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CHILDREN'S SSI POLICY

TUESDAY, JULY 7, 1998

U.S. SENATE,
SUBCOMMITTEE ON SOCIAL SECURITY
AND FAMILY POLICY
COMMITTEE ON FINANCE,
Washington, DC.

The hearing was convened, pursuant to notice, at 2:00 p.m., in
room SD-215, Dirksen Senate Office Building, Hon. Jghn H.
Chafee, (chairman of the subcommittee) presiding.

Also present: Senators Breaux and Conrad.

OPENING STATEMENT OF HON. JOHN H. CHAFEE, A U.S. SEN-
ATOR FROM RHODE ISLAND, CHAIRMAN OF THE SUB-
COMMITTEE ‘

Senator CHAFEE. Good afternoon. I want to welcome everyone to
this hearing on the children’s comfonent of the Supplemental Secu-
ri%hllncome program, so called SSI.

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

efore 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. ¥or the first time, Congress put into the law a definition of
childhood disability.

This new disabiliig' 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 pecple 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-

*cent 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
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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.

Commissionzr Apfel acknowledged that some mistakes may have
been made in the implementation process and he is eager to correct
these eirors. 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 SSI 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.
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I am 80 pleased that we have the Commissioner here who, as 1
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?

OPENIN¢(: STATEMENT OF HON. JOHN BREAUX, 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 did, and
whether it is being implemented the way iiat 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 incredgibly important. It is important that
we djust 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 lives 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 cared for, 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. .
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STATEMENT OF HON. KENNETH S. APFEL, 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 impor-
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 you know, families with disabled children face challenges and
bear burdens unknown to most of us. When those families also live
in poverty, the strains on the family can be severe.

ese families and the American public need to know that their
govemment is making accurate decisions about eligibility for vital
enefits. That is why, during my confirmation hearing, 1 pledged
a top-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
a 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 listings
for 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.
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But our quality assurance data also showed that some children
with the code of mental retardation may have had their eligibility
ceased incorrectly. I, 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.

. Sianabor CHAFEE. It is that other half that worries me. [Laugh-
er.

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.

I, 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 are 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.
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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
63 900 families of children who lost SSI eligibility and who had not
appealed. We sent similar notices to the 12,000 families who had
re%uested 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 part 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 SSI 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-
drerlx fwith 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.] .

['I‘hed prfpared statement of Commissioner Apfel appears in the
appendix.

enator CHAFEE. 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 glast 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 le%slt_mon establishing a two-marked standard for all list-
ings. The listings have different histories behind them; some are-
medical, some re‘B' 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 ogpose 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
gté the listings, then it drops to 56 percent when they get to be age

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 for 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
disability. It is particularly tough for young adults. The way that
the disability program works, by the time an adult is §9, 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 CHAFEE. 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
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all the numbers. Can you give us the figures? How many chi[c}‘::n
did we have SSI qualified before we passed the changes, and how
many actually were terminated off the program after?

Commissioner APFEL. All right. Thre—SSI 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 peak 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.

b Sgel}’abor BREAUX. And then welfare reform, when did it actually
egin’
ommissioner APFEL. 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 BREAUX. 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.

Sei};ator 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, rouﬁiﬂy,
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?
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. 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 BREAUX. 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.

enator BREAUX. 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.

Setr;ator BREAUX. But mental as opposed to physical impair-
ments.

Commissioner APFEL. As opgosed 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 profes-
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 function 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.

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

Senator BREAUX. 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
eligible for Medicaid, as I understand it.

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

Senator BREAUX. Is that being clearly communicated to all the
State Medicaid offices?

Commissioner APFEL. Absolutely. HCFA has, as recently as
about six weeks ago, sent out a ma{gr issuance to all States clarify-
ing roles and responsibility for this coverage. There have been
some individual problems in 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 tzlvou a final question. On any of the
children that were getting 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 you 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.
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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 APFI;L. But even then, the vast majority do not
tx}t:_ve to repay. We will try to get you the number that exists on

is. N

[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-
bm\;m was $484. at would make that change? I do not think any-

ody——

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
:_hey would be receiving would be based upon the income in the
amily. .

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 me, 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.



, 12

Now, the people who do the reviews, they are all your people, are
they not? They might be from 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 ?stem, 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
not as tightly crispin 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 CONRAD. 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 Sta
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.
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I see, for exam%le, 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 range in termination rates?

Commissioner APFEL. We did 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-
tainly, 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,
looxing 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 reoFening 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. )

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

That is our long-range goal in Erocess 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 appeals, there would be fewer reversals. That
is our long-term goal for the 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 CONRAD. 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
%one back in, taken a look, reopened, reevaluated, provided full in-
ormation, and we see those termination numbers coming down.

Senator CONRAD. Well, I agree with you to this extent. I am obvi-
ously cPleased 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 tﬁe 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?

~
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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 couple 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 lookin,
at statistics that suggest overwhelmingly that chﬁdren 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?

Commissioner 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 exi)ect 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 hou..-
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
Epod. So these parents have a terrible time, a very, very difficult

ime.

Thank you very much, Mr. Commissioner. \

Commissioner APFEL. Happﬁ' 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 CHAFEE. 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,, PHILADELPHIA, 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 sim%ly looked at the whole child in assessing whether the
child meets the new SSI test, many of these problems would dis-
appear. SSA is statutorily required to look at the “combined effects”
o? the 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
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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 aﬂplications for SSI Disability have been denied this past year
and a half.

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 SSI 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 rec:fnize it.

They would ask, why are Social Security’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, digesting, 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.

gongress 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 toda{.

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 fixe
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 SSA, in its rules, uncouple two medi-
cally and scientifically separate areas of functioning, communica-
tion and cognition, as nationally recognized medical experts have
urﬁitei upon the agency, and as Dr. Cooke, I understand, may soon
address in his bestimorgl.

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



18

We would further ask SSA to revise its interim rules and instruc-
tions on the use of monies in dedicated bank accounts, another as-
Fect of the new law, to make sure that basic necessities of life—

ood, 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
miracluslously 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 CHAFEE. 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 all too well the overwhelmin% barriers that fami-
lies of children with special health care needs face on a daily basis.

In my work as project director for Family Voices of Rhode Island,
I have worked with many families directly affected by the recent
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changes in the SSI program, both in the State of Rhode Island, and
in many other States across the Nation.

The SSI program has made, and continues to make, the lives of
the children who qualify, and their families, a bit more secure. The
su;;]ports 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 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 SSI
program under the Welfare Reform Act of 1996 have impacted this
Kulnerable population in disturbing ways in every State across the

vation.

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-
f)les with you, we should all be thinking about several of the prob-
ems 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 not,
eligible for SSIL.

is 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
g}ilsruptiélg his classmates and disrespecting teachers and other au-

orit 8.

SSA’s finding that the child has a significant problem with his

ability to concentrate was based on reports from teachers and the
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school sychologist, which consistently indicate that the child is
easily distracted, often off task, and has difficulty 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 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 family and must
use an asset form in North Dakota.

Her parents use her SSI 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
SSI program.

Senator CHAFEE. Do not let the bell bother you. You go ahead.

dMs. 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 demnied 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-



21

edged by SSA? How do we reach those children who have already
been turned awa{.&h

Number two. at 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 HCFA
aggressively enforcing the grandfathering .})rovisions to continue

edicaid 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 ap?eal, 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 ad}e'zquate 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 chifdren 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.

4 ['Iihe prepared statement of Ms. Wardyga appears in the appen-
ix.

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-

arding the process of redetermining the eligibility of some children
ﬁ)r 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 grogram by mak-
ing the initial determinations of eligibility for disability benefits.
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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 ciildren 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 aﬂpeal 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 rulin
on speech and cognitive impairments, additional training to DD
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-
usuald 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.



23

In summary, the NCDDD believes that the policies created b
SSA are reasonably in compliance with the statute, that the wor

erformed by the DDSs were substantially in compliance with

SA’s instructions, that there were some indications that a minor-
ity of cases may not have been J)rocessed correctly, that accurately
processing the cases of impaired children is so important as to re-
quire unusual levels of effort, and that SSA and the DDSs are
working together to identify, remedy, and rectify any errors.
togdr. hairman, thank you again for the opportunity to be here

ay.

Senator CHAFEE. Well, thank you, Mr. Brennan. I do not think
any of us think this is an eaS{ujob 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 sa
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 re;ection 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 CHAFEE. Thus, the rejection rate would presumably be
higher in that case, would it not?

r. 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 think that
is helpful. But, again, there are a number of different factors that
are involved. I do not think there is any single explanation.

Senator CHAFEE. 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
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ercentage of those would go off than they would be in another

tate. 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 CHAFEE. 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 percenta%e 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 ¢ustody. 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. '

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.
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G Senator CHAFEE. I must say, that is a rather shocking sugges-
on.

Ms. WARDYGA. It sure is.

Senator CHAFEE. Senator Conrad? :

Senator CONRAD. 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 CONRAD. 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. -

_S;nator CONRAD. 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. WARDYGA. 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 services kick in to protect that child. i

Senator CONRAD. Mr. Brennan, do you have any knowledge of
this? Have you heard this suggestion from your people operating in
these States?
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tLa:Il!i 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 lproblems have surfaced, but that
is ri)qt yet in our consciousness, although this does appear very dis-

urbing.

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

Mr. STEIN. Many are appended to my written testimony. A child
like Steven, who 1s 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 Igs in the 60’s. A 66 1Q 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 1Q, she has serious vis-
ual ﬁroblems 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. 7

Their 66 1Q 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
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roblem, and uncontrollable, impulsive behaviors, including self-in-

icted injuries.

The DDS 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 bein%l 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.

ardyga 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
hg.ld dno 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 physical aspects 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. 1 know what the policy says. I am asking you
the broader question: is that the right policﬂ?

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 very 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 ctioning 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
cﬁestmn 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
mad}el 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. STEIN. 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 differences-across 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 tiink 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. /

So I think the explanation really lies in some serious problems
of ?pplication 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 Agolescent Psychiatry; and Dr. James Perrin, on be-
half of the American Academy of Pediatrics in Boston.
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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 JR. FOUNDATION;
FORMER PEDIATRICIAN AND CHIEF, JOHNS HOPKINS UNI-
VERSITY, WASHINGTON, DC

Dr. CooKE. Thank you very much, Senator Chafee. I want to cx-
“press my appreciation to the members of the Senate Finance Com-
mittee for this hearing and for your particular interest and ener-

ies in this direction. In addition to being a professional in this
eld 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 amplifier effect of one im-

airment or functional limitations on another, especially low IQ.
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 SFeech and hearing, experts in neurol-
ogy, experts in developmental pediatrics.

They are different areas of the brain, they are different func-
tions, and at the present time are combined as a single domain
fx:vhiglélwill disqualify a number of children who should be eligible
or SSI.

We carried out a review of 150 cases submitted to us by the So-
cial Security Administration. This was a panel of developmental
pedialtricians, 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? The 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

56-585 99-2
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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 intert
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-
nated, there ought to be an adequate evaluation by the Office of
Vocational Rehabilitation, they ought to receive treatment services,
if this is imgortant, to prepare them for 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 Humphries. 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 SSI.

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 1 in 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.
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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
a}n_(ll1 they are not the result of bad parenting or a child’s poor social
skills.

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 significant 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 An%eles. 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 SSI 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 her 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 toc 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.

4 ['Iihe prepared statement of Dr. Humphries appears in the appen-
ix. '
Senator CHAFEE. Dr. Perrin?

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

Dr. PERRIN. 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.
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We are very, very grateful to you and your colleagues for your
commitment to the issues of children with disabilities and to ex-

loring the impact of recent changes to the program for children.

ike you, the Academy is deeply concerned that SSI benefits re-
main available for children who need them. : _

The AAP strong'l;il1 supports the SSI 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 SSI 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 SSI 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 did not reflect a
thorough understanding of the SSI program, but, instead, focused

roblems 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 SSI 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 chanﬁes.

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

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 ap roac%x of functionality.

That approach is not now being applli)ed 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 functional 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 diligent 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
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Security Administration should develop an effective mechanism for
ongoing monitoring of the children and adolescents in the SSI pro-
gram.

I can see that. But suppose they take somebody off the program,
then that person is not monitored any more. ‘I{at 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 1.mfortant group of people to be monitoring as well. We know

Keryéltgt e about what happens to families when they do get SSI
enefits.

We know very little about what happens to families when they
lose SSI benefits. We have a lot of statistics about large numbers
of categories of (i)eople, but very little data at the level of the indi-
vidual child and family and what happens 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 CHAFEE. 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 got an aide, then that child may function well. But, my good-
ness, look 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 apart 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.
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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 listin%s 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.

o 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 emer‘gency departments, those arereally not good measures, .-

frankly, of functioning any more, although the asthma listing has,
in fact, used those kinds of indicators a%out, 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 onfy the revision
of the medical listings, gut 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 I. 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.
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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 by to evaluate children and adolescents. That should not be.
We should not be using the same form for children and adolesze::is
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 reterdation.

ienator 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 really know
t(;lhat these are effective ways of trying to improve things for chil-

ren. -

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..ce 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 CHAFEE. 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. COOKE. 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
go early intervention becomes possible. That, I think, is critical.

Certainly, adolescent pregnancy is an area which can make a
very signigcant difference. Fetal 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 think you will see a marked reduction
in the severe problems from the very low birth weight babies if we
apgly the present knowledge.

o I am cheating a little in Ygiving you more than one.

Senator CHAFEE. No, no. You qualifi;. All right. Thank you all
very, very much. You have been very helpful to us. I appreciated
a great deal your coming. That completes the hearit:lg.

ereupon, at 4:06 p.m., the hearing was concluded.]
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ADDITIONAL MATERIAL SUBMITTED FOR THE RECORD

PREPARED STATEMENT OF KENNETH S. APFEL

Mr. Chairman and Members of the Subcommittee:

I am pleased to be here today to addresa this most important topic. Over the past

uarter century, the Supplemental Security Income (SSI) &mgam has helped fami-
lles of children with disabilities meet their special needs. The SSI program has come
to represent an important safety net to some of our most vulnerable families. That
is why during my confirmation hearing before the full Committee, I made a commit-
ment to conduct a “top-to-bottom” review of the implementation of the changes to
the SSI childhood disability pm‘gram brought about by the Personal Responsibility
and Work Opportunity Reconciliation Act of 1996, more commonly known as the
welfare reform law,

THE TOP-TO-BOTTOM 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
Amg;‘i&a‘p iWopla deserved to know whether the law and the regulations were being
applied fairly.

ere specific problems were identified, I ordered that the Agency undertake im-
mediate, corrective actions. And, because of my concern for the welfare of children,
a concern | know is shared b Sg?ku, the President, and the American people, the So-
cial Security Administration ) is 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 SSA and
the SSA-funded State Disabi ity Determination Services (DDSs), which make dis-
ability determinations 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 handled 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 information SSA 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 cases priority review. In addition,
on February 18, 1998, we renotified approximately 76, children whose represent-
ative payees may not have unders 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 administrative law judges, on childhood issues that were problematic in ad-
{)\;dicating these claims, such as mental retardation and evaluation of maladaptive

haviors, in preparation for conducting the re-reviews.-Although we originally ex-

(39)
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Ef,“-ed to 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 involvinﬁ both cognition
and speech disorders. Our adjudicators have been trained on this Ruling. In devel-
oping all of the training, and the Ruling, we had many discussions with individual
medical experts and childhood advocates and took into account their comments.
Moreover, we have conducted additional training, :geciﬁcally geared to t);pes of
issues relevant to a particular State’s needs. I am confident 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 b
all components of the right way to do cases, provide timely and consistent feedbacK
on deficient cases, initiate timelﬁr central policy guidance and clarification, and en-
sure national dissemination of all policy clarifications.

In addition, I have directed that SSA conduct a study comgaring the group of chil-
dren losing SSI benefits to a group of children retaining SSI after implementation
of welfare reform. This study will consist of two parts. The first part is an examina-
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 t_px'oject‘, 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 been available.

SSA 'is also going to conduct a clinical study directed at evaluating the most effec-
tive apgroach 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 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 diagnosis of mental retardation. Eighty percent
of these children (over 325,000 children) 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 subaversge general intel-
lectual functioning accompanied by significant limitations in adaptive functioning.
Children with low IQ scores who do not have limitations in adaptive functioning do
not have mental retardation, although they 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, toncerns were raised that benefits to children
with IQ scores in the range of 60 to 70 were being ceased erroneously because of
misapplication of the listings, and that benefits to children with mental retardation
who have IQ scores above 70 were bei:ﬁ ceased because of adjudicator failure to
consider the range of error inherent in all 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 all possible impairments. In such cases, our adjudicators are instructed to
choose a e 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 imgairments, including
learning disabilities, which were often coded as mental re ation. In connection
with the top-to-bottom review, another new code was established in October 1997
for “borderline intellectual functioning,” another impairment that was often coded
as mental retardation.

