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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 0MB 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



welfare reform bill.

Option 2 — Tighten eligibility by eliminating the IFA. but modifying current proce.ss. 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 Attaclrment 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 bv 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



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 “equivalent” 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 “frequenf ’ 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.



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 Examnle of Moderate in Motor Domain; occasional nain and
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 onlv occasional 
difficulty maintaining relationships with children his own age

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 svmptoms are 
present, tends to be irritable and avoids interacting with people.

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

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

stiffness in knees and ankles requires cane to walk; unable to 
run; is rarely symptom-free; frequent general malaise from 
illness and medication

Examnle 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 Option2'a^eptable.

A
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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BACKGROUND ON CHILDREN'S SSI MEETING

DATE/TIME:

LOCATION:

PURPOSE:

BACKGROUND:

2:00 - 3:00 PM 

OEOB - Room 476

Tuesday, October 22, 1996

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



definition of childhood disability.

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

A1 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
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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
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CHILDHOOD DISABILITY - ESTABLISHING THE STANDARD

Of about 1,000,000 children receiving SSI disability 
benefits, we must redetermine the eligibility of only about 
300 000 children because of the new law. These children naa 
been allowed based on an Individualized Functional Assessment 
(IFA) or on consideration 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:

rnqnit i ve /ccirnTTmni cative functioning 
fincial functioning
p<a-rsnnal functioning; e.g., bathing, dressing 
rnncentrat--inn ■ persistence, or pace in task completion 
Motor functioning (added under some options)

1.
2 ,
3
4
5
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 
illustration 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 Fxinctioning (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. Is alternately 
withdrawn and physically aggressive,

2 Marked Limitations Standard, with Motor Fvinctioning 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 Emphasis on 
Chronic Episodic 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 consequences, 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 adults.

Three Moderate Limitations Standard -

Moderate in Personal: Can be on his own in familiar places. Able 
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 with 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 F\inctioning 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, Fojrm, and Emphasia 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; 
helps 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 relationshipiB
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.
Able to travel on school bus without assistance. Eats on his 
own, needs some supervision for bathing and dressing/ toileting 
not usually a problem.



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 socially 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 episodic problems helps focus attention on long term 
consequences, not just on "good" days.

Marked in Personal: 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.



. >. L

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

Marked*incommunicative; Speech is easily understood only by family 
me^tolrs; child must frequently 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
MSked^*n'*oO?” 'sickle cell disease causes fatigue, muscle weakness, and 

joint pain which seriously limit her physical activities (e.g., walking, 
climbing stairs, playing outdoor games).
Mar)ced in Personal: Sic)ae cell disease causes fatigue, muscle weakness,
and joint pain which seriously limit her self-care actxvxt^es of bathxng,
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
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 Imphasis on chronic episodic problems helps focus attention on 

long-term consequences, not just on "good" days.

Marked in Communicative: Same as above.

1 Marked and 1 Moderate Limitation 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.

Moderate'^in*MotorT'*’^Sickle cell disease resulting in occasional fatigue and 

muscle weakness which limits her physical activities.

Moderate in Communicative: Same as above.



MATRIX - EXAMPLES FOR DIFFERENT APPROACHES OH CHILDHOOD
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Physical
Girl with Juvesiile 
Kbeumatoid 
Arthritis. Does 
not Beet a listing.

1. Functional 
Equivalence (FS) 
in Existing 
Regulations
Mar)ced in two 
areas: Persogoai
(Pain in wrist 
causes difficvilty 
eating, dressing, 
etc.; pain in lege 
requiru cane to 
wallc even short 
distances) and 
Social (depreasod, 
irritahle, and 
socially 
withdrawn.)

Eetardation^ 
with mild areas: PerseniaL'. -

tetardael^,.

i.-H ■

Marked in 2 two

difficuitY!: -■ 
naintkinL^ 
relatiaaBhlps.)

2. PE, plus Motor 
Domain and Form

Additional 
allowcmces. Two 
marked without 
considering social. 
Motor (requires 
cane to get around 
and can't carry 
school hooka) and: 
Personal (noriootf 
limitations in self 
care such as 
dressing, eating, 
etc.) SoTse 
additional 
allowances conld 
,HC«solt: ■diin -tO; fora.
Addition of Bot» 
area would h»«fno
addit 1 j. rr

3. Same as 2., 
Plus Eu^hasis on 
CZhrooic ^isodic 
iR^irmente

Additional 
allowances. Mould 
focus attention on 
long-term 
consequences of 
inpaixmenta, not 
just "good* days.

4. 1 Marked plus
1 Moderate

only

Jtffects of Mt not

ytf^dttencu «w*2-ifc.
K- i :b:..... ..

":i! #

i'

Additional 
allowances, 
one mar)ted 
limitation needed; 
second area could 
be noderate (e.g., 
Personal - pain in 
wrist causes sotne 
difficulty in 
personal caore.)

i

AdS^tional 
alilowBnqes-^ Only

boas sona Adnsls. 
Relates reasonably 
well to cwlultB) .
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Behavioral 
Disorders - C3xild 
with Mtts3o£3ata 
Deficit Disorder 

i;add> . Does not 
laeet a listing.

If impairment does 
not medicall/ equal 
a meotal listzxkg 
based on nuufked 
limitations in two 
areas of
functioning (e.g., 
Social functioning 
and CoDcentratlon, 
persistence, or 
pace), inpairaent 
unlikely to 
functionally equal 
a listing either.

Addition of motor 
area would have no 
effect. Some 
additional 
allowances could 
result due to form.

Additional 
allowances possible 
if, e.g., child's 
2>ehaviaral and 
attentional 
prcJ&lems are 
sometines worse,

. sonetimes.better. 
Would focus 
attention on long- 
term consequences 
of iopainents, not 
just •gotxl" days.

Additional 
allowances. Only 
one «ar)ced 
limitation needed; 
aecond area could 
be moderate, e.g., 
Ooncentration, 
persistence or 
pace marked 
(serious 
difficulties in 
task oonpletion) ; 
Social moderate 
(considerable 
difficulty getting 
along with peers; 
has some friends. 
Relates reasonably 
well to adults) .
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CCv^r-f-l page fax

TO: Carol Rasco

FROM: Diana Fortum

DATE: December 18,

FYI, attached is what I :hard Green of 0MB 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 dldn't think the 
format was so great.
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CHTT D #3 - PHYSICAL IMPAJRMEXT EXAMPLE
12-year old girl with juvenile rheumatoid arthritis who does not have specific medical findings to meet listing; 

stays on the rolls if:

Option #1
Assumed Policy
2 marked

in PPi^nnal Domain: freouent pain and stif&iess in wrists causes serious dtfficulty' eating, dressing, 
toileting, etc.; is rarely symptom free

Marked in Serial Domain: because of frequent illness and symptoms, is depressed, irritable, and socially 

withdrawn _______________________________________

Option fl2
OMB/DPC 
two marked with 
motor domain and 
severe episodic 
limitations

Markt^fi in \fotor Domain: freauent pain and siiffhess in knees and ankles requires cane to walk; unable to 
run; is rarely symptom-free; frequent general malaise from illness and medication

MrtrfpratP in Ppr^onal Domain: oain and stifBness in wrist are less frequent and severe; when they occur, cause 
some difficulty in self-care activities such as eating, dressing, toileting

in .<;ncial Domain: because of frequent illness and symptoms, is depressed, irritable, and socially 

withdrawn

Option p3
one marked and one 
moderate

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

Moderate ■« 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 Sorial Domain: because of frequent illness 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 anWes limits walking when pain 
occurs; unable to run; is sometimes symptom-free; sometimes has general malaise from illness and medication

]Uoderate in Personal Domain; pain and stiffness in WTisr are less frequent and severe; when tliey occur, cause 
some difficulty- in self-care activities such as eating, dressing, toileting

Moderafr* *?ocial Domain; when svraptoms are present, tends to be irritable and avoids interacting with 

people. ----------- --------------------------------------
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Neville Barnhill

There is very little 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'easily be'fpund to meet, medically equal or /
functionally equal a listing with more detailed information.)
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Broad Reach of 

Welfare Reform 

Stirs Anxiety
HySAMFULWOODlll
TIMU STAFF WHTEI

WASliiNGTON-When Prcsi- 
denl Climon delivered on his C4m- 
paign promise lo "end welfare li 
we know it," he also led mllHorir of 
Americans who depend on federal 
asiijVance Into a new world that 
nobody knows.

