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WHITE PAPER ON NEW DEFINITION OF CHILDHOOD DISABILITY FOR
SUPPLEMENTAL SECCURITY INCOME

ISSUE: The welfare reform law provided a new general definition of childhood disability for
the Supplemental Security Income (SSI) program intended to tighten eligibility requirements.
Both the Congress and the Administration proposed tightening the requirements with virtually
identical language. However, the statutory language is not precise. The Office of General
Counsel at the Social Security Administration (SSA) believes that SSA has substantial discretion
in drawing the eligibility line.

The President’s FY 1997 Budget Request proposed the new childhood disability provision as
part of a larger welfare reform bill with estimated savings of $8.4 billion over the six-year period
from FY1997-FY2002 and $1.9 billion in FY 2002. These savings were based on OMB’s
understanding at that time of where SSA would draw the line in tightening the eligibility
requirements. SSA also advised CBO of its intentions. When the legislation was enacted, the
provision was scored at these levels.

Given the potential for SSA to exercise discretion in this area, this paper provides four options
for drawing the eligibility line that differ considerably in terms of how many children will lose
benefits. Option 1 represents the position on which the official scoring was based. Thus, from a
budgetary perspective, choosing any of the other three options, each of which represents looser
eligibility requirements than Option 1, has costs over the six-year period and in 2002, the target
year for balancing the budget. Attachment 1 is a chart summarizing the impacts of each of the
four options.

The decision will affect both current recipients and new applicants. Under any of these options,
current recipients would not begin to lose benefits before July 1997. However, soon after a
decision is made, SSA can begin to process new claims. Approximately 1,500 cases per day
have been held since enactment in August, pending a resolution of this issue. In addition, there
is a statutory deadline of November 20, 1996, for SSA to promulgate rules codifying the new
definition, although implementation can begin prior to such codification. The first three options
we have identified can be implemented immediately. The fourth can, in part, be implemented
immediately, but also would require legislation.

BACKGROUND: Under SSI, an individual under the age of eighteen with physical or mental
impairments of sufficient severity may be determined disabled for purposes of receiving means-
tested cash benefits. Prior to enactment of welfare reform, a child was considered disabled under
the law if he or she had an impairment of “comparable severity” with that of an adult. This lack
of statutory specificity in the mid-1970s gave SSA considerable flexibility to implement the law.
In response to a 1990 Supreme Court decision (Sullivan v. Zebley), SSA established an additional
step (known as the Individualized Functional Assessment or IFA) to the disability determination
process that it had established that allowed for a determination of disability at a lower level of
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severity than was in place prior to that decision.

Prior to the establishment of the IFA in 1991, there were 300,000 children on the rolls. Today,
approximately one million children are receiving benefits. The growth has been attributed
mainly to a combination of the effect of the Zebley decision and an expected expansion in the
number of children with mental impairments on the rolls as a result of changes to SSA
regulations. If there had been no change in the law, SSA estimates that the rolls would have
grown to 1.3 million by FY 2002.

Since the IFA was put in place, there has been a perception by many that the standard of severity
had been lowered too far. This perception has been reflected, in part, by media reports on
children receiving “crazy checks,” i.e., SSI payments for exhibiting behavioral problems
significant enough to qualify for benefits under these lower standards. Although neither SSA nor
GAO has found any evidence of unqualified children being found eligible, the appropriate
threshold for eligibility clearly became an issue.

Under the new welfare reform law, a child is disabled if he or she has an impairment which
results in “marked and severe functional limitations.” The new law also explicitly eliminated the
IFA. By this action, Congress most clearly signaled its intention that the eligibility standards
should be tightened.

To understand the options better, a rudimentary discussion of the determination process is
helpful. The specialized terms used in the options have become familiar enough to
Congressional staff to allow them to appear in letters sent to the President by a number of
Senators and advocacy groups. Attachment 2 provides a brief description of the disability
determination process and the terms used in describing standards of severity.

OPTIONS: Below is a brief description of each option.

Option 1 -- Significantly tighten eligibility -- eliminate the IFA and make no other changes.
An estimated 190,000 children currently on the rolls would lose benefits by September 1997.
This option is consistent with the assumptions in the FY 1997 President’s Budget and, therefore,
has no cost in FY 2002 or over the six-year period from 1997-2002.

SSA would clarify the current procedures and regulations related to the determination process
and eliminate the IFA as required by the new law. Except for elimination of the IFA,
determination procedures would be essentially unchanged. The level of severity would be what
is known as “Listing level” or “two marked” (see Attachment 2).

Analysis: Option 1 is arguably closest to Congressional intent, as shown by the amount of
savings scored by CBO and OMB during the debate on this issue and at the time of enactment. It
is also the option with the largest impact and does not take advantage of SSA’s existing
regulatory authority to make changes to the disability determination process independent of the
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welfare reform bill.

Option 2 -- Tighten eligibility by eliminating the IFA, but modifying current process. An
estimated 145,000 children currently on the rolls would lose benefits by September 1997. This

option would cost $0.6 billion in FY 2002 and $2.0 billion from FY 1997-2002.

After eliminating the IFA, SSA would modify the current process by adding a fifth “domain” to
the four mental disorder-oriented domains currently used for the “functional equivalence”
evaluation described in Attachment 2. The fifth “domain” would be a “motor domain.” The
addition of this physical disorder-oriented domain would ensure greater consideration of
limitations caused by combinations of physical impairments. The level of severity would be
“Listing level” or “two marked,” with the “motor domain” essentially providing an additional
opportunity to have a “marked” limitation in a second domain. In addition, SSA would put in
place a standard form that adjudicators would be required to fill out when making their
determinations. SSA believes that this form would promote greater uniformity in decision
making and lead to more allowances than would otherwise occur.

Analysis: Option 2, by adding a “motor domain” and promoting the greater discipline and
uniformity in the process that would result from the standard form, would be consistent with a
policy to tighten eligibility and help ensure that a significant number of severely disabled
children are found eligible, without lowering the standard of severity below that explicitly
identified in the Conference Report as appropriate under the Listing. Independent of the passage
of the welfare reform legislation, these are changes that make programmatic sense, at the same
time that they have the effect of reducing the number of children who would lose benefits
compared to the first Option.

Option 3 -- Tighten eligibility some by eliminate the IFA, modifying the current process,
and adding a new additional step with a lower severity standard. An estimated 45,000
children currently on the rolls would lose benefits by September 1997. This option would cost
$1.5 billion in FY 2002 and $6.6 billion from FY 1997-2002.

After eliminating the IFA, a new additional step at a “lower-than-listing level” of severity would
be included in the determination process. SSA’s General Counsel believes that the legislative
history can be read to allow for such a new step. In order to distinguish this option from the
process prior to the new law, the severity standard would be higher than the IFA standard. The
standard proposed by the advocates of “one marked and one moderate limitation” accomplishes
this purpose in a manner that can be immediately implemented.

Analysis: Option 3 would put SSA in the position of defending a much lower threshold than
was anticipated by either the Administration or the Congressional conference committee at the
time of enactment. However, SSA believes it would be legally defensible to create a more
lenient test that would drop fewer children from the rolls. Given that SSI cash benefits link these
children to Medicaid coverage, and that the welfare reform bill simultaneously makes many other
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changes to the welfare system that could affect these families, it could be argued that it is
appropriate to err on the side of SSA using its legal discretion to keep more children on the rolls.
At the same time, Option 3 risks going so far that it might revive the "crazy check" stories that
appeared in the media. To that extent, there is much less risk to Option 2 in terms of criticism
from Congress. '

Option 4 -- Tighten eligibility as in Option 2 and propose legislation to phase in the new
rules for current recipients. An estimated 145,000 children currently on the rolls would lose
benefits by 2002 as a result of continuing disability reviews. This option would cost $0.6 billion
in FY 2002 and $3.9 billion from FY 1997-2002.

Under the new law, current recipients who are on the rolls as a result of the IFA are to be
reviewed under the new definition no later than one year after enactment (August 1997). No
child currently on the rolls would begin to lose benefits before July 1997. Under Option 4, the
eligibility rules would be tightened as in Option 2 and legislation would be proposed to phase in
the new rules for current recipients, such that those children on the rolls as a result of the IFA
would not be subject to immediate review. These children would be reviewed under the new
rules at the time of their regularly scheduled continuing disability reviews.

Option 4A -- Tighten eligibility as in Option 2 and propose legislation to “grandfather”

current recipients from coverage under the new rules. No children currently on the rolls
would lose benefits. This option would cost $0.8 billion in FY 2002 and $4.8 billion from FY
1997-2002.

As a variation on Option 4, the eligibility rules would be tightened as in Option 2 and legislation
would be proposed to “grandfather” current recipients, such that those children on the rolls as a
result of the IFA would never be subject to the new rules, also eliminating any requirement for
immediate review.

Analysis: The number of children affected differs significantly between Options 2 and 3.
Despite repeated efforts, SSA has so far been unable to identify an option that could be
developed and implemented immediately that falls between these two in terms of the effect on
children currently on the rolls. Option 4 could serve as a compromise solution in terms of how
quickly children currently on the rolls would lose benefits. Option 4A would be even more
protective of children currenty receiving benefits. However, both of these options would require
legislation, passage of which would be uncertain.

In this paper and the first two attachments, the options have been discussed in terms of the
number of children who could lose benefits and the costs of the options in relation to savings
anticipated at the time the bill was enacted. Attachment 3 provides a brief summary of which
interested parties might provide support or opposition for each option.

Attachments (3)
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Attachment 2
DISABILITY DETERMINATION PROCESS

The disability determination process involves first identifying whether a child’s
impairment can be found to “meet or equal” the numerous impairments in SSA’s 100-page
tabulation of medical impairments (known as the “Listing of Impairments”). If a child’s specific
impairment (1) is not found in the Listing and (2) is not found by an evaluating physician or
psychologist to “medically equal” an impairment in the Listing, the individual may still be
determined to be “disabled.”

In this third step, he or she can be found to have an impairment that is “cquivalent” to the
listing by an evaluation of the functional limitations caused by the impairment in a number of
“domains” (or functional areas). These four “domains” include personal behavior, social
behavior, cognition/communication, and concentration. In these cases, the disability
determination hinges on the level of severity of the functional limitation. Individuals are found
to have impairments “equivalent” to the Listing if they have “marked” limitations in at least two
of the four “domains”-- the “two marked” criteria has become known as “Listing level severity.”
The IFA essentially added an additional step similar to the step above, but allowing for eligibility
if a child had “one marked and one moderate limitation™ or “three moderate limitations.”

It has proven very difficult to generalize about the children who do or do not qualify at
different levels of severity. The most meaningful distinction appears to be from the perspective
of the decision maker determining whether or not the child meets the eligibility requirements.
The decision maker is typically a State employee working on a claim in a State Disability
Determination Service office or an SSA Administrative Law Judge adjudicating an appeal. The
attached table identifies some of the key differences between “moderate” and “marked”
limitations.

The key point of the table is to illustrate the difficulty of the decision as to whether a
child’s limitation in a given domain is “moderate” or “marked.” The core question is whether a
particular problem or limitation is “occasional” or “occurs sometimes” (and therefore is
“moderate”) or whether the problem is “frequent” or “persistent” or “constant” (and therefore
“marked”). The broad range of judgment involved in the determination that a given limitation is
“moderate” leads to the vast difference between the estimated effects of Option 2 and Option 3.
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Attachment 2 -- Table

Examples of Moderate and Marked Functional Limitations

CHILD #1 -- MENTAL IMPAIRMENT
14-year old boy with mild mental retardation who does not
have specific medical findings to meet listings

CHILD #2 -- PHYSICAL IMPAIRMENT
12-year old girl with juvenile rheumatoid arthritis who does
not have specific medical findings to meet listings

Example of Moderate in Personal Domain: can be on his own
only in familiar places; can only handle small amounts of
money; has to be reminded of personal care at home

Example of Moderate in Social Domain: has only occasional
difficulty maintaining relationships with children his own age

Example of Moderate in Motor Domain: occasional pain and
stiffness in knees and ankles limits walking when pain occurs;
unable to run; is sometimes symptom-free; sometimes has
general malaise from illness and medication

Example of Moderate in Personal Domain: pain and stiffness
in wrist are less frequent and severe; when they occur, cause
some difficulty in self-care activities such as eating, dressing,
toileting

Example of Moderate in Social Domain: when symptoms are
present, tends to be irritable and avoids interacting with people.