However, SSA’s Zuality assurance data showed that some decisions to cease bene-
fits to chﬂérep SSA correctly coded as having mental retardation were deficient in
some way. This means that some children approcrriately identified as having mental
retardation may have had their eligibility 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 A t 22, 1996. As a result
of these findings I have directed that SSA, through the DDSs, review the cases of
all children, whose benefits were ceased or denied after the passag: of welfare re-
f(}rﬁ, thl?t 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
accurata' for certain categories of cases in many States.

Based on this finding I directed that all States will algo 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
;l);i;rity for reviews. Plans are being made to review these continuance cases in FY

9.

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-
sgonsible for the child’s care. SSA sampled cases in States with the highest rates
of cessation 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 decumented 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 ?_:lmsure 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 gayments during this appeal process. They are
also told, as required by law, about how to obtain information concerning attorney
representation.

would like to note that, in many of these families, English is not the first lan-
guagz, 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 bili employees as one
of its key change initiatives. In the last five fiscal years, SSA hired over 1,700 full-
time bilingual emgloyees to serve the public in our field offices and teleservice cen-

ters. As a result, 's own employees are currently capable of translating and in-

terpreting in at least 22 different langluages.

n February 18th, SSA sent special notices in simpler language to approximatel
75,000 families (or other representativg‘fayees) of children whose eligibility for SS’I'
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 restated 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 providing 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
that these concerns should be heeded. .

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 2,500 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, abou}; 14 percent became continuances after reopen-

ing.

nﬁ(r. Chairman, it would be inappropriate to assume that these uFercentages 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. at 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 eligible for Medicaid benefits. SSA is working closely with the Health
Care Financing Administration (HCFA) and the States to make sure that Medicaid
coveral‘ge 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. Now 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 appeals are completed. This represents
approximately 10 percent of the children on the rolls in December 1996. 8 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-

am continues—and will continue—to help many families of children with disabil-
ties meet their special needs. I am committed to providing fair and equitable ad-
Iainistration of the SSI disabilit{ 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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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 Affiliated 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-
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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.

. It is most rewarding tc 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 heen 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 and
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
zkelqugh many had been qualified previously under the very strict Listings level cri-

ria.

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
n}t‘) reasonable, scientifically and individually sound system could possibly disqualify
them.

For example:

A 13 year old girl in Louisiana with a properly performed 1Q of 55 and ADHD
and major depression requiring hospitalization was cut off;

A 10 year old boy in Illinois with 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 1Q test due to a practice effect, which causes I1Q 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.



46

Pathology .........c.coconne Impairment ................... Functional Limitation ..... Disability
Example: Meningitis .......coceovvnnnn. Deafness ........cooeerrennee 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—only 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-
gacitabed in school and at home and should be considered disabled and eligi{)le for
SSI. 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.

ased 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, Texas, 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 e::&lanation for these differences despite the agency
being questioned about these differentials by Senators during the September con-
firmation hearing for Mr. Apfel.

In addition, the failure to Cooperate (FTC) cut off rates, a measure of ineffective-
ness at reachinf 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 s?niﬁcantly 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 Iar?e 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 rectify, in part, some systemic problems in implementation of the
regulations, short of n? the additional and necessary next step of modifying the
regulations to meet more closely the intent of Congress.

or example, Commissioner Apfel ordered an automatic review of all children
with mental retardation who have lost SSI 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 traininﬁaprograms and manuals for adju-
dicators in the areas of mental retardation and behavior 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 téuote 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-
trarilz 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 g:;'lance, one says “a child
has limitations”"—without necessarily meaning the child, 1, 2, 3, or more specific
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limitations. Thus, I believe the intent of Congress for eligibility was that a child be
found eligible if fu_a or she is “markedly limited in functioning.” Such terminology,
“m_arkegly limited m_ﬁmctlomlﬁ' rather than SSA’s term “2 marked functional limi-
tations,” 18 in-line with the IOM and WHO paradigm of disability in that it clearly
expresses the true developmental approach—that is, looking at the whole child and
not sxmgévAa collection of organs or systems as is SSA’s current policy.

The 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 using the phrase “markedly limited in
functioning” instead of SSA outdated and ridged standard of “2 marked functicnal
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 f{mctioning 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 neurological disorders, cerebral palsy
and epilepsy, but not in cognitive impairment. Thus, SSA should revise its “interim”
rules and separate out communication/cognition as two separate domains of func-
tioning to reflect the views of medical science.

Another sgvstemic problem in the SSI 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 from
“(guality 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. States with extreme approval
or disapﬁroval rates should also prompt investigation, whether or not 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 jud%,ed
by adult criteria. Thus, Co&Eress 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 graduste to adult standards. Fur-
thermore, even though the law defines disability as “the inability to engage in any
substantial gainful a‘ct.ivitg by reason of a any medically determinable physical or
mental impairment. . . .” SSA’s current standard of ability to do sedentary work as
a criterion looks at only physical disability and ignores completely the problem 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 nr:ﬂ;lations in no way acknowledge this fact. What is badly needed
is a Co ssionally 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 frequent attention from another per-
son for bodily functions, marked feeding ditficulties or supervision far in excess of
that needed ﬁ" the average child of the same aie 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-
ing for the child and thus is unable to work and earn enough to support the child,
then 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, I would like to make 5 points:
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1. The standards applied by SSA via their “interim” regulations in their eval-
uation of children are far too rigid and bureaucratic and they are in conflict
with modern knowledge derived from the developmental pediatric, neurological
and psychological sciences. ‘

2. The implementaticn of these standards has been inconsistent and erratic
from state to state and from case to case with many severely disabled children
being unfairly terminated from SSI benefits and new cases being denied that
should be eligible. ~—

3. The regulations fail address the additive and even the muitiplier effect of
several limitations and impairments, especially cognitive limitations.

4. In the transition from child criteria to adult criteria for eligibility for 18
year olds, emilo;arl;ility is an important criterion and not just capacity to do
seden work. tections such as the medical improvement test and evalua-
tion by OVR are needed. :

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

To correct these problems the SSA should:

1 Re_\{)ilsit 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 rog:‘ess, 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.

6. Give consideration to the “burden on the family” as an additional criterion
for elégibility for children.

6. Consider the concept of “limitation in functioning” in the revised regula-
tions as the meaning of the statutory term “marked and severe functional limi-
tations.”

PREPARED STATEMENT OF LAURIE HUMPHRIES, M.D.
INTRODUCTION

Mr. Chairman, I am Dr. Laurie Humphries, 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 addlescent psychia-
trists who are physicians who have completed a general psychiatry residency and
a two-year residency training program in child and adolescent psi(chiat . Child and
adolescent psychiatrists are uniquely qualified to integrate knowledge about human
behavior and development from biological, psycholegical, 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 ot 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 the
face with the new standard. I believe that many children with mental illness will
iose bencfits as a result of the 1996 Welfare Reform law that made major changes
to the SSI standard for assessing eligibility for children and adolescents with seri-
ous emotional disturbances. The current standard, now in regulation, should, in the-
ory capture 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. :
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IMPACT ON CHILDREN AND ADOLESCENTS 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 NIMH on
the identification of mental health problems have consistently identiﬁe! under-rec-
ognition as a major barrier to receiving proper care. It is estimated that between
15 and 26 percent of children evaluated in primary care offices have significant psy-
cho-social problems requiring some of intervention; yet fewer than one in five
of these at-rigk 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 SSI program.

In addition to financial or income difficulties, there are the day-to-day barriers to
accessing 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 being labeled with a pPsy-
chiatric disorder. We have a long way to go in this count fore there is equal
public acceptance of mental and physical illness. The overall discussion of the SSI
p_mfram has not always recognized the effect of a mental illness on a family espe-
cially 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 benefits underminds family stability that is already threatened by the
demands of the child’s mental illness.

Children and adolescents do have mental ilinesses. Emotional disorders do not
discriminate 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 ghysical 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 SSI 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. 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 SSI benefit to provide transportation to and
from treatment. Without transportation, the child loses access to mental health care
which interru%tj 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 SSI 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 i'tﬁ
hospitalized. In effect, the new standard is removing the eligibility of children with
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-
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- pital care. This represents a s:enny-wise and pound foolish philosophy with our most
precious resources—our children. 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 respondi
well to treatment and services. For example, often when a seriously disturbed chil
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 SSI 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 tfxis, 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 whose limitations may make
them eligible if these two areas are 'udﬁed independently. C?Fnitive functioning and
communicative 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 combination 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 SSI are
among the most vulnerable children in our country and changes in law and regula-
tions concerning them merit our closest attention he:2 in the Senate.

The continuing arguments over the meaning of the 1996 statutory changes and
imglementing 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 53,000
pediatrician members. As both a primary care pediatrician and an academic re-
gearcher, 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 fami-
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 S!x:gram 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.
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The American Academy of Pediatrics strongly supports the SSI program for chil-
dren. Pediatricians, by the very nature of our work, are advocates for children’s
health and well being. We regularly care for children and adolescents with a spec-
trum 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 iatrician 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 SSI program for many families hacvli:ﬁg extra demands and car-
%ng major additional expenses as a result of having a child with a major disability.

I 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 ability to participate in
educational and social activities. The typical child eligible for SSI has significant
physical, develogmental, or mental disabilities. Most children with disabilities will
survive to adulthood, and, with appropriate preventive and habilitative services, can
become functioning and productive adults. The 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 é)rogram, anecdotal stories of fraud and abuse, and the budget expenditures re-
lated to 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 children 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 proigram 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 souil:t 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 T 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 focusing attention on transition to adulthood of adolescents with
disabilities. .

I. NEED FOR INDEPTH INFORMATION AND ANALYSIS:

AAP believes that all programs servi children need to be evaluated on an ongo-
ing basis 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 pmﬁm growth. These include: program changes to provide equivalent treat-
ment of children’s claims as was provided for claims from adults (the Zebley Su-
reme Court decision from 1990), revised and updated childhood mental disorders
stings, outreach efforts required by part of title of the Social Security Act, and
the increase in the number of children whose families met income requirements.

However, from the beginning of the SSI roqram 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
gro am on households and children. Thus, the 1995 National Commission on Child-

Disability, 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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systems for ongoing monitoring. There is a lack of information—a void that must
be filled in short order 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 SSI program affects children with dis-
abilities and their families and whether it can better encourage the long-term in-
volvement 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 mfor_matxo:;,ﬂpoli? changes may, once again, be made without a clear picture
of who will be affected by the changes and the impact those changes will have on
children with disabilities.

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

The redetermination process:

o Has training of Social Security personnel been adequate to accomplish consist-

ent evaluation of children with difficult to assess conditions?

The ap&e:ls roCcess:

o How have families understood the appeals process?

o Are families accessing the appeals process?

. What? kind of assistance has been given to families who seek to appeal deci-
sions -

;3 Whaﬁ tts is the cost to the SSI for the denial, appeal and approval process?
enefits:

e What are the direct effects of the loss (or receipt) of benefits on household struc-
ture, income, health, and parental labor force participation?

e How do families use their benefits?

e How well do benefits for children with disabilities link families with other need-
ed services?

e 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 programs, including Medicaid, helped families
connect to necessary services once SSI benefits have ended?

I1. 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 inapfropriate and well out of date and thus discriminate against many chil-
dren. Evaluation techniques have improved a great deal and the understanding 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 future Social Security Administration
disability determination reforms. The Social Security Administration is deep(lly in-
volved in a process to reform the wag's 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 tooc 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
clfearfthe need for specigc attention directed to the children’s issues in this process
of reform.
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_Children are not small aduits, 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 SSI; the dynamic processes of child-
hood and adolescence mean-that functional abilities may change dramatically, espe-
cially if appropriate preventive and treatment services are provided. Children must
be considered and included specifically in the process redesign.

The “functional equivalence” component of SSI must be fuﬁ? 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 et%uivalent provision has been in regulation for 7 years, it
has not been developed effectively.

One critical reason for emg.hasizing functional equivalence is the need to assure
that children with multiple disabilities, 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. ’

o 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 productive 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 reqbuires imaginative use of the incentives in the SSI program. These
incentives should linked with providing young people appropriate services and
guidance early in their adolescent career to maximize growth am:lp 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-
ag\es directed toward young people with disabilities as one of the more promising
efforts to achieving long-term capabilities.

Let me g:;ovide several recommendations: -

e The ial 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. ,

o 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.

e The AAP recommends a marked and 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-

8.

¢ 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.

o 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.

o The SSI program for children and adolescents merits the same level of attention
from Congress, thé Administration, and outside agencies as has gone into the
disability process design. Thus, we further recommend that the Institute of
Medicine and its Board 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 st:ongl* es 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 he 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 dperspective of the American Academy

gi; Pediatrics this afternoon. I would be pleased to respond to any questions you may
ve.

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 SSi children’s disability program and
represented families across the nation almost from the inception of the program in 1974, we are
concemed 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 10 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 1o 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
fo:

1. ' De-link the test to Listings-level severity 10 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 etfects
of impairments” language in the Act.

3. Use a common sense approach to evaluating seriously disabled chitdren, by not
arbitrarily ignoring problems in all children that are less than “marked” and by not
prejudicing the physically disabled by limiting funictional 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 medicalexperts have urged
upon the agency.

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

6. Re-establish the statutory longitudinally sounder medical improvemnent test for
reviews of children tuming 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 10 provide for use of dedicated bank account
monies to cover necessities for the chiid.

8. Give an immediate priority to policy clarifications and retraining of DDS and OHA
stat! 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. 8ut to date SSA has failed to
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remedy abuses suffered by new applicants, failed to require a broader set of trainings and policy
clarifications and, most importantly, failed to address the major policy failings that are the main
subject of my testimony loday.

We start first with the disturbing statistics: close to 150,000 children have been terminated
this past year (a number reduced by successful appeals of terminations). Another 335,000 new
applicants--many with pronounced disabilities—have been denied as a direct resuit of the
Administration’s interpretation and application of the 1996 SSi 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 1o 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 eartier presented to this Committee at Mr. Apfel's 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 (40.8%)."
These discrepancies have never been adequately explained or remedied by SSA.

What is most unsettling, however, is that mary of the children behind the above numbers
are so disabled that anyone in this room or on Main Street America will iImmediately recogniza 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 Medica!
Listings of Childhood Impairments with a sound and fair functional test that would 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. Sea 141 Cong. Rec. S 13613 (Sept. 14, 1995).

' A slate-by-state breakdown of overall cessation rates is attached.
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Instead of a fine tuning, SSA came up with a narrow and inflexible test. The test is grafted
onto the much-criticized existing Medical Listings.? In order to qualify under the current test, a
child’s condition must “meet” a Listing of Impairment, of a child’s condition must “equal” a Listing
by showing that there are “marked" deficiencies in at least two 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 1o anything that is *less than marked.” This means that a child's 72
1Q, 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 1Q 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. Itis built almost exclusively on the much criticized, inadequate Listings;

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

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

[TIhe listings obviously do not cover all illnesses and abnormalities that actually can be disabling....
There are, as yel, no specific listings for many well-known, childhood impairments.... [T]he listings
also exclude...actual effects on [the child] — such as pain, consequences of medication, and other
symptoms that vary greatly with the individual.... [T]he 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.  Sullivan v, Zebley, 493 U.S. 521, 533-34, 110 S. Ct. 885, 893
(1990).

The Court continued in a critique thal is as relevan 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 un medical equipment,
continement at home, and frequent hospitalizations, that vary with each individual case.... [Clhildren
with multiple impairments, young children who cannot be subjected to the clinical tests required by
the listings criteria, and chikiren whose impairments have a severe functional impact kst do not
match listings criteria are often denied benefits. 493 U.S. at 535, 110 S. Ct. at 894.

3
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3. The two *marked” or nothing approach fails to propery weigh combinations of
impairments;

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 1935 House version that would have restricted the standard to a
*meets or equals” the Listing test.’ Sea H.R. 4, sec. 602(A)(1)(ii)(Il). The Senate than substituted
a “functional limitations” test and defined disability as a “marked and severe” loss of function. In
the process of considaration the more restrictive requirement that an impairment be “marked,
severe and pervasive” was dropped.

Confirming the compromise that produced the final version of the law that Listings-leve!
severity was not called for, Senators, including from this Committee, within a month of final
passage of the new welfare law, wrote the President. See. 8.0, 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 rulgs. (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 pot codify a “two marked” standard which Congress could have
easily done by legislating “two marked and severe functional limitations.”