Few pieces of legislation ever 
have the sweeping impact of the 
welfare legislation that Clinton 
signed. And few stir up as much 
anxiety.

Not only prototype "welfare 
famillei”—those headed by young, 
single mothers—will feel the new 
law's lUng. So will many others. 
Including unemployed mlddle- See T
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»gcd people, children wllh dlubll- 
lUcf and Ugxl Immlgrania ol many 
dc*crlplloni. ’•

Congrenlonal budgci-cuiicra 
cxpecl lo Mve taxpayers JL5 billion 
over six yean by tearing apart the 
waller oJ wtUirt programi that 
have accumulated In the 61 yean 
Since the enactment of Aid lo 
Fatnlllci With Dependent Chil­
dren. The leglaUtion'a supporters 
wld (la lough-love provlalor.a will 
make aelf-rcrpccling and produc- 
llve clllicnj out of the millions of 
Americans now trapped by their 
dependency on the federal dole.

Many people on the receiving 
end of the programs, by contrast, 
are lorriried of what the future 
might hold.

What follow! ixe snapshots of 
four individual* repreienllng cat­
egories of Amerlcani whose lives 
will not be the aame in the unchar- 
lered territory that awaiu them.
MIddle-iKttd UD«mpIoy9d

Shaitm McGee acoun her Comp­
ton neighborhood (or empty battles 
and cans to earn ipare change. On 
weekend*, *he stagei yard sales 
outside her apartment ^e hai not 
worked full time since suffering a 
breakdown following the death of 
her mother In 1985,

McGee, «. who la unmarried and 
ha* two adult children, manages to 
get by. with a lltUc help from 
Washington. But *he La worried 
that on Oct 1. *he will no longer 
qualify (or the 8315 In food lumpi 
jh* now receives each month. 
Aa»e**lng her option*, the former 
building miniger said, half-*eri- 
ouily, that »he la canlemplnllng a 
life of crime.

"I know there's easy money in 
selling drugs, to that'* what I rr,ay 
have to do lo eat" *he aald. laughing 
sardonically. "When the police slop 
me. I'm going to *ayi 'Washington 
said I had to fend for myaell the best 
way 1 cmuld.' HI ull them Ihl* i* 
Waxhington'a survival technique."

The leglilatlon that Clinton 
signed is not ai har^ a* the House- 
pused bill which would have let 
the ftaici define eligibility for food 
stamps. The new law keeps that 
responsibility In Waahlnguon. al­
though it nil threaten* people like 
McGee—aduiu with no dependent 
children a-nll no steady Jobe.

The legialation's fine print tay* 
able-bodied people between the 
ages of 18 and 60 who have no 
dependents will cpallfy for food 
stamps for only three mwrth* of 
every three years unless they

work—or participx'.c In Job-Lralnlng 
programs—Hi ictst Z) hour? a w-cck.

The goal Is Lo force people like 
McGee Into self-lufliciency. But 
because the IcgisU'Jon provides no 
additional funding for Jobs pro­
grams; McGee and o'Jie.ns like her 
fear that they are more likely to 
forgo food than find work.

She said ihe hu applied, wtihoui 
Euccesa, for a host of Jobs In which 
she could use her typing and 
bookkeeping skills. But since re­
covering several years ago from 
severe clinical depression made 
worse by alcohol abuse and a 
prescription drug tddicUon, she 
*ald. "nobody U going lo hire me." ' 

Not long ago she applied for * job 
a* a walfcLs. "The ovaier said 
when I called him that I was 
overqualified and that he was look­
ing for someone younger," she said. 
"So tell me, how am I going to cat If 
they Lake aw-ay my food stamps?"

Immisrintt
Aida Ulloa doesn't speak English.
She Is In the United States 

legally. But *he Is not a ciiixcn and, 
at sLge lA. she is 'unlikely ever lo 
learn the language well enough to 
pas* the citlsenship exam.

Thai puis her In the class of 
people who EUnd lo lose ihe mcsi 
from welfare reform: legal immi- 
granl*. She lundi la lose whai she 
calls la evuda—the help —a mixture 
of federal luppcn payments that 
include* JA70 a month In Supple- 
menul Security Income for tlde.’ly 
poor people. 8T7 a month in food 
fiamp* and health insurance under 
the Medicare and Medicaid pro- 
grtm*.

A tad-eyed woman, Ulloa looks 
like »omoone'* grandmother. Rm 

' she never had children a.nd has no 
living family members! She left 
Cuba shortly after her husband 
died In 13S9 and the Castro gov- 
ernmenl confiscated their home 
and what remained of hi* ihoe 
factory.

“I came lo America lo gel away 
from the Communlita," ihe laid in 
a small ’ voice amplified by an 
Interpreter at Lhe Little Havana- 
Acllvlile* end Kutrltlon Center of 
Dade County. Fla., a private, non­
profit Immigninl service organixa- 
Uon. "In Cuba, the government 
took away all that 1 had. 1 thought I 
■would do much belter here."

• Ariel! RodriguM, who dlrecu 
the Little Havana center, described 
Ulloa as "a typical case, like so 
very many other* we see here." 
She'said many of the Cuban Itnml-

granu arc elderly and single, peo­
ple w'ho will never learn enough 
Englleh Lo become clUieni but 
hsvc nowhere else to go.

"The old people came here ts 
part of the family reunifiesUon," 
Rodriguez said. "They didn't come 
lo gel anyone's job. But once they 
got here, the families didn't have 
any way to support them. So. as 
soon as ihey could, the family or 
some sponsor got them hooked up 
with public asaisunce. They did 
Ihe best they could."

To become crizena, immigrants 
must pay about JlOO for photo­
graphs, fingerprinUng and paper- 
wa-k—plus the dresded dibieriahlp 
exam. 'The exam is done in Eng- 
lls.h." Rodriguez laid. "If you're over 
65 and have been here 15 yean or 
more, then It’* in Spanish."

Many fall-the test because they 
do not have the language skUli. 
“After flunking twice they hive lo 
start all over again and pay the fee 
again." Rodriguez said. "Many 
canT retain their English between 
the exam periods. They’re in legal 
Umbo. Those people are going lo 
lose [welfare bcncfltsl because 
they're not cltircns."

Ulloa is one hf them. She arrived 
in the United Slates on a visiter'* 
visa and was pe.Tnilled to stay 
under federal law* protecting Cu­
ban* escaping the Castro regime.

She secured a place lo stay wiih 
a friend of friends Jrom Cuba, tnd 
she even found a minimum-wage 
job at a factory, stitching together 

. slippe.-S. After providing her with 
five years of sdf-iuffldency, the 
factory Closed-

Unable lo find inblhcr Job, she 
retired and lived off federal sailst- 
ance for the poor.' She did noU 
qualify for Social Security beneilu'*^. 
because she had worked, only hdf' 
of the minimum 10'year* bdore 
her forced rellremdiVL 

"Tho [governmcnlall proceu. 
here Is very difficult to compre-’ 
hend." she said, “^iil What I do 
understand scares';mo because It 
means I'm going lo’lose la'ayudc,"

In the meantime;' she. continue* 
lo study English and “pray for a 
niracle" when she Ukei the dU- 
xenihip examinaltbn.

Dlublad children
Eleven years ago. when Sharon 

-Bahihlir*. newborn son. Neville, 
was hospiuiiicd with Down's syn­
drome, a doctor offered some pirn 
advieei'lt would be belter for all 
concerned if Neville dl^

It was advice that Barnhill could

See TIMES, Next Page
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noi acccpL Bui In hla 11 ycirs, 
Neville ht* already undergone 
boih heart and brain lurgcry, and 
he hai been confined lo a hospital 
for 1 hoaloflnfeeUous discMcs.