Example of Marked in Personal Domain: gets lost when on
his own; can’t handle money; requires close supervision at home
for bathing and dressing

Example of Marked in Social Domain: has serious difficulty
maintaining relationships with children his age

Example of Marked in Motor Domain: frequent pain and
stiffness in knees and ankles requires cane to walk; unable to
run; is rarely symptom-free; frequent general malaise from
illness and medication

Example of Marked in Personal Domain: frequent pain and

stiffness in wrists causes serious difficulty eating, dressing,
toileting, etc.; is rarely symptom free

Example of Marked in Social Domain: Because of frequent
illness and symptoms, is depressed, irritable, and socially
withdrawn




Attachment 3
IMPLICATIONS OF OPTIONS

Option 1 -- The tightest definition of childhood disability is consistent with assumptions made by
both the Congressional Budget Office and the Office of Management and Budget when scoring
this provision of the welfare reform bill. It represents the position we believe the majority of the
Republican conferees would say was intended by the change in the law. This position is
reflected in the language of the conference report.

Option 2 -- The modifications to the regulation envisioned by this option represent the Social
Security Administration’s best efforts to identify an option that moderates the effects of the
legislation without significantly reducing the standard of severity for eligibility childhood
disability benefits. The expectation is that a majority of Republicans would not see this proposal
as contrary to the spirit of the conference agreement, while advocacy groups would see it as an
effort to at least recognize the problems of severely disabled children with multiple physical
impairments who would not otherwise qualify for the rolls. However, advocacy groups

and Senate moderates could be expected to find either Option 1 or OptionZ;écceptable.

Option 3 -- The loosest definition is favored by various advocacy groups. It is also being
championed by at least five Senators (Daschle, Conrad, Chaffee, Cohen, and Moseley-Braun).
The rationale for this option comes from the position of advocates and some members of
Congress that the Congress did not intend to establish a high severity standard, even after
eliminating the IFA. While this position relies more on what the conference report does not say
than on what it does say, it is not inconsistent with the SSA General Counsel’s position that this
option is within SSA’s regulatory discretion. There would undoubtedly be significant negative

reaction to this option from the Republican majority and it could be represented as negotiating in
bad faith.

Options 4 and 4A -- Proposing legislation either to slow the phase-in for or to “grandfather”
current recipients has not been discussed outside of the Executive Office of the President. The
formulation for how long children currently on the rolls who might be found no longer eligible
would continue to receive benefits was the last item of negotiation between the Administration
and the Republican majority in this title of the welfare reform bill. These proposals would
represent an effort to undo that part of the negotiations. To be satisfied with either of these
proposals, advocates would have to perceive it as the best they could get under the
circumstances. From SSA’s perspective, passage of legislation would eliminate one of the
thorniest of the implementation issues -- reviewing a large number of children in a relatively
short period of time.
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' TO: (See Below)
2 'Jj(’igVMQULJ . . . .
> FROM William White
Office of Public Liaison
SUBJECT: Background on Children's SSI Meeting

Pty “ff;.

e
_ W\‘}t SUBJECT:

October 18, 1996

KEN APFEL

SKILA HARRIS
DIANA FORTUNA
BILL WHITE - OPL

BACKGROUND ON CHILDREN'S SSI MEETING

DATE/TIME:

LOCATION:

PURPOSE:

ol

BACKGROUND:

Tuesday, October 22, 1996

2:00 - 3:00 PM
OEOB - Room 476

To provide an opportunity for the leading
disability advocates to voice their opinions on
the proposed SSI benefits regulations.

Proposed new regulations have generated wide
opposition from many groups advocating the rights
of children with disabilities. Advocates claim
the proposed regulations would eliminate almost
one third of the children currently receiving
benefits, especially children with mental illness.
They say that the regulations are simply a means
of cutting costs and cite the flawed studies
showing fraud in the system as insufficient
justification for imposing the regulations. They
will press for a broader interpretation of the



PARTICIPANTS:

definition of childhood disability.

Marty Ford (Lead) Consortium for Citizens with
Disabilities / The ARC

Al Guida National Mental Health Association
Mary Lee Allen Children's Defense Fund
Craig Obey Nat'l Assoc. of State Mental Health

Program Dir.
Christine Koyanagi Bazelon Center for Mental
Health Law
Charlie Barone American Psychological Association
Jonathan Stein Community Legal Services



Withdrawal/Redaction Marker
Clinton Library

DOCUMENT NO. SUBJECT/TITLE DATE RESTRICTION
AND TYPE
001. list Clearance List (partial, DOB, SSN}) (1 page) 10/18/1996 b(6)
COLLECTION:

Clinton Presidential Records

Domestic Policy Council

Diana Fortuna

OA/Box Number: 12021
FOLDER TITLE:

Children's SSI [Supplemental Security Income] Regulation #2 [ 1]

2018-0525-S

ry2239

RESTRICTION CODES

Presidential Records Act - (44 U.S.C. 2204(a)]

P1 National Security Classified Information [(a)(1) of the PRA]

P2 Relating to the appointment to Federal office [(a)(2) of the PRA]|

P3 Release would violate a Federal statute |(a)(3) of the PRA|

P4 Release would disclose trade secrets or confidential commercial or
financial information [(a)(4) of the PRA|

PS5 Release would disclose confidential advice between the President
and his advisors, or between such advisors |a)(5) of the PRA]

P6 Release would constitute a clearly unwarranted invasion of
personal privacy {(a)(6) of the PRA]

C. Closed in accordance with restrictions contained in donor's deed
of gift.
PRM. Personal record misfile defined in accordance with 44 U.S.C,
2201(3).
RR. Document will be reviewed upon request.

Freedom of Information Act - |5 U.S.C. §52(b)|

b(1) National security classified information |[(b)(1) of the FOIA|

b(2) Release would disclose internal personnel rules and practices of
an agency |(b)(2) of the FOIA]

b(3) Release would violate a Federal statute [(b)(3) of the FOIA|

b(4) Release would disclose trade secrets or confidential or financial
information [(b)(4) of the FOIA|

b(6) Release would constitute a clearly unwarranted invasion of
personal privacy [(b)(6) of the FOIA|

b(7) Release would disclose information compiled for law enforcement
purposes [(b)(7) of the FOIA|

b(8) Release would disclose information concerning the regulation of
financial institutions |(b)(8) of the FOIA|

b(9) Release would disclose geological or geophysical information
concerning wells [(b)(9) of the FOIA|



Tom Yates

October 18, 1996

CLEARANCE LIST:
CHILDREN'S SSI MEETING

SSI Coalition

OCTOBER 22, 1996, 2:00 - 3:00

0.E.O0.B., ROOM 476

1.) Mary Lee Allen
J (b)(6)

2.) Charlie Barone
(b)(6)
3.) Marty Ford.

4.) Al Guida

5.) Christine Koyanagi

(b)6) :

6.) Jonathan Steiln
(b)(®)
7.) Tom Yates
: (b)(6)

Distribution:

TO: Kenneth S. Apfel

TO: Diana M. Fortuna

TO: Skila S. Harris

TO: Deborah L. Fine
" TO: Brian Scott

Loor)



CC:
CC:
CC:
CC:

Deborah F. Kramer
Doris 0. Matsui
Cheri M. Carter
Lee A. Satterfield



[
’LMO. - j(M\Q’} @V\dO\V\V\ ~(’/f-l\}’l[cdf7
| «Wﬁ Q&SW ke K E‘”VY) QA‘Z}"‘“ -0 Perghl,

&‘7‘3 ' s \xj} j’b L
: ' ' RN vy
LB N
(0‘ | ) . ; __,}" . : 5 S )
: . 4 . "L 2 N




%, &

WigTeb

OFFICE OF THE COMMISSIONER
BALTTMORE, MARYLAND 21235
(410) 965-3120

™

FROM

.NAME b . _
'Ic-ka f—p/%u’.q

NAME

Br on ()&\11—4_

TELEPHONE NUMBER

TELEPHONE NUMBER

TAX NUMBER

2@ 45~ 7% 3/

FAX NOWBER

(410) 966-1463

REMARKS :

Her s

O/'f'fé/'b—[cl

o seed Fy o Fph O

ustote Chillhed LAVl =t T
beforne Varins S thdr
/6‘//// Lo /u/

0/ pfe ﬁ c/fc/(/

7‘ev‘ c

> thed

Green

T[S
7! 'Z/L/»W/

COVER AND __fEZZ__ PAGES




¢ Prgtax

Carol -

Not sure how helpful this is, but here is SSA's latest attempt to
define the kids who could lose or keep SSI under various scenarios.
It still doesn't do it the way I think it needs to be done but, not
knowing when your conversation is supposed to happen, I wanted to
send it along to you.

(I thought your remarks today were great!)

Diana



CHILDHOOD DISABILITY - ESTABLISHING THE STANDARD

0f about 1,000,000 children receiving SSI disability
penefits, we must redetermine the eligibility of only about
300,000 children because of the new law. These children had
been allowed based on an Individualized Functional Assesswment
(IFA) or on censideration of maladaptive behavior as a
separate area, both of which the new law eliminates when
considering eligibility determinations. The remaining 700,000
are not affected by the new law because they meet or equal
medical listings. The new law requires that these children
be redetermined based on a new difinition of requiring a
"marked and severe functional limitation"”.

The issue is how to interpret the phrase "marked and severe
functional limitation" in the law. The options being
discussed are based on assessing various combinations of
"marked" and/or "moderate" limitations in broad areas of
functioning which are defined in regulations. Generally,
limitations in two of the following areas are required:

1] ! functioning
Social functioning
Personal functioning; e.g., bathing, dressing
Concentration. persistence, or pace in task completion
Motor functioning (added under some options)

Ul WN P

Moderate and marked limitations fall on a scale of "none,"
"minimal® (or "mild" or "slight" or "not severe'),
"moderate," "marked," and “"extreme." "EXtreme’ in itself is
disabling because it meets the medical listings.

Attached are 4 examples of children with different sorts. of
impairments. Each child is portrayed with different levels
of impairment severity showing what is required to meet each
of the options. Note that the impairments chosen for
jllustration might cause other limitations than those in the
examples.

The first three options are set at the same level of severity
(i.e., two marked limitations). The second and third options
differ from the first in that they contain a policy
enhancement (motor functioning) and procedural enhancements
(a form and emphasis chronic episodic impairments) intended
to ensure that all limitations are fully considered. The
fourth and fifth options are set at lower levels of severity,
involving combinations of marked and moderate severity.



Child #1- Borderline Intellectual Functioning (14-year-old boy

with borderline intellectual functioning who does not have
specific medical findings to meet a mental retardation listing.)

2 Marked Limitations Standard -

Marked in Personal: May be left on own for limited periods. Can
take school bus but needs some assistance getting to the bus on
time. Requires supervision at home for bathing, dressing,
toileting.

Marked in Social: Has serious difficulty maintaining
relationships with other children and adults. 1Is alternately
withdrawn and physically aggressive.

