and disability for years.

Proposals designed to reduce benefits for individuals on SSI who live with another person
are extremely cruel. Such proposals may include children or adults in group homes or adults
living together to conserve resources and improve their quality of life as they survive on what is a
lessthan-poverty level benefit. It is ironic that such a proposal should surface in the same year
that a new tax break for higher income Americans is proposed to eliminate the marnace
penalty. In 55!, on the other hand, the House is considering extending the marriage penalty to
anyone who shares an apartment or other living arrangement with another person.

The proposal to adjust medical listings to require evidence of "two marked" limitations for
each of the listings would be a harsh ratcheting up of the standard for both children and adults
with certain impairments, including mental retardation. As stated above, we agree with the
Senators who have stated that the 1996 amendments did not establish a standard that requires
proof of two marked limitations for children and we do not believe this approach should be
adopted now.

The Bazelon Center appreciates the opportunity to submit this statement for the record
and commends the Subcommittee for taking a father, careful look at the operation of the 551
program for childen.
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Chairman Chafes and members of the Subcommnittee, thank you for providing NADE this
opportunity to present testimony The problems being addressed at this hearing are important to
our members. The solutions will have a sipificant impact on out countrys future.

NADE is a professional association whose membership includes disabilt examiner,
physicians, support staff and aIrn2sto matmu l aoployed in the awe Disability
Determiznton Servic (DDS) agencies The DDSs have responsibility for adjudicating Social
Security and SuppFlemental Security income (551) disablty claim Our monbership also,
includes physicians, psycogit and other professionals not in the DDSs (including federal
employees) who work with and are intersed in the disability program. We believe the diversity
of our memberhi and our expeiene in working directly with the disability program -and with
the applicant: -povides us with a unique understanding of this program. It is our members who
are responsible for malcing the system work efficiently and effectively, serving both the claimantI
beneficiary and the taxpying; public.

On several occasions, in previous testimonies and in correspondence with the Social Security
Administration, NADE has expressed concern that the 551 program for children with disabilities
may not necessarily be serving the best interests of these children. (Our January 1995 Position
Paper on this subect is attached.) Children with disabilities represent some of the most
vuljnerable members of our society. They need, and deserve, assistance beyond that needed by
the general public. NADE strongly supports actions taken by Congress in providing assistance to
these children and their families. Any suck asiitwice howee,~ mwt serve Me best inuerst of
the hubdiduals involwu% We are concerned that many children were being labeled "disabled" and
were receiving checks who did not have a severe impairmt We have expressed concern that
this practice may actually be harming the very population it was intended to help.

NADE strongly supported thos provisions in the Personal Responsibility and Work Opportunity
Reconciliation Act of 1996 (PRWORA) which establised a new and stricter definition of
2isability for children and which required the representative payee to present evidence. that the
child is* and has been, receiving appropriate treatment. Many children were awarded benefits as a
result of the les restrictive sta=Wad of eligibility created by the 1990 Zebley Supremne Court
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deison Cnges wisely tightened that stazxLerd in the 199 lelto. Asa result,
approximately 288,000 children who were receving benefits had their claim reviewed to
determine if they continued to meet the new standard. We supported the redetermination process
as an effort to insure the integrity of the disability program.

The PRWORA was signed by the President on August 22, 1996 and the reviews were to be
completed by August 22, 1997. Unfortunately, instructions for these redeterminations were
delayed until February 1997. At that time DDSs throughout the country were hit with a tidal
wave of childhood claims with only a six month window in which to complete the reviews.
These cases were given top priority and the DDSs worked overtime to complete the reviews as
quickly and as accurately as possible. Our efforts were hampered by the fact that training,
instructions and notices were often received in a piecemeal fahion. When it became clear that
the DDSs could not complete the redetermmnations within the mandated timeframe, SSA
requested a six month extension. This was granted and the DDSs were given until February
199840-complete the redeterminations.

Advocates have been critical of the redetermination process. News articles and other public
statements have often conveyed the impression that this workload was completed in a hasty
manner with emphasis on meetig mandated timeframes at the expense of accuracy, and that
severely disabled children lost benefits without due process or appropriate evaluation. NADE
disagrees. The efforts of the DDSs topes this workload in a tim~ely and accurate manner,
despite the challenges they faced in doing so, were recognized by Commissioner Apfel following
his "top to bottom" review and by the General Accounting Office.

NADE is committed to the goal that disabled individuals, children and adults, should receive fair
and timely decisions on their claim for disability benefits. At the same time, we will continue
our efforts to insure the integrity of the disability program

Anecdotal evidence suggests that many of the children whose claim were reviewed were not
receiving appropriate treatment. In the absence of treating source evidence we must rely on
purchased consultative examinations. These appointments, scheduled by the DDS, werefrequently not kept and often several appointments were missed. At the appeals level Hearing
Officers report similar experience with missed appointments and instances of lack of cooperation
from parents and guardians.