“I have never agreed with that 
doclor." Barnhill lald rccenlly, 
•'but I undersund where he waj 
coming from becauae Neville haj 
virtually lived in i hospital since 
he wai bom."

BamhllU a single mother who 
lives in the Chicago suburb of Blue 
Island, has two younger children, 
and both of them also have severe 
health problems. •Tiffany, . 7, hJia
cjcninl pal*y ipd.^uirrs therapy 
’and leg brapesL^ Jiirel;* 3, li autlatic 
and requires frequent hospital alaya 
for a disorder that prevents food 
from Staying in his stomach.
T) imhllj never married. The fa- 
Dther of Tiffany and Jarel 
stayed with her and the children 
for a few yaari ^ut, Barnhill said, 
"ha retroftefftb ^mgs to cope with 

the JGfcsa'iof rSsinjj alaiidly of 
■ dliabledchildLren. •• i • '

She holds down lwp-)oba an^ 
earhi ^,000. s year—enough for 
an ordinary family of fplir lo get by 
but scarcely c^ugh for hers. She 
gels a little help, In the form of 
about J2,760 a year to defray some 
of Neville's and Jarcl’i medical 
costs, from the federal SSI pro­
gram, which was ealabliahcd about 
25 years ago lo help three calcgo- 

• rlci of poor people; the elderly, the 
blind and the disabled. .

To Barnhill, the SSI program Is 
worth far more than >2,750 a year. 
Eligibility for ESI also qualines 
Neville and -Jarel ’ for fedenlly 
lubsidlied health Insurance under 
the Medicaid program.

The welfare reform law lightens 
SSI eligibility for the 900,000 dis­
abled chlldren.’who do not qualify 
for benefits. It remaini unclear 
which children will b« cut off. 
according to aodal workcri advi­
sing parents In’Barnhlll’s sllusUon.

It is BamhW’f’njjghtmare that 
Neville and Jarel may no longer 
qualify—which would cost her not 
only-.>2,769;< year.but also the 
Medladd twiiflls. “If the SSI people 
called and said that they were 
keeping their check but that I could 
continue lo gel the Imedical) aaalr^- 
ance, that would be fine with me," 
she said. "But when the SSI endi. 1 
won't have medi^ coverage."

In that cose, she said, the will 
have only one option left.

"Parenu like me will hive ho 
choice but to pul their children in an 
Institution," she aiid in a strong, 
matter-of-fact voice. *T’U probably 
have to decide which one. But that'i 
'no eholce I’d with'ohahy parent."

Welfare mother*
Shirley Smith Is among the flnl 

welfare spplican'j to be put on 
notice, The clock Is licking. Tv,-o 

■ years and Lhen il's time to go to 
work.

She EWe&rt this will not be a 
problem.

Smith comes from a long line of 
working people, no welfare recipi­
ents among them. She rcmcmbcri 
accompanying her mother lo her 
)ob os n cook in a veterans home 
and greeting her father when he 
finished his shift at the foundry. 
Her siblings, seven In all, loll as 
security guards, government 
clerks, housekeepers.

And Smith. 3G. worked alcadily, 
moil recently as a cook In an 
Illinois resUuranL But then her 
daughter got in trouble, and Smith 
wound up u legal guardian of her 
two grandchildren.

That is why she fou.nd herself this 
week in a pbcc she never csqpccicd 
lo bo, silting In a Los Aj^cla 
welfare o.Ti=e, waiting for her name 
LO be called cn a bullhorn so that she 
could apply for Aid to Families 
With Dcpc.'vleni Children.

"I don't know how much you gel 
In California," said Smith, who 
moved lo Los Angeles becauae »he 
hw relaQvea here who can help lake 
care of the two children. 3-year-old 
Yolanda and ll-tnofUh-old YondaJe. 
“But I know It's not the COO-plua a 
weak I got when I was working. 
Plus, you feel good Iniide taking 
your bull to a Job everyday."
T T ndcr the welfare legislation 

algned by Clinton, Smith and 
2.7 miUlon other poor parent* and 
children in California will be forced 
off-the. welfare roJli within two 
yean of their Tirst benefit cheek, 
wWch now ave.Tigea >594 i month 
In Lo* Angeles fa* a family of three. 
'•’.'Beginning in October, the fed­
eral AFDC program will ceaae lo 
cjlal and eutes will have vast new 
authority to run Ihelr own welfare 
programa. But the new law man- • 
date* that sUle* must move redpl- 
enta from welfare lo work in two 
years or leu and limit each family 
to five years of aid in a lifetime.

The legblatlon include* funding 
for child care for former AFDC 
famllk* and the guarantee of con­
tinued health care under Medicaid. 
But there is no new money for Job 
training or placemenL 

Smith said she ha* no quarrel 
with the *'u1ct time llmlii—If the 
government help* people learn a 
trade or prepare for the workplace.

"It may sound cruel but hi'a gel 
real here about the two years.'' she 
said. "You can get trained In aevcral

diffcrcni Lh'.ngs m that amo'unl of 
time. But before they cut everybody 
off, Ihcy bcUcr give them »o.-no 
training, if you think crime li bad 
now. Jail wolL People won't wait 
around and let their kids starve.''

Smith said she has done every­
thing In her power to avoid coming 
lo this bleak government office on 
Beverly Boulevard, noisy as a train 
suiion. with iu metal detector, 
speckled linoleum floors and falsely 
cheerful signs that say, ‘'We're all 
part of Team America" and ’To- 
moiTow'j Succcu Begins Today."

Squeezed between other women 
with babies on Ihclr hips and diaper 
bags on Ihcir shoulder*, most of 
them Spanlsh-Epeaklng, Smith ex­
plained that she hid quit her Job In 
the Midwest because she had no one 
lo carc.for the UlUe ones.

In Lo« Angclca, she 1* living with'
■ a younger brother who work* 

night* u t security guard. He It 
willing to mind the children during 
the day once Smith find* a Job, 
which ihe said she hu been seek­
ing since June.

"As bng u ll'i legal. I'll work,"
■ the said. "Not everybody want* lo 
sit around and collect—or not me 
anyway. That’* why It took me so 
long to come down here. Y'ou’re 
talking'to somel^y who'i been 
aearching."
:• Bmlth said she has applied for 
■re(^u.-ant, housekeeping, wsre- 
lip^, and lecurity jobs, "but no­
body-call* hack or they're not 
hiring"-She hopes something will 
turn up before long.

meantime, she said, not 
aeds^co'from relalivea can 

-help her make It if iho doei not get 
her AFDC check.

n don't wa.nl In walk up la 
anybody and say, 'Give me your 
pu.-se,'" a.he said. "But I cant starve, 
and I can’t let these bebia starve." •

TteM staff wittw iaee OrsM In Us 
Itsttisstwy.



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.

B
Divider Title:



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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DATE: Sunday, Kay 5, 1996 
BYLINE; ELLEN H. PERUTOTTER

A LIFE IN THE BALANCE
THE BATTLE TO TRIM MEDICAL SPENDING COULD UPSET THE NETWORK OF CARE USED TO 
TREAT LITTLE HUNTERtSTEINITZ, WHO SUFFERS FROM A RARE SKIN DISEASE

The biggest worry Patti aj^d Mark Steinitz had before their daughter's birt 
was what to name her.

_ Patti was 3 6 years old and felt good. Her Doming sickness had abated ear] 
in her pregnancy. Sonograms and amniocentesis, the chromosonal abnormality te 
^11 of^Lalth^^^ baby's sex, gave both mother and unborn daughter a cles

^They^vanted a name that beoan with the letter H to remind them of Mark's
Henrietta. They found the ansrer scrawled on a blackboard at a 

children's shoe store. au a
Himter.
An unusual name for a girl, they admitted, but they liked it. It was Oct 

-o, 1994, and Hunter Elizabeth Steinitz was due in five weeks.
That night, though, ?atti_'s water broke. And she had no contractions

Something's wrong, " Patti told her husband, as they dressed to ao’to tt 
nospital. Something has to be wrong. ' '

Magee-Komens Hospital, doctors
Socialists arrived at the delivery room. They anticinated that the babv i^ediate attention for underdeveloped lungs, a OS^on

in preemies,
.abl“;lLss^thfroo=?“"'*^' " iimeaiately whiskod her to

ei5>erienced the birth of a child, thought nothing of ■ 
^^oticn. Patti ^was unosy. She had an 11-year-old from a previous ^ 
relationsnip, and the birth bad been nothing like this
vherf LtS sSn^a?!° “ Ingnbator and rolled it over to the delivery tabl,

hide“j^;n%!e^ent^ ''^ite, toogh scales - like' C

A doctor told the new parents; "Your baby has a skin riidoT-oor- t4-/ -i itype, bu/vfLLtt-s^sSvS!-'^^

^iL^t'^ncw ;hat SS1

XXX
years Jariiiinra°i?l^' 9revap on the North Side and only two
y^rs pe^Os-e ^s living a life as a single moa. When she met Mark m June io<

was, and still is, a Pittsburgh police officer - first ' 
akland, uhen on the South Side for 10 years before being *"rans*er-^e»d

Side station. Mark, who was living in Monroeville, had gone into his 
Bp^her s picture framing business with her, which he is now in the process o- closing since her death. The couple live in Observatory Hill Sn ^Se^K^

(MORE)
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The condition that afflicted their daughter vas rare. Few people have heard 
of 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 bom in the' 
United States each year.

Hunter's skin grows so fast it cannot shed effectively. It thickens easily 
becoming scaly. Her body has trouble regulating its temperature. Dehydration 
can occur. The extra skin can tighten across 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 same disorder, a girl and a bov i
San Diego and Houston. ^

No child with Harlequin Ichthyosis has lived beyond her teens; most d^'e 
within a few months of birth.

Yet because o-f- the concentrated efforts by her parents and professionals 
the cheerful, active IS-month-old has defied all medical and social '
presumptions.

She loves the book, "The Little Engine That Could," She can crawl and wal 
as uneasily as any toddler.

/T^o weeks ago, she amus^ a visitor with her royal Queen's wave. The aentle
^ raised right wrist that comes so easilv to everyone else Vi^

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

"Hi! Hi!" she shouts into a telephone receiver with gusto. Then she 
laughs, straight from the belly.

Her tremendous progress is a result of concentrated health care and diiiger 
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.

More than half of the total, which accounts for Hunter's nursing care is 
paid mostly by federal and state Medicaid funding. '

Patti's private health insurance with an HMD 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 knee 
she vas com, and the $100 a month for over-the-counter topical ointments.

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

XXX
^Republican-controlled Congress wants to restrict the definition 

categories of eligible medical assistance are restricted 
HUii^er could lose her Qisability classification.

She could also lose her medical assistance because Pennsylvania may use
^ criteria. While specific salary levels have not 

advocates fear ^t 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 Hunte> 
receive special services, such as physical, speech and occupational therapies*

Pennsylvania receives $12.5 million a year from the federal government to 
upporr these services. But there's a catch: No child can be turned down

CHORE)
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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 vhe 
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.

''It'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 OaJcland.

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

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

''Which way does the government want it?'' asked Patti.

out.
"We'll have to quit our jobs and go on welfare. I don't see any other way 
'' 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 Harlequin 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,'' Patti recently told state Re 
Don Walko, D-North Side. "I fight for her every day. I fight with the 
insurance company. I'm always fighting with someone.''
XXX

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 fo\ir weeks in a transitional unit in 
Shadyside.

Every midnight a nurse arrives at their 2 1/2 -story home to administer 
medicated 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 
must 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.

"Tnank God I have a wonderful boss who allows lae flexibility in my 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 my forgotten chil 
Dana, who loves her sister so much.

"Dana 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 know if parents of normal children can appreciate as much as we 
how truly thrilling Hunter's accomplishments are.''

Her voice choking, she added:
"She played with her first friend last week."

(MORE)



c ^ ^ - I I - - 3 E . c :• r

ID:STEIKITZ PAGE:

XXX

rriae^s?°o; ■ ■
Once a-week, nedical personnel come to the house to evaluate Hunter's 

progress other days there are a variety of therapists working with he? 
coordination, dexterity and other ohysical motions

^ery day, Hunter must be bathed in the moming'and evening - each bath an 
up to two-hour event so her skrn can be carefully smoothed and the ext?? skS 
peeled from insiae her nose and ears. exrra sxin

"rne evening bath has become a joint effort. It's something ve do toop-t-hoT- 
It s normal, though for me normalcy has changed a lot," Kark said ^
^ Kark fills the tub and spreads oversized bath towels on the floo- i.nun.er s bedroom, Patti makes a game with Hunter to climb tL staSi to^hn
second floor. She switches on lively music and spreads a plethora of loti nr. ointments and other medications around her. ^ lotions,

sensation of the waterfall that s^irS intc"L?''L??!"lhr?kSf???? S S?

Often, D^a 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. Hunter LcomS pinker 
ner new skin glistens in the bath water. Pinxer and pinker as

Afterward, looking shiny from the ointment and petroleum iellv covp-rir,fT
H'unrer process with her nighttime ritual of saying goodnight to '
her clock and her stuffed animals. ^ goounignu to her lamp and

P“ts her

duriug or,e uf the two daily baths that Humter gets tu kLrhSr skirsSp;??.
PHOTO: Patti Steinitz recently visited with state Ren Don waivo n_v po explain how the potential cuts in i p-North Side

PHOTO: Hunter and her mom, Patti, visit with neighbor Rita Fot-=h^t= o ^4-.: 
????io^?t!^ =°"5tant stimulation at home have helped wito Hunter's

PHO^: Patti shares a tender moment with Hunter during oiie of the child'sdaily baths. Bath time can be a relief to Hunter beSus^tSe Sa^r m^^L
r skin smooth and less itchy. water makes

(KORE)
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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 Klaw, richt both from ARC Allegheny. ^ '

photo: Hunter's father, Mark Steintz, gives his energetic 18-month-old a dose 
of Propulsid, a drug that helps her stomach to empty more quickly. Her 17-pour 
bady canot afford to lose any nutrition. ^

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

(END)
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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.a. requirement for 24-hour-a-day supervision for medical or 
behavioral reasons.



A Disquieting Spring
~ IT ihis Fhiladdphia mother mid daughter, the dissoiunon 

.{Supplemental Seeunty Ineome spells disaster.

Daisy Fr;sd

m

^ n:j: U' r.r:\ ~. vj.:i o; ^ . r.- v- ...

KT 0? c’ I r.-.\v.'. '■ \ Z'- .

"li vru: hj.: .1 c::iid '■‘■iu' r,
V\:i;isv Iv ri;-: nifc: me m;mu; :eu:>e:;;K>e tjAv.m;
;c'r d;s3i'i:i:\ ;nd ''no ii'O mi:c ee:e:-r..

tne chi'u ivoolc no', icenvc Vie: Zc
ir. v.iih liiv mv child s condmoo' vconid ;v coomc 
eied cumuiam eiisavs >:c;'nr.

li \V2^ ir.anl.s ;<> 1F.«, tiia; a ir.-cr.i, ;ra' r„d;m :'.r.ai ". 
iound mai ha Sr.aira Cooke 'sp'ce;:.; C'.-.". :ai CNCeei' iiv: 
lood .c'„amp alio'vncni. ix"'p;'r rr..v.n:c-..ir.o.' can lares arc. 
o'jvcr rc'laiec exorr.se.i ;a^r op a 'i:r.s'.cr'.'.al par cl ma 
lamily bodcei'

n

■ 'F.k is the par.ic'j'.a: pucaoc."' ol ircoia:.':' v.:. ■ \c an ;. 
..diamamie Sd: I’ennsvlvaru s o's'r. .'■.■raip: Km sari ■■ 
rum calk'd ps| a 'irai'esp ' ;r a '.‘'-A k, ,;.o':'ic: 
rimt'.t piece, sia'.inc lha'. 'aPuse.' c: me rmcrar.' r.i'. ■. 
been enco'cnced hv recen; crance.- ir ihe ruies ■jnee: 
u'hich chilcrer s SSI dieibihP' is ociemired E.s.ser'.iai:'. 
chilcren can rca qualiiv ii ihes car.no; er.cace eliec- 
liveiv in aee-apDropnait .aciieiue.s l 'rie aiso allepec m.a' 
-mere is no assurance lha: me ca.sb e> il; aciualivbr u.-.'.; 
10 help ihe disabled child '

In 196'. .SOC.OOO chilcren recen ec SSI ca.sh cran..- 
.kl'ier Zchiev. awards lo chilorer. sk'.-ockeied. iarceo 
becau.se eiicibilip' 'ss'as opened up Ir reoruan' oi' 
children recen ing SSI checks numoered 592.SOc ;o::\ 
thousand o: 'mere, in Pennsi'ivania

A rei less- of SSI bv the Depar.rier; ol Heal'.r anc. 
Human Seo'ices repohs ihai. in lac'. ar es'uma'.ec i ;— 
l.sj million Kids meet SSI s disabiir.' arc income cmer.a 

Since I'^^h 'oecause of sooci recuia'.iom aooui a mil- 
iior. chiidrer .nave been acr.\ed 5S: 'unoer ISA

A lusi-reieaseo rcpori bv ihe hr.i'.ec Stales venerai 
iX-Accountmi; Onice. ooJi u'nc.s; siam.nz and fund-

l amna Coote or-;' err jir-veor-oW dnugblrr. L’Sba\re. mus: rrmair tlrmg.

u I
'ere go mv needie;.' sa'cs six-year-old 
La'Shaira Cooke, at a 'lable near a wm- 
doxi of ihe small apar.meni wnere she 

. lu es with her mother and sister or. the

summoned lo school wnen U Snalra s blood sugar den- 
aies from the norm. She cannot af!0.''d a car. and sc she 
depends on cabs or p'ubiic 'janspor.ation. The demands

, .......... of ner daughter s diness disallow Vanessa, 'ssno has a high
'■■-r fioo- 0'' a vEst Phiiadelohia nrin-nse. ‘Here go my senool degree and some college, to get a |ob.
...O'U 'U... -- -Jt;-;; to out ir. m'> machine Here go Tm capable." sne says, -out wno woulo nire me
............... ■ when I always have to be running of! to La Snarra s

school' I base mv pnorities. Taking care of La'Shaira is 
what 1 do.'

Vanessa recenes S403 o: public assistance a montn. 
plus S213 worm of monthly food s'uimps to suppor. her 
familv of three. "I take from: Peter to pav Paul.' she savs. 
"It s a cons'-ant tug o' w'a: Now why would i fight this 
long if 1 had no reason' 1; is tame-consuming. It would be 
much easier to get a job.'

1 gc tne things to put in my m 
■ on:ke:.'
Tne ftrst-gradrr ;s laving out the componen'-^ o: her

'One Touen IT aaeget. rs'hici. icentifies her oiood-sugar 
le . el. He: fincenios art caliused like a guitar-piayer s 
from tne oriCKi she gives her fingers evep'cas' to draev 
o.ond fo- test;-.:

.A unit r.0-t tnen tour rearj ago. after La'Snatra w'as 
o.aznosed v.u.'r. dtabetes. ner motlner. Vanessa Cooke, 
oezan anor'cnz for Suppiemer.'ui: eecunp' income (eSi); 
fece.-al cash zran.'_s o: anou; 5a30 month for low-income 
cnrldren witn drsablhties. After repeated denials, her 
aoolication 't.'as aporoved this janua-.

Bui 'Vanessa and 2^ Snaina have vet to see a cent, and 
'. anessa fears tnev mav never receive any money. Ir the 
Peouoiican Congress—which akeges that S5; is nfe wirh 
oaren.'uil fra'.d—nas I'u way. casr. gran'_s to disabled chil­
cren vvii: be vtnualiy eliminated.

Cinze sne was 22 months old. '_a'Shaira has been in 
Ooar.zer of ir.S'uiin reiection. Her mother r.as nac the 
f'.T-tirr.e lOir of '.'i'l making sure her blood sugar :s 
cneciiec four tim.es a cay. i2.‘ giving her immeciaie 
insulin initcbons in addition to ner three regular dailv 
imec'Jo.ns d a.n'.--h'_ng is out o; w.nack. (3^ reguiatrng her 
soecral diet, and i-T mranitonng her blood sugar.

Oespite suc.n '. iziiance. La'Sha-ua s condi'uon has never 
ijeer. unoe: con'U'o: A'anessa carnes a beeper, and is often

he SSI program was creaied in 19''A to aid low- 
.. income blind and disabled persons. Allocations of 

aid w'cre made based on a list of eligible disabiii'ues.
In a 1990 decision. Zeexfn c. Suliivar. a conservative 

Supreme Court decided bv a '-2 margin that policies 
used to determine chiidren's eiigibliip' for SSI were illegal 
because the existing listings creaieo to assess adults 
iiniabilib' to work, failed to co'.er all disabling illnesses 
and a'Dnormalities. Zeofm'snowed 'mat needs varied wi-j-, 
each individual case.

To deal wirh the huge variables, the Social Securin' 
Administration (5SA). w'hich administers SSI. instituted 
the Individual Funaional Assessment UF.A). 'R'he.^e state 
examiners and phvsicians look at a child s limi'Laiions in 
various areas of development and funnioning vesl to a 
child s life. IFA is especially helpful when chilcren have a 
combinauon of men'sl and physical umpaL-ments

mg depend.- '-pon Congress, sat'.- that 'measuring me 
exieni lo v.'nicr. coachmc mav 2crj2i;v occur 15 sxirtmei^ 
difficult." and calis e\ ioence o:' fraud “scan:'

Tne repor. .^dds thai studies bv tine SS.A's Office of 0;<- 
abiiln- found 'mat less than half of lA of all chile applica­
tions migc.' reflect coaching, and mat most of tne .suspi­
cious applications had been denied benetits an'.-e.'3i'

Co.-rmumry Legal Services iaswer lor.air.an Stem cal;.- 
the GaO tenor, "shodav and irresponsible": it never 
looked at acrua; cases itself, and recom.mencs. cespite a!: 
lack of significant findings, that Congress ' couic errmi- 
naie !F.A anc dtrer the Social Secur.r. Adminrs'uauon to 
revise functional cmer.a under meoical listings withou: 
nroposLic me preferable srep of amending or .'evisrng it.

•.After Zebier. you esseniiaiiv had the brrtn or an 
entbely new progmm. .Any new progra.m will need frne- 
tuning. .Areas o: weakness are natural.' explains Mem 
But he savs this doesr.; mean congress shouio taste an 
axe to the program I'-self

"If mere :s fraud or misuse, the solution is to erzorct. 
no; to cut. The criticism 1S51 oppo.-ier.'.S: are mas..ng is a 
cn'ucism of government, no: of 'm.e people. Tr.e'yre oasi- 
cally bia.mm.g me vic'u-m for 'Uieir own lack of ar.eniion." 
says LT’C s Srulkn.

■ 'n .May of then-Represen'u.uve Santorum auinored 
. .2 .House bii: recommendung no: orjv -J-.a: IF.A be s-muck 
as a method of assessing children s needs, nut aiso m.a; 
cash grants be elLTunaied m. ravor or vojche.'S '_nat could 
only 'oe applred to medical necessities.

That bill went now'here. but irj'uencec a new bill, a 
sm.ali piece of w-.-ji some advocates fo: Lhe crsabiec call 
the "ConL-a- or: .Amenca." Tne new piL goes to vote unde: 
-House Bill A." the sc-oalied -Fersor.2; P.espor.s:b'Uin' Ar..' 
in the House of Reprtsen'.atives 'die week of March 20. 
Besides regressing eiigi'oiliry requL-emen'.s. it calls for the 
elimunauon of cash grants except m. exnreme cases w'htr; 
reciDients w'ouid o'dierw-fse be ir'.s'uru'joriahzed.