2 Marked Limitations Standard, with Motor Functioning and
Functional Equivalence Form -

Motor domain does not apply to this example. Use of form will
help ensure potential for problems such as in the social area are
explored.

2 Marked Limitations Standard, with Motor, Form, and Emphasih on
Chronic Episcdic Impairments -

Marked in Personal: Same as above.

Marked in Social: Has some social skills and appears to get
along for awhile, but always becomes abusive after a time and
relationships fail. Emphasis on chronic episodic problems helps
focus attention on long-term conseguences, not just on "good"
days.

1 Marked and 1 Moderate Limitation Standard -

Marked in Personal: Same as above

Moderate in Social: Has difficulty maintaining relationships with
children his own age, but does have some friends and relates

reasonably well with authority figures and other adulcts.

Three Moderate Limitations Standard -

Moderate in Personal: Can be on his own in familiar places. Aable
to travel on school bus without assistance. Eats on his own,
needs some supervision for bathing and dressing; toileting not
usually a problem.

Moderate in Social: Same as above

Moderate in Concentration, Persistence, and Pace: Needs
one-on-one supervision for complex task completion.



Child #2- Behavioral Disorders (13-year-old child wiﬁh Attention
Deficit Disorder who does not have specific medical findings to
meet listings)

2 Marked Limitations Standard -

Marked in Concentration, Persistence, and Pace: Does not
persist, serious difficulty in task completion; needs close
supervision. Does not complete homework, in-class assignments,
chores, or games.

Marked in Social: Has serious difficulty maintaining
relationships with other children and adults, is alternately
withdrawn and physically aggressive.

2 Marked Limitations Standard, with Motor Functioning and
Punctional Equivalence Form -

Motor domain does not apply to this example. Use of form will
help ensure potential for problems such as in the social area are
explored.

2 Marked Limitations Standard, with Motor, Form, and Emphasiﬁ on
Chronic Episodic Impairments -

Marked in Social: Same as above.

Marked in Concentration, Persistence, or Pace: Can maintain
focus on tasks for awhile in low-stress situations, but when left
on her own, or as stress builds up even slightly, ability to
sustain attention disappears. Emphasis on episodic problems
nelps focus attention on long-term consequences, not just on
"good" days.

1 Marked and 1 Moderate Limitation Standard -
Marked in Concentration, Persistence, and Pace: Same as above

Moderate in Social: Has difficulty maintaining relationshiﬁs
with children his own age, but does have some friends and relates
reasonably well with authority figures and other adults.

Three Moderate Limitations Standard -
Moderate in Social: Same as above

Moderate in Concentration, Persistence, and Pace: Needs one-on-

one supervision to complete complex tasks, but sticks with
schoolwork and chores. '

Moderate in Personal: Can be on his own in familiar;places.
2ble to travel on school bus without assistance. Eats on his

own, needs some supervision for bathing and dressing} toileting
not usually a problem.



Child #3- Physical Impairment (12-year-old girl with juvenile rheumatoid
arthritis who does not have specific medical findings to meet listing)

2 Marked Limitations Standard -

Marked in Personal: Frequent pain and stiffness in wrists causes serious
difficulty in eating, dressing, toileting; is rarely symptom-free.

Marked in Social: Because of frequent illness and symptoms, is depressed,
irritable, and sccially withdrawn.

2 Marked Limitations Standard, with Motor Functioning and Functional
Equivalence Form -

Marked in Motor: Frequent pain and stiffness in knees and ankles. Uses a
cane. Can’t run. Rarely symptom-free; i.e., usually has some pain,
stiffness, or feeling of illness from condition or medication.

Marked in Personal: Same as above

Note: Marked (or any other level) limitations in the Social (or any other)
area would not be required since physical problems limit new motor area
along with personal area.

2 Marked Limitations Standard, with Motor, Form, and Emphasis on Chronic
Episodic Impairments -

Marked in Motor: At times, symptoms are diminished, but they are always
present to some degree and recur in severity over time with some frequency.
Emphasis on episcdic problems helps focus attention on long-term
conseqguences, not just on “good” days.

Marked in Perscnal: Same as above

1 Marked and 1 Moderate Limitation Standard -

Marked in Motor: Same as above

Moderate in Personal: Less frequent and severe pain and stiffness in
wrists; when they occur, causes some difficulty in self-care activities
such as eating, dressing, toileting.

Three Moderate Limitations Standard -

Moderate in Motor: Pain and stiffness in knees causes some limits in
walking, but can get around without cane; difficulty in running.

Moderate in Personal: Same as above
Moderate in Social: Because of physical problems and symptoms, has

difficulty in maintaining relationships with children, but does have some
friends and relates reasonably well with adults.



LT

Child #4 - Communication disorder and physical impairment (6 1/2-year-old
girl with developmental articulation (speech) disorder and sickle cell
disease).

2 Marked Limitations Standard -
Marked in Communicative: Speech is easily understood only by family
members; child must freguently repeat herself to be understood by others.

Marked in Personal: Sickle cell disease causes fatigue, muscle weakness,
and joint pain which seriously limit her self-care activities (of dressing,
bathing, toileting).

2 Marked Limitations Standard, with Motor Functioning and Functional
Equivalence Form -

Marked in Motor: Sickle cell disease causes fatigue, muscle weakness, and
joint pain which seriously limit her physical activities (e.g., walking,
climbing stairs, playing outdoor games) .

Marked in Personal: Sickle cell disease causes fatigue, muscle weakness,
and joint pain which seriously 1imit her self-care activities of bathing,
toileting, dressing.

NOTE: With physical limitations divided between a Motor Area (gross and
fine motor skills) and a Personal Area (self-care abilities), it would not
matter in this example if the communicative area (or any other) were not
marked (or any other level) in severity.

2 Marked Limitations Standard, with Motor, Form, and Emphasis on Chronic
Episodic Impairments - :

Marked in Motor: Attacks of sickle cell disease occur intermittently with
some periods of relatively symptom-free activity, causing periodic fatigue,
muscle weakness, and joint pain seriously limiting her self-care.. .
activities. Emphasis on chronic episodic problems helps focus attention on
long-term conseguences, not just on "good" days.

Marked in Communicative: Same as above.

1 Marked and 1 Moderate fimitation Standard -
Marked in Motor: Same as above.

Moderate in Communicative: Mispronounces many words and sometimes has to
repeat herself to be understood by people outside the family.

Three Modarate Limitations Standard -
Moderate in Motor: Sickle cell disease resulting in occasional fatigue and

muscle weakness which limits her physical activities.
Moderate in Communicative: Same as above.

Moderate in Social: 1Is ridiculed by some children because of her speech,
so she does not talk in the classroom and in group play situations.



[l r -
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Behavioral
Discxders

- Child

with Attentidn
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{ADD} . Does not
meet a listing.

€ impairmant does
not medically equal
a mentai listing
based on warked
limitations in two
areas of ’
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Social functioning
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pace), impairment
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a listing either.
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C0vPr+1 page fax

TO: Carol Rasco

FROM: ‘Diana Fortuné}XTﬁ”’“J”’

DATE: December 18, 1996

FYI, attached is what Richard Green of OMB was able to work up as
examples of the children's SSI cuts. He was planning to do 2
similar sheets -- one for a child with mental retardation and one

for a child with other mental/behavioral impairments, but I told

him I wasn't sure he should bother because I didn't think the
format was so great.
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CHILD #3 -- PHYSICAL IMPAIRMENT EXAMPLE
12-year old girl with juvenile rheumatoid arthritis who does not have specific medical findings to meet listing
stays on the rolls if:

3

Option #1 Marked in Personal Domain: frequent pain and stiffness in wrists causes serious difficulty eating, dressing,
Assumed Policy toileting, etc.; is rarely symptom free
2 marked
Marked in Social Domain: because of frequent illness and symptoms, is depressed, imitable, and socially
withdrawn
Option #2 Marked in Motor Domain: frequent pain and stiffness in knees and ankles requires cane to walk; unable to
OMB/DPC run; is rarely symptom-free; frequent general malaise from illness and medication
two marked with

motor domain and
severe episodic

‘Moderate in Personal Domain: pain and stiffness in wrist are less frequent and severe; when they occur, cause

some difficulty in self-care activities such as eating, dressing, toileting

limitations
Marked in Social Domain: because of frequent illness and symptoms, is depressed, irritable, and socially
withdrawn

Option #3 Moderate in Motor Domain: occasional pain and stiffness in knees and ankles limits walking when pain

one marked and one
moderate

occurs; unable to run; is sometimes symptom-free; sometimes has general malaise from illness and medication

Moderate in Personal Domain: pain and stiffness in wrist are less frequent and severe; when they occur, cause
some difficulty in self-care activities such as eating, dressing, toileting

Marked in Social Domain: because of frequent illoess and symptoms, is depressed, irritable, and socially
withdrawn

Standard prior to
welfare reform --
3 moderates

Moderate in Motor Domain: occasional pain and stiffness in knees and ankles limits walking when pain
occurs; unable to run; is sometimes symptom-free; sometimes has general malaise from illness and medication

Moderate in Personal Domain: pain and stiffness in wrist are less frequent and severe; when they occur, cause
some difficulty in self-care activities such as eating, dressing, toileting

Moderate in Social Domain: when symptoms are preseat, tends to be irritable and avoids interacting with

people.
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Neville Barnhill

There is very littie evidence from the article on which to base a definitive statement
about his disability. However, Neville would be found disabled under Listing 110.06 if
he has been diagnosed with Non-Mosaic Down Syndrome. Even if he has Mosaic
Down Syndrome, a form of the disease from which a range of limitations from mild to
very severe can result, the little information provided would tend to imply that he would
be found to medically or functionally equal a listing (e.g., "...he has virtually lived in a
hospital since he was born.") and therefore, eligible for benefits.

(There is even less detail in this article about 2 of Neville's siblings, barely more than
diagnoses. These children could eaSIIy be’ fpund to meet, medically equal or
functionally equal a listing w1th more detalled information.)

/
| e

. o

\‘“\.’



- ﬁoé Angeles Times

F/CCt SUNDAY, AUGUST 23, 1996

Bgoad Reach of
Welfare Reform
Stirs Anxiety

By SAM FULWOQD 111

TIMIS STAFF WRITER

WASHINGTON—~When Presi-
dent Clinton delivered on his cam-
paign promise o “end wellare as
we know iL,” -he also led millionz of
Americans who depend on federal
astistance inlo & new world that
nobody knows.

Few pieces of legislation ever
tiave the sweeping impact of the
wellgre legislation that Clinton
signed. And few stir up as much
anxiely.

Not only prololype "wellzre °
{amilies” —those hezded by young,
single mothers—~will fee! the new
lew's zling. So will many others,
[ncluding unemployed middle- See T




From TIMES,

1ged people, children wilh disabil-
{ues and legal immigrants of many
descriptione.

Congrestional budget-cutlers
cxpect to save taxpayers $55 billion
over £{x years by Learing apart the
welter of wellare programs that
have accumulated in the 61 years
since the enaclment of Aid lo
Familles With Dependent Chil-
dren. The legialalion’s supporters
sald {is tough-love proviziona will
make self-rerpecting and produc-
lve citlzens out of the milllons of
Americans now U2pped by their
dependency on the federal dole.

Many people on the receiving
end of the programs, by contrast,
are lernfied of what the fulure
might hoid.

What follows are snapshots of
four individuals representng cat-
tgories of Americans whose lves
will not be the zame in the unchar-
lered lerritory that awalts them.

Mliddle-zged unemployed

Sharon McGee scours her Comp-
tan neighborhood {or emply bottlex
and cans o earn spare change. On
weskends, she slzges yard tajes
ou'side her ipartment She has not
worked {ull tme since suffering a
breakdown following the death of
her mother {n 1985, .

McGee, 44, who Is unmarried and
has two adult children, manages to
get by, with & lltuc help from
Washington But she s worried
thet on Oct. 1. she wiil no longer
quzlify for the $315 in food stamps
she now receives cach month.
Axsessing her optiong, the former
bullding manager s:id, helf-seri-
owly, that the is contempluling a
life of crime.

“l know there's easy maoney in

selling drugs, 50 thal's what I mey.

have Lo do 10 eat.” she mid, laughing
sardonically. “When the police stop
me, I'm going to ®y: "Washington
s2id ] had to fend for myself the best
wxy | could’ Tl tell them thiy is
Washinglon's survival technique."”

The legizlation that Clinton
signed it not 13 harsh &3 the House-
passed bll, which would have |=t
the sates define eligibility for food
samps. The new law keeps that
responsibility in Washington, al-
Lhough 1t gull threatens pecple like
McGee—adulls with no dependent
children and no steady fobe.

The legixlation’s fine print czys
able-bodied people between the
ages of 18 and 50 who have no
dependens  will y for f{ood
¥ampe {or oaly months of

every lhree yexrzs unless they

Previous Page

work—or parucipiic in ob-training
programs —at Jeest 20 hours & week.

The gosl Is o {orce people like
McGee Into sell-sulficiency, But
because the legislatdon provider no
sdditional fundicg for joba pro-
grams,; McGee end others like her
fear that they &re more likely o
forgo food than find work.

She said she his spplied, without
success, for = host of jobs In which
she could uze her typing snd
bookkeeping skilis. But since re-
covering seversl years ago {rom
severe clinical depression made
worse by alcohol abuse and
prescripion drug addistion, she
s&id, “nobody is going to hire me.” -

Not long ago she applied for a job
&g g waltrers. “The owner gaid
when 1 called him that 1 wax
overqualified and that he was look-
ing for someone younger,” she said,
"So tell me, how am I going to eat i{
they take away my {ood stamps?”

immigrants

Aida Ullog does't speek English,

She iz in the Uniled States
jegally. But she {¢ not a citizen and,
at age 14, she ix unlikely ever to
learn the langurge well ensugh o
pass the citlzenship exam.

That puts her in the class of
people who £land 1o lese the mest
from welfare referm: legal immi-
grants, She stands ta lose what sha
callz b ayuda—the help—2a mixture
of {ederzl suppert payments that
includeg $470 2 month in Supple.
mental Secusity Income for elderly
poor people. 877 & month in food

stamps and health insurance undes -

the Medicare and Medicaid pro-

A sad-eyed woman, Ulloa locks
like somecne's gandmother. Rut
she never had children and hae no
living family membersl She ieft
Cuba shortly alter her husband
died in 1989 and the Casiro gov-
ernment confiscated their home
and what resmained of his shoe
lactory.

“] came o America o get eway
{rom the Commum:u," she zaid in
& xmall veice amplified by xn

interpreter gt the Little Havana
Activitlex and Nutrition Cenler of -

Dade County, Flz., & private, non.

profit immigrant service organiza-
tion. “In Cuba, the government

ook away gll that 1 bad. I thought 1

would do much better here.”

- Arjela Rodriguez, who direcu
the Little Havana center, deseribed
Ulloa a3 “a typical case, like s0
very mgny others we see here™
She'said many of the Cuban immi-

grantx are clderly and single. peo- -
plec who will never learn enough
Englieh o become citlrent but
have nowhere else Lo ga. .

“The old peopls came here zs
part of the family reunification,”
Rodriguez said, "They didn't come
to get anyone’s job, But once they
got here, the familjes didn't have
any way to support them. So, as
zoan zs they could, the family or
some sponsar got them hooked up
with public assistance. They did
the best they could.”

To become cilizens, immigrants
must pay about $100 for photo-
graphs, {ingerprinting and paper-
work—plus the dreaded ciizenahip
oxun. “The exam s done in Eng-
ish,” Rodriguez reid. “If you're over
65 and have been here 15 years or
more, then it's in Spanish.”

Many fall-the test becawse they
do not have the langusge skille
“Alter Munking twice they have to
xzrt all over again and pay the fee
=galn,” Rodrigucs said. "Many
can’t retsin their English bclwe-:n
the exam periods, They're in logal
limba, Those people are golng o
lose [welfare benefits] becauvse
they're not cltizons.”

Ulloa is one &f them. She arrived
in the United States on a visitor's
visa and waz permitled to slzy
under federal laws protecting Cu-
bans escaping the Castro regime.

She sccured a place to stay with
a [riend of friends_from Cuba, and

. she even found 2 minlmum-wage

b at a factory, siitching Logether
slippers. Alter pmvlding her with
five years of s:lr—lumclency. the
faclory closed. -

Unzble o find } §nblher job, she
retired and lived aff federal aarist-
ance for the poor. She did noly
quelily for Social Security benzﬁu
because she had worked only half’-
of the minimum 1Q°years before
hcr {arced retiremen)

“Tho [governmental} pro*eu_,
here {8 very difficult to compre-
hend.” she gaid "put what 1 do
understand sczres ‘o becaise it
means I'm going to'losc o’ ayuds.”

In the meantimé; she continues
to study English and "pray {ors
miracle™ when she ltkes the citi.
zenghip examination :

Disabled children

Eleven yearx ggo, when Sheron
-Barnhill's newborn son, “Neville,
way hospitalized with Down's syn-
drome, a doctlor offered some grim
adviess It would be battler for &ll
concerned if Nevilie died, .

It waz advice that Barnhiil eould

See TIMES, Next Page
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not accepl. But in his 11 years,

Nevllle hzs alrcady undcrgonc

both heart and brain surgery, &and

he hee been confined to a hospital
" for 1 host of InfecUous discasca.

“1 have never agreed with that
doctor,” Barnhill sald rccently,
“but { understand where he was
coming {rom because Neville has
virtually lived in a hospilal xince
he wax born.”

Barnhilll a single mother wha
lives in tho Chicago suburb of Blue
Ixtand, has two younger children,
and both of them also have severe
health problema Tiflany, 7, htzs
ocrebral paixy | quum:t therapy
and leg brapcl. Jml,\:! i autistic
and requires frequent hopital xays
for & didorder thal prevents food
from staylng in his stomach.

amhil] never married The fa-
ther of Tiffany and Jarel
slayed with her and the children

for a few ysars but, Barnhill said,
‘here cops with
al the ol’%n{J {nn:ﬂy of

" dizsbled ¢
She .’gown lwo joba :m

carns mooo xyen—-cnm..gh for
an ardinary {exily of {6ur to gel by
but scarcely caough for herx She
gets & litde help, in the form of
about $2,760 a yesr 1o defray some
of Neville's snd Jarel's medica!
costs, from the f{ederal SSI pro-
gram, which was establizhed about
25 ycass g0 (o help three catcgo-

* rics of poor peaple: the elderly. the
blind and the digabled. .

Tao Barnhill, the SSI program (s
worth far more than $2,750 2 year,
Eligibllity for BSI also gqualifies
Neville and ‘Jarel for [edemzlly
subsidized health insurance under
the Medicaid program.

The welfare reform law tightens
BSI eligibility for the 800,000 dix-
abled children who do not qualily
for benefits, It remzins unclear
which children will be cut off,
according o social workess edvi-
ging perents inBarnhill's siteation.

It & Barmnhill's” nightmare that
Nevilie and Jarel may no longer

qualiy—which would cost ber not
oaLySZ.TﬁQlyeubutnleho
Medizald Benafite “If the SSI people
called and said thet they were
keeping their check but that I cauld
conlinue to get the [medical] aads?
ance, that would be fine with mc.
she seid. “But when the SS[ enda, [
won't have medical coveszge.”

In thal case, she gaid, she will
heve only ane option lefl. ;

“Parents like me will havé no

cholze bul to put their children in zn
ingitution,” she mid in a srong,

matter-of-fact voice. “I'l probably -

have Lo decide whlch ooc Bul that's
no ehicice I'd with o any parent.”

Wclhm mothers

Shlrlcy Smith s arong the n1l
wel(nr: spplicans to be put on
noticey The clock ia tcking. Two

“years and Lhen iU's Ume o go Lo

work.
She swesars this will not be a

_problem,

Smith comes {rom a lang line of
working peeple, no welfare recipl-
enlz among “hem. She remembers
accompanying her mother to her
fob oz o cook in a velerans home
and greeting her (ather when he
finlshed his shift at the foundry.
Her siblings, scven In all, il as
sccurity guards, government
clerks, housckeepers.

And Smith, 36, werked steadily,
mosl recently as 2 cook in an
Ilinols restzurant. But then her
daughter got in trouble, and Smith
wound up ¢ legal guardian of her
two grandchildren.

That is why she {ound herself this

week In a place she never expected
10 b siting In 2 Los Angels
welfare afTice, waltng {or her name
10 be called on & bulthorn so thet she
could spply for Ald o Familiex
With Dependent Chlidren.
~I don’t know how much vou gel

in Californis,” gzid Smith, who
moved (o Los Angelcs because she
has relstives here who can help take
care of Lthe two children, 8- yegr-old
Yolznda and 1]1-month-old Yoodale.
“But [ know {t's not the $200-plus a
wesk | got when 1 was working.
Plus, you feel pood inside taking
your butt to a fob everyday,”

nder the wellare legislation

gigned by Clinton, Smith and
2.7 million other poor parents and
children in California will be {creed
off - the. wellare rolls within two
years of thoir first benchit cheek,
W, now averages 3534 £ month
in Los Angeles for a family of three,
"!Beginning in October, the fod-
eral AFDC program will ccase to
exist and siates will have vast new
authority 1o run thelr own welfgre

programs. But the new law man-*

dates that stales must move resipl-
ents from welfare to wark in two
years or less and limit each {amlly
to five years of ald in & lifettme.

The legislation includes funding
for chlid czre for former -AFDC
families and the guarantee of con-
tinued health care under Medicald,
But there ig no new money for job
trzining or placement.

Smith soid she hos no guerrel
with the siricl Ume limits—if the
governmen! helps people leamn 2
trede or prepare for the workplace,

“It may sound cruel, but icl's get
res] here ghout the two yez=x,” she
sxid. "You can get trained in several

dufferent things 11 that amount of
Ume. But before they cut everybody
off, they betler give them wome
training. U you think crime U bad
now, just wall People won't walt
sround and let their kids starve.”

Smith sald she has done every-
thing in her power o avoid coming
to this blcak government office on
Beverly Boulevard, nolsy aw 2 Lrain
stntion, with i@ melal deteclor,
speckled linoleum floors and falsely
cheerful gns that say, “We're &l
part of Toam Amorica” and “To-
morrow's Success Begins Today."

Squeezad between other women
with bables an thelr hips and diaper
bags on their shoulders, most of
thern Spanish-speaking, Smith ex-
pledned that she had quit her job in
the Midwest because zhe had no one
10 care fac the ttls ones,

In Log Angeles, she is living with’

- & younger brother who-works

nights &1 & security guard. He Is
willing ts mind ths children during
the day once Smith finds z job,
which the xzid she has been seek.
{ng kince June.

~ "As long ax I’z legal, I'll work,”
she xald. “Not everybody wants to
it around and colleet—or not me
snyway. That's why It took me 0
long to come down here. You're
{alking m nmebody wha's been
xn.'thx

SmlL‘x xaid she has applied for
rqhu.—ant. hou.ukceplng. wrre-
bpmc and gecurity jpobs, "bul no.
body - &alls baek or they're not
hifing "-Sha hopest samething will
turn up before long,

;}n Jhe meantime, zhe said, not
«veY iesix{ance from relatlves can
-help her make {t if she doex not get
her AFDC ¢heck.