The Conference Report unfortunately confused the matier providing that “in 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 quaiification.” H.R. Conf. Rep. No. 725, 104"
Cong., 2d Sess. 328 (July 30, 1996). The problems with this “expectation” include the fact that
mosl stings do not include “domains™ of childhood functioning and most don't even include
the term “marked.” Notwithstanding this, the Report's “expectation® has been transtated into a
wooden, overly rigid policy that has been used to enshrine the Listings in ways that were never
intended by Congress. Indeed, now it is belng used to attack the Listings themselves, argumg that
some of the Listings ara too lenient. This is absurd as we shall see.

Furthermore,"marked" has no definition in the stalute 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 evaluatior; 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.

4
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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 Listings-based test, i.e., "meets or equals a Listing,” incorporates all of the major
weaknesses of the Listings. Those Listings 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 1o 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 uncontrofied 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 1o Warren's multiple problems, even
though the tolality 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 *shall consider the
combined effect of ali 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. §
1382¢(a)(3)(F).

3. Infiexibility of "marked" standard; anything less; however close to “marked," Is “0"
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

practice.

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

5
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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 “marked" line SSA has struck, including their inabifity to
translate for adjudicators what “marked" 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 exireme 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 iQ 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 bankruptey 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 IQ 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 wilt quickly get set straight.

4. The five “broad areas of function” don't adequately measure function for many
seriously disabled children. SSA admits that their “functional equals® assessment (the
“equivalency” evaluation that purports to supplement the Listings) simply borrowed the four
functional areas from the "Category 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 specitic set of

conditions.

a. The physicaily disabled cannot be fairly evaluated. Four of the five “areas” relate
solely 1o 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. Similarty, 10 year old Anna (see narrative below, p. 24), with severe asthma and
gastroesophageal refiux disorder, is also prejudiced because there are no areas of functioning that

6
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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 1o function in the worid.

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

The Nationa! Academy of Social Insurance 1996 Report, Restricturing the SSi Disahility

was critical of SSA for using *essentially the same criteria

for assessing [physical) function as.the mental disorder listings.” These mental heaith concepls
were found 1o be inappropriate for children with both mental and physical impairments and for
children with only physical impairments. The Report urged “appropriate criteria” be established,
including measurements of neurological deficits, stamina and endurance, medical 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
::any critical commentators who recommended expansion of the five *broad functional areas of

nction.”

b. Combining "cognition” and ‘communication” into one broad area prejudices
children with two separate problems. As we have seen, SSA requires marked limitations in
two 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 combined cognition and communication into one 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 {Q of 66 and severe deficits in
expressive language, and Mildred, a 17 year old who also has an IQ 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
"~ amyriad of very separate diseases and conditions affect these two distinct areas, yet the unfair
combination continues, and the denials of these children mount up.?

c. SSA's “functional areas” policy Is so rigid that two different impairments impacting
on one “area” are given no additional weight. Many of the most disabled chitdren have multiple
impairments and, given the interconnectedness of these problems, a particular functional *area”

' 8SA's recently issued Social Security Ruling on cognition and speech problems addresses the
combined conditions 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 tar more prevalent exampies of cognitive and communicative impairments.

?
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may be doubly impacted. Thus, young Anna (4narrative below, p. 23), with refiux disorder and
asthma, was denied despite her severe, ulcer-like cramps and shortened asthmatic breathing.
Even if an SSA adjudicator evaluated her physical disabilities as *motor* tunction limitations {the
approach advocated by SSA HQ, 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—not two, as required. Yet her twa problems combined are much worse
than either taken individually. However, these two independent and debilitating problems are
counted as one since there is only one truly physically-related functional “area® and 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 10 assess
these children aged 3-6 using the existing developmental indices they use for younger children
and infants. They don't, however, much 1o the detriment of many pre-school aged children.

6. Much more needs to be dona 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 10 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 loday’s hearing
as part of his *top 1o bottom"” review, comes a year after ciose to 300,000 children were hurriedly
reviewed and, all 1oo 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 10 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 1o the fuzzy *marked* 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 10 consider complicating factors but the form makes no mention of -
the relevance of these factors; or how--or whether--an adjudicator can ever consider a 12 year old
who is reading at a 2" grade ievel 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 qqlddy.

There are two other changes 1o the SSI program that Congress made in the 1996
legisiation which SSA policy has implemented in ways that are contrary to the intention of
Congress. First, SSA has aflowed an inordinately high rate of 18 year oids to be terminated from
SSI without accumulating data to justify the wide differences among the State rates of these
cessations. Moreover, denying the Medical Improvement test only to SSI recipients who tum 18,
while 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 tum 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
lo State Vocational Rehabilitation agencies all childhood recipients prior o 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 focal 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
benetit the disabled child, it surely could not have intended that child recipients would be unable
10 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 tuming 18 be reviewed de novo. Almost
35.000 or 57% of the 18 year olds reviewed (in addition 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 Listings 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 *failure to cooperate" for those 18
year olds with mental disorders. SSA itself acknowledges this is a suspect grounds for
termination. (We fear that the failure-10-cooperate assessment is more a measure of mental
iliness 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%)
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and immune disorders (65%). These conditions seidom improve at age 18 and there is no sound
medical explanation for this high rate of cessations for conditions 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, not because they met the former IFA test (the new law mandates
reviews for all children tuming 18 and does not differentiate between those found eligible through
the Listings rather than the IFA test).

In fact, the requirement that ali 18 year olds get a de poyo review puts them in the same
unfair position that claimants found themseives 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 compeliing 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 oids the protections afforded by the Medical Improvement
Test encourages disparate treatment

The law fails to exiend the longstanding “medical improvement” test for these young adults.
Everyone eise 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-iook better.on 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 {0 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%)? Woe believe that many DDSs have mistakenly assumed that the new law simply
meant that teenagers turning 18 should not be continued on SSI 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 SSi
recipients over age 16 will enhance their employability and better serve
Congressional purpose

One way 1o 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
wouid be 10 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
reguiations require SSA to *make provision for referral” of 16 fo 64 year old recipients to
vocational rehabilitation services. This requiremeni has thus far only sporadically been
implemented. Ye, referral to vocational rehabilitation services offers a viable means for easing
young adults of SSI 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
policyIorSSAandaconuete,valldvocaﬁonalaasessmntshouldbeapre-condiﬁontoany
action to terminate 18 year oids.

Vocational rehabilitation provides valuabie job skills and training, which greatly increase
the individual's ability to acquire and retain employment. The need for these rehabifitative services
is great. For example, consider the plight of a young person who tums 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 found able to be no longer disabled based on a
combination of the “snapshot® approach and the strict criteria used in evaluating the disability case
of younger adults However, this young adult has not completed high schoot and may thus be
permanently impeded from employment because of his educational deficits and lack of skilis.
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 resuited 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 fails 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. :

Centainly, 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 vocationai
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 SS! recipients and SSA to require referral o vocational rehabilitation
services for all childhood SS| recipients between the ages of 16 and 18,

The Congress should enact legislation that requires SSA to make referrals to the State
Vocational Rehabilitation agenciss for evaluations of all SSI recipienis over age 16. The law
should also mandate that SSA cannot terminate an SSI recipient when he or she becomes 18
uniess there is a recent, valid vocational assessment tiat 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, hopetully with your support.

2. Abuses in the lppliettlon of the new law’s provisions for Dedicated Bank Account
expenditures. The 1996 weilare law also contained a provision requiring dedicated bank
accounts for child disability awards of six months or more of benefits, and severe restrictions on
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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 1o aliow
expenditures for “any other item or service that the Commissioner determines to be appropriate.”
Sec. 213(a)(2). Unfortunately, the agency has not exercised its discretion in a helpful way.

To date, SSA has aliowed field offices to make arbitrary restrictions on use of the money
that directly contravene the best interests of the disabled child and the child’s basic needs for food,
clothing, utilities and sheiter. Despite a SSA Program Circular issued in March 1998 that was in
response 1o advocates' criticisms about these abuses, field office staff continue to abuse this -
discretion. No training has been done to make sure that field office staff are aware of this new
poiicy. 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 1o
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 1o 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 10 second guess appropriate expenditures for the child, or
require impossible accountings -- for instance, how much of a ulility 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 tumed 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. Itis clear that
SSA must now revise the interim rules issued without prior public comment almost two years ago.

L] L] * *

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

¢ We submitied 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. 1 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 refiect a representative sampie of the seriously disabied children whose lives are being affected
by the SSA’s deficient policies and practical misapplications of the new statutory disability standard.
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CHILDHOOD SSI CASES

WARREN-8 YEAR OLD PENNSYLVANIA BOY WITH MOOD DISORDER, EXPRESSIVE
LANGUAGE DISORDER, AND ADHD

Warren is an 8 year old with Wolff-Parkinson-White disease (i.e., a condition
causing irregular heartbeat), Mood Disorder, Attention Deficit Hyperactivity Disorder
("ADHD"}, 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
behaviora! intervention services) in addition to 4 hours of behavioral specialist interventions
each week (l.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 "completes 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 cormner in his room but
does not otherwise use. He often scratches at his face while 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 seif-injurious behaviors like taking his mother's 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-solving, 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 § 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 concermned
and supportive and has been a leader in (Warren's] 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 schoot, he has a
learning disability and can only read at a 3™ 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.

13
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After a reconsideration hearing, the state DDS determined that Warren had *less
than marked* limitations 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 LIFE-THREATENING HEART
CONDITION DIES AFTER BEING TERMINATED AS "NOT DISABLED"

Marcus was a 13 year old with a congenital heart defect. Marcus was cut from SS!
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 Dacember 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 hear" 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 Fali 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 SS| benefits. This was their interpretation of Social Security’s termination letter
they received in the summaer 1997 notifying them that Marcus’ SSI wouid be terminated
because he was "no longer disabled.”

For Marcus' grandparents, the termination of Marcus’ SS| 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 Mai.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.

SANL:Y~13-YEAR-OLD LOUISIANA GIRL WITH MENTAL RETARDATION AND ADHD

Sandy is a 13 year old with mental retardation and ADHD. Sandy has an IQ of §5.
The DDS had Sandy re-evaluated at a consultative examination as part of the
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redetermination process mandated by the 1996 welfare law. The DDS psychologist
diagnosed mental retardation but failed to provide current test scores. However, another
consuitative 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 SSI.
The DDS 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 specity
that an IQ below 59 is an "extreme” limitation and presumptively meets a Listing. 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 demeanor].”

ERNEST--7 YEAR OLD PENNSYLVANIA BOY WITH ASTHMA AND ADHD

Ernes! is a 7 year old with severs asthma and ADHD. Emest 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 ¥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, Emest 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 uncontrolied hyperactive behavior is becoming problematic for both
his teacher and the other students in his class. Emaest takes Ritalin for his hyperactivity.
However, the hyperactivity and impulsivity are no longer confined to brief periods following
inhalation of his asthma medication and Emest’s mother has begun taking him to a

* This is exactly the type of misapplication of the regulations that SSA training in March 1988
addressed. We can only hope that the adjudicator who reviews Sandy's case on appeal recognizes the
absurdity of the situation when a child with an “extreme” limitation does not qualify.
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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 Emest’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 ADHD, 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 receivas
ongoing treatment for Class Il lead poisoning. When he was 5 years old, following much
treatment and after his family moved to a more *lead-free environment,” Tagee 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 symptomatology similar to ADHD. Taqee frequently has
spontaneous nosebleeds, and due to his anemic condition he must take iron supplements

daily.

His teacher reports that Tagee 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 tum. 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 heip 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 "atways 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 Tagee has poor attention, is “distracted very easily,” and he is
“extremely forgetfu! and unfocused.” He routinely experiences difficulties completing tasks
because he is easily frustrated. His teacher reports that Tagee completes assignments

“60% of the time.”

Taqee demonstrates poor social judgment and low seif-esteem. His teacher reports
that Tagee 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, Tagee continues to wet his bed almost nightly. His
pediatrician has ruled out a bladder or other genito-urinary 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 1Q 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 asthrna 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 DD$ had Steven re-evaluated at a consultative examination one month after
the evaluation done by the school. Steven recorded an IQ 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 DDS 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, persistance, 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
showaed 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 SSA's rules, SSA considers her to have only
one “marked* impairment, despite hoth cognitive and communicative problems. She
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scored in the fowest 1% on all tests administered and her language development is ranked
at less than the 5 year old level. A psychologicat 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 visuai-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 appiicant.®

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 cognitive/communicative 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 DDS 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.
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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-empioyed 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 SS! after a finding that she had impairments in
cognitive development, communicative development and deficiencies in 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 2™ 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 atthe 2™ grade level. She cannot respond appropriately to changes in routine.

When recently assessed by a neuropsychologist, MG scored an IQ of 66.
According to this assessment, MG functions at the kindergarten to first grade level in ora!
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 educationa! and behavioral supports, MG will be unable to become a productive
member of society.
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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 IQ
of 66. He is unabie 10 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 *less than marked"” limitations in all other areas.

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

HANNAH--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
sensorineural 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 selif-help skills of 8 months, and
communication development of 10%2 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 3 month level. She
had no meaningful spoken language and was diagnosed with "moderate 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,

20



14

ADHD, and mental retardation. Dustin has an 1Q of 65. When he was § 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 “extreme” impairment, and is presumptively of *listings
level severity.” 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 IQ of 65, which is *marked,” and his
lahguage scores, which shoukd have been rated as "extreme,” were only counted as
*marked” under the cognitive/communicative functional area.

CLETE—12 YEAR OLD PENNSYLVANIA BOY WITH HYPOTONIA AND SEVERE
LANGVAGE DEFICITS

Clete 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
developmant, attention and comprehension, gross and fine motor coordination, and
significant impairments of visual-motor integration. He has a history of leaming disorders
in math and written expression. He also has a history of hearing deficits and was
hospitalized & number of times when younger due to problems with his eyes. Although
many of Clete's physical impairments were corrected by surgery, his hearing has recently
regressed. He continues to have visual-motor difficulties.

Clete attends an ungraded 6™ grade class. Although due to special education his
math skills are now adequate, his writing skills remain severely deficient because Clete
is unable 1o 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 usos the proper utensils. He is unstable when climbing steps and
often falters or staggers; he frequently falls when walking or running. Because of his
overall physical clumsiness, Clete is frequently teased by his peers at school. His friends
are mostly much younger children.

Despite an average [Q, Clete has difficulties with comprehension, fotlowing
directions, and assimilating new information, he is easily frustrated when he cannot
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complete tasks or grasp academic material. He has great difficulty completing most of
his schoo! 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—9Y% YEAR OLD PENNSYLVANIA BOY WITH{ DEVELOPMENTAL DELAYS
& LANGUAGE DISORDER

Nicholas is a 92 year 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 contrel, low frustration tolerance, and
psychomotor agitation. Nicholas has trouble concentrating and cannot read or write age-
appropriately. He has difficuity 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 wiih Attention Deficit Hyperactivity Disorder. He has been
receiving psychiatric treatment and medication for this condition since he was 5 years old.
When he was 11 years old he made a suicide attempt. He currently attends a seriously
emotionally disturbed (*SED”) class in school where he is repeating the 6" 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 SS! by the Pennsyivania DDS.
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DERRICK~11 YEAR OLD PENNSYLVANIA BOY WITH MENTAL RETARDATION,
SPEECH DEFICITS, AND ADJUSTMENT DISORDER

Derrick is an 11 year old terminated by the Pennsyivania DDS despite his having
mental retardation, a leaming disorder, severely delayed expressive and receptive
ianguage development, deficits in visual-motor integration, and an adjustment disorder.
He is in a leaming support class and receives speech therapy. Although in a §* grade
class, he reads on a 2™ grade levet-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 complstes 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 an adjustment disorder because he has
difficulties expressing his emotions. Despite having an IQ of 70 and delayed language
skifls development at half his chronological age, the state DDS concluded that Derrick
had only “marked- cognitive impairment and was "less than marked" in all other functional
areas.

JASON-15 YEAR OLD PENNSYLVANIA BOY WITH BIPOLAR DISORDER

Jason is a 15 year old with manic-depressive (*bipolar”) 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 1o 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 aimiessly 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.
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The Pennsyivania DDS determined that Jason did not meet the new disability test and
cut him from SS1.3

DAMIAN=-17 YEAR OLD PENNSYLVANIA BOY WITH SCHIZOAFFECTIVE DISORDER
AND LEARNING DISORDER

Damian is a 17%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. He stopped
attending school a year ago because other boys threatened to hurt him badly; he was too
afraid to retum 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 physicat activities and must adhere to a special diet
to avoid stomach cramps and severe heartbumn. 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 SSA's rules on *functional equivalence”
to the Listings that directly measures her limitations. Both affect her ability to engage in
*motor” functioning. Therefore, they are seen as overiapping, affecting only gne “area.”
SSA's rules offer no other “areas” to capture her problems. Anna was determined not
disabled by the DDS and terminated from SSI.