Cash subsidies 'w'ouid be replaced 'Dy bioak grants ic 
s'.2ies. 'R'.mch could tnen be applied to a iimiiec list >
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La’Shaira't mtiical mmts Jrcquntfy krrp her at borne.

>- of services which parents of children 
with disabilities approved under a 
revised program could chose from.

Robin Bolduc, disabilir)' rights advo­
cate with a Public Interest Law Center of 
Philadelphia, whose daughter has 
Down's syndrome, explains what's 
wrong with block grants.

"Each family with disabled kids has 
unique support 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, 
too bad, out of money, you'll have to 
wail.' And states would have the option 
of taking 20% of the grant and moving it 
into a projea they like bener,' she says. 
Most stales that have tried service-driven 
programs in various other mental reur- 
daiion programs have already switched 
to family-driven cash grants, which are 
not only more flexible, but also cheaper, 
Bolduc says.

"With a block grant, the state has to 
subcontraa with service providers. That 
creates administrative costs at the state 
level. Then, the service provider has its 
ou-n administrative costs, so by the lime 
you're done, the dollar that gets to the 
kid goes through two lav'ers of adminis­
trative costs."

Personal Responsibility ,^ct did you 
say?

"Families are sa>-ing 'we want to take 
responsibility for making decisions 
about raising our children. IThe Republi­
cans] are saying, no, the state will 
decide," says Bolduc.

The varieties of needs of the disabled 
are legion and extend beyond the scope 
of simple medical care. Sometimes, 
mothers like Vanessa Cooke just need 
money to cover some of what they 
could make if they could work. UCP's 
Joe Scullin names a few others: accessi­
ble housing, wheelchair-accommodating 
vehicles, child care for a special needs 
child. Over-the<ounter nutntional 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 montWy 
electric bills for children on respirators.

"And that’s just off the top of my 
head," Scullin says.

a'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 two 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 panicipate in the 

little parties they have in school. I have 
to go on all her field trips, because what 
if something happened and I couldn’t 
get there? She cannot go to camp. Next 
year she will be eligible for Juveriile Dia­
betes Foundation camp, but I don't 
'Know if I’ll be able to afford it. I 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 I sun with her first 
injection when she wakes up in the 
morning and she gets her last injection 
as close to midnight as possible. Once in 
a while, it's okay. But I am too tired to 
have more little kids here most of the 
lime. La'Shaira gets lonely."

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

"By now, she should have some set 
dosage, some urget range. Her readings 
have all been high lately. Her prognosis 
is not good. I don't know what is going 
to happen. I would like for her to go to a 
museum now. Who's to say if she’ll be 
able to go later oa’" [S
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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.
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There s only one way thai Charol4faBli|pl|Ni kn.mv 
how u) treat her son s severe asthma.

■Stay on top of it.' she said *1 know the problem 
isn t going to go aw-ay '

Her son s condition may noi disappear. But the f-lHIl 
in Suppiemenial Secunry Income she receives monUi 

^y in his behalf may be wiped ouL
Proposed legislauon to dismantle the children s poi­

son of SSI. a cash-assistance program for piKir peo­
ple older tJian 65 and disabled people of anv age. is 
pan of the package of welfare tuts, known as the Per­
sonal Responsibility Act of 1995, under consideration 
in Washington.

Most public attention has focused on cuts Ui the

food-stamp. M liiKil-lunch and welfare rolls. Changes to 
■SSI would also x'lcrely impart poor children and their 
families, according lo advocates.

Under llie currciii law SSI makes monthly paymenLs 
iiiiailiiig is billion U) bOU.OOO poor diildren with chron­
ic menial ur plivsical disabilities, including spina bifi­
da. Down yvniiromc and autism, or a combination of 
problcias .Scarly K KOfi Philadelphia children receive

Advocates esiimaie thai proposed cubs would mean 
rwo-ihirdi of children on SSI today would receive no 
bencfib. or semces. Of the 5..1 million adults receiv­
ing SSI. only those disabled because of drug addiction 
or alcoholLsm would be excluded. fThe funds come 
from general tax revenues, not Social Secuniy taxes.)

Parents of disabled chUdren use SSI monev at Iheir 
discretion - to buy diapers for mconunent twn-ageis.

for electric bills run up bv a ventilator, to pav for 
parking at a lio.spital. For some parents, the SSl' ben­
efit IS a subsiituie for wages, allowing Uiem lo work 
reduced hours lo care for their children at home

Cniics of SSI pomi out that children can qualify be­
cause of behavioral problems, inchidmg Auenbon Defidi 
HyperaciiviK Disorijcr. which they say vanes greatly 
in seventy and can be “coached' by parents Also, while 
SSI regulations cai) for a review of a recipient's dis- 
abiUty every three years, the agency itself admits re­
views do not occur on schedule, which means that 
payments can continue indefiniely.

U.S. Rep. Curt Weldon, a co-sponsor of the Personal 
Responsibibty Act, called SSI 'web-imentioned but a 
boondoeeie' in a leleohone interview 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 I 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 SSI 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, bom 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 if 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, bom 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 mling, 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.

Harty; 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.OSD.

Jason; age 8 V2: 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.OSD; 
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.

■O-C.

I



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^ehavioral 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., 110.07Aand 112.02B.1.
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THE SSI COALITION
FOR A RESPONSIBLE SAFETY NET

atrmAtMMMTAL ncuamr incuve •0.lAWUlCl»<R*«mYAND mip« WITH UBUilUna

205 West Monroe Street ♦ Chtcago. IL 60606*5013 
Tdephone 312.223.9600 ♦ PAX 312.263.3846

OCT08KR 32, 1996
^ BS COI Orr CBXLDMir*« BBZ DlflXmin BBISFZVa NBltf TBM OlfiABlLm SlMlMSfi ZS tmnm TO DatZMM CWUM Wim -lUHUO ISD BMVnM FOiSISlL IjSSSSjS^

A«Smlnlatr«tlon la eonaideriftg at least two 
atandarda that th« Social Security

chTldrI«*^liiw^ *RPly to dat«MRin« dioability for
Chlldran seeking Supplemantal Security Income (ssi) benefits.

drafted by advocates for children with 
children .seeking ssi that, 

tMC? Individualiaed Functional AsBeasment tlFA)

* statutory mandate for a "functional
limitations- teat, provides a new step that explicitly ^naidera a child’s functional limitaticna and s^s forth 
^fferent areas in which, to measure that child's 
functioning;' and »-«**« ■

*
* /'"i '“!?»“ v'* "“"•k.dmediate impairment in different areas 

Jor dOBialne) of functioning will be found disabled.
This ajtandard ("one marked and one moderate iracairment test-) 

strikes a ground between the extremea of Listings-levelseverity and the fonaer IPX teat. It will permit the SoSal*^® carrainate SSI ellgibSLlty for children 
eligible ^sed on three moderate iB^ixnenta, and comport 

with CongreBB’ wiah that the chlldrWs disability standat3^be

Sli^J ?ah2**a?a9^a996r Disability of the Disability
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"fina-tunad.
contrary to thi* flno-tunlng approach, tha aacond propoaal, akin to the rejected House version of the law. would requtr* 

cMldren t;o ehow that they nwet or equal the extreme aeveritv 
ehraaholde set forth in the i-istinge of Inqjainnento. children with 
mental Impairments or combinatlone of mental and physical 
iBqpaiments would essentially be required to show chat they had two 
wrked Impairments in the "B' criteria of the mental impuirments 
listings> This proposal ("t%#o marked inqpain&enta test*] will lead 
to loss of eligibility for up to one third of all children 
currently Receiving SSI. It is also much closer to the earlier 
Bouse bill that was rejected in the final compromise provisions on
9dX •

^ In assessing what standard should ^ applied and then 
determining what effect that any new standard will have on the 
number of children receiving Sfil, it must be recognised that SSA 
^ ^ already greatly restricted the actual eligibility process for 
finding children disabled for SSI. Sea S A.