While we do not believe there were widespread errors or significant problems with the initial
redetennination process, we do agree with Commissioner Apfel that actions above and beyond
those normally taken are appropriate to ensure that children with disabilities receive a fair and
accurate decision. However, while we supported taking a second look at some of these claims we
found the instructions for processing these to be unclear, sometimes contradictory and often
unrealistic. Resources -including appropriate staff; clear and timely instructions, and a
meaningful Quality Review process -are essential to the success not only of the redetermination
process but of the disability program as a whole.
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Children ame our Afte. They should no be political pawns. Congress and the Social Security
Adnmistration must take whatever actions are necessary to insur that the SSI childhood. progrm
is administered fairly and appropriately. While NADE believes that severly disabled children
should receive benefits we are concerned that some children may not be encouraged to reach their
full potential because they have been labeled "disabled." Such disincentives serve neither society
nor the individual.

Again, thank you for allowing us this opportunity to present testimony.
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Mr. Chairman and members of the subcommittee, on behalf of the National Council of Disability
Determinations Directors (NCDDD), thank you for the opportunity to appear here today to
present our views regarding the process of redetermining the eligibility of some children for
disability benefits. These redeterminations were required by the Personal Responsibility and Work
Opportunity Reconciliation Act of 1996.

The NCDDD is a professional organization of the directors an other management. staff of the
state Disability Determination Services agencies. The DDSs participate in the disability program
by making the initial determinations of eligibility for disability benefits.

I want to begin by observing that the DDSs are not policy making components in the disability
program - that responsibility is reserved to the Social Security Administration. Our job is to
apply the policies created by SSA at the field level to individual case.

From this perspective, the fo~owing isthe view of the NCDDD regarding the status of the
eligibility redetermination process required by the welfre reform legislation.

-The legislation rescinded the prvosdefiniion of disability for children and replaced it
with a more stringent standard. The intent of the legislation clearly was that fewer
children would qualify for benefits than would have qualified under the previous standard.

-SSA established a regulation for implementing the congressional intent. In our view, the
regulation comports reasonably with the statutory language.

-SSA provided instructions and training in the application of the new standard.
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*DDSs were asked to apply the new standard to a large workload ina short, period of time.
While this was a am*o undeaking, DDSs recognized the importance of making corrc
decisions on these case which involve soae our country's most vulnerAble citiamos.
Accordingly, DDSs devoted significant resources to assure the accurate completion of
these case.

-Likewise, SSA devoted substantial resources to the evaluation of the work completed by
the DDSs. Overall, SSA's finp were that the great majority of came were processed
correctly - that is, in accordance with the new standard. The case reviews found that
more than 93% of the cases in which recipients were determined not to be eligible under
the new standard were done correctly. It is crucial to point out that this does not mean
that 7% were done incorrectly. May of the cases classifed as erors were simply
differences in interpretation between the original adjdicato and the reviewer as to the
amount of evidence needed to support a decision. Many such cases already have been
returned to the DDSs in order to resolve the differences by obtaining the additonal
evidence, but many times the decision does not change.

-Even though SSA found the great majority of redeterminations to comport with the SSA
standard, we all acknowledged the unique importance of this particular group of cases.
Accordingly, Commissioner Apfel initiated a special review of the redeterminatio
process. DDS participants were included in this special review to a much WWge extent
than in the issuance of the original instructions. The review identified some area of
concern. These especially included cases involving mental retardation, som apcsOf
developing evidence, and the explanation of appeal rights. In order to reduce the
likelihood that benefits to disabled chidren might have been incorrectly terminated, SSA
implemented a series of remedies unique to this special caseload. These remedies include
the reworking of some cases, the extension and expansion of appeal right the issanmce of
a new ruling on speech and cognitive impairments, additional training to DDS
adjudicators, and policy clarifications.

-The fka that some case are being reworked does not indicate a widespread
misapplication of the new standard. Rather, it is the result of SSA's and DDSs' collective
intent to take extra and unusual action to assure that possible erors are identified and
corrected. The reworking of these case is going well in the DDSs. but too few cases
have been complete to report mainbgMi results. The work of the DDSs wigl not be
completed until the fac~e to face hearings on appealed case have been held. Thes
hearings are labor intensive and time consuming. We hope that we wiil not be placed
under processig time deadlines which could compromise the effectiveness of the hearings
in reaching proper decisions.

-As a part of the Commissioner's special review, SSA has agreed with a DDS proposal to
establish DDS participation in the SSA quality review process. This new approach has the
potential to foster greater consistency among the stae and the SSA regional offices and
to assure that case reviewers anid policy makers have the benefit of the point of view of
front line -esn.
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-Our experience with the child redetermination came has brought into sharper fois some
proposals by which the service delivery infrastnzcture could be further improved. Because
of the emphasis on cost containment, too few resources are available, both in SSA and in
the DDSs, for training, policy adaptation and clarification, and giving appropriate attention
to each individual case. These problems have been addressed in the case of the chid
redetermination workload only by the one time special initiatives undertaken by the
Commissioner and by the designation of these case as a priority workload. A greater and
ongoing investment in policy adaptation and training would, in our opinion, improve the
quality and consistency of case processing at the front end so that costly and disruptive
remedial approaches would be less necessary.

In summary, the NCDDD believes that the policies crated by SSA are reasonably in compliance
with the statute, that the work performed by the DDSs was in compliance with SSA's
instructions, that there were some indications that a minority of cases may not have been
processed correctly, that accurately processing the cases of impaired children is so important as to
require unusual levels of effort, and that SSA and DDSs are working together to identi1, remedy,
and rect41 any errors.

Mr. Chairman, thank you again for the opportunity to be here today.