* Jason was reinstated to continuing benefits at the Administrative Law Judge levei of appeal.
24
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MILDRED-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 IQ of 66. Her eye teaming
problem results in a tendency for her eyes to tum 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 visual-tasks for any prolonged period without pain. Mildred consistently has
difficulties with visual processing and visual-motor 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 difficuities imposed by her visual processing
deficiencies, the DDS concluded that because Mildred's visual acuity was cormrected 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 additionat significant limitation, even
though she is much more disabled than another child with an IQ 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 SS! by the Pennsyivania 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 difficuities with leaming 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 leaming 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.
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Her teachers report that Atifa has poor concentration, does not aiways persist in
completing her schoolwork, is not assertive, and sometimes has problems interacting with
peers. At home and around her neighborhood, she plays with children younger than her.

Because of her asthma, Atifa 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, iead
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 difficuities 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 okd 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 "social* 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
1Q scores in the 90's), and personality disturbance and impairment of imputse 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 conciuded 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 cumriculum 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 *significant adverse
impact” on his educational performance. Psychological testing by a consultative
psychologist hired by the agency found that his IQ 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
IQ scores and accepted schoo! 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 2qual a listed
impairment. The child's mother has requested a hearing before an administrative law
judge.

12-YEAR-OLD NEW YORK BOY WITH ADHD, SERIOUS BEHAVIORAL PROBLEMS,
AND READING AT SECOND GRADE LEVEL

SSA has recently determined that a 12-year-old Brooklyn boy who sufters from
Attention Deficit Hyperactivity Disorder (*ADHD"), serious behavioral problems and a 5-
year delay in his reading level is not eligible for SSI 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 “less than marked" problems were concentration, persistence or pace,
cognitive/communicative functioning and personal functioning.)
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SSA's finding that the child has a *marked" 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 schoot 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 “off task" and has *difficuity
completing assignments.”

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 chiid 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
leve!l which is equivalent to the mandated *two marked" standard.

TEXAS-10 YEAR OLD GIRL WITH HIRSCHSPRUNG'S DISEASE AND MENTAL
RETARDATION

This 10-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 bom 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 mother's time to perform) in order to function and prevent
bowet obstruction. She was diagnosed with ADHD in December, 1992. Currently, she
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exhibits a leamning disability in math and reading while attending the fourth grade. She
attends special education classes and has limitations in the areas of
cognitive/communicative 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 still found not disabled.
She is currently awaiting a hearing date before an ALJ). (Note: Texas led the country
with the highest percentage of chiid disabllity cessations, 79%.)

JB--15 YEAR OLD WEST VIRGINIA BOY WITH DEPRESSION AND ADHD

JB tumed 15 in May. He is in the 8" 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 IQ
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 arfecting 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 *Stinky” 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 SSI 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.
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CHRISTOPHER-9 YEAR OLD OHIO BOY WITH ADHD, SPEECH DISORDER, AND
LANGUAGE-BASED LEARNING DISORDER

Christopher is a 9-year-old with ADHD, a speech articulation disorder, and a
language-based leaming disorder. Chris applied for SSI in November of 1994,
Evaluations by Children's Hospital Medical Center confirmed that he had ADHD 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 limitations in cognitive, social, and personalbshaviorai
functioning as well as ability to maintain concentration, persistence, and pace. In
addition, he has significant limitations in communicative functioning due to his speech
articulation disorder. .

Ina decnsén ol 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 (ADHD)
and listing 112.10 (Pervasive Developmentai Disorders). Chris was found disabled and

awarded SSI ‘

On July 30 1997 hq Social Security Administration sent a disability
redetermination decision to (?hnstopher The finding was that his speech, social skills,
attention spah’ and his ability to care for his personal needs were limited, but each one
in separation was 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 severa impairment.
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Your administration has 2 ey role to play in the implementation of the
children’s Supplemantal Security Income (SSI) provisions that were included in the
welfare reform bill enacted list mionth. While we are all interested in ensuring that
anly children who are truly disabled receive SSI banefits, we are equally concerned
that those children who are, in fact, severely disabled remain eligible for the
program. The Soclal Security Administration (SSA) has the agt responsibility
of striking a balance between these two goals. '

The statutory language was iritended to give SSA substantial discretion in
drawing the eligibility line for this program. Clearly, the new law cannot be read to
allow SSA to conﬁnuathcwivdofsevuitywlgchdmwwmud\ciﬂdm
At the same time, the new definition was nevar intended to “gut” the and,
in fact, atfirms the importance of functional assessment as patt of an eifective
evaluation of childhood disability. s

The debate over 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 SSL, and was .
included in the first two versions of welfare reform approved by Congress and then
finally in the bill enacted in AugustyThe compromise is notable in two ways. First,
it preservas a broad functional approach, keyand the “Listings of Inpairments,” in
measuring childhood disability. nd, it specifically does not establish the listings
level of severity, or any equivalent level of severity, as ths measure to be used in

assessing childhood disability.
FLA :

The enclosed Senate colloquy between those of us involved in this
compromise is important in understanding the meaning of the new definition.
This colloquy was not entered into lightly. Rathex, it was the subject of much
negotiation and was key to the fina] language of the definition regarding “physical
and mental impairment, which zesults in marked and severe functional
lim.tadons” after dropping the requirement that the effect of the impairment also be

“pervasive”.
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It is certainly appropriate for SSA, as tha regulatory agency, to adopt a
disability test that is stricter than the old Individualized Functional Assessment
(IFA), but which is not at the very strict level of the “Listings.” Ths proposal put
forward by several disability advocates and organizations with considerable i
- a one marked/cne moderate leval — is an acceptable and reasonable approach that
fulfills the statutory demand for a test that allows benefits only for marked and
severe functional limitations, but does not require that these limitations be

pervasive. . '

The Congressional Budget Office (CBO) has also acknowledged that SSA
would have a great deal of flexibility in meeting the requirements of the new law.
The enclosed Senate Finance Committee rt shows that CBO estimated that the
new definition of childhood disability could bar anywhere from 10-28 percent of
children from the program, depending upen the regulatory interpretation of the
new definition.

I know that you will do evesything in your.power to ensure that children
with severe disabilities who are truly deserving are not harmed by the changes in

the new welfare Jaw. Thank you in advance for your attention to this matter.
Pleasa do not hesitate to contact me if I may be of any further assistance. .

Sincerely,

b e leina

JHC:bd

cc Secretary Shalala -
Commissioner Chater i
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Mnited States Senate oo
WASHING TON, DC 20510-3403
September 4, 1996

President Bilt Clincon

‘The White House

1600 Pennsylvania Ave NW
Washington, DC 20500-0005 .

Dear Mr. Presidens:

1 am writing regarding the Supplemental Securicy Income (SSI) pruvisivns of the 1ew welfare
law. As you know, there are approximately 1 million children on SSI. For this reason, it is
imperative that the Social Security Administration (SSA) implement the new law with great
care and in 2 manner which ensures that disabled children are not harmed.

The SSA has significant latirude in interpreting the new law which for the first time in the
history of the 25 year old program requires the implementarion of a broad functional
limitations test to evaluate children, retaining the central tenants of the earlier Functional
Assessment test. Over 275,000 of the 1 million children on SSI will soon be subjected to
ncw revicws under this law. The 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 total | million, ar cut well helaw 10 percent -- depending on the SSA's

interpretation of the law.

The Senate debate and the legislative history of the final SSI reforms make it clear Congress
did not call for or intend for a radicat overhaul of the program. In fact, in a colloquy with
Senator Chafee and me on September 14, 1995, Senutur Dole referredd (o the SSI program as

siroply in need of 2 "tune up.”

The intent of Congress in mandating reforms was to remove from the SSI program children
who are not truly disabled. I thus urge you to instruct the SSA to carefully develop policies
that do not harm disabled children who rely on SSI, but only impact the much smaller group
intended by Congress. Additionally, [ encourage you to pay careful consideration to the
recommendations of nationally recognized experts of this program, such as the Community
Legal Services of Philadeiphia, The Arc (formerly Association of Retarded Citizens), and the -
Judge David L. Bazelon Center for Mental Health Law, in developing a comprehensive
functional test a: a severity level that impacts the fewest number of disabled children.

On a related maner, Congtess did not explicitly make the new law retroactive to claims -
pending on the date of enactment. Consequently, | urge that you clarify that the new law is
prospective. That is, families who property recsived beneflts under existing rules prior to
passage of the ncw law should not now be asked to repay these benefits as a result of this

Mwonmmu&
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Also, for families at risk of termination, ] request that you instruct the SSA to provide
parems with the following: (1) adequate information and appropriste assistance regarding the
medicat and functional evidence of disability required to receive benefits: and (2) appropriate

assistance In finding legal representation to appeal their cases. It is also important that the
SSA continue benefits in cases of appeal until the Administrarive 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 atention to these matters and look forward to hearing from you.

SilErely- M
KENT CONRAD

United States Senate
KC:wmah

cc: Carol Rasco, Director
Domestic Policy Council
Shirley Chater. Commissioner
Social Security Adminiscration
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Rnited States Smate

WASHINGTCN, OC 20830

April 14, 1997

The Honorable William J Clinton
The White House

1600 Pennsylvania Ave., NW
Washington. DC 20500-0005

Dear Mr. President:

We are writing 1o express our concerns about the Sacial Security Administration’s {(iSA) interim
final rules on implementing the childhood disability provisions of the new welfare reform law
(sections 211 and 212 of P.L. 104-193).

The Supplemental Security Income (SSI) eligibititv standard proposed by the SSA is fur more
severe than is required by the Personal Responsibility and Work Opportunity Reconciliation Act
of 1996. It is our view that. in developing a two marked level of disability that meets or equals
the Listings of Impairments, the Administration has misinterpreted the intent of' Congress in
reforming the SSI program for children with disabilities.

While the SSA slightly expanded the functional 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
definttion of disability will be disabled children who are truly in need of'assistance. In fact,
nationally recognized expents on the SSU program contend that your proposal will affect a far
greater number than the 135,000 children you estimated.

The Senate floar colloquy between Senator Chafee, Senator Conrad. and then Senate Majority
Leader Dole on September 14, 1995 -- the heart of the debate on SSI reform — makes it clear
Congress did not call for or intend for a radical overhaul of the program. In fact. during that
same colloquy. Senator Dote referred to the SSI program as simply in need of a “tune up” It
was based on the understanding of the need to “wne up.” not dramatically overhaul. the §SI
program that many Senators supported the inclusion of the phrase “marked and severe tunctional
limitations™ in the new law. It was the intent of Conyress 1o remove from the SSI prograrn
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 moderite
condition -- retain SSI coverage. ltis 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 meaniny listinys levels
severity or any equivalent level of severity Congress never intended and did not require this

_BEST AVAILABLE COP
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level of severity. SSA thus ignores the law, floor debate. and the history of the program. The
statutory language passed by both chambers of Congress and signed by the President is the best
reflection of Congressional intent. We encourage you to instruct the SSA to reevaluate and re-
targer the proposed rule and establish a comprehensive functional test ar a severity level that is
stricter than the [FA test. but does not harm children with disabilities. 1n addition. we encourage
you to make & commitment to undertake a complete review of the effect of these regulations on
children with disabilities in consultation with experts in the field of child development.

Mr. President, we appreciste your commitment to reversing the tlaws in the welfare law. You
have repeatedly proposed improving upon the provisions of the law which have lirtle to do with
the welfare reform goals of breaking the cycle of poverty by moving people tfrom 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 maner and look forward to hearing from you.

Sincerely.

P o

. Sgaator Edward Kennedy

AN

Sewftor John D Resketbller IV o ,
, or Patrick Leahy ;

Sena/
/ i
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88I Childhood Disability Cessations,
New Initial Allowances, and Reconsideration
Appeal Reversals

Cumulative Through 3/28/98
State (DDS) Initial Total New Initial Recon
Cease Ceased Allowance Reversal
‘ Rate (%)
National 60.3 147,468
Totals

Texas 78.8 9,111

Mississippi 77.4 4,579

Montana 77.3 368 36.4 | 34.1

Arkansas 76.9 4,339 21,2 26.2
_Louisiana 76.9 8,706 18.9 23.0

Iowa 76.7 1,273 33.2 65.0
——

Oklahoma 76.1 1,236 28.9 l7 15.5
e ——

Kansas 75.5 1,819 29.1 27.4
P—

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 I 37.8
Georgia 69.7 3,263 29.8 32.0

Illinois 69.4 8,759 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 33.1 45.2
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
Llndiana 610 3028 38 9 Y |

‘The pre-Zebley, 1989 new initial allowance rate, when a similar Listings-level
policy was in use, was 42%.

“"Historical reversal rates at reconsideration ("recon*), the first atep of appaal,
are about 1068,
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State (DDS) Initial Total New Initial Recon
Cease Ceased Allowance Reversal
Rate (%) _Rates (%)

Florida 59.9 8,407 30.3
P

Utah 59,9 537 53.6
P

Maine 58.8 297 36.0 77.6
p—

New Hampshire 58.6 171 43.8 64.5
‘fconnecticut 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

Maryland 53.2 1,630 42.1 47.4

Virginia 53.0 4,194 34.2 45.7

vVermont 52.7 196 41.6 52.4

Massachugetts 50.9 aﬁ352 41.7 44.4

Michigan 50.4 6,468 32.9 61.7

Delaware 49.2 245 41.8 95.5
Arizona 48.7 1,281 44.7 55.4
Alaska 47.9 90 56.9 I 90.9
Washington 47.0 1,232 52.0 73.0
New Jersey 45.4 2,381 39.7 52.6

South Dakota 45.1 245 38.1 46.9

Kentucky 44.5 3,167 38.4 §}.4
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
———

m 40.9 5,374 49.0 ' 46.0
wia 40.8 5,230 33.0 32.9

Hawaii 38.0 30 57.6 I 100.0
pa—

D.C. 35.1 212 46.3 100.0

—

Source: Social Security Administration, Office of Disability,
Social Security Childhood Status Report (1997)
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PREPARED STATEMENT OF DAWN WARDYGA

Thank you for the opportunity to provide testimony this afternoon on behalf of
children with chronic esses and disabilities and their families from across the
ppxteddStqtes. hi}s g hl-!tll‘:thler of six hti:l):)ildren, one :lf who&n had suger%({ ?l Stlav;xr;a b“ﬁﬁ
injury during his , leaving permanently and totally disable ow,
too well, the overwhelming barriers that families zf children with s%ecmi’ health care
needs face on a daily basis. In my work as Project Director for Family Voices of
Rhode Island, I've worked with many families directly affected by the recent
changes in the SSI program, both in the State of Rhode Island and many other
states across the nation.

The SSI program has made, and continues to make, the lives of the children who
?ualify and their families a bit more secure. The supports provided by SSI enable:
amilies to care for their children at home and meet mani of their special needs.
Many Farenta 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 time with
limited income, as they must be “on call” at al} times and ready to respond to their
child’s latest crisis.

In many states, although not all, becoming eli%l:le for the SSI 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 fap 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 %et their children on the program in the first place! The recent
changes currently being implemented within the SSI ui)rogram under the Welfare
Reform Act of 1996 have impacted this vulnerable population in dxsturbmg ways in
every state across the nation. In some states, families who have lost their SSI bene-
fits are being forced to relinquish custody of their children, especially those with
emotional/behavioral disabilities, in an effort 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 Hyperactivity 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 Flsychologist 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 oi)-
positional defiant disorder. Records confirm that Sandy continues to perform poorly
academically (all F's and D’s) and presents severe behavioral aﬁroblems (disruptive

havior, truancy, inattention and hyperactivi?r) 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 SSI. They
determined that Sandy had marked limitation in concentration, é)ersiatence or pace
nnd less than marked in all other areas despite the fact that SSA regulations con-
vider an IQ below 59 to be an extreme limitation and to Eresumptively 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 SSI. 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. SSA’s finding that the child has a marked social
functioning rroblem 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 disrespecting teachers and other authority figures. SSA’s fin
that the child has a significant problem with his ability to concentrate was b
on reports from teachers and the school gsychologist which consistently indicate
that the child is easily distracted, often off task and has difficulty completing as-
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signments. 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 achievernent 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 Rroblem in personal functioning as the child is
still unable to bathe himself or brush his teeth 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 marked problems 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 qgahfy 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, purchasgks&ecial shoes and orthotics, etc. Hers was a case recently redeter-
mined and, tha lly, continued in the program. Her mother shared her fear of los-
ing Courtney’s benefiis and her family’s inability to provide for her special needs
without the support of the SSI program. She lives in fear of continued periodic re-
views which may disqualify Courtney from the program and threats to her family’s
stability in the event of future benetit losses. Courtney’s medical and mobility issues
are expected to be life long.

Stephanie is a 14-year-old from Iowa who was Jiagnosed 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 (Stegh-
anie has one younger sibling). Three months later, Stephanie was denied benefits
at which time her mother was advised by SSA to hire an attorney, at her own ex-

nse, and ;af?peal the decision. Sixteen months later, in March of 1998, Stephanie

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-
i% this lengihy process. Stephanie will be receiving $180.00 per month from the
SSI program and is now eligi le 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 da\i\&hter needs. This particular case raises many troubling issues as
to the SSI and Medicaid programs and what they should be oinngo help families
nav‘iigate their way through the system in caring for their children with special
needs.

Marcus, a 13-year-old Mississippi boy with a congenital 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 again had open heart surgery in Au-
gust 1997 because of leakage, inefficient valve flow and fluid build-up. His 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 grand%arents, Marcus’s guardians, did not appeal the SSI termi-
nation because they believed that if their appeal was unsuccessful, they would have
to pay back all of the money that he had ever received from SSI. This was their
interpretation of Social Security’s letter received in the summer of 1997 notif{ms
them that Marcus’s SSI would be terminated because he was no longer disable

.under the new standard. The loss of SSI 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

56-585 99-4
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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-
b:‘;:, 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 SSI program. There are several concerns that these
examples raise:

1. The new regulations are too restrictive, denying access to SSI 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 appeals, when some of the problems with the new law were ac-
knowledged by SSA? How do we reach those children who have already been
turned away?

2. What is happening to the thousands of children with severe disabilities
3cx"oss the country who have lost benefits? Is anyone monitoring how they are

oing?

3. t 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 ellitgibility after losing SSI?
Are tuey 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?

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 appeal based on misunderstood informa-
tion or overwhelming fear of owing the United 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

{SUBMITTED BY JEROME J. SHES’I‘AéK, 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——i)oor children with physical and mental disabilities. On
behalf of the ABA, I am l{) eased to submit this statement in coslgunction with the
ng .4,81293 a(l?&rex't;ig}n‘. earing on the Implementation of the SSI Childhood Dis-
al n .

The American Bar Association, with a membership of 392,000, including 346,000
lawyer members, is concerned in general about the rights of every citizen for access
to justice and has been Karticular y 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 S\:lpplemental Security Income (SSI) Pro-
gram for low-income aged, blind and disabled persons. :

In keeping with this tradition, the ABA Board of Governors authorized emergency
funding in 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
Pr:)l)‘lect learned a geat 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 discreegancies in SSI termination rates from
state to state. For example, SSA data issued on November 8, 1997 revealed that
Mississippi had terminated 80% of the children’s SSI cases it had reviewed. In con-
trast, Washington DC, had a termination rate of 35%. Huge variations svere evident
across the nation—children with disabilities in one state were more than twice as
likely to lose their SSI 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 s the agency’s toll-free phone
number, were Kroviding misinformation to families about their appeal rights. In
‘slonge.cases, SSA personnel actively discouraged parents from appealing termination

ecisions. -

As 1 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 a‘piointed SSA Commissioner Kenneth Apfel in the fall of 1997.
After taking stock of these concerns, the Commissioner investigated the cause of the
ﬁ;oblema and desi?'ned a plan to remedy them. In his December 1997 Review of the

plementation of the New Childh 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 leadership much has been done to address initial
missteps by broadly reinitiating review of a large number of individual cases. Unfor-
tunately, all the good intentions and the initial efforts of the new Commissioner

(95)



96

have not yet been able to rectify many problems stemming from the implementation
of the new childhood disability standanf. P
It is imperative that we identify and address the re ing issues and problems
now, because thousands of children who are involved in the review process seek
prompt, fair and consistent resolution of their appeals. Similarly, many children
with physical and mental impairments who are applying for SSI 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 new child-
hood disability standard and, indeed, must make dramatic improvements 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, SSI 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 SSI 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 cause”exceptions 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 free 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 SSI 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, uiring 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 SSI families must also receive full due process rights, should
their child’s benefits be terminated or application denied. At 8 minimum, families
must receive termination or denial notices that are readily comprehensible and ad-
vise families of the availability for free 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 SSI pro-
gram.
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The Arc of the United States appreciates the opportunity to comment on the
implementation of the eligibility standard for children in the Supplemental Security Income
program, as revised by the Personal Respoasibility and Work Opportunity Reconciliation Act of
1996 (P.L. 104-193). We are especially grateful for the leadership and commitment to the
children’s SSI issues shown by Subcommittse Chairman John Chafee and Senator Kent Conrad.
With the help of Committee Members and cther Senators, you have continued to give serious
attention to the children’s SSI program and the children and families who arc affected by the
changes in the law. We commend you for your continued dedication to ensuring that the
program works for its intended beneficiaries and for supporting the future potential 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 voluatary membership organization
made up of approximately 140,000 people with mental retardation, their families, friends,

" professionals, and other interested people forming tore than 1,100 state and local chapters

tcross the country.

The Arc is vitally interested in the imnplementation 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 children and 24 percent of adults receiving SSI. We are
concerned about the potential impact of the tules on children with mental retardation whose
cases have been reviewed under these new rules and those who will apply for SSIin 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 { and I below) Second, SSA's
procedures and practice for carrying out the changes in the regulations must be addressed. (Part
I below)

L NEW CHILDHOOD DISABILITY STANDARD: Listings Level Standard is Too

Severe and Does Not Reflect Congressional [ntent

1

The Arc is deeply disappointed in the interim final regulations for childhood disability
detsrminations in the SSI program as published on February 11, 1997. The eligibility standard
established by the Social Security Administration to implement the law is for more severe than
required by the Personal Responsibility and Work Opportunity Reconciliation Act of 1996. We
believe that it is clear from a strong legislative 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 aiso 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 prugram. In addition, over 335,000
children havs 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.

The 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
1o ensure that, if PRWORA were signed into law, the definition of disability for children in the
SS1 program would be fair. In fact, the new statutory language requires that a child have a
“medically determinable physical or mental impairment which results in marked and severe
functional limitations" (emphasis on new statutory language) -- the first time that the Social
Security ctatute 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 withoui 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
these aew regulations (Senators Chafee, Conrad, Daschle, Moseley-Braun, Harkin, and Cohen,}
and a letter from Sen. Wellstonie 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 adversely 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 resuit 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 “furctionally equals” the listings. The interim final regulations of February
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1997 describe how a child can prove that an impairment functionally equals the listing. For
children who cannot prove their disability through some specific functional 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. Known 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 problems 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 1 to 3 year olds (“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
issues.

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 PRWORA but who
will 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 systems, 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 recognize 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 marked/one moderate™ standard in the regulations.
With this information, SSA and Congress can better assess 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 GAQ, the House proposal actually
would go much farther than the changes in PRWORA. The proposal would affect children who
have in the past become eligible through the listings and who, essentiaily, 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 SSI
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.

[n 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 aduit) 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
severe functional limitations.

We urge the Finance Committee to oppose any such proposals which might come before
you.

18 IMPACT 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 disabling 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 SSI'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 SSL, 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,
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Institute on Community Integration, University of Minnesota have developed a paper
summarizing changes in out-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
powerful 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
receiving 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-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 13.02 years....

Lakin and colleagues’ policy research brief, Children and Youth Receiving Residential
Services for Persons with Developmental Disabilities Outside Their Family Home: Trends from
1977 to 1997, includes data by state on these important trends. The policy brief also discusses
the positive financial impact of reduced out-of-home placements. The paper is included with this
statement for the record.

M. 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 harmful.

Upon taking his oath of office, Commissioner Apfel placed high priority on a complete
study of the implementation of the interim finai 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 staff; 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 Arc 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 that
Commissioner Apfel’s actions were bold and important steps to send a message to families, SSA
employees, and DDS employees that children would be treated fairly 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 families 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 trust and credibility in the
system. We are pleased to see in SSA’s SST Welfare Reform Childhood 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 recognize the complexity of the issues, the size of the agency, and the number of new
applications 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 SS4. 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 Apfe! 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 tumning 18. There is a very high rate of denial of these 18-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 mentai
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.

IVv. RECOMMENDATIONS

The Arc commends this Subcommittee for its attention to the children’s SSI program.
Based on the above, we belizve 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.

e SSA should conduct another 150 to 200 case review as described above to educate the
Congress and the public about the true ramifications of the standard adopted in the

interim final regulations.
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o 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 imerim 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/her
combination of impairments {(removing the all-or-nothing approach) and expanding the
number of areas of functioning to be taken into account (adding neurological problems,
medical fragility, and vulnersbility to disease). These are but a few of the recommendations
regarding the current interim regulations.

e SSA should continue to assess the impact of the regulations and report to Congress,
particularly on the issues regarding 13-year olds and the re-reviews of children with
mental retardation. )

Again, The Arc thanks Chairman Chafee 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 further information on the above.
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Children Dropped from SSI Due to Changes in Eligibility Standard

1. Johnis a 10 year old child who has severe bearing loss and mental retardation. After 6
surgeries, he has approximately 50 percent bearing. He is scheduled for 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.

Concentration is another major obstacle for John. He is unable to sit still to do work or evea
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 be can be a
healthy, productive adult. For example, John attends a special after-school program whcre tutors help
him do homework and practice academic skills.

His stepfather works full-time but earns a very low wage. SSI has been a saving grace in Joha's
young life. The benefits have allowed his mother to be home with him and his brothers and sisters and
to help 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 for
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. Lastly, 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 60 and 70. In addition she has asthma
that requires medication and an inhaler. She attends a school for children with developmental
disabilities. A

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 exhibits
uncontrollable aggression towards others around her, even towards her mother. Judy’s mother tries to
provide Judy with loving emotional support, but this 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. Further, 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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This Policy Research Brief was prepared by K.Charlie
Lakin, Lynda Anderson, and Robert Proury of the Re-
search and Training Center on Community 1.iving,
Institute on Communiry Integration, Universiry of Minne-
sota. This brief summarizes changes in out-of-home
placements of children and youth with mental retardation
since the implementation of the 551 and IDEA entitlements.
Very special thanks go to the many state officials who
generously responded 1o a request for the reported data on
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B Introduction

Since 1974, the Supplemental Security Income
(SSI) 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
most states, SSI recipients are also automatically
eligible for Medicaid and for all medical and rehabili-
tation services included in the state Medicaid 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 SSI
has been one of the comerstones 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 concem
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.

The 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 mentai retardation that their eligibility would be
re-evaluated. Initial redeterminations denied continua-
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Training Center on Community Living, Institute on Community
Intagration (UAP), College of Education and Human Development.
University of Minnesota.
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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-
ments to supporting children and youth with mental
retardation in their families and communities.

This brief report summarizes changes in out-of-
home placements of children and youth with mental
retardation since the implemeniation of the SSI and
IDEA entitlements. Specifically, these statistics show
the numbers of children (0-14 years) and youth (15-21
years) with menta! 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 menual 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 MR/DD agencies. The statistics reported do
include the out-of-home placements of a substantial
majority of children and youth with menta! 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.

B 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, yiclded state-by-state
and national population statistics on the number of

persons ages 0-14, 15-21, and various adult age
categories living in “MR/DD residential settings™
(Lakin, Hill & Bruininks, 1985). The statistics 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 same age breakdowns available
from the 1977 survey. The NMES was a national
sample that did not permit state-by-state estimates.
Because the NMES sample frame excluded settings
with two or fewer resid and underrep d
those with six or fewer residents, NMES age distribu-
tion estimates were applied to national statistics for the
total number of persons receiving MR/DD residential
services outside their family homes from a separate
survey of each individual state (Lakin et al..1989)..

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 MR/DD residential services. Specifically.
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 MR/DD 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 MR/DD
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 MR/DD
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 survey was remark-
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ably high. given the detail and timelines of the data
request. It demonstrates how in recent years states
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.

M Resuits of the Study

Table | and Figure | present the total number of
children (0-14 years), youth (15-21 years), and adults
receiving MR/DD 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 52,800 were 15-21 years old.
In 1977, children and youth made up 36.7% of the
247.796 persons receiving MR/DD residential ser-
vices, and 15.4% of all persons in MR/DD residential

Tabie 1: Children, Youth, and Aduits Receiving Public and
Private Out-of-Home Residential Services Sponsored by

Developmental Disabilities Agencies

Age 1977 1987 1997

014 38,161 (154%) 15,085 (5.9%) 11403 (3.4%)
1521 52,781 (21.3%) 31,448 (12.3%) 14,438 (4.3%)

22+ 156,854 (63.3%) 209,140 (81.8%) 312.641(92.3%)

Total 247796 (100%) 255,673 (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
31.450. In 1987, children and youth 21 years and

Figurs 1: Children, Youth, and Adults Receiving Pubtic and Private Out-Of-Home Residential Services Sponsored by State

Mentsl RetardationDevelopmentat Disabiities Agencies
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younger made up only 18.2% of all persons receiving
out of home MR/DD residential services. This com-
pares with 36.7% in 1977.

Between 1987 and 1997 the earlier trend contin-

. ued. In 1997, there were an estimated 11,403 children
14 years and younges and 14,438 youth 15-21 years in
out-of-home MR/DD sertings. The estimated total of
25,842 children and youth 0-21 years living in out-of-
home MR/DD residentiat settings was 44.5% less than
in 1987. The rate of decrease between 1987 and 1997
was only slightly less than the rate of decrease be-
tween 1977 and 1987 (48.8%).

In the 20 years between 1977 and 1997, the
number of children and youth receiving out-of-home
MR/DD 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 MR/DD residential services. The number of
youth 15-21 years decreased by 72.6% to 4.3% of all
people receiving MR/DD residential services. As
shown in Table 2, decreases occurred in every state.
(Idaho's Jower reported number of children in 1977
was due to partial reporting.)

B Discussion and Recommendations

The statistics reported in this Policy Research
Brief document a substantial decrease in 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-
ties, The number of children and youth receiving out-
of-home MR/DD residential services in the U.S. has
been reduced to less than 30% of the number 20 years
carlier, 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%.

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
years (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 91.000 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 MR/DD residential services
might be nearly double what it is today. -

When Congress was considering Public Law 104-
193, the Congressional Research Service estimated
that the bill would yield “savings™ of about $7.4
billion over 6 years, or about $1.23 billion per vear
(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 SSI savings or $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 was
restored for SSI children whose cash benefits were
discontinued. such is not the case for those children
and youth denied SS1 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, SSI and IDEA are. by far, the
largest and broadest in scope of those commitments



110

Table 2: Children and Youth with MR/D0 Living Outside the Homes of Their Nstural or Adoptive Families a3 a Percentage of AR
Peopie with MR/DD Recelving MR/DD Services in 1977 and 1997
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affecting children with disabilities.)

Nationwide. the average annual per person costs of
Medicaid-financed residential programs in 1996,
including the SSI benefit for Medicaid Home and
Community Based Services (waiver) recipients, was
$50,750 (Prouty & Lakin, 1997). The average federal
SSI 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 SSIin 1974, it might be assumed that
- the number of children and youth living in out-of-
home MR/DD settings in 1997 would have grown
proportionaily to the growth of children and youth in
the society as a whole (+3.5%) and today might
number about 94,125 children and 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 $1.3
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 SSI benefits for the estimated 407,000 children
with mental retardation on SSI rolls in mid-1997
would have vielded a substantial cost-benefit of about
$§1.25 billion per year. But, of course, SSI was only
one of a number of significant commitments made in
the mid-1970s and early 1980s to value families and
communities as the preferred option for nurturing
children and youth with mental retardation (and other
disabilities). Other programs providing suppon 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 1970s and by 1996 had reached $500
million in annual expenditures (Braddock, Hemp,

Parish & Westrich, 1998).

Although the savings projected for PL 104-193 do
not reflect other costs that will be incurred as a result.
costs that will be much more heavily bome by state
and local governments, it appears unlikely that there is
an absolute federal “cost benefit" that can be attributed
10 the support programs that have dramatically reduced
out-of-home placements of children and youth with
mental retardation over the past 20 years. 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
POBox 1585 - .
Baltimore, MD 21235

(Copy by FAX: 410/966-2830)

Re:  Determining Disability for a Child Under Age 18; Interim Final Rules With Request
for Comments (Federal Register, February 11, 1997)

Dear Acting Commissioner Callahan:

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
approximately 100 nationaj 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 fully 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 I of the Social Security Act.

The February 11 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 Opportunity
Reconciliation Act of 1996 (P.L. 104-193). We believe that the new statitory definition of
childhood disability gives SSA the flexibility to protect more children than will be by SSA’s
interim final standard. 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 (bereinafter “CCD™)
are addressed in three major sections: the standard itself; substantive issues within the standard;
and imglementation issues.

The CCD and other advocates worked very hard with Members of Congress 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
functional 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), Cohen (R-ME), Moseley-Braun (D-IL), and Harkin (D-IA) and a letter
from Sen. Wellstone (D-MN) 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 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 itseif a stretch:

Marked and severs functional 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 & level of severity that meets or medically or functionally equals the severity of a
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listingintheLisﬁngoflmpuimentsinnppendix 1 of subpart P of part 404 (the Listing).

.. The words “marked” and “severe” are also separate terms used throughout this subpart
wdmnbemmofﬁmonnlhmxmom, the term “marked™ is also used in the
listings. ... The meaning of the words “marked” and “severe” when used as part of
the term Marked and severe functional limitations is not the same as the meaning of
the separate terms “marked” and “severe” 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 legislative 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 135,000 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.

RECOMMENDATION:;

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
wminimum, SSA should include as eligible those children who have marked impairment in
one area of functioning and moderate impairment in another area of functioning —~ & “one
marked / one moderate” standard.

SSA also should commit to a thorough and compizte 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 track how the rules affect children with different
impairraents and levels of severity in each of the age groups.

. SUBSTANTIVE ISSUES WITHIN THE STANDARD

Given the standard chosen by SSA (essentially a “two marked”, listings-level standard),
there are several substantive issues that must be addressed. Without the charnges 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 attempted to base the functional
assessment 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-1980s. When the expert panel was convened to help develop the Individualized Functional
Assessment in 1990, SSA was counseled 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 mental impairment criteria approach (see discussion of
cognition/communication and the personal area for one- to three- year olds).

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 assess “functional
equals”, 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 1 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 areas 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
leamn, 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 functioning (mental
retardation) and marked limitations in communication (due to speech impairments) would be
considered to have a marked limitation in only one area — the combined
cognition/communication area. The impact of this standard is blatantly unfair.

Scientific research has shown that cognition and communication 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 other 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 limitations than a similar child who does not have communication limitations.

RECOMMENDATION;

To be scientifically accurate and fair to children 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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SSA has listed only three broad areas of childhood functioning which will be assessed for
children aged one to three (older infants and toddlers): cognitive/communicative development;
motor development; and social development. Children must show marked impairment in two
areas of functioning to be found eligible. Two critical areas of function are excluded for this age
group without any explanation: personal skills and concentration, persistence, and pace.

For age 3 to 18 year olds, SSA describes the personal anza 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, toileting, 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 marked functional limitations.

SSA also defines “concentration, persistence, and pace” for 3 to 18 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 area 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 areas 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 de facro part of the standard through regulation.

RECOMMENDATION:

SSA must add the personal area of functioning and add concentration, persistence,
and pace as areas 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 impairments. This result is especiaily troubling given the
unquestioned value of early intervention in assisting children to overcome limitations to the
greatest extent possible. (Section 416.926a)

3.  Measurcment of IO Must Include Room for Measurement Error

The American Association on Mental Retardation describes the measurement and use of
1Q scores in Mental Retardation: Definition, Classification, and Systems 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 error of measurement, which is estimatéd to be about three to five [Q points (:+3 to 5).
An individual whose 1Q score measures 70 should actually be coasidered to have an IQ in the
range of at least 66 to 74 or 62 to 78 (depending on the probability of accuracy sought).
Therefore it is critical that SSA not allow its disability examiners to use IQ scores to eliminate
children from eligibility, rather they should look at the total child and his/her functional
limitations. ChﬂdxmwboseIQmm”orbelodebeoomdaedumblyhm
an impairment “two 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 ares of childhood functioning, this could dezry access to critical SSI
cash support and medical and other supports through Medicaid. Strict adherence to numerical
scores is inappropriate and could have a harsh impact on children who have severe functional
limitations.

RECOMMENDATION:

SSA should add to the functional equivalence regulations a description of the
variance allowed (+ 3 to 5) in appropriate use of IQ test scores and SSA must ensure that
disability examiners and adjudicators understand that strict adherence to the numerical
score to deny eligibility is inappropriate. Whea in the range 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.

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 (Restructuring the SSI Disability
Program for Children and Adolescents: Report of the Committee on Childhood Disability of the
Disability Policy Panel, 1996) and others, this new area should include other physical functions
considered a part of normal functioning such as breathing; eating, digesting, and ¢liminating;
strength, stamina, and endurance; ability to resist disease and function in the physical world.

RECOMMENDATION

SSA should include an sdditional area of functioning to address the non-motor
aspects of physical impairment including at least: breathing; eating, digesting, and
eliminating; strength, stamina, and endurance; ability 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 acknowledge the importance of “other factors”
such as the effects of medication or treatment, adaptations, highly structured settings, and the
child’s ability to attend school. The proposed regulations do not change the significance of
evaluating these factors when revicwing 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 ensure that
consideration of “other factors” is not ignored in future adjudications.

RECOMMENDATION

SSA should incorporate guidance on how to consider “other factors” in the
sequential evaluation process. Previously, SSA issued such guidance in its own Program
Operations 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 not ignored during the adjudicative
process. (Section 416.924¢)

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 functional limitations for different age groups.

RECOMMENDATION

SSA shouild amend the regulations to indicate that state agencies will purchase tests
to assess function, where relevant. SSA should regularly provide guidance to DDS
examiners regarding which tests are currently available and considered reliable to assess
function for different age groups.
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Section 416.926 defines medical equivalence for children. It is flawed in that it indicates
that SSA will “compare the symptoms, signs and laboratory findings about your impairment(s),
as shown in the medical evidence we have about your claim,...” While “medical evidence” is
later defined to include “all relevant evidence in your case file”, the controlling sentence still
indicates that only “symptoms, 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 criteris, it
is most important that all evidence, including functional evidence, be considered throughout the
entire sequential process.

RECOMMENDATION

SSA should clarify Section 416.926 to refer to all relevant evidence rather than just
“symptoms, signs and laboratory findings” and all relevant medical evidence.

‘NI IMPLEMENTATION ISSUES

There are several issues regarding implementation of the new regulations which we
believe SSA must address. 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. If changes are made, fairness demands that SSA set aside
or “flag” the potentially affected cases and hold any denial decisions. Children should not be
denied on the basis of regulations with a short life-span which SSA intends to amend.

Otherwise, the process will be viewed as arbitrary and capricious.

9. Case reviews of the children whose eligibility needs to be redetermined «re just beginning
now. Without relevant school records, the vast majority of the redeterminations will have
incomplete evidence. SSA should instruct the state disability agencies to postpone
completion of cases during the summer 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
through publication in the Federal Register and on SSA’s internet home page.

The undersigned organizstions urge the Social Security Administration to publish new
regulations incorporating the changes suggested sbove.
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Thank you for the opportunity 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 (Bazelon Center for Mental Health Law, 202/467-5730).

Jipd Sy

ty Fi
The Arc of the United States Bazelon Center for Mental Health Law
ony Yo Paul Seifert
United Cerebral Palsy ’ International Association of Psychosocial
Associations, Inc. 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 Associstion

Council for Exceptional Children

Division for Early Childhood of the Council for Exceptionat Children
Epilepsy Foundation of America

International Associstion of Psychosocial Rehabilitation Services
Joseph P. Kennedy, Jr. Foundation )

Leaming Disability Association of America

National Alliance for the Mentally IlI

National Association of Developmental Disabilities Councils
National Association of Protection and Advocacy Systems
National Association of School Psychologists

National Council for Community Behaviora! Healthcare
National Easter Seal Society

National Mental Health Association

National Pareat Network on Disabilities

Paralyzed Veterans of American

Spina Bifida Associstion of America

The Arc of the United States

United Cerebral Palsy Associations, Inc.
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o0 AR WASHINGTON, OC 20510-2002 fabaremriin
T—— September 17, 1996 e

The Honorable Bill Clinten’
President of the United States
The White House

Washington, DC 20500
Dear Mr. President:

Your administration has a key role to play.in the implementation of the
children’s Supplemental Security Income (SSI) provisions that were included 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 these 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 over 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 walfare reform approved by Congress and then
finally in the bill enacted in August. The compromise is notable in two ways. First,
it preserves a broad functional approach, keyond the "Listings of Impairments,” in
measuring childhood disability. Second, it specifically does ot establish the listings
level of severity, or any equivalent level of severity, as the measure to be used in
assessing childhood disability. . . .

Th:m:bsedSuuumuoquybmmmoseof'usi:;volvedi:\&is
compromise is important in understanding the meaning of the new definition.
This colloquy was not entered into lightly. Rather, it was the subject of much
negotiation and was key to the final language of the definition regarding “physical
and mental impairment, which results in marked and severe functional
limitations” after dropping the requirement that the effect of the impairment also be
“pervasive”.

56-585 99-35
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It is certainly appropriate for SSA, as the regulatory agency, to adopta
disability test that is stricter than the old Individualized Functional Assessment
(IFA), but which is not at the very strict level of the “Listings.” The propesal put
forward by several disability advocates and organizations with considerable
-~ a one markad/one moderate level — is an scceptable and reasonable approach that
fulfills the statutory demand for a test that allows benefits only for marked and
severe functional limitations, but does not require that these limitations be

The Congressional Budget Office (CBO) has also acimowledged that SSA
would have a great deal of Sexibility in meeting the of the naw law.
The enclosad Senate Finance Comunittee shows that CBO estimated that the
new definition of childhood disability bar anywhere from 10-28 percent of
children from the program, depending upen the regulatory interpretation of the
new definition. :

I know that you will do everything in youz.power 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 advancs for your attention to this matter. :
Plazsa do not hesitate to contact me if I may be of any further assistance. .

. Sincerely,
JHCHd . .
cm&am& . ~

Co:nm‘hdpncChhr K
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KENT CONRAD ’ -
ey somonre
- Eipited States Semate -
WAKHING TON, DC 20510-3403
Scptembur 4. 1996
President Bill Cliaron
The White House - .
1600 Pennsylvania Ave NW
Washington, DC 20500-0005
Dear Mr. President:

I am writing regarding the Suppieracntal Sceurity fnentne (SSI) provisivos of the new welfare
law. As you know, there are approximarely 1 million children on SSI. For this reason, it Is
imperative that the Social Security Admintstration (SSA) implément the new law with great
care and in 8 manner which enturcs thar disadled children are not harmed.

The SSA has significant lndaude in incerprcting the new iaw which for the first time in the
history of the 25 year old program requires the implementarion of a broad functional
Iimitations test to evaluate children. retinmg the eentral temants or the eariier Punctional
Assessment test. Over 275,000 of the | miflion children on SSI will soon be subjected 0
acw rovicws under this law. ‘The Congresional Budget Office has told Congress that with
the discretion afforded the SSA under the new law, policics could cither cut close 1o 30
pereene of the 1ol 1 millian, or cul well helow i perrent — depending on the SSA's

interpreaation of the law, .

The Seoate debate and the kegislative hissory of the fizal SS1 reforms make it clear Congress
did ot eail for or intend for a radical averbazl of the program. In fact, in a colloquy with
Senator Chafes and mie on Sepembeer 14, 1995, Semawr Dole referred W e SSI progran

simply in need of 3 “mipe up.*

The imtent of Congress in mandating reforms was to nerove from the SSI program children
who are not Guly disabled. 1 thus urpe you w osruct the SSA (o carefully develop palicies
that do not-harm disabled children who rely on SSL but only tmpact the much smaller group
inteaded by Congress. Additionally, { encourage you t pay caretul cansideration w the ’
recommendatioas of saronslly recognized expents of this program, such as e Community
WW“WGW&WA&“OM’WO{WCM).MM
WMLMQM!«M@H&&&W.h&vdW:W.
funcronal test 81 & severity level that iropacts the fowest sumber of dissbled children. .

On'aﬁaédmw.at;udwmmmmhumhvmmadnwcm ’

pendiag oa the date of enacanent. W].lwmmmuumh\vk
prospecdve. That i3, families who properly received benetics under existing rules prior

mﬁmwhwﬁﬂdmtmhuﬁmmymm"tmhctw '

+

PPNS (N NEVT &) vk D
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vAho,for nmur&kdmlm.lwawmuywmum»m
tha following: (1) adequase information and appropriate assistance regarding the

pareats with
medical and functional evidence of disadility roquired to receive benefis: and (2) appropriate
assistancs in floding legal representation o appeal thelr cuses. ¢ is also important that the
SSA continue beaefits in cases of appcal ustl the Administradve Law Judge hearing and
deciston sre final — an esseatial prolection piven the lives and health of children are ar stake
and the risk of error is great in mass reviews uinker a complex, new law.

! appreciaze your azention (0 thesc matters and look forwand 0 bearing from you.

L.

KENT CONRAD
United Stazes Scnae
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Wnited States Henate
@ftics sf ths Remscentic Leaber
Slashingtex, BC 208107020
_ . Octobec4, 1996
. . .= 4
The President .
The Whits House
 Wushington, D.C. 20500
You have sn ol the recently enacted welfare refarm legislation in a manner

that treats mm y. In crafting a new definition of disability for
chxldnnnndamslzpplmudSmyrwom(SSD mCon:xus provided the axecutive
“branch with great lasdituds to interpeet the of your long-standing commitment to
:hnechﬂdtalhcwyouvnnmthuhamda

mﬂmdtmdsp invelved in eraftin, SmmDolo,SmChaﬁaamdSmm
& ccmpmnﬁu'y ummniybemmbuhfonhamlm Wemade s
eoasci mdmumwmmmmmsmsm

considerable lmg:mm g‘.l'.‘lnmthu ou.ldd;htanthe droppi
re| w in
cnxlydmbledchﬂd:enm gnmcviaw:afdxe §
Oﬂ'i:o(GO)nthenme CBOwldCongreulhn newpohcaacmndcu

Congressional Budget
between 10 ta 28 percent of the children from tie program, depending upon SSA's regulatory
imterpretaton. :

Mdﬁmwwthwfmm:bwammw over reforming this program. In
d:o‘:“d.mmcﬁmed a fancgonal assassment of & child's abilities was critical in evaluating

childhood disability. mhmwmmmdwmmmmhmssamm
establish 2 funcdonal assessment beyond the “Listings o f Impairmeats.” The new definition of
disability, requiring mﬁhfylng impairments be “roarked and sevete functional limitadoas,”

expucmydoe.snot the hvslofmenty.ormyequivﬂmzmmnmebm
for determining childhood SSAw mmﬂwmmommwouldbumﬁ:
mmakcwuhpomnﬂydevmducomwfwmousm&dmunmnamtwm:nble

‘o -

Certainly, the new statute suwcﬁmmdw Individualized Functional Assessment.
s SSAto the m::levelof:hclis A beter
ndoanoc.hcmm couﬁm adopt very tings. m

which we eavisicoed require one

modam@abﬂityinada by seveni

organizadons mmudmzmuof ’
i m mmemmryuquhmmmm

ong:‘hﬂnyoalyfor mrbd mﬁmonalnmmm wittm:reqwmgm
Ihtinpbvel of scvedty.
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are severely disabled recel mmmmm deserving.

cct The Honarable Carof Rasco "
*The Honorabls Shirley Chater ~, "™~
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nitedy States Seruate N
a wmnwfm SecL same
September 28, 1936

The Honorable Bill Clinten
#resident

The White House
1600 Pennsylvania Avenue, NW
Washington, D.C. 20500 -

Dear Mr. Prasident:

T am writ vegarding the Supplemental Security Income (SSI)
provisions of g‘; “03 welfare lav. As you know, exuynoehl Security
Adninistration has a key role in the implementation of the children’s SSI
provisions, Wiile I ly vt efforts to ansure that only children wh
are truly disabled receive 8SI banefits, I hope that there will be adequat
safeguards to ensure that those children who are, in fact, saversly
disablad, will not be unduly harmed by tha new rules.

: . The Congressional Budget O£fice has told Congress that the nsw welfar:
law could result in anywhere from a ten percent to a twenty-eight percent
raduction in 891 caseloads. This demonstratas the considerable discretion
that the S3A will have in implementing the broad functicnal limitatiocns
test uged to evaluate children.

In developing policles ta implement tha naw 8ST p:éviuioa-, I
encou::fa ycu”:o cup-ztuny consider tha recommendations of several

naticnally recognized erts of this program, including the 881 Coalition.
located LZ Chicago. mo“xp proposal put gmb by tha nnznguuuon is sivdla-
to that put forward several other disability advocates--that is, a "one
maried/ons moderate® functional disability test. This standarxd ia an
acceptable and reascnable approach which fulfills the statutory damand tor
a test that allews bensfits only for marked and severs functicnal
limitationa, but doas not raquire these limitaticne to be pervasive.

Mr. President, I know that you, too, are keenly interested in
Luzhmnetng the welfare bill in a way that will adequately protect o
children with severe disabilitiss. I appreciats your thoughtful
conaideration of this matter and lock forward to hearing fzom you.

.giaverely,

.&u(‘f) )lfw/n/ c;mm\ )

Carol Moselay-Braun
United States Senatoer

OB :axrag )
<a: Shirley Chater
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s Eeas Hnited States Senate
Oclober 8. 1996

The Honorable Bill Clinton
President of the United Statos
The White House '
Washington, DC 20500

Dear Mr. President:

The recently cnacted welfare reform legislation inchuled changes to the eligibility
sandard for fow-income children whu receive Supplemental Security Incume (SS1). The
legislation eliminated the individual Functional Assessment, an eligihility standard formulated
for children as a resuit of the Sapreme Court docision jn Sullivan v, Zebley. The Social
Security Administration (SSA) is now in the process of canying out a dinxtive to draft a new
definition that will permit a child to receive benefits if he or she has x “medically 4
dh:miuhic physical or mental impairment, which results in marked and severe functional
imitations.”

As Chairman of the Senate Special Commidee on Aging, | have wurked to ensure that
the SSI program is aot vulncrable o false claims for disability bencfits fnnn disabled adults,
immigrants, and children. (lowever, | am concerned that as SSA carrics out its mandate to
ftvfi:e the disability eriteria, children with scvere disahilities may be denied cligibidity
wnfairly. - ' )

Congress intended that the new eligibility guidelines should he more strict than the
Individual Functional Assessment; however, Congress recognized that the revised standard
should continue the use of criteria which take into accyunt functional limitations. In addition,
there was no explicit directive that the new standand equal the level of severity genenally
found in the Listing of Medical impairmints,

Evidence of congressional intent can be found in a colloquy hetwenn Senator John
Chafec and Senator Rob Dole (Cong. Rec. $13613). My colhkeayues noted that a definition
requiring a “marked, severc, and pervasive impainment”™ was rcjecial by the conferess.  When
this languape was proposed, the Congressional Rudget Office (CR()) calculated that the
number of children who would be affected could be anywhere from 10 to 28 percent of the
children currendly on the program.  Upon further consideration, the (erm “pervasive™ was
dropped from the definftion becausc the term implivd some Jdegnes ol impainment in almost
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of & child’s functioning or body systemz. With the deletion of the term “pervasive,”
is that Conyress is not demanding a draatic change in the kevel of severity required 1o
demonstrate eligiditicy for benefis. In chonsing a mony lenient deflnition, it is aleo clear that
tbe number of chikiren who sitimately losc benefits will be fower than the range cited by

B

8

The SSI program provides critical health services an! financiat support for families
with disabled children. While the program has cxperienced problens, | beliove thst SSA has
initfated steps to inplement safeguands which pmiect against potential abuses, 1 know that
you will do whatever you can 10 encouragy a standard that will promaote confidence in the
program and will direct help o those who need it must

With best wishes, | am
Sincercly,

FoE

¢  Carol Rasco, Director .
Policy Counsel

ey Chater, Commiss

Sceurity Administration

18]
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- Hnited States Senate
" WAL T S ST 8 OW S COMMTTEIONLASRORAND
. HUMAN RESOURCES
- WASHINGTON, OC 20810-6300
December 9, 1996 :
Washington, D.C. 20500
wmwmmwwwmw
used for determining whether children with disabilities ars eligible. Knowing of my tnterest in
disahilliry policy, I urge you to ensure that the Dew stendard reflect congressional Inteat, as
. evidenced by recent carrespondence to you from Senxtors Daschic, Chafze, and Conrad, who
mmmhmawmwmammm&m
A colloquy betweea Scnators Dole, Chafes, and Conrad reflects key undersrandings that
~children with disabilities are amang thase most at risk in our soclaty;

-.um'swmammmmnmmm.My
disabled child SSI can be & lifesaver; |

, «the SST program allows pereats to care ot their child at bome ot obtain services they
-&S&mﬁtéﬂ&nmﬂslwmtmw.nd _
' mnﬂbmﬁmhmm@hd&t&;bﬁ&awﬁw
Aahlwmmﬁﬁdo&@d:ﬂnmﬂmﬂbyuw

mmmmmhuupmwmm.mummm
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FAIA B WRLLETONG onaerrems
twedeets, - - . - . ) . -::mn—-m
0 ‘Eniwd Sers Smr 00 WA=

WASHINGTON, OC 206 0-1303 VETRMNT AR

. Novesber 13, 1996

. Ms. Domna' K. Shalala ., . ,.i3 e .
.Secxetaxy ¢+ ', . .y U UURET K
205 Tadependance Mvemie. 8w ot

e Avenue, S.W.
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- I am writing to express my concern for children with
disabilities and their families who may be hurt whan ths new
eligibility standards for children in the Supplemantal Security
Incons Program (SSI) are issuad by the Department of Health and:
Human Sexvices. One of the reasons I voted against the Welfare
Reform bill was the change in the SSI program for children. I

" believed that toc many children could unnecassarily be hurt by
the elimination of the Individual Functional Assessmant (IFA).

. Parents, advocates, social workers, and teachsrs have all
contacted my office, worried -that 3,200 children in Minnesota
could lose their SYI benefits. - These families need SSI to cover
ths additicnal costs of raising a child with a disability. There
are no other programs that pay for adaptive clothing, special
diets, increased laundering, travel to specialists, certaln .
equipment, specially trained baby sitters, stc. Families alrsady
experiencing strass from day to day cars may crumble under the
waight of the full financ burden. In Minnesota, children who
lose their SSI may also lose their Medicaid and thus theixr

- families would no longer recsive in-home family supports and
other medical care. = . 1 ° o : .

" The loss of the IFA, the  category for maladaptive bhehaviox,
and the naw requirement that a child’s coendition to be *marked
and severs® could wmean that some children with the following
conditions could lose their SSI benefits: autism,
palsy, mantal retardation, attention deficit disorder/attsntion
daficit hyperactivity disorder, emotional behavicral'disorders,
arthritis, pulmcoary tuberculosis, burns, schizophrenia, and a
combination of mild disabilities. Many of thess conditions,
singly and combined, have a great impact cn children’s lives.
Children with autism may be able to dress and feed themselves,
but must be wvatched cvery momeant they are awvake so as not to
cause harm to themselves. Children with mild mental retardatiom
way. be able to keep up with thair peers, but if epilepsy and
«:tbrqumdnpnsmtmymlduqunameml
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, 40 aaoacion, %OulQ nope CHAt AN 1ssuing .cs new
eligibility standaxds,. tha Department of Health and Human
Services would recognize that tha wedical and education

-commnities are currently reluctant to place labels cn young
children. However, under strict naw-eligibility standaxds, it

. ;oiﬁd :gt be lnrpré;ing to see %mth functional

tations being given severe s sychiatzic diagnoses

in order allow them to obtain needed lervilc:u. i

I urge the Department to set its eligibility standarxds in
such a way that would allew children who are truly dependent on .
§SI to continue.to receive benafits. It is ironic that the IFA
was targeted in tha Welfare Raform bill since functional
assessmants arxe %h ?oz. :_.fcli,ablz than wadical ihtinga, and
there are great ctional vatriations among pecple who caxry the
same medical listing. Additionally, diagnostic processes used to
datermine & medical listing use functional assessments.

My greatest concern is ‘that;we not reduce cur commitment to
keep children, particularly children with disabilities, in their
family homes. In the 1970’s, .Congress made an assumption that
the bast place for a child to be raised is with his or her
family. A number of coamitments were made to provide financial
asgistanca to families and an education to children with
disabllities so that they could be raised at home. This hae
worked incredibly well. In 1965, 91,000 children lived in state
institutions but now only 3,000 children remain ian them. 1In
1977, 90,000 children lived in residential facilities, but now
only 40,000 live in thase facilities. In short, the number of
children receaiving SSI benefits have increased, but the number of

children in out-of-home placements has decraasad.

Again, I hope that ‘will take great care in establishing
thess standazxds. I £ y believe that we must not raduce our
commitment to children. Thanks for. your atteation to the issues
I have raised. I lock forward to hearing from you.

Sincerely,
Paul David Wellstone
United States Senator

POW:sa . .
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Testimony on Children's SSI
Finance Conimittee
United States Senate

Who We Are. Founded in 1964, Chicago Volunteer Legal Services
Foundation is the nation’s oldest and largest- pro Some program which
provides direct legal servicss fo individual clients. Last year, our 1,859
voluntesrs—assisted by a staff of & lowyers and 5 paralegals—provided
free assistance to 11,193 low-income area residents with “everyday”
legal problems. With a panel referral program and 26 free
neighborhood legal clinics, CVLS fields more legal aid attorneys than all
other Chicago-area programs combined.

Our ogency, individual voluntesrs, 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 Anmual Report fully deseribing our agency is enclosed with
this statemant.

By choice, Chicago Volunteer Legal Services Foundation (CVLS) accepts
n9 funds from ony government entity, Our donors are individuals, low
firms, foundations, corporations, and law firms. CVLS has no ideology
or political agenda. As far as I know, this is only the fourth time in our
history that we've communicated with a legisiature. This testimony
follows an invitation to elaborate upon my letter which was published in
the Illinois State Bar Association Newsietter (copy attached).

CVLS & Children's SSI. CVLS knows SSI in theory and in practice.
Our attorneys and paralegals have experience as effective client
representatives. Inaddition, we've had extensive contact with
thousands of SSI recipients, representing their families in divorce,
eviction, guardianship, and matters.

SSI & the State & Income Redistribution. The Iilinois Department of
Public Aid has been very aggressive in persuading/ coercing its clients
for SSI. Mony—probably, most—successful applicants were genuinely
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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.

What made State officeholders happy also pieased activists who favored income
redistribution. As a University of Chicago study pointed out some years ago, it is
impossible for one to survive sclely on one’s IDPA grant. However, legislators
regarded raising IDPA grants as political suicide. SSI, 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 SSI 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's
grants to finance drugs, late-mode! cars, and boyfriends. Community residents are
embarrassed when homes subsidized by SSI are found to have no foed, 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 "SSI” with "fraud®. SST's
promiscuous coverage has had a corrosive effect on low-income communities. And,
somewhere along the line, the distinction between genuine ADD and old-fashioned

BAD has been lost.
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Inshort, I truly believe that the majority of low-income persons recognize that
there have been sericus abuses in the SSI 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 *wrongs”
before they were identified.

It is wise to prepare for future exigencies. Who can fault bar groups for trying to
head off the 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 Illinois SSI recipients in certain
categories had no legitimate claim, we expected many 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 and 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 aren't. "There's nothing wrong with them.® The mother whose “proof” of her
daughter’s iearning disability is a teacher's report that although this 7 year-old
reads at age level, *her attention scmetimes wanders.”

We keep hearing that someday there will be a huge flood 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.
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There Are 6ood Cases Out There. 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. Itis
unfair to use children to turn SSI into a political football. Neither party 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 Director

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, 19971S8A BAR NEWS

CVLS disgusted-
with SSI cases
that lack merit

We're pmud of the Hlinois State Bar
Associaton’s leadership in recruiting pro.
bono attomeys to contest termination of
kids' SSI disability benefics.

This was 2 spcedy and proactive
response to an spparent national crisis.
That ISBA has responded so generously
is a tribuce to the gresc good will of ics
members. However, fair waming: All
ISBA volunteers may not  get cases.

Due to years of experience with SSI,
the Chicago Volunteer Legal Services
Foundation asked to be given cases in
categories most likely to make sense.
Even 3o, less than 50 percent of the SSI
cases we receive to place with volunceers
have an arguable meric

*Disgusted” is a mild word for how
we feel about the fraud, greed and
neglect some of these cases reveal.

We're told that lllinois has a dispro-
portionate number of terminacions. That
makes sense when one considers that
most of these payees were essentislly
coerced by che illinois Department of
Public Aid to qualify childcen (and
adules) for federal SSI benefics, thus
removing them from 1DPA rolls.

Faced with a threat of losing legit-
mate state 2id unless you applied for the
much larger federal ganc,. what would

you do?

And isn't it crue that study after study
shows it would be a loc more honest for
scates to raise all their welfare grusics to
the level of SSI payments because no

. one can subsist on the lower payments? -

Depressing  and - disillusioning?
Maybe. Bue it’s also a relief to see how
many of these disqualifications are total-
ly cotrect. And thanks to [SBA, children
who are accually distbled will have
lawyers.

With welfare reform upon us, we hope
the bar will enter into an ongoing dia-
logue with the Illinois Department of

Human Scrvices to assure that the stace -

does its best by all our xrnpovembeq
youth.

walk away from children. Your local pro
bono program should have no problem
finding another type of case where you
can make a big diffecence in a lirde kid’s
life. :
- M. Lee Witte, Executive Duecnof
Chicago Volunteer Legal Services -
Foundation. ;

So if you don't get an SSI case, don't ,.

i R CAT S

Ce «
fers b cire (A W
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THE CHAIN REACTION
AGENTS OF CHANGE
1416 = 33vd Avenue South
Seattie WA 98144
(206) 323-2048 (VOICE/FAX) Kidolan@xeanet.com

CHANGE AGENTRY - EMPOWERMENT - ENLIGHTENMENT

Senator Chaffee Hearing
SSI and Needy Blind and Disabled Children
July 7, 1998 2:00 p.m.

TESTIMONY

My name is Katie Dolan. [ live in Seattls Washington where I direct this
national organization of all volunteer citizen advocates who szerve in behalf of
children and adults with developmental disabilities. I am the former dirsctor of
the Washington State Protection & Advocacy Agency (1972 - 1986), commonly
called The Troubleshooters. I have sserved om the National Developmerial
Disabilities Advisory Council, a consultant to both the Congressional Epilspsy
Commission, and the Region X Social Sscurity Administration, and am a founder
of the Washington Stats chapter of the Autism Society of America.

In 1972, two years befors SSI started, regional federal officials gave me a
3 year federal grant of $12,000 annually, to help bring families of children and
adults with disabilities on to state benefits in preparation for being grandfathered
on to SSI in 1974, Wa, subsequently, advised SSA on disability family issues.

We found familiss often so protective of their children with disabilitiss, as
to be unable 1o verify the severity of the child's functional kandicap. We had to
hold "disability parties”, where we mads the parents stay in the kitchen fixing
potluck luncheons, while Social Security Officials filled 0t application forms in
order to "make " the child eligible. Many of the children had severe disabilities,
but their parents refused to admit it! And we found that families of children
with mild disabilities would fight to the deatk to deny their child's kandicap!

The cardinal rule we taught all of our advocates:

NEVER LET A GRANDPARENT APPLY FOR SSI FOR A CHILD WITH A
DISABILITY

Grandparents always believe their grand child is perfect!
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I know our families, and when in the last years, I began seeing identical
news accounts in newspapers and tabloid press, stating parents were ‘coaching’
their children to pretend to be disabled in order to get "dumb checks”, I knew
that was not true. No parents ever coached their child to be retarded.

¢ Poor families are already receiving public assistance checks from
the state welfare program. Not one poor family with a child wko has a disability
knows how much more money they would get if their child receives SSI vs the
state welfare money. Most don't even know what SSI is! Only when their
caseworkers tell them to sign up their child for SSI, do they even try for it.

*  SSA contracted doctors establish a child's medical eligibility,
using current examinations, as well as, medical and educational records of
history. Parents "teaching” their child to "pretend” to be retarded, would have
nothing to do with the final establishment of medical eligibility.

* A major concern, and the most crusl, is the denial of babies with
birth defects diagnosed upon birtk. Since the late 70's, SSA, has been trying to
say that there is no such thing as a "disabled” baby, because no baby can care
Jor itself, feed itself, support itself; SSA used the criteria for adults to establish
eligibility. Parents or agents 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 mors restrictive rules and regs of eligibility, making up lies of
cheating to justify their own cruel policies,

* Earlier in 1998, a report of an intensive study found not one case
where a family had coached its child to "pretend” to be disabled. The totally
manufactured data supporting this charge against poor families came out of the
SSA and has been innocently accepted by some Congress members.

* Recently some states in anticipation of "welfare reform”, have
applied en masse for SSI for their children with unmeasurable, but mild mantal
retardation and learning disabilitiss. Many have been receiving SSI and now are
being threatened with expulsion from the rolls. This is an argument between the
states and SSA and should be settied ot the federal level without the propaganda
used by SSA to stigmatize receiving SSI. These children need support, because
their mild disabilities congtitute lifelong handicaps, if not treated early.
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Since the '70's, there has been a plan that the feds would, slowly but
surely, take over public assistance to children and adults with disabilities on the
100% federally funded SSI program. Then the states would pick up all of the
peopls who were poor and their children on Aid to Families with Dependent
Children (AFDC), and General Assistance Unemployabls, (GAU), pressntly 50~
50 state/federal funds, but slated to be an all-state funded/regulated program.

Cities and municipalities have a large stake in these federal/state
agreements on SSI. SSI is the fastest form of "revenue sharing” ever invented
by government. Harvard University social scientist, Charles Morris pointed this
out with his comment that "on the first of every monthk that 100% federally
backed SSI check goes fast into the local sconomy”. Somehow the recipients
never receive a thank you, nor even an acknowledgement, for what they bring to
their city and state. Instead they are maligned by the SSA, demeaned and even
criminalized, for receiving their eligible benefits.

. This misinformation and propaganda sent out by our formerly most
revered, respected and most efficient Social Security Administration, has become
the shame of America. To disallow benefits and therefore Medicaid to little
babies and children with genetic disabilitiss, suffering illnesses and injuries, is
shocking and may not be tolerated.

Citizens of the United States, the most generous and compassionate
people in the world, do not want their country's policies to hurt children with
disabilities, nor their families. Therefore, SSA has had 1o resort to the practice
of misinformation, and propaganda against needy families who have children
with disabilities. It is not a partisan issus, because it kas gone on through a
varisty of administrations. However, it has now culminated in so vicious an
attack against the most vulnerable of our society, it borders on genocide.

Respectjully submitted on July 6, 1

Post Testimony: I would have dropped everything to come to Washington, D.C.
at my own expense in order to testify. Unfortunately, the date and time of the
hearing (July 7th at 2:00 p.m.), was unavailable from my Congressional
delegation until 9:00 a.m. on July 6th, though I had requested the information
on June 26th after reading of the Chaffee hearing in the newspaper.
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United States General Accounting Office

GAO Testimony

Before the Subcommittee on Social Security and Family
Policy, Committee on Finance, U.S. Senate

B SUPPLEMENTAL
SECURITY INCOME
SSA Needs a Uniform
Standard for Assessing
Childhood Disability

Statement for the Record by Cynthia M. Fagnoni,
Director, Income Security Issues
Health, Education, and Human Services Division
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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 (SSI) program.
In 1997, almost 800,000 children younger than 18 received about $5 billion in SSI
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 SSI benefits more restrictive.! In February 1997, the Social Security
.Administration (SSA) published regulations to implement the new definition of
disability for the SSI 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 cculd 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 consistent with the law and are well supported.? Since then, we have
been monitoring SSA's adjudjcation 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.® This statement
summarizes and updates 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 SSI children. It has taken important steps to safeguard
falrness 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 staterent is based on our work to date under the first
mandated study.

Mdhggﬂ_nmm (GAO/!‘IEHS-98-123 May 6, 1998)
GAO/T-HEHS-98-206 SSI Childhood Eligibility 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.

" BACKGROUND

The Congress made the eligibility criteria for children to receive SSI more restrictive
in order to help ensure that only needy children with severe disabilities are 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 listings.
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
gainful activity and who has an impairment that "meets" the criteria-medical signs and
symptoms and laboratory findings—of the listing. Since the listings cannot include
every possible impairment or combination of impairments a person can have, SSA's
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 Sullivan v,
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.

jocial Security
Regulations (GA
2 GAO/T-HEHS-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 Zeblev case that SSA's medical listing of impairments-
which had been the only basis for cligibility~was incomplete. Under functional
equivalence, a child could be fo'ind eligible for benefits if the child's impairment
limited his or her functional ability t) the same degree as described in a listed
impairment. Functional equivalence is particularly appropriate for assessing 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
three 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 IFA called into question SSA's ability
to ensure reasonable consistency in administering the SSI program, particularly for
children with behavioral and learning disorders. We suggested that the Con§ress
consider eliminating the IFA and directing SSA to revise its medical listings.

WELFARE REFORM RESTRICTS CHILDHOOD
ELIGIBILITY FOR SSI BENKFITS

Several welfare reform provisions enacted in August 1996 made the eligibility criteria
for disabled children more restrictive: (1) childhood disability was redefined from an
impairment comparable to one that would prevent an adult from working to an
impairment that results in "marked and severe functional limitations,” (2) the IFA 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 that child's soctal functioning-when determining whether the child had

*Under the IFA, areas of functioning were assessed on the basis of children's ages.
Social, communication, cognition, and motor skills were assessed for children of all
ages. Responsiveness to stimuli was assessed in children under age 1; personal and
behavioral skills were assessed for children aged 1 and older; the ability to
concentrate, persist at tasks at hand, and keep pace was assessed for children aged 3
and older.

(GAO/HEHS 9566, Mar, 10, 1495)
3 GAO/T-HEHS-98-208 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 eligibility 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
Than 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 regulations, 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, CBO and SSA estimates of children who would be
removed from the rolls were very close-131,000 and 135,000, respectively.

SSA identifled 288,000 children as potentially affected by the changes in the eligibility
criteria because they had been awarded benefits on the basis of the IFA or
maladaptive 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 resuit, 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 Implementation
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 concemns that 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, Socis X
mmm.cmmmnmmmm (Baltimore, Md.: 1997)
4 GAO/T-HEHS-98-206 SSI Childhood Eligibility Standard
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benefits for fallure to cooperate with SSA requests for information needed to
redetermine 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 1998 to clarify how these claims should be adjudicated. Also, all cases
terminated because families did not cooperate with SSA in processing the claim, such
as by failing to provide requested medical information or to take the child for a
consultative examination, will be rereviewed. SSA found that in two-thirds of these
terminations, all the required contacts had not been made or had not been
documented in the file. Finaily, families of children whose benefits were terminated
but did not appeal are being given an additional 60-day period in which to appeal their
terminations. Notices of this right as well as the right to continue to receive benefits
while the appeal is pending were sent out in February 1998,

REGULATIONS GENERALLY SET SEVERITY
AT TWO MARKED QR ONE EXTREME LIMITATION

To implement the new law, SSA Issued interim final regulations establishing a new
severity standard in February 1997, which we found to be consistent with the law.*
The regulations define an impairment that results in "marked and severe functional
limitations" as one that 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 functional
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 than "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 bagis on which to qualify for benefits. The
IFA, which was set at a lower severity standard than 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 qualify only under the listings.
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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 IFA,
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 Disabilities
Still Receive Benefits

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 than 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 *marked and severe” functional
limitations required by the welfare reform law. Children who meet or medically equal
these less severe listings qualify 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 clarify 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 making functional equivalence determinations. 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 listings. SSA told us that unreliable coding of the listings
used to determine eligibility makes it difficult to quantify the extent of this 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 listings for the
most common impairment-mental retardation-and three listings 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, cne for
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juvenile diabetes, and two for diabetes insipidus. As of June 1998, SSA had not
established a schedule for updating and modifying its listings.

SSA IS TAKING STEPS TO IMPROVE THE
QUALITY OF DECISIONS ON CHILDREN

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's standard of 80.6 percent, many
states fall below the standard. Specifically, for decisions made on new childhood
cases from June 1997 through February 1998, 6 states fell below the 90.6-percent
accuracy standard for awards, and 9 states fell below the standard for denials. For
redeterminations, 10 states fell below the standard for continuances, and 10 states 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
mmonitoring the decisions; identifying 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.

CONCLUSIONS

SSA has made substantial progress in implementing the new childhood definition of
disability through its rapid redetermination of most of these cases, its action to ensure
that the redetermination process is fair, and its ongoing review of the implementation
of the new regulations. However, we remain concemed about how accurately and
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consistently the disability determination process is working for children. Specifically,
because some of SSA's listings of impairments require less than "two 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 decisionmaking 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 SS1
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.

8 GAO/T-HEHS-98-206 SSI Childhood Eligibility Standard
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The Judge David L. Bazelon Center for Mental Health Law, a legal advocacy organization
representing people with mentat disabilities, submits this statement for the record about the
children's SSI program. We commend the Social Security and Family Policy Subcommittee for
holding thi« hearing to review the status of the implementation of the interim final regulations for
the children's Supplemental Security Income (SSI) program. The publication of these regulations
in February 1997 has had 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. Interim Final Regulations

We believe that the interim final regulations for the children's SSI 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 concems about alleged fraud among
a small group of beneficiaries. However, we believe that raising the eligibility standard goes 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 functional limitations"— the first time 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 childhood disability which has already resulted
in denial of benefits to over 100,000 children with 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.
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Senators Dole (R-KS), Chafee (R-RI) and Conrad (D-ND) discussed the legislative intent
of the 1996 amendments in a colloquy on the Senate floor during debate on the Senate bill. Later,
prior to publication of the new childhood regulations, Senators Chafee, Conrad, Daschle (D-SD),
Cohen (R-ME), Moseley-Braun (D-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 SSA's strict interpretation of the new definition because "...some of us firmly believe
that the 1996 statutory changes in the children's SSI program do not require a "two-marked"
standard..." (6/24/98 letter from Senators Conrad, Chafee, Jeffords (R-VT), DeWine (R-OH),
Rockefeller (D-WYV), Kennedy (D-MA), Dodd (D-CT), Lautenberg (D-NJ), Moynihan (D-NY),
Kerrey (D-NE), Baucus (D-MT), Harkin, Wellstone (D-MN), Breaux (D-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 denial 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 carry 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.

II. Children's SSI Enroliment 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 & 41% reversal rate of cases that were denied after the redetermination

under the new standard. Historically, the reversal 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 final regulations are being applied by the state disability adjudicators.

A second group required to have redeterminations as a result of the program changes are
young 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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cessation rate for this group is 56.7% (34,803 individuals). In this age category, among those
losing benefits, almost 73% have mental impairments (25,403 individuals). At the first stage of the
appeal process, there is a 34.5% reversal rate of cases that were initially denied.

The top-to-bottom review of the children's SS1 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 appeat 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 filed in 70.5% (102,451)
of the 145,408 cases where children were given the second chance to appeal and benefit
continuation was requested in 67.3% of these cases (68,968 of 102,451).

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
beginning in August 1996, the national allowance rate is only 34% which is slgmﬁcantly 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 entitiement. We fear that as in the pre-Zebley days, families are not applying because they
believe that so few children will qualify for benefits.

. 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 further statutory or regulatory changes
are made. Before making further significant changes, there must be clear evidence that fraud is, in
fact, evident or that the program is subject 10 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 difficult decisions about who may qualify for benefits. Errors do occur;
many of them caused by SSA itself, 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 sbout 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 would 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 insufficient for an accurate decision.

Evidence of individual functioning is a key component of disability assessment 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 functional limitations." (42 U.S.C.
1382(a}(3)X(CXi) as amended by Pub. L. No. 104-193, §.211(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 SSI 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
less-than-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 marriage
penalty. In SSI, 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 further, careful look at the operation of the SSI

program fer children.
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Chairman Chafee and members of the Subcommittee, 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 significant impact on our country’s future.

NADE is a professional association whose membership includes disability examiners,
physicians, support staff and administrators who are empiloyed in the state Disability
Determination Service (DDS) agencies. The DDSs have responsibility for adjudicating Social
Security and Supplemental Security Income (SSI) disability claims. Our membership also
includes physicians, psychologists and other professionals not in the DDSs (including federal
employees) who work with and are interested in the disability program. We believe the diversity
of our membership and our experience in working directly with the disability program —and with
the applicant —~provides us with a unique understanding of this program. It is our members who
mmonﬂkktummeqmwakefﬁcwmlyaweﬁecnwly,mmunchm/
beneficiary and the taxpaying public.

On several occasions, in previous testimonies and in correspondence with the Social Security
Administration, NADE has expressed concern that the SSI program for children with disabilities
may not necessarily be serving the best interests of these children. (Our January 1995 Position
Paper on this subject is attached.) Children with disabilities represent some of the most
vulnerable 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 such assistance, however, must serve the best interests of
the individuals involved. We are concerned that many children were being labeled "disabled” and
were receiving checks who did not have a severe impairment. We have expressed concern that
this practice may actually be harming the very population it was intended to help.

NADE strongly supported those provisions in the Personal Responsibilicy and Work Opportunity
Reconciliation Act of 1996 (PRWORA) which established a new and stricter definition of
Jisability 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 asa
result of the less restrictive standard of eligibility created by the 1990 Zebley Supreme Court
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decision. Congress wisely tightened that standard in the 1996 legislation. As a result,
approximately 288,000 children who were receiving benefits had their claims 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 & 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 fashion. When it became clear that
the DDSs could not complete the redeterminations within the mandated timeframe, SSA
requested 8 six month extension. This was granted and the DDSs were given until February
1998-to-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 meeting 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 to process this workload in a timely 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 claims 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 claims 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, were
frequently 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
redetermination 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 stafY, 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 are our future. They should not be political pawns. Congress and the Social Security
Administration must take whatever actions are necessary to insure that the SSI childhood program
is administered fairly and appropriately. While NADE belicves that severely 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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Jon/Feb, 1995 - NADE Advocst.

Position Paper
of the

National Association of Disability Examiners

on the

SSI Program for Children with Disabilities

MEMBERS OF THE NATIONAL
ASSOCIATION of Disability Examin-
ers (NADE) share the growing public
concern that the currest SSI program
foc children with disabilities program
may aotbe serving childrens’ best inter-
est. We coacur with the findings re-
ported by the office of Taspector General
in the October 1994 report: “Concerns
abowt the participation of children with
dissbilities ia the Supplemental Secu-
rity Income program.” We commend
mlmmwmnmmm

sent some of the most vulnerable mem-
bers of our soclety. Whether or not there
is evidence of widespread fraud and
abuse in the current SSI Childhood Dis-
asbility Program no substantial evidence
exists (o support the conclusion that
granting unrestricted cash benefits pro-
vides children with means—or incen-
tives—to grow and develop, to become
independent, and ultimately, to become
productive members of society.
Children with disabilities and theiz
families need and deserve assistance
beyond that needed by the general pub-

lic. To accomplish that we delicve the

medical care and, when appropriste,
fiaancial sssistance 1o provide for care-
taker services.

Unrestricted, unmonitored cash
benefits unrelated to the identification
of any financial need crested by the
disability, are not conducive 10 maxi-
mizing the child’s growth and develop-
ment and may, in fact, be counterpro-
ductive. If cash benefits are retained,
SSA mustbe givea the tools gnd persog-
ol to strengthen their current monitor-
ing system 10 assure that funds are being
used ©0 provide appropriste treatment
and services. And, at the very least, the
law and regulations ot be changed to
establish a family cap oa benefits.

hmnlumthelmqmyd
the program, coatinuing disability re-
views(a)ns)mbomuu
timely basis.

This cannot be done without adequate
funda and persongel, Not to do so, bow-
ever, may promote a lifelong depen-
dence on disability psyments for those
whose conditioas could have improved.

Accurate, well documented initial
decisions are as important 10 program
integrity as coatinuing disability re-
views. These, in turn, require compre-
bensive, detailed and descriptive infor-
tional communities. NADE asks that

SSA increase efforts (inciuding peo
ingthe iools, gafMiag and fundingto

g Disabiliey D inations Servi
10 educate the medical and educatic
communities regardiag our spec
documentation We

through such initistives as establ:
ment of s uaiform national fee for iny
mation from these sources.

NADE believes the current :
childhood disability program must
changed if it is to truly serve the unic
noeds of children with disabilities :
their families aad provide children w
opportunities foc acquiring the life sk
necessary to become active participa
in society. To that end we request:
*NADE represeatation oa the comn
sioa on childhood disability
*the elimination of uarestricted c:
benefits
*increased access to services and me
cal care for children with disabilit.
and their families
*adequate funding and personnel
easure that CORs can be conducted
& timely basis
*increased efforts by SSA to educate :
medical and educational communit
regarding our specific documentat:
requiremeats and to establish approp
ate compensation for information p
vided.
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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 and 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 cbserving 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 cases.

From this perspective, the following is the view of the NCDDD regarding the status of the
eligibility redetermination process required by the welfare reform legislation.
- The legislation rescinded theﬁreviousdeﬁniﬁonofdiubility 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 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 our country’s most vulnersbie citizens.
Accordingly, DDSs devoted significant resources to assure the accurate completion of
these cases. -

Likewise, SSA devoted substantial 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 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. Many of the cases classified as errors were simply
differences in interpretation between the original adjudicator 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 additional
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 redetermination
process. DDS participants were included in this special review to a much larger extent
than in the issuance of the original instructions. The review identified some areas of
concern. These especially included cases involving mental retardation, some aspects of
developing evidence, and the explanation of appeal rights. In order to reduce the
likelihood that benefits to disabled children 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 sppeal rights, the issuance of
a new ruling on speech and cognitive impairments, additional training to DDS
adjudicators, and policy clarifications.

The fact that some cases 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 actions to assure that possible errors are identified and
corrected. The reworking of these cases is going well in the DDSs, but too few cases
have been completed to report meaningful resuits. The work of the DDSs will not be
completed until the face to face hearings on appealed cases have been held. These
hearings are labor intensive and time consuming. We hope that we will not be placed
under processing 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 states and the SSA regional offices and
to assure that case reviewers and policy makers have the benefit of the point of view of

front line personnel.
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- Our experience with the child redetermination cases has brought into sharper focus some
proposals by which the service delivery infrastructure 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 child
redetermination workload only by the one time special initiatives undertaken by the
Commissioner and by the designation of these cases 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 created 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 identify, remedy,

and rectify any errors.
Mr. Chairman, thank you again for the opportunity to be here today.
O