Below are set forth examples of children who stand to lose SSI 
eligibility under the alternative teats. under either teat 
dhildren with severe problems will be denied SSI eligibility.

In f B(i), children who were found disabled with three 
moderate ispalrments—who would be terminated from S81 under the 
oCM marked and one moderate impairment test--are profiled.

In S B(a). children who were found disabled with ona marked 
ilipaimant and ona moderate impairment--who would be terminated 
teoro SSl uxKler the two marked impainpents test--are profiled.
X. sax trxs AnasanV cMaTLY TiGnrai*n up aLioiBiLixv xs sbomm ik

TBE DtaiAL BATS FOB CBZIMUtt'S 88Z CLXZ1C8 tHOin THE OLD
BIMmAMD TBAT ZVCLDDZD TBB ZFX TB8T
8SX hae already signifioantly tightened up the eligibility 

process. SiBA data>*ahow a 43% allowance rate in X989« the year 
bifore Che Supretfie Court decided Sullivan v, zehley. which led to 
the creation of the IFA teat. After a surge in the allowance rate 
in 1S91, that was fueled also by tha congresslonally mandated 
outreach program for children, and issuanoe of newly revised mental 
disorder Llstinga, the allowance rate has steeply declined. By 
April 1996. the allowance rate had fallen to 31%, well below the 
1909 43% allowance rate, the year before the 2abl<^ reforms were

colloquy language between Senators Chafee, Conrad, and 
Dole, who along with Senator Daschle, ahaped the compromise final 
language of; the new law. Cong. Record at S 13613-14 {Sept, 14, 
1995).
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diSbfjltiM <rf'^h'ildMnT'^ all “iich aari.oM

1- aifl&lfleantly Diiljiiled chlldran Poniul T>i.mmhl^ lOith Thxmm 
ModMfttA ZnpAlnM&ta Will b« Cut Off SSI Tlkidar Thu O&a 
Itefkad Aikd Ona Modarata Taat

Set fojfth belw are aunmariea of children who will loaa Ssi If 
A that provides 881 disability bsttafits to

with ona iMrked Impairment and one moderate impairment,
iolpaiTwnts to children with only chraa moderate

hv® Lo profile the typical child founddisabled with throe moderate impairments, certain pacterna amerge
decisions of these children destined to be cut

0£Z SSIz

♦ many children with cognitive deficits (IQ aeoraa of t-r, 
74) qualify through the IPA whan those cognitive daflclte 

limitations in three of the domains; 
100,000 children, or one third o£ all SSl children with 
a diagnosis o£ mental retardation (cognitive deficits) qualified, for SSI becauea of the IPX ^atj'

4 many children with a combination o£ physical and mental 
Impairmenra, none of. which singly meat the Liatingo of

"rte exaiQilaa chat follow are baaed, on rrtal cases eollactod

purposes, identifying information has been dalated, and in abme 
eases, the names have been changed.

^ We do not know how many of these Children qualified with 
three moderate impairments. We do know chat the term "moderate- is 
not, in a la^rson's understanding of the word, a very accurate 
“*® conditions that have such adverse impacta

functioning. A child with an IQ of 71, although 
* "Itedcratc- cognitive impairment by SSA, is understo^ by lay professional people all)ce to have a very 

serious impairment despite the "moderate" tag, ^

> j a. ? 00.01 .non
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lBpairtfl«nt«, qualify beouBC tho«« impaltroentH caub« 
noderat. loss of function in three domains, and

• many children eaeperienca adverae life circumotanccs which 
result in significant functional Uroitationa; e.a. lead 
poisoning frotn oxpoBura in unsafe housing; asthma 
exacerbated by poor air quality; sexual and physical 
abtise leading to post-traumatic atreas disorder; and 
pr«wtal exposure to drugs and sexually transmitted 
^seasea t^t cause moderate impairments in at least 
three aomains.
Jonnie, who is dtevelapmeatally disabled!

Jonnie «fas found to have a moderate impairment in the c^ltive domain based on a McCarthy profile tluS showed that he 
was three ^ Standard daviations below the norm on measures of 
understanding numbers and other quantitative worde, alchouah the 
cait«>lete results showed him within two standard deviations of the 
norm.

^ «odmnf Impairment in the eommunioative domain based on su^tantlal defieit in language development. At 3 years
consisted of single words, mostly unintelligible, and he could not combine words.

Finally, he liad a moderate impairment in motor development 
^auee, at 3 of age, he could pot balance on one foot for

walk backwards, or broad jump. He has minimally 
decreased tone in his lower extremities with a tendency to plantar-

bilaterally. He also has difficulty running and climbing stairs. ^ m

vho has been dervalopmantally disabled sinoe birth i
month old child now living with a relative, was 

born with Intraurterlnes exposure ta cocaine and alcohol HXV
positive. She was found disablsd with three moderate impairments.

She has a moderate isipairment in communicativs development due 
^ a vocabulary limited to five words. She oould not combine 
words, or point to any body parts. She also had a moderate 
impalriDont in motor development based on test Scores showing her 
functioning becveen two-thirds and three-fourths of chronological 
age in fine motor development and gross motor skills. Finally, she 
m found t<i have s moderate impairment in personal/behavioral 
aoyelop^nt because she was not cooperative, could not imitate 
household casks, and could not use a spoon to eat.
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Barry, who has lead poiaonlnff:
Harry, a four year old child who has severs lead poiaonino. 

was found disabled with three moderate impairments.

Harry was found to have a moderate cognitive irapairtnant based 
on results from Peabody Picture Vocabulary test and McCarthy 
Scales. He also had a moderate in^jalrment in motor functioning 
raaultingr from the lead poisoning-he frequently suffered from 
diselMaa and headaches that affected his motor abilities. 
Finally. he had a moderate impalrmanc in concentration, 

And pAC^ bdsed on hio flborc ntitzontion span.
Xbo was a viotia of samal ahuaai

Tonay, who is 6 years old, was a victim of sexual abuse and, 
M a result, suffers from post-traumatic stress disorder. Re was 
found to have thxHo modezate inpairmants.

Tommy has a moderate Impairment in social development; hia 
history of aexual abuse makes it difficult for him to relate to 

chil^ea. He is physically aggressive with other children 
which is linked to the abuse ha suffered. He also has a moderate 
impairment in personal/behavioral development with history of 
aggressive behavior and sexual acting-out. Finally, he has a 
mo«tarate Impairment in concentration, persiatence, and pace based 
on hyperactivity--he has a very short attention span and difficulty 
staying on task.

Brandon, who has ratinoblas 
davelopmental delaysi

(cancsr of the eye] and

Brandon, at the age of 16 months, was diagnosed with cancer of 
the eye. To save hip life and prevent the apraad of cancer, the 
cancerous eye was remavsd. At ags 3, Brandon was found disabled with three moderate It^pairments,

Brandon had a moderate impairment in motor akllla and 
coordination arising from the lack of sterecjptic vision. He also 
had a moderacs in5>airmenc in social functioning due to difficulties 
in interacting with other children. Finally, he had a moderate 
impairment in personal/behavioral functioning due to delays and 
difficulty in learning to take care of hiS own naada with Me 
limited sight.

Alfred, who has attention dafioit hyperaotivity disorder 
and hnrdarlina iatalleetual funotioalag;

Alfred, who ie 14. years old. has attention deficit 
hyperactivity disorder and borderline intellectual functioning He 
was toaxid disabled with three moderate impairments.

j _ Q T -



Based on Alfired'o full scale IQ of IK, he wee found to have a 
moderate cognitive impairnent. He also wee found to have a 
moderate impairment in eocial functioning beceuee he obeeeeively 
talked to imaginary people and played with an imaginary vehicle 
during claaa- He also was found to have a moderate impairment in 
pereonal/behavioral functioning because he often appeared helpleaa, 
and, under ttreas, regressed to much younger behavior.

thannon, yAo haa depressive dieerder, Beatel retardation, 
aud iapaired adaptive behavioral funetlcmingi

Shannon, a teen-age girl, talked of auicide and lived in 
isolation from her peers. She wee found disabled based on three 
moderate iiqpairtnencs, in the domains of cognition, social 
functioning, and concentration, persistence, and pace.

.Shannon wee found to have a moderate cognitive impalnoent 
because she had been diagnosed with moderate mental retardation; 
she -apeated the fifth grade three tiucs. HSr moderate impairment 
in social functioning was baaed on the fact that she had no 
friends, played only with children who ware much younger, end was 
diagnosed as suffering from clinical depreaslon. Har depression 
also caused a moderate inpairment in concentration, persistence, 
and pace.

Jason, who has psyohlatrlo disorders i
Jaeon, a D 1/2 year old boy, has behavior problems, problems 

sleeping, and calks about suicide. Jason has bean diagnosed with 
dysthynda (a type of depressltai) with borderline intellectual 
functioning. Jason was found disabled with three moderate 
inpairments.

Jason has a moderate impairment in cognitive functioning based 
on a full scale IQ of 7S; and academic acorea placing him in the 
kindergarten to first grade level. He has a moderate lo^alrmanc in 
social functioning based on hie anxiety, conpetltivanass, and 
ovttrreactlon in a acbool setting, and because he has no close 
friends and other children leave him alone. Finally, he has a 
moderate impairment in personal/behavioral functioning due to his 
need for constant supervision--far more than %^ould be required for 
an average a i/2 year old child.

These children, who have significant problems, will lose SSI 
eligibility under the disability definition proposed by tha ssi 
coalition chat ends dissbllity allowances basad on three •moderate* 
impairments.
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AdditloMil ChiXdxcn Who Would Bo Toxainotod Prcn 881 
Diooblllty If SflX Goao Farther And Adopts Tho Two Marked 
IhpolrmantB Test

3.

Below are case auTMTuirica of the types o£ children who will 
loao disability if 9SA adopts a atandard that requires two marked 
In^irvents. It is the crontention of the SSI Coalition and other 
advocates that these children should remain eligible for ssi 
because they are seriously disabled. To cut them oft will make tho 
test too strict and defeat the purpose u£ u]^ program. All the 
children listed below were fouxwl disabled with ona marked 
impairment and ona moderate impairment.

Isabella and Klixabath^ four ysar old identical twins 
with oosousioatlve and cognitive pcoblaast

Isabolla and Bllzaheth, four year old identical twins who now 
live with an aunt, were bom prematurely with ry^iratory problema 
to parents who were mentally retarded. At age two, they were ifound 
disabled based on a inkJfJtlW -ia^irmsnt in camnunioation and a 
moderate itnpairment in cognition. They both were functioning at 
cDBBBunleatian levels lass than one half their chronological age, 
Iftadinq to a marked impairment. Also, they both were functioning 
at cognitive levels more than two thirds, but less than three 
fourths of chronological age, leading to moderate impairments.

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

8arab, who has eerebral palsyx
Sarah, who is, 9 years old, has cerebral palsy and double 

hemiplegia. She was found to have a marked 1rT"’ wiUU in naiLui 
development bsissd on her cerebral palsy, she ie enrolled in a 
educational program for children with physical disabilitiss, sways 
from side to side to walk, takes one step at a time, and cannot 
stand up from a sitting position on the floor without assistance. 
Sarah was also found to have a moderate Impairment in 
concentration, persistence, and pace based on her teacher’s 
statements. and needed to work one-on-one with a teacher because 
she cannot stay on task.

gusclu, who has hemophlliat

Justin was ll when he finally qualified for SSI. He was 
diagnosed aa having bleeding disorders when he was six months old. 
Over a four year period, his mother has had to rush him to the 
emergency room 30 times for bleeding joints, hematomas, and other 
inluriea; he had another $0 doctor visits for bleeding problems. 
While his diagnosis is hemophilia, be did not meet the Listings 
bMauss medication partially controlled his bleeding and he has had
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no permanent joint de£ormitiea. Yet, Juetin'a condition severely 
reatricts hia ability to function age-appropriately.

•Justin was found to have moileraCe impairmants in motor okilla- 
-hla joint swelling ia ao aevere that it affecto hio ability to 
walk, and (nakoa it InpoBsible for him to participate In phyaical 
education or recreational activitiea. in part, aa a reault of hla 
utolufiion from peers' activities, he was also found to have a 
marked lnq;>ainAent in aocial akills->he does not report potentially 
life-threatamlng injuries and becomes violent when his claaamacea 
do so for h^.

licstivs andHaahavle, lAo haa aevara aathaa and 
language dalayat

Rasbnvie, now three years old, was bom prematurely, and bad 
respiratory problems at birth. Since birthi be baa had repeated 
episodes of respiratory distress, has been diagnosed with asthma.has experienced a variety of ^valopmantal delays In almost a] 1 

areas.
He was found disabled with a marked impairment in 

communication and a moderate impairment in the personal/behavioral 
domain. Bmeauae of deficits in auditory comprehension and 

resaive comatunicatlon, his language was described as almost noc- 
stent. Oespius sygrsssivs therapy, Rashavis was found to hsvs 

a aarioua delay in catmnunication. leading to the finding of a 
marked irqpelrniant.

.lyn. In addition, he was given a moderate in^airment in
y ]hV^ personal/behavioral development because he was unable to dress 
^ himself, was not toilot-trained, could not feed himself, and was

unable to follow simple instructions.
Kiabarly, lAo has oegnltlve delay and urinary 

ineontlnenoe (anuresis} i
Ximberly, who Is ll years old, is three years behind her age 

group in school. She has great difficulty even in her special 
education class, and was tasted with a full scale IQ of 70. 
Kimberly also was diagnosed with functional urinary incontinence, 
trjchoLillomania (recurrent pulling out of one's hair), and, 
despite her age. she insists on sleeping with her mother. Kimberly 
was found disabled )3ecau6e she had a marked imgpairment in cognitive 
functioning baaed on nar IQ of 70; and a moderate In^irment in 
personal/behavioral functioning baaed on her urinary incontinence, 
and trichoclllomania.

Sueie, idia ia dovelofaxentally delayed, in on—unioa tion 
axkd mater devalopmaatt

Susie, who is 3 years old. was found disabled with one marked
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liiqiJ&irTMnt in tha conmunicatlva dnm&in and ona modarace impairment 
in the mocor developmant domain.

She a marked impairmant in communicative development; 
medical evidence ahowa that oho suffered severe delay in expressive 
laugua^ and vocabulary; aha waa unable to put words together to 
Com phraaee and sencenoes. and she could not refer to herself by 
nsae or use the "ma" or ■mine" concept. She also has a moderate 
Impalrront In motor development with hiatory of duodanal atresia 
for which she has undergonn four surgical prooadureK; she cxJirrently 
has Qxtube for feeding and is undergoing medical investigation to 
discover the cause of recurrent vomiting episodes.

d’sonie, wbo baa hydrocephalus, la HIV x>ositiva, and was 
aj^osed to drugs in utaro:

Jennie, a 17 month old child, was born tasting positive for 
cocaine, syphilla, gonorrhea, hydrocephalus and HIV. Since birth, 
she has undmrgona several hospitalizations and undergone multiple qperationa Cor the fay^ocephalus. She has a marked impairment in 
motor development and a moderate iitqpairmant in aocial development.

Har marked impairment in motor development was based on her 
inability to perform any of tha motor functions appropriate for har 
age. She cannot sit alone, roll over, bounce actively, pick up 
snail objeore uich the thutnb-finger grasp, or turn while sitting.

She also has a moderate Is^irment In social functioning-- 
because of her savara haalth problems, she has not acquired social 
skilla. Sha Is completely xmahle to engage in interactive play, 
and cannot play pat>a-eak». poek-a-boo. or hug.

All these children, who have significant impairments, would 
lose SSI eligibility if SSX adopts an overly strict standard that 
finds only'children with t%ro marked impaimente disabled. Although 
this may have been oloae to tha intent of the House bill, the vlowe 
sre clesrly reje6ted, in final ccwqpromise, by the full Congress 
thst approved the welfare reform law.
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