T den't want lo walk up W
anybody and szy, ‘Cive me your
purse,' " ghe s2id “But ] cant sterve,
and I can't jet these habies starve”

mmmi-um,uhm
Axpriss contrbuted to this stary.
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Hunter Steinitz

Hunter would be eligible for benefits since her impairment functionally equals examples
5 or 7 in our regulations. She needs very frequent therapy and prolonged amounts of
time for care. There is also a medical need for 24-hour-a-day supervision.
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PITTSBURGH POST-GAZETTE
Copyright (c) 1896, PG Publishing cCo.
DATE: Sunday, May 5, 1996
BYLINZ: ELLEK M. PERIMUTTER .
A LI¥E IN THE 3ALANCE '
THE BATTLE TO TRIM MEDICAL SPENDING COULD UPSET THE NETWORK OF CARE USED TO
TREAT LITTLE HUNTERZSTEINITZ, WHO SUFFERS FROM A RARE SKIN DISEASE
The biggest worry Patti and Mark Steinitz had before their daughter’s birt
was what to name her. . S
Patti was 36 years old angd felt good. Her morning sickness had abated earl
. in ber pregnancy. Sonograms and amniocentesis, the chromosonal abnormality te
that also reveals the baby’s sex, gave both mother and unborn daughter a clesz
bill of health.
They wanted a name that bevan with the letter H to remind them of Mark’s

late mother, Henrietta. They found the answer scrawled on a blackboard at a
children’s shoe store.

Hunter.

An unusual name for a girl, they admitted, but they liked it. It was Oct.
15, 1994, and Hunter Elizabeth Steinitz was due in five weeks,

That night, though, Patti’s water broke. And she had no contractions.

‘‘Something’s wrong, ’’ Patti told her husband, as they dressed to go to &t
hospital. ‘‘Something has to be wrong.’’

On Oct. 17, after two days of bed rest at Magee-¥Womens Hospital,
induced labor.

Specialists arrived at the delivery rocam. They anticipated that the bady
would require ismediate attention for underdeveloped lungs, a common occurre;
in preenies.

Hunter weighed 5 pounds, 3 ounces, and doctors immediately whisked her to
table across the room.

¥arx, who had never experienced “he birth of a child, thought nothing of t
commoticn. Patti was uneasy. She had an ll-year-old from a previous
relaticnship, and ‘he birth had been nothing like this.

They put Hunter into an incubator and roilled it over to the delivery table
where Patti still lay.

Hunter’s skin was neon pink and covered with white, tough scales - like
hicde of an elephant. -

A doctor told the new parents: ‘‘Your baby bhas a skin disorder. It/
Ichthyesis. We don’t yet know what type, but we know it’s severe, '’

The infant looked so raw that Patti wanted to know how much it hurt.

''She looked like nothing I’d ever seen before,’’ Patti said. ‘‘she had
bulging eyes. That’s what I remember. Mark didn’t know what to expect, but I
knew. I knew. My baby wasn’t well.’’

XX

It seemed surreal for Patti, who grew up on the North sSide and only two
years before was living a life as a single mox. When she met Mark in June 19§
through friends, she was, and still is, a Pittsburgh police cfficer - first 3
Oaxland, then on the South Side for 10 years before being transferred to the
North Side station. Mark, who was living in Monroeville, had gone into his
fother’s picture framing business with her, which he is now in the process of
closing since her death. The couple live in Observatory Eill on the Korth sid

(MORE)

doctors

& calle



n
m
-
'
f
-
1
(_/I
[3]]
]
[4
I
I
n
1"
It
m

r)
rl
o

()

ID:STEINITZ PAGE: 2

The condition that afflicted their daughter was rare. Few people have heard
cf Harlequin Ichthyosis, also known as Harlequin fetus. A genetic disorder
caused by the mating of two rare, recessive genes carried by both parents, the
condition is present in just 1 to 5 of every 5 million babies born in the
United States each year.

Aunter’s skin grows so fast it cannot shed effectively. It thickens easily,
becoming scaly. Ber body has trouble regulating its temperature. Dehydration
can occur. The extra skin can tighten acress her abdomen and chest, restrictin
breathing. The skin can crack, opening her up to infections. -

The Foundation for Ichthyosis and Related Skin Types Inc., knows of two
-other children in the United States with the sanme disorder, a girl and a boy i

San Diego and Houston.

No child with Earleguin Ichthyosis has lived beyond her teens; most die
within a few months of birth.

Yet because ¢I' the concentrated efforts by her parents and professicnalg,
the cheerful, active 18-month-old has defied all medical and social
rresuxptions.

She loves the book, ‘‘The Little Engine That Could.’’ She can cr
as uneasily as any toddler.

Two weeks ago, she amused a visitor with her royal Queen’s wave. The gentle
twist ¢f a raised right wrist that comes so easily to everyone else, Hunter h:

to be taught. The skin is so tight around her wrist that mobility can be
mainful.

‘YEi! Hil!’’ she shouts into a teleghone receiver with gusto. Then she
laughs, straight from the belly.

Her tremendous progress is a result of concentrated health care and diliger
professional help in movement and speech - which has cost more than $300,000 i
federal, state and private insurance funds during Hunter’s young life.

¥ore than half of the total, which accounts for Hunter’s nursing care, is
P2id mostly by federal and state Medicaid funding. _

Patti’s private health insurance with an EMO pays for Hunter’s visits to si
specialists, hospitalization, medical procedures and for some medications.

That doesn’t include the electric and water bills, which have tripled since
she was born, and the $100 a month for over-the-counter topical ointments.

And now, as federal and state governments race to cut their outlays for
rnedical services, the consequences for children like Hunter are becoming all
too apparent.

XXX

First, the Republican-controlled Congress wants to restrict the definition
of disability. If the categories of eligible medical assistance are restricted
dunter could lose her disability classification.

She could also lose her medical assistance because Pennsylvania may use
parental income as part of the criteria. While specific salary levels have not
pbeen determined, advocates fear that the Steinitz’s income of just under
$47,000 last year could be too high for eligibility.

Then there is the early intervention program for which children like Huntex
receive special services, such as physical, speech and occupational therapies.
Pennsylvania receives $12.5 million a year from the federal government to
upport these services. But there’s a catch: No child can be turned down.

(MORE)

awl and wal
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Gov. Ridge, however, wants the state to determine whether a child is
eligible. He also wants to cap spending for the children who receive the
services. That’s because it costs the state $42.5 million more a year than wha
it receives from the feds to provide the services, or about $8,000 a Year for
each of the estimated 16,000 Pennsylvania children who receive the services,’
according to the state Welfare Department.

‘VIt’s going to double in a five-year period, and it has a lot of people
concerned, which is why the governor wants out - because we can’t control the
cost per child,’’ Nancy Thaler, deputy secretary of the state Department of
Public Welfare’s Office of Mental Retardation, said at a hearing in Oakland.

_ It’s not that parents like Patti and Mark view government help as a
bottoxless pit. '

They see it as a means of helping families help their children become
productive adults.

‘‘¥hich way does the governmment want it?’’ asked Patti. :

‘'‘We’ll have to quit our jobs and go on welfare. I don’t see any other way
out.’’ That is not an option they want to explore.

At stake, too, could be other federal funding that enables Hunter to recei
the nutritional supplements her 17-pound body craves. She has digestive
problems not directly related to the Harlegquin disorder, but ones that
interfere with her getting enough essential nutrition.

In recent days she has worried doctors because she has been unable to keep
her food down.

‘‘Nobody can understand what we go through,’’ Pattl recently told state Re
Don Walko, D-North Side. ‘I f£ight for her every day. I fight with the
insurance company. I'm always fighting with somecne.’’

XX

It took seven weeks for Hunter to make her first trip home. After three
weeks at Magee, including the first nervous meetings between Hunter and her
older sister, Dana, she spent another four weeks in a transitional unit in
Snadyside,

Every midnight a nurse arrives at their 2 1/2 -story home to administer
zedicated eyedrops, take Hunter’s temperature and pulse, and rub her body wit
at least one of the 15 topical ointments - all every two hours. The humidifie
zmust be monitored also.

‘‘We deal with 12 hours a day spent on Hunter’s care alone,’’ Patti said.
‘‘We juggle two full-time work schedules, Hunter’s routine and doctor
appointments.

‘‘Thank God I have a wonderful boss who allows me flexibility in By work
hours to care for Hunter. Even so, my husband and I take days off work for
doctor appointments, and I take days off to spend time with ny forgotten chil
Dana, who loves her sister so much.

‘‘Dzna is also acting out. Her grades have dropped in school and she is
angry with me over things I cannot change. I cannot fix Hunter so that we car
live a normal life.

‘‘I don’t Xnow if parents of normal children can appreciate as much ag we
how truly thrilling Bunter’s accomplishments are.’’

Her voice choking, she added:

‘‘she played with her first friend last week.’’

(MORE)
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Hore than anything in the world, Patti and Mark strive for normalcy in the
frenzy around thenmn.

For now, Mark is home Sundays and Mondays. Patti is off Thursdays and
Fridays. On the other days, nurses take over.

Once a’week, medical personnel come ‘o the house to evaluate Hunter’s
progress. Other days, there are a variety of therapists working with her
coordination, dexterity and other physical motions. :

Every day, Hunter must be bathed in the morning and evening - each bath an
up to two-hour event so her skin can be carefully smoothed and the extra skin

peeled £from inside her nose and ears.
' ‘‘The evening bath has become a joint effort. It’s something we do together.
It’s normal, though for me normalcy has changed a lot,’’ Mark saig.

While Mark fills the tub and spreads oversized bath towels on the floor in
funter’s bedroom, Patti makes a game with Hunter ‘o climb the stairs to the
second floor. She switches on lively music and spreads a plethora of lotions,
ointments and other medications around her.

Hunter bounces to the music. She loves the warm water, the only part of the
day when her skin doesn‘t itch. She squeals at the water pic, grabbing at the
sensation of the waterfall that squirts into her ears. She drinks from it ang
gurgles. :

Often, Dana joins in, splashing water on her baby sister.

Kark holds her; Patti gently SCrapes away the peeling skin. She uses a
pecial instrument for her ears and nose. gunter becomes pinker and pinker as
aer new skin glistens in the bath water.

Afterward, looking shiny from the ointment and petroleux jelly covering her,
Hunter proceeds with her nighttime ritual of saying goodnight to her lanp and
her clock and her stuffed animals.

¥hile Mark empties the bathwater, Patti gently rocks Hunter and puts her
into the crib. It’s 10 P.n.

In two hours, the overnight nurse will arrive and her parents can go ‘o bed.

And then begin their day again, tomorrow.

CAPTION: PHOTO: Eighteen-month-old Hunter Steinitz was born with a rare skin
Gisorder called Harleguin Syndrome. Bunter’s skin grows so fast it cannot shed

€L

effectively. Here Hunter’s mom, Patti, clears away loose skin in the outer ear

during one of the two daily baths that Hunter gets to keep her skin supple.

PHOTO: Pattil Steinitz recently visited with state Rep. Don ®Walko, D-North side,
., €0 explain how the potential cuis in state and federal funding would effect

children with disabilities. ‘*Nobody can understand what we go through. I fight
for her every day. . . . I am always fighting someocne.’’

PE0T0: Hunter and her mom, Patti, visit with neighbor Rita Forzghals. Patti
feels that the love and constant stimulation at hore have helped with Runter’s
cevelopnent.

PHOTO: Patti shares a tender mopment with Hunter during one of the child’s two
daily baths. Bath time can be a relief “o Hunter because the warm water makes
r skin smooth and less itchy.

(MORE)
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PHOTO: Annie O’Neill/Post-Gazette Photos: Once a week, Hunter is visited by
Sharon Clougherty, center, a child therapist, and Rebecca RKlaw, right, both
from ARC Allegheny. )

PEOTO: Hunter’s father, Mark Steintz, gives his energetic 18-month-o0ld a dose

of Propulsid, a drug that helps her stomach to empty more quickly, Her.l7-pour
bady canot afford to lose any nutrition. :

PHOTO: Hunter gets more than 15 topical mediciation to keep bher skin form
. becoming infected or too dry. '

(END)



Clinton Presidential Records
Digital Records Marker

This is not a presidential record. This is used as an administrative
marker by the William J. Clinton Presidential Library Staff.

This marker identifies the place of a tabbed divider. Given our
digitization capabilities, we are sometimes unable to adequately
scan such dividers. The title from the original document is
indicated below.

Divider Title:




La'Shaira Cooke

Children with insulin dependent diabetes mellitus usually do not require the kind of
parental supervision described in this article. The article does not provide the kind of
specific information that would be required to determine if the level of supervision
provided by Ms. Cooke is medically necessary or not, e.g., specifically, how "often" in
the last year was there a need for the school nurse to administer additional insulin
injections and for La'Shaira's mother to go to the school for this purpose because the
nurse was not available. If this level of supervision is shown by the evidence to be
medically necessary or prescribed by La'Shaira's treating physician, then she would be
eligible for benefits since her impairment would meet functional equals example number
7 in our regulations, i.e,, requirement for 24-hour-a-day supervision for medical or
behavioral reasons.
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each individual case.
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LaSbaira’s medical needs frequently keep ber at bome.

» of services which parents of children
with disabilities approved under 2
revised program could chose from.

Robin Bolduc, disabiliry rights advo-
caié'Svith 2 Public Interest Law Center of
Philadelphia, whose daughter has
Down's syndrome, explzins what's
wrong with block grants.

“Each family with disabled kids has
unique suppon needs. If you block the
grant and have states provide families
with a list of services, and their needs
aren't on the list, they're out of luck. It's
also a set amount of money. If more
children are identified as eligible, oops.
100 bad, ‘out of money, you'll have to
wait." And states would have the option
of taking 20% of the grant and moving it
into a project they like bener,” she says.
Most states that have tried service-driven
programs in various other mental retar-
dation programs have already switched
1o family-driven cash grants, which are
not only more flexible, but also cheaper,
Bolduc says.

“With a block grant, the state has to
subcontract with service providers. That
creates administrative costs at the state
level. Then, the service provider has its
own administrative costs. so by the time
you're done. the dollar that gets to the
kid goes through ™o lavers of adminis-
Lrative costs.”

Personal Responsibility Act did vou
say?

“Families are saying ‘we want to 12ke
responsibility for making decisions
about raising our children. [The Republi-
cans) are saving, no, the state will
decide.” says Bolduc.

The varieties of needs of the disabled
are legion and exiend bevond the scope
of simple medical care. Sometimes,
mothers like Vanessa Cooke just need
money 10 cover some of what they
could make if they could work. UCP's
Joe Scullin names a few others: accessi-
ble housing, wheelchais-accommodating
vehicles, child care for a special needs
child. Over-the-counter nutritional sup-
plements, diapers for older children.
Special clothing for children with
ostomy products and catheters “all over

their stomachs.” Specially-adapted toys.
Tutoring assistance. Three-digit monthly
electric bills for children on respirators.

*And that’s just off the top of my
head,” Scullin savs.

Lz'Shaira Cooke can't eat lunch with
her schoolmates. She might eat
something she isn't supposed to. Eligible
for subsidized lunches, she can't take
advantage of them: she eats special
meals brought from home in the school
nurse's office instead. Three days a
week, the nurse is in school and tests
La'Shaira's blood sugar. Vanessa Cooke
does it the other rwo days. Vanessa can
never go far from the neighborhood for
long when La'Shaira is at school—she
never knows when she’ll have to rush in
for an emergency. -

That's not all.

“La’'Shaira cannot participate in the
linle panies they have in school. I have
10 go on all her field trips, because what
if something happened and I couldnt
get there? She cannot go 10 camp. Next
vear she will be eligible for Juvenile Dia-
betes Foundation camp, but I don't
know if I'll be able 10 afford it. 1 have no
idea whether they have scholarships or
if La'Shaira would get one. She cannot
go to visit her friends because she might
eat something she shouldn't. Her friends
can come here, but | stant with her first
injection when she wakes up in the
morning and she gets her last injection
as close 10 midnight as possible. Once in
a while, it's okay. But | am 100 tired 10
have more little kids here most of the
time. La'Shaira gets lonely.”

When, if, La'Shaira gets her money,
Vanessa wants to take her 1o a museum.
Vanessa chooses her words carefully
because La'Shaira is sitting right next to
her, folding up a piece of paper 10 make
a fan.

“By now, she should have some set
dosage, some target range. Her readings
have all been high lately. Her prognosis
is not good. I don't know what is going
to happen. [ would like for hertogotoa
museum now. Who's to say if she'll be
able to go later on?” @
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Eugene Jamison

There is no information in the article beyond the comment that he has severe asthma,
so no definitive statement can be made about whether he would be entitled to benefits
under any standard.

i .
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Would loss of SSI fund devastate disabled poor?

Daily News Stuff Writer )

There’s only one way that Charo! )
how 0 Lreal her son’'s severe asthma. -+

“Stay on wp of it.” she said. *] know the problem
ISN't going 10 go away.”

Her son’s condition may not disappear. But the 8490
in Suppiemental Secunty Income she receives month-
Iy in his behalfl may be wiped out

Proposed legislauon 10 dismantle the children’s por-

lon of SSI. a cash-assistance program for poor pea-

le older than 65 and disabied people of any age. 1s

part of the package of welfare cuts. known as the Per-
sonal Responsibility Act of 1995, under consideration
in Washington.

Most publc anention has focused on cuts w the

Knows

E hy Mary Flannery

food-stamp. school-lunch and welfare rolls. Changes o
SSI would alsa severely impact poor children and their
famibes. according 1o advocates.

Under the current law. S8] makes monthly payments
otalling 38 billwn w 890,000 poor children with chron-
1c mental or physical disabilives. including spina bifi-
da. Down ~yndrome and auusm, or a combination of
problems  Nearty 8.RO0 Philadelphia chddren receive
S8t

Advocates e<iimate that proposed cuts would mean
two-thirds of chuldren on SSI today would receive no
benefils ar services. Of the 5.3 million adults receiv-
ng SSl. unly those disabled because of drug addiction
or alcohohism would be excluded. (The funds come
from gencral tax revenues. not Social Secunty taxes.)

Parenis of disabled children use SSI money at their
discretion -~ to buy diapers for incontunent teen-agers,

for electric bills run up by a ventilator. w pav for
parking at a hospial. For some parents, the SSI ben.
efit is a subsutute for wages. allowing them to work
reduced hours to care for their children at home.

Cncs of SSI pownt out that children can qualify be-
cause of behavioral problems, including Atention Deficit
Hyperactivity Disorder. which they say vanes grealy
in seventy and can be “cvached” by parents. Also. while
SSI regulations call for a review of a recipient’s dis-
ability every three yecars, the agency itsell admits re.
views do nol occur on schedule, which means that
payments can continue indefiniely.

U.S. Rep. Curt Weldon. a co-sponsor of the Personal
Responsibility Act, called SSI “well-intentioned but a
boondogele” in a telephone internew last week.
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“This program is out of control,” said Weldon, a Republican from Delaware County. “It
has to stop. This is not what SSI was designed for.”

But SSI is how Carol Jamison, 26, copes with her son’s asthma. She works three shifts a
week as an $8.52-an-hour mental-health aide in a group home in Olney, cutting down her work
hours to care for Eugene.

She gives Eugene, 5, three medications daily and clears his airways with a nebulizer
spray three times. Sometimes, medication must be given every four hours around the clock, and
she sets her alarm to comply.

Eugene’s father is not involved in his son’s life and Jamison has trouble finding
dependable baby sitters who will keep Eugene on his medication regimen.

“The reason why Eugene is on SSI is that he requires a lot of attention and no one wants
to (baby-sit) him,” Jamison said. “Even with working three days, I have to call out sick
sometimes to care for him. I can look in his eyes and know he’ll be getting an attack. That’s
when [ get him to the doctor right away.”

There are two ways children can qualify for SSI: If they have one of the severe mental or
physical conditions listed by SSI rules, or if they qualify through an Individual Functional
Assessment, which determines a child’s functional ability.

This assessment became part of the SST qualifying routine after a 1990 Supreme Court
decision in a class-action lawsuit. The original case, Sullivan vs. Zebley, was filed against then-
Health and Human Services Secretary Louis M. Sullivan on behalf of an Upland, Delaware
County boy, Brian Zebley, born with mental and physical disabilities. Weldon said he was
unaware this case originated in his district.

Since the Zebley decision, the SSI rolls have grown by 500,000 children. Approximately
30 percent of the increase came about because of functional assessments. The rest of the
increase, according to the U.S. General Accounting Office, occurred because of improved
outreach to disabled children, a dramatic increase in the number of children in poverty and the
expansion of the definitions of mental impairments in children.

In Eugene’s case, he qualified because of the combination of his asthma and speech and
developmental delays that required psychiatric intervention.

Under the proposed Personal Responsibility Act, individual functional assessments would
be eliminated, not only for future SSI applicants, but for the 225,000 -- one quarter of children on
SSI -- who currently receive benefits as a result of functional assessment.

Nor would they automatically be qualified for Medicaid.

Children now qualified under the medical listings would continue to receive SSI benefits.
For new applicants, states would receive block grants to set up medical and non-medical
services, such as therapy or the purchase of wheelchair ramps. These children, according to the
bill’s provision, would receive no cash assistance. Cash would go only to new SSI applicants so
disabled that they would be institutionalized without this aid.

Advocates do not deny abuses exist under the current program. Parents may continue to
receive SSI after a child dies. Stories of parents “coaching” their children to qualify for SSI have
been reported in the media, although a 1994 federal review found no evidence of coaching.

[MORE]
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These media reports have fueled Congress’ desire to reform SSI, said Weldon.

“There’s a feeling across the country that by going to the doctor, you can get your kid
qualified for a full disability,” said Weldon.

“I think in many cases there is deliberate abuse of the system. We must revise the
guidelines to make sure we care for people who have needs. But the government should not be
the end-all for people who say, ‘Don’t worry about taking care of your own needs, we’ll take
care of them for you.””

“If a child has a serious disability, there should be a way to take care of it. But I don’t
know 1f SSI is the proper way.”

Weldon, a father of five and a former teacher, said he knows children can have emotional
problems. “But this government cannot fund every kid who has a dysfunctional problem. We
can’t do it. We don’t have enough money. It gets down to reason and common sense.”

Those who serve disabled children are angered and worried about the proposed changes.
Reform the system rather than destroy it, they say.

“Being able to make a functional assessment is a strength of SSI, not a weakness,” said
Mary Ellen Caffrey, director of Ken-Crest, a Philadelphia-area agency that provides family
services for people with mental or developmental disabilities. “A lot of problems are non-
categorical.”

“There’s no known disease for kids who have a tracheotomy ... A tracheotomy is a
functional problem. It interferes with a child’s playing just like with an adult working.

Caffrey fears that without SSI income, families may not be able to afford to seek
treatment.

Brian Zebley, born brain-damaged and partially paralyzed, attended years of special
classes and had several operations on his leg. Three years ago, he was “mainstreamed” into the
seventh grade in the Interboro School District. Today, he’s a member of the Interboro High
student council. He walks unassisted. He attends special ed classes but is following the standard
curriculum.

At the time of the Supreme Court ruling, Brian was no longer receiving SSI benefits
because his father’s wages exceeded the SSI income ceiling.

“SSI helped us subsidize our income until my wages were substantial enough to support
the family adequately,” said John Zebley.

“People think you are stealing money from the government because you have a
handicapped child. But they don’t walk in your shoes.”

Carol Jamison isn’t sure what she’ll do if Eugene loses his SSI benefit.

“If I work full time,” she said, “what will I do if he gets sick?”
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SOCIAL SECURITY’S EVALUATION OF THE CHILDREN
LISTED IN THE SSI COALITION’S LETTER

Jonnie; age 3; developmentally disabled; moderate cognitive, communicative, and
motor limitations.

As described by the Coalition, the communicative limitation is probably marked. If there
is in fact also a moderate motor limitation, the impairment(s) would functionally equal
listing 111.07B.3. Other listings that might be met or equaled include 111.09A and
110.07D.

Janie; age 31 months; developmentally disabled; moderate communicative, motor, and
personal/behavioral limitations.

Similar to Jonnie above - as described, the communicative limitation is probably

marked, and the impairment(s) may well meet or equal 111.07B.3. or various other
listed impairments.

Harry; age 4; severe lead poisoning; moderate limitations in cognitive and motor
development and in concentration, persistence, and pace.

No conclusion at all can be drawn from the sketch provided. Typically, lead poisoning
affects multiple body systems, and if sufficiently severe would meet or equal listing
110.07A. :

Tommy, age 6; post-traumatic stress disorder due to sexual abuse; moderate
limitations in social and personal/behavioral functioning and in concentration,
persistence, and pace.

Descriptions of problems are insufficient to judge if one or more might be at the marked
level. If any two were marked, impairment(s) would equal 112.02B2.

Brandon; age 3; loss of one eye due to retinoblastoma; moderate motor, social, and
personal/behavioral limitations.

Probably should have been denied even under our prior standard. It would be very
unusual for the loss of an eye, by itself, to result in a disabling level of limitations.



Alfred; age 14; attention deficit hyperactivity disorder and borderline intellectual
functioning; moderate cognitive, social, and personal/behavioral limitations.

Depending on the frequency and the severity of the problems described, limitations in
social and/or personal/behavioral functioning may be marked. If both are marked,
would equal 112.02B.2.

Shannon; teenage; depressive disorder, mental retardation, impaired adaptive
behavioral functioning; moderate limitations in cognitive and social functioning, and in
concentration, persistence, and pace.

May well have a marked or even an extreme cognitive limitation - clinical diagnosis of
"moderate” mental retardation describes a level of limitation we consider marked or
extreme. If so, her impairments presumably meets 112.05D.

Jason; age 8 '%; psychiatric disorders; moderate cognitive, social, and
personal/behavioral limitations.

Based on description, child may have major depression, which could depress cognitive
functioning beyond the measured IQ. Also, personal/behavioral functioning may be at
marked level. If cognitive limitation is actually marked, would probably equal 112.05D;
if functioning in another area is marked would also meet or equal 112.02B.2.

Isabella and Elizabeth; age 4; communicative and cognitive problems; marked
communicative and moderate cognitive limitations.

As described, the communicative limitation is extreme, and impairments would
functionally equal 111.09A.

Sarah; age 9; cerebral palsy and double hemiplegia; marked motor limitation and
moderate limitation in concentration, persistence, and pace.

Based on the description of her motor problems, her impairment probably meets
111.06. Based on the description, the limitation in concentration, persistence, and pace
may actually be marked, which could support functional equivalence to 112.02B.2.

Justin; hemophilia; moderate motor and marked social limitations.
As described, his impairments would meet 107.08A, but the time period during which

the bleeding was uncontrolled is unclear. Treatment may now prevent a disabling level
of limitations.



Rashavie; age 3; severe asthma and communicative and language delays; marked
communicative and moderate personal/behavioral limitations.

Based on the description, the communicative limitation may actually be extreme; the
personal/behavioral limitation may actually be marked. Probably meets or equals
110.07D, 112.02B.2., and/or 111.09A. or B.

Kimberly; age 11; cognitive delay, urinary incontinence, and trichotillomania; marked
cognitive and moderate personal/behavioral limitations.

As described, her impairments would meet listing 112.05D.

Susie; age 3; developmentally delayed; marked communicative and moderate motor
limitations.

As described, her communicative limitation is probably extreme, and might functionally
equal 111.09B. Even if not, her limitations, as described, would probably functionally
equal 111.07B.3.

Jennie; age 17 months; hydrocephalus, tests HIV positive, exposed to drugs in utero;
marked motor and moderate social limitations.

As described, her motor limitation appears extreme, and the social limitation is probably
marked. Would meet or equal various listings, e.g., 110.07A and 112.02B.1.
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205 West Monrow Street & Chicago, IL 60606.5013
Telephone 312.223.9600 ¢ PAX 312.263.3846

OCTOBRR 23, 1996

WEO ARE THE -CHILDREN WHO WILL BE CUT OFF CHILDREM'S 88X
. DIGABILITY BENEFPITS MOEEN THNW DISABILITY CTAMDARD I8 AMINDED TO
- DEFINE CHILDREN WITH “MAMERD AMD SXVRRE FUMCTIONAL LIMITATIONS®
the Clinton Adminiatration ia considering at leaat ¢two
radically - different standards that the Social Security
Administration (9SA) will apply to determine digability fox
children seeking Supplemontal Security Income (S8I) bencfits.

The first standard, drafted by advocatea for children with
disabilities. defineus dioabilit{ for children .seeking 381 that,
while eliminating the Ind{vidua ized Punctional Assessment (IPFA)
tasc:

. recognizing the statutery mandate for a "functional
limitationa* test, provides a new step that explicitly
considers a child's functional limitations and setg forth
different areas in which. Lo measure that echild'g
functioning;' and

¢ provides cthat children with at least one marked
impairment. and one modarate impairment in differant areas
{or domaine) of functioning will ba tound disabled.

This arandard ("one marked and one moderate impairment test"),
strikes a middle ground betwsen the extremes of Listings-level
severity and the former IPA teet. It will mmit the Social
S8ecurity Administration to terminate 881 ougibfitty for children
currently eligible based on three moderate i irments, and ¢ re
with Congresr' wish that the chiléren's Sability standa be

: ' These areas are madelled on the *BY: criteria of the
children's menral impairment listings that were approved by
Congress when it wodifisd the children's SSI program, and arxe
further rofined to assure fairness in avaluating children with
physical impasirments. Seg National Academy of Bocial Insurance,
Report of the Committee on Childhood Disability of the Disability
Policy Panel av 29 (199¢).
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Contrary to this fine-tuning approach, the sacond proposal,
akin to the rejected House version of tha law, \-roulcf require
children to show that they mwet or equal the extreme severity
thresholds set forth in the Listings of Impairments. children with
mental impairments or combinations of mental and physical
impairments would essentially be required to show that they had two
marked impairments in the *B” criteria of the mental impuirments
listings. This proposal ("two marked impairments teat®) will lead

to loss of eligibility for up to one third of all children

currently receiving SSI. It is also much c¢loser to the earlier
House bill :that was rejected in tha final compromige provisions on
881. ' .

, In asscsging what standaxrd should be applied and then
determining what effeoct that any new atandard will have on the
numbar of childran receiving 88Y, it must be racognized that SSA
N ~ already greatly restricted the actual eligihility proceas foy
finding children dimabled for 881. gag § A. :

Belaw are set forth examples of children who arand to lose SS1
eligibhility undexy the altarmative teatn. Under either test,
¢hildren with severe problems will be denied SSI eligibility.

In 3,8(1), children who were found disabled with three
moderate impalrments--who would be terminated from $81 under the
che marked and one moderate impairment test--are profiled.

, In § B{2), children who waze found disabled with one marked
impairment and ona moderate impairment--who would be terminated
from SSI under tha two marked impairments test--are profiled.

A. S6A SAS ALREADY GREATLY TIGHTENXD UP RLIGIBILITY AS SHOWN IN
THE DENIAL RATE FOR CHILDREN'S SSI CLAIMG UNDER THE OLD
STANDARD THAT INCLUDED THEE IFA TEST

8SA has already significantly tightened up the eligibility
procesa. H8A datarshow a 43% allowance rata in 1889, the yeax
before the Supreme Court decided Sulljvan v, 2ebley, which led to
the creation of the IFA test. Aftexr a surge in the allowance rate
in 1991, that was fueled also by the congressiocnally mandated
outzeach program for children, and igsuance of newly revised mental
disorder Listings, the allowance rate has steeply declined. By
April 19596, the allowance rate had fallen to 31%, well below the
1389 43% allowance rate, the year before the Zahley reforms were

? See colloquy language between Senators Chafee, Conrad, and
Dole, who along with Senator Daschle, shaped the compromise final
language of the new law. Cong. Record atr S 13613-14 {Bept. 14,
1,’5) . e .'.
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implemented. Thim hardly bespeaks an out-of-=concrol progqram in
need of drastic cutbacks. _ :

B. PROFILES OF CHILDREN WO WILL SR CUT OFNF 85T UMDER A NXW
DISABILITY STANDARD®

It is important to remember that, no matter which test is
adopted, a gignificant number of children, all with aerious
disabilities, will be cut off. The question is, given Congress'
mandate to °*fine-tune* the program, where the digability line
ghould be drawn,

l. BJ.gn.ltiemtly Disabled Children Pound Disabled With Three
Moderate Impairmenta Will Be Cut Off 855T Undax The One
Mazrked And One Moderate Impairnent Teat

Set forth below are summaries of children who will lose S5I if
BSA adopts a standard that provides 88 digsability benefits to
children with one marked impairmeat and one moderate impairment,
but donies disability to children witch only three moderate
impairments,

- While it s Adifficull. Lo profile the typical chila found
disabled with three moderate impairments, certain patterna emerge
fxom raviewing case decistions of these children deatined to be cut
off 8SI: :

¢ many children with cogynitive daficits (LQ,._QM_ISL})
74) qualify through the IPA when those coghitive deficits
csuwe moderate limitations in three of the domains;
100,000 children, or one third of all 88T children with
a diagnosis of mental ratardation (cognitive deficits)
qualified for S81 hacausme of the IFA test

'S many children with a combination of physical and mental
impairmenta, none of which eingly meet the Liatinga of

' The examples that follow are based on rcal cases collected
by Jonathan Stein of Community legal Services in Philadelphia and
Thomas Yatea of the 881 Coalition in Chicago. For privacy
purposes, identifying information has been delated, and in some
cages, the names have bheen changed.

‘ #We do not know how many of these c¢hildren qualified with
three moderate impairments. We do know that the texm "moderate" is
not, in a layperson's understanding of the word, a very accurate
dascription for disabling conditions that have such adverse impacts
on' children's functioning. A child with an IQ of 71, although
deemed to have a "moderate” cognitive impairment by 387, 4{s
understood by lay ‘and professicnal people alike to have a very
gserious impairment despite the "moderate® tag.

3
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lmpairments, Qualify becmuge those impairmentas . cause
‘moderate loss of function in three domains; and

. ‘wany children axperience sdverse life circumgtances which
result in significant functional limitations: e.g. lead
polsoning from axposure in unsafe housing; asthma
exacerbated by poor air guality; sexual and physical
abuse leading to post-traumatic stress disorder; and
preanatal exposure to drugs and sexually transmirred
diseases that cause moderate impairments in at least
three domains.

Jonnie, who ia developmentally disabled:

Jonnie, who is 3 yaars old, was found disabled with thrme
modarate impairments.

- Jonnie wan found te have A moderate irpairment in che
cognitive domain based on a McCarchy profile chat ghowed that he
wds three standard deviations below the norm on measures of
understanding aumbers and other quantitative words, although the
complets results showed him within cwo standard deviations of the
noxm. '

He also had a moderate impairment in the communicative domain
baged on subgtantial defigit in language develapment. At 3 years
of age, hia speech consisted of single words, mostly
unintelligible, and he could not combine worda.

Finally, he had a modesate impairment in motor davelopment
because. at 3 yearo of age, he could pot balance on one foot for
two seconds, walk backwards, or broad jump. He has ninimally
dacreased tone in hia lower extramities with a tendency to plantar-
flex and toe-walk bilaterally. He also has difficulty running and
¢limbing stairs. '

Janie, who has been devalopmantally disablad siunoe birth:

Janie, ﬁ 31 month old chilad nou living with a relative, was
boyn with intraurterine exposure to cocaine and alcohol and HIV
positive. She was found disabled with threec moderate impaizments.

~ She has a moderate impairment in communicative development due
Lo a vocabulary limited to five words. 8he could net combine
woxds, Or point to any body parts. She also had a moderate
impairmont in motor development based on test goores showing her
functioning batween two-thixrds and three-fourths of chronological
age in fine motor development and gross moror skills. Finally, she
wag found tq have a moderate impaiyment in personal/behavioral
development because she was not cooperative, could not imitate
hougehold rasks, and could not use a apoon to eat.

—
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Barry, who has lead poisonimg:’

Harxy., a four year 0ld child who has severe lead poisoning,
wvas found disabled with thres moderate impairments.

Harry was found to have a moderate cognitive impairmant based
on results from Peabody Picture Vocabiulary test and McCarthy
Scales. He also had a moderste impalrmant in motor functioning
rasulting from the lead poisoning--he frequently suffersd from
dizzinege and headaches that affected K{(s motor abilities.
Pinally, he had a moderata impairmant in concentratien,
parsistence, and pace based on hia sharet attention apan.

Tommy, who was a victim of sarual ahuma;

Tommy, who is 6 years old, was a victim of sexual abuse and,
a8 a rasult, suffara from post-traumatic stress disorder. He wap
found to have thrre modexate impairments.

Tommy has a moderate impairment §n sgocial development; his
history of sexual abuse makee it difficult for him to relate to
othexr children. He ie physically a saive with other children,
which 18 linked to the abuse he suffered. He also has a moderate
impairment in personal/behavioral development with history of
aggressive behavior and gexual acting-out. Finally, he has a
madarate impairment in concentration, persiatence, and pace based
on hyperactivity--he has a very short attention span and difficulty
gtaying on task.

Rrandov, who has retinoblastoma (cancer of the eye) and
developrental delays:

Rrandon, at the age of 16 months, was diagnosed with cancer of
the eye. To save hir 1life and prevent the aprwad of cancey, the
caADcerxous ey® was removad. At age 3, Brandon wag found disablad
with three moderate impairments,

Brandon had a moderate impairment in motor skilla and
coordinacion arising from the lack of stereoptic visfon. He also
had a moderara impairment in socia) functioning due to difficulties
in interacting with other children. Pinally, he had a moderate
impairment {n personal/behavioral functioning due to dalays and
difficulty in learning to take care of hig own needa with hie
limited sight.

Alfxaed, who has attentian defigit hyperactivity disorder
and baxderline intelleotual functioming:

Alfred, wvwho is 14 years 0ld, has attention deficit

hyperactivity disordar and borderline intellectual functioning. He
was found disabled with three moderate impairments.
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Baged on Alfred'a full ecala IQ of 74, he was found to have &
modarate tognitive impairment. He also was found to have a
modexate impairment in social functianing hecauge he obsessively
talked to imaginary people and played with an imaginary vehicle
duxing class. He also was found to have a moderata impairment in
personal /behavioral functioning because he often appeared helpleas,
and, under strees, reqgressed to much youngexr behavior.

Shannon, who haa depreosgsive disordar, mental retardation,
sud ispaired sdaptive behavioral functioning:

Shannon, a teen-age girl, talked of suicide and lived in
isolation from her peers. She was found dissbled based on three
moderata impairments, in the domains of cognition, social
functioning, and concentration, persistence, and pace.

Shannon was found to buve a moderate cognitive impairment
because she had been diagnosed with moderate mental retardation;
she _apeated the fifth grade three tiues. Her moderaiLc impairment
in social functioning waa based on the fact that she had no
friends, played only with ¢hildren who were much younger, and was
diagnosed ag suffering from clinical depreasion. Her depression
also caused a moderste impairment in concentration, persistence,
and pace.

Jason, who has psycbiatric disorders:

- Jason, a 8 1/2 year old boy, has bahavior problems, problems
sleaping, and ralks about sujicide. Jason has baen diagnoged with
dysthymia (a type of depressiuvn) with borderline intellectual
functioning. Jason was found disabled with thres wmoderate
impairments.

Jason has a moderate impairment in cognitive functioning based
on a full acale YQ of 75; and academic scores placing him {n the
kindergarten to fixst grade level., He has a moderate impairment in
social functioning based on hia anxiety, competitiveness, and
overreaction in a school setting, and because he has no close
fxiends and other children leave him alons. Pinally, he has a
moderate impairment in perwonal/behavioral functioning due to his
naed for constant supervision--far more than would be required for
an average 8. 1/2 year old child.

L JE . . * R

These chbildren, who have significant problems, will lose §SI
eligibilicy under the digability definieion proposed by the 58I
Coalirion thae ends disability allowances bhased on three *moderate®
iwpairmencs. :
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2. Add{tional Children Who Would Ba Terminated Prom S8I
Disability If SEA Goas Farther And Adopts The Two Marked
Impairmants Test

Relow are case summarics of the types of children who will
lose disability if SSA adopts a standard that requires two marked
impairments. It is the contention of the 8981 Coalition and other
advocates - that thege children should remain eligible for SsSI
because they are sariously disabled. To cut them off will make the
test too strict and defeat the purpose uf the program. All the
children listed below were found disabled with ona marked
impairment and ona modarate impairment.

Isabella and Elizahath, four year old identical rwins
with capmunicative and cognitive problemas:

Isabella and Rli2ahetrh, four year o0ld idsntical twins who now
live with an aunt, were boxn prematurely with raspizrakory proble
to parents who werea mantally retarded. At age two, they were found
disabled bused on a -mmpairment in communication and a
moderate impairment in cognition. They both were functioning at
communicatiaon levels less than one half their chronological aga,
lasding to a marked impairment. Also, they both were functioning
ac cognitive levels more thenm two thirds, but 1laes than three
fourths of chronological age, leading to moderate impairments.

Their aunt could not afford to raise her nieces but for the
income of 841. without such assistance, the children would.have
been placed in foster care.

Sarah, wha haa carxebral palasy:

- Sarah, who is, 9 years old, has cersbral palsy and double
hemiplegia. 8She was found to have a marked {mpaisment—im—motor
development based on her cerebral palsy. She is enrolled in a
educational program for children with physical disabilitias, sways
from side to side to walk, takes one step at a time, and cannot
stand up from a aitting position on the floor without agssistance.
S8arah was also found to have a woderate impairment in
concentration, persistence, and pace based on her teacher's
atatemanta, and needed to work one-on-one with a teacher becauge
shé cannot stay on taak.

Justin, who has hemophilia:

. Justin wax 11 when he finally qualified for SSIT. He was
diagnosed as having bleeding disorders when he was six monthsg 0ld.
Ovar a four year period, hie mother has had to rush him to the
emergency room 30 times for bleeding joints, hematomas, and other
injuries; he had another 60 doctor viamits for bleeding problems.
While his diagnosis is hemophilia, he did not meet the Listings
bacausa medication partially contzolled his bleeding and he has had

7
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no permanent joint deformities. Yet, Justin's condition severely
restricts his ability te function age-appropriatcly.

Juotin was found to have moderate impairments in motor pkills-
. ~hi®s joint swelling is 8o sevexe that it affectm his abiliry to
s, walkx, and makaa it impossible for him to participate in physical
-\('“ _ éducation or xecreational activities. In parc, as a result of hia
. exclugion fyom peers' activities, he was also found to have a
narked impatirment {n social skills--he does not reaport potentially
) life-thxeataning injuries and becomes violent when his clasamates

‘ do so for him. ‘

1o
"vv‘w lashavie, who has severse asthma and communicativa and
Mx\ language delays:
¥

6’) Rashavie, now three years old, was born prematurely., and had
raspiratory problemg at birxrth. 8ince birth, he has had repeated
episodes of reapiratory diatress, has been diagnosed with asthma,

. 5& and has experienced a variety of developmantal delays in almoat all

- areas.

_ He was found disabled with a markad impairment in
communication and a moderate impairment in the pereonal/behavioral

domain. Bacause of deficits in auditory c¢omprehansion and

“Ml essive communication, his lanquage was described as almost non-
"‘0 existent. Despliim aygrasrive therapy, Rashavie was found to have
J} a garious dslay in communication, Xeading to the finding of a
o marked impairment.

personal/behavioral development because he was unable to dress
himself, wams not toilet-trained, could not feed himself, and wao
unable to follow simple instructions.

CI .

‘ﬂf In addition, he wag given a wmoderate impairment in
7,11‘J )
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Kinharly, who has cognitive delay and urinary
incontinence (enurasis):

Ximberly., who is 11 years old, is threec years behind her age
group in school. 8he has great difficulty even in her apecial
education clasa, and was tesred with a full scala IQ of 70.
Ximberly also was diagnoged with functional urinary incont.inence,
trichotillomania (recurrent pulling oculL of one's hair), and,
despite her age, she insists on gleeping with her mother. Kimberly
wag found disabled because she had a marked impairment in cognitive
functioning based on her IQ of 70: and a moderate impairment in
peyrsonsl /behavioral functioning baged on her urinary incontinence,
and trichotillomania.

Susia, who is developmentally delayed in communication
and mator davelopment:

Sugie, who is 3 years old, was found disabled with one marked
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impairment in tha communicative domain and one moderate impairment
in the motor development domain. .

She hag a marked impairmant in communicative development:
medical evidence shows that she euffered severe delay in expreasive
language and vocabulaxy; she was unable to put words together to
form phrasea and aentences, and she could not refer to herself hy
name or use tha "ma" or "mine" concept. She also has a moderate
impairment in motor development with history of ducdenal atresia
for which she has undergone four surgical procedures; she currently
has G-tube for feeding and 18 undergoing medical investigation to
discovex tha cause of recurrent vomiting episodes.

Jennie, who has hydrocephalus, is HYV positive, and was
. axposed to drugae ln utero: .

Jennie, a 17 month old child, was born testing positive for
cocaine, syphilis, gonorrhea, hydrocephalus and HIV. 8ince bhirth,
ashe has undergone gevaral hospitalizations and undergone multiple
opexrations for the hydrocephalus. She has a marked impairment in
wotor development and a moderate impairmant in eocial davelopment,

Har marked impairment in motor development was based on har
inability to perform any of the motor funerionsg appropriate for har
age. She cannot sit alone, roll over, bounce actively, pick up
small objects with the thumb-finger qrasp, or turm while sitting.

8he also has a moderate impairment in social functioning--
becauge of har savara health problems, she has not acquired social
skilla. 8ha is completely unable to engage in interactive play,
and cannot play pat-a-cake, poek-a-boo, or hug.

. * [ L] *

- A1l these children, who have gignificant impairments, would
lose SSI eligihility if S8A adopts an overly atrict standard that
finds only-children with two marked impairmants digabled. Alchough
this may have been close to the intent of the House bill, the views
are clesrly rejetted, in final compromise, by the full Congress
that approved the welfare reform law.
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