Chapter |11

The Use of the CDC Definition of AIDS in Social Security Disability

Det er mi nati ons
| NTRODUCTI ON

The controversy over the Centers for Disease Control (CDC) definition of
acqui red inmmune deficiency syndrone (AIDS) did not primarily arise anong
epi dem ol ogi sts and public health professionals concerned about proper
tracking of the AIDS epidemical The issue was brought to the public's
attention by AIDS activists and | awers who represent H V-infected wonen and
injection drug users. These advocates were seeking to obtain access to
Federal disability and nedical insurance prograns because their clients were
no longer able to work. In particular, they were seeking financial assistance
and medi cal care under the follow ng Federal prograns:

. the Social Security Supplemental Security Incone (SSI) program

m the Social Security Disability Insurance (DI) program and
8 the Medicaid program

SSI and DI are administered at the Federal |evel by the Social Security
Administration (SSA) in the U S. Departnent of Health and Human Services
(DHHS) . Medicaid is administered at the Federal |evel by the Health Care

Financing Administration in the DHHS.

1 The €DC has been exploring ways to sinplify its definition of AIDS since
1989; however, this is not what sparked the public debate (16).
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The SSI and DI prograns are Federal entitlement prograns designed to
provi de incone support for persons who are aged, disabled, or blind.

I ndi vi dual s under 65 years of age are eligible for SSI or DI only if they are
blind or disabled. In alnost all States and the District of Colunbia,
qualification for SSI benefits, and toalesser extent qualification for Dl
benefits, provides an individual with the opportunity toreceivehealth

i nsurance under Medicaid, which is a Federal/State jointly financed health
care programfor |owincone individuals who are aged, blind, or disabled,
menbers of famlies with dependent children, and certain other pregnant women
and children (189).

The SSA began using the CDC definition of AIDS in evaluating disability
under its DI and SSI prograns in 1983, although it did not issue a ruling
acknowl edging its use until 1984. The SSA's initial decision to use the CDC
definition in disability determinations for H V-infected individuals was not
objectionable. The agency’s continued reliance on the CDC definition and its
failure to develop specific disability criteria for other H V-infected persons
who were seriously ill but did not have Al DS brought the SSA under
considerable criticism from AIDS activists, disability attorneys, and certain
menbers of Congress (113, 147).

AIDS activists and | egal service attorneys asserted that, while persons
with AIDS were al nost al ways awarded disability, the SSA failed to award
disability benefits to other seriously ill H V-infected wonen and nmen, nany of
whom are mnorities. They argued that the SSA's instruction that all persons
with AIDS are disabled created a perception that synptomatic H V-infected
i ndi vidual s who did not have AIDS were not disabled. This contradicts the
SSA's written instructions to its disability adjudicators and, to some degree,
the SSA's own statistics which demonstrate that a nunber of H V-infected

i ndi viduals who did not have AIDS were awarded disability benefits.
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This debate is difficult to sort out because there has not been an
obj ective, conprehensive exam nation of the disposition of disability clains
made by synptomatic H V-infected persons who do not have AIDS. Mst of the
evi dence that deserving claimants with HV infection are not being awarded
disability conmes from exanples provided by |egal services attorneys. Al though
these exanples are quite conpelling (see app. |), they may represent only the
most egregious cases. Nonetheless, this does not discount the fact that a
nunmber of H V-infected persons who appear to be very ill were unable to get
disability benefits.

The SSA, however, has recently revised its criteria for evaluating
disability of persons with HV infection, and this revision changes the nature
of the debate. First, it denonstrates that the SSA will not tie its
disability determinations to the CDC's new definition of AIDS. H V-infected
i ndi vi dual s who have one of the 1987 Al DS-defining conditions (except Kaposi’s
sarcoma) Wi ll continue to be considered disabled on the basis of their nedical
conditions alone. HV-infected persons with CD4'| ynphocyte counts bel ow 200
cells per cubic nmillineter (/mm) , however, will be evaluated in the sane
manner as H V-infected individuals with pul nonary tubercul osis, recurrent
vagi nal candidiasis, endocarditis, and a list of other H V-associated
conditions. The new disability criteria includes a nunber of H V-associ ated
conditions that are frequently seen in H V-infected wonen and injection drug
users.  However, as discussed below, the new criteria are not without its
critics. I ndeed, the SSA has received approxi mately 3000 comments on their
proposed regul ations, an unprecedented nunber (95)

The follow ng sections present an overview of the SSA' s disability
prograns and the debate over disability determnations for persons with HV
infection. This background enables one to better evaluate the SSA's new

disability criteria for HV infection.
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THE SSA DI SABI LI TY PROGRAM - GENERAL PROCEDURES AND STANDARDS

The DI programis a publicly funded disability insurance system 1In
order to qualify for DI benefits, a person nust have worked for a certain
nunber of years, and thus have paid into the Federal Social Security program
The SSI program on the other hand, is an incone-assistance program for
financially needy persons who are disabled, blind, or 65 years of age or
ol der. The SSA uses the same definition for disability for both DI and SSI--
an inability to engage in any substantial gainful activity (defined as earning
more than $500 per nonth) by reason of any physical or mental inpairment which
can be expected to result in death or which lasts for a continuous period of
not less than 12 nonths (42 U.S.C. 8§ 423(d)(l)(A) (D); s 1382(a)(3)(A
(SSI')). Applicants with medical conditions that prevent them from perform ng
their previous work or any job that would qualify as substantial gainful
activity will be awarded disability benefits, assuming they neet the progranis.
financial requirements and other criteria (e.g., the citizenship

requirements)

Applying for Disability Benefits

Applications for SSI or DI disability benefits are filed at one of the
SSA's approxinmately 1,300 field offices. Each field office is staffed by
trained clerical personnel who help initiate a claimand determ ne whether an
applicant meets the financial, age, and citizenship requirenents. In some
cases (described below), field office personnel can determine that a clai mant

is presunptively disabled and award interim benefits. In all cases, however,
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the ultimate determination that a claimant is disabled is nade by one of the
54 State and territorial Disability Determination Service (DDS) offices (42
US C § 421(a))(188).°The disability deternminations are nmade by a team of
disability adjudicators, which includes a physician, a trained disability
exam ner, and, if needed, one or nore vocational experts.

If the State DDS denies an application for disability benefits, the
applicant has the right to have the disability determ nation reconsidered by
anot her DDS adj udi cator who was not involved in nmaking the initial decision;
this is known as a “reconsideration” (20 C F.R 88 404.907-404.922, 416.1407-
416. 1413(c)) (see app. H. If the application is denied upon reconsideration,
the applicant has the right to a de novo hearing before an adnministrative law
judge (20 C.F. R 88 404.929-40~. 965, 416.1429-1461). If this decision is also
adverse to the claimant, he or she can appeal to SSA's Appeals Council, which
reviews the decisions of admnistrative |aw judges (20 C F.R 88 404.967-
404.979, 416.1468-1484). The final stage of reviewis in the Federal court

system (42 U.S.C. §8 405(g), 1383(c)(3); 20 C.F.R 8§ 404.981, 404.1482).

The SsA's Sequential Disability Process

SSA regul ations set forth a five-part sequential procedure that is used
by SSA's disability exam ners and administrative |aw judges to determ ne
disability for DI or SSI (see app. G. The disability adjudicator nust first
determine the following: 1) whether the claimant is working, and 2) whether
the claimant has a disabling condition that significantly Iimts his or her

ability to work (20 C.F.R 88 416.920(a)(c), 404.1520(b)(c)). [f the claimant

2 The State offices only focus on nedical disability; the exam ners in the
State offices do not see the financial information (146).
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is not working because of a disabling condition that significantly limts his
or her ability to work, the disability adjudicator proceeds to the third step
in the disability process

The third step is to conpare the applicant’s alleged disability with the
SSA's "Listing of Inmpairnents,” a list of medical conditions that SSA has
desi gnated as being so severe as to “prevent a person from doing any gai nful
enpl oynent” (20 C.F.R § 416.925). The SSA has designated over 100 medica

conditions in its ‘Listing of Inpairnments” in the Code of Federal Requlations

(20 C.F.R Part 404, Subpt P, Appendix 1). (The medical conditions in the
“Listing of Inpairnments” are often referred to by the SSA as a “Listing,” a
‘“listed inpairnment,” or a “listing-level inmpairment.”) The SSA's State
disability adjudicators are instructed that if an applicant for SSI or D
presents medi cal evidence establishing that he or she has one of the listed
i mpairments, that person is disabled and will be awarded disability benefits
if he or she meets the financial and other programrequirenments. In addition
a person will be awarded disability benefits if the evidence dennnsfrates t hat
his or her nedical condition equals, in terns of severity, one of the
Listings. Approxinmately 75 percent of favorable disability decisions are made
at this step in the process (189).

If an applicant for disability benefits does not have a nedica
condition that meets or equals one of the Listings, the SSA disability
adj udi cator nust evaluate the applicant’s residual physical and nental
capacity to performin a work environment. In the fourth step of the
sequential disability process, the SSA disability adjudicator determ nes, on
the basis of the person’s residual capacity, whether the applicant can stil
perform his or her previous job. If the applicant can performhis or her

previous job, the application for disability benefits is denied (20 CF. R 88
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416.920(e), 404.1520(e)). If the applicant cannot performhis or her previous
job, the SSA will deternmine, taking into account education, age, and prior
work experience, whether the applicant can performany full-time job in the
nati onal econony (20 C F.R 88 416.920(f), 404.1520(f)). This is the fina

step in the disability process

Presunptive Disability Benefits

Under the SSI program clainmants who have medical inpairments that are
highly predictive of disability can be awarded presumptive disability benefits
during the time their claimis being evaluated under the five-step disability
process. Presunptive disability benefits continue for 6 nonths while the SSA
disability adjudicators gather necessary nedical evidence to confirmthat the
person is disabled (42 U S.C. 8§ 1383(a)(4)(B)) . Presunptive disability
benefits can be awarded at any point in the disability process when a
di sability examner fromone of the 54 State and territorial DDS offices has
sufficient medical evidence to conclude that a person is disabled.

The SSA also permits the field offices to award presunptive disability
benefits to certain claimants. The nedical conditions for which the field
of fices can award presunptive disability are specified in the SSA s
regulations (21 CF.R 8 416.936), and are usually restricted to conditions
that are either easily identified by a trained lay person or can be easily
confirmed with a single call to a nedical practitioner (e.g., the anputation
of two linbs, anputation of a leg at the hip, or allegation of total
deafness). By pernmitting the field office to award presunptive disability
benefits, the SSA enables applicants for SSI who are clearly disabled to

receive their benefits pronptly.
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THE LI NK BETWEEN SOCI AL SECURI TY DI SABI LI TY PROGRAMS AND MEDI CAlI D

An inportant consideration in the controversy over the SSA' s disability
deci sions for persons with H V-associated conditions is that SSA's disability
prograns serve as an entry to federally funded health insurance, prinarily
Medicaid.® Medicaid is a Federal -State funded nedical insurance system for
| ow-income individuals who are aged, blind or disabled, and certain other
pregnant wonen and children, or nenbers of famlies wth dependent children
Federal funds account for approximately 57 percent of total funds (192).

The majority of SSI recipients are eligible to receive Medicaid. ‘D
reci pients cannot automatically qualify for Medicaid because DI benefits
generally exceed State Medicaid income |evels. [f DI recipients’ nedica
expenses greatly exceed their income, however, they may qualify for Medicaid
under State prograns for the ‘nedically needy” (189). As of 1991, 35 States
the District of Colunbia, and Puerto Rico had “nedically needy” prograns
(198).

Medicaid is rapidly becoming the primary insurer of persons with Al DS
Researchers have estimated that Medicaid covers approximately 40 percent of

individuals with AIDS, private insurance covers 29 percent, Medicare covers 2

3 Medicare is not available to persons receiving 7D until 24 nmonths after DI
benefits are awarded. (42 U.S.C. § 1395e). In the past, nost H V-infected

i ndividuals who qualified for DI did not live Iong enough to qualify for

Medi care (12). This may change, however, as treatnent extends the life
expectancy of persons with HV infection.

4 Al but 12 States automatically allow SSI recipients to receive Medicaid
(198). The other 12 States have nore restrictive disability or financia
requirenents (121). In those States that use nore restrictive financial
requirenents, SSI recipients may becone eligible for Medicaid if their medica
bills greatly exceed their income (189).
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percent, and approxi mately 29 percent of persons with AIDS are w thout

i nsurance coverage (120). This trend towards the “Medicaidization” of AlDS
(69) denonstrates the demand for publicly funded health care for H V-infected
persons. This demand is likely to continue to grow as there appears to be an
i ncreasi ng nunber of H V-infected persons who are poor and who do not have
adequate health insurance. Even anpong those with private insurance, there is
sonme evidence that H V-infected persons may | ose their insurance once they can
no | onger work (92)

The costs of providing medical care for H V-infected individuals wthout
Medi caid or other health insurance will probably be borne by the States
(167a). In 1991, the States spent approximtely $168 nmllion on medical
services for people with AIDS and H'V, excluding State Medicaid funds. The
mejority of care was provided in outpatient settings (85).

Al though many disability claimnts may need nedical care inmrediately,
they will not be able to get nedical care through Medicaid until they are
deternmined to be disabled. The SSA cannot alter the statutory disability
definition to make nore people eligible for Medicaid; however, if the SSA
incorrectly denies a person disability benefits, this decision may also affect

the person’s ability to obtain federally financed health care.

DI SABI LI TY DETERM NATI ONS AND H V/ Al DS

The debate over disability determinations for H V-infected clainmants has
focused on the SSA's decision to use the CDC definition of AIDS as a Listing
and in presunptive disability deternminations. The decision to use the Al DS
case definition in disability determ nations did not preclude H V-infected

claimants without AIDS from receiving disability benefits; adjudicators had
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the discretion to conclude that H V-infected claimants w thout AlIDS were

di sabl ed because their condition was equal in severity to a Listing.
Alternatively, H V-infected claimnts could be found disabled at a |ater stage
in the disability process, based upon their residual functional capacity. By
1990, however, the SSA concluded that it needed a Listing that enumerates
specific disability criteria for H V-infected claimants w thout AIDS. The

devel opnent of this Listing is discussed bel ow

Disability Determnations for Persons Wth AlIDS

Since 1983, the SSA has instructed its disability adjudicators to use
the CDC definition of AIDS as a Listing, although it has never published
regul ations formally incorporating the CDC definition of AIDS into its
“Listing of Inmpairnents.” The SSA's instruction on AIDS was naintained in an
internal policy manual, the Program Operations Mnual System (POVS), until
1984, when the SSA outlined this policy in the first of two Social Security
Rulings (SSRs) (224a,224b).°(These rulings were not published in the Federal
Regi ster.) The SSA used the CDC definition of AIDS as a disability

definition and incorporated all of the CDC s subsequent revisions of the case

5 Social Security Rulings are not regulations; instead the rulings draw upon
and codify the policies and criteria used at all levels of the admnistrative
adj udi cation process (e.g., admnistrative |aw judge and Appeals Council

deci sions, decisions by SSA disability exam ners, opinions of the SSA’s Ofice
of Disability or Ofice of the General Counsel, and other policy
interpretations by SSA). These rulings are binding on all conponents of the
SSA, including State DDS examiners, administrative |law judges, and the SSA’'s
Appeal s Council (20 C.F.R. § 422.406(b)(l)) . Because they do not have the
force and effect of |aw or SSA regul ati ons, however, they are not binding on
Federal or State courts (56 FR 65498).
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definition into the disability definition. In 1990, however, the SSA added
Hodgkin's |ynphoma, a condition that is not included in the CDC Al DS
definition, to its AIDS disability definition.

In 1985, the SSA published regul ati ons making AIDS one of the conditions
for which “presunptive disability” could be awarded at the field office |evel
(50 F.R 5573). This enabled clainmants with AIDS to receive disability
benefits quickly’, and the decision was generally well received. It was also
the first time that the appropriateness of using the CDC definition of AIDS in
disability determ nations was subject to public debate.’

The SSA recognized that a surveillance definition is designed for a
different purpose than a definition for determning disability. Nonetheless,
the SSA concluded that it was unlikely that any person with Al DS who had
st opped working coul d engage in substantial gainful activity (53 F.R 3740).
The decision to use the CDC definition of AIDS in field office presunptive
disability determnations and as a Listing facilitated the processing of
disability claims for persons with AIDS, and alnost 100 percent of claimants

whom the SSA recogni zed as having AIDS were awarded disability benefits (225)

Disability Determinations for Persons with HV Infection

The SSA al so recogni zed that persons with HV infection could beconme ill
and disabled prior to devel oping AlDS. In the 1986 Social Security ruling on

AIDS and disability, the SSA instructed its adjudicators that persons with HV

6 Presumptive disability benefits are often awarded within 3 weeks, while an
initial determnation by the DDS may take 3 nonths or |onger (49,227).

7 The regul ations were issued as interimregulations, effective i mediately,

but public comments were accepted. These comments were addressed in 1988,
when SSA renewed the regulations (53 F.R. 3740).
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infection mght suffer froma nunber of potentially disabling conditions prior
to developing AIDS, including recurrent fevers, |ynphadenopathy, prolonged
diarrhea, fatigue, weight loss, night sweats, and recurrent infections such as
oral candidiasis. The SSA wote that H V-infected individuals who suffer from
one or nore of these conditions may be disabled and their degree of disability
shoul d be assessed on a case-by-case basis (224b).

By 1987, the SSA announced that it would soon publish regul ations
creating a Listing for HV infection and AIDS (56 F.R 65704). The SSA failed
to publish these regulations, and mounting public and Congressional pressure
led the SSA to reconsider its instructions on HV infection and disability.°®
As a result, in 1988, the SSA decided that it needed nore specific criteria
for evaluating disability in HV-infected claimants without AIDS (113).

In February of 1990, the SSA published a new disability definition
entitled “Symptomatic H V Infection Not Indicative of AIDS.” This new
criteria was published in the POV5, an internal policy manual. The public
does not have input into the devel opnent of the POVMS, and it is only nade
available by request to the SSA (5 U.S.C 8§ 552(2)). Moreover, the POVS does
not bind the administrative law judges in their decisions.

The POMS disability definition “Synptomatic HV Infection Not Indicative
of AIDS’ (henceforth referred to as POVMS “Synptomatic H'V Infection”)

functioned as a Listing for H V-infected persons who do not have AIDS. In

8 In 1988, Congress mandated that the SSA conduct an internal review of
disability determnations for persons alleging HV infection but not AlIDS
(Public Law 100-647, Sec. 8019). In attenpting to conplete this report (it
has never been conpleted (115), the SSA found that close to half of the State
DDS offices collected no data separating AIDS ‘and other HV infection clains,
and other DDS offices often inaccurately classified AIDS and HV infection
claims. Anong those States with data, SSA found significant variation in

al  owance and denial rates for HV infection clains that were not AIDS

(147, 235).
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other words, if an H V-infected clainmant docunented that he or she had the
conbi nati on of medical conditions and synptons that were included in, or were
equal in severity to, the POVS “Synptomatic H V Infection” criteria, he or she
woul d be awarded disability benefits at step 3 in the disability process.

In order to neet the POVS “Synptomatic H 'V Infection” criteria, a
cl ai mant needed to document:

1) Evidence of HV infection (e.g., HV antibody or viral testing); AND
2) A CD4'|lynphocyte count less than or equal to 200 cells/mri(or a
CD4" percent of |ynphocytes less than or equal to 25); AND
3) Two or nore of the followi ng persisting over a 2-nonth period:
a. anema (hematocrit value below 30 percent)
b. granul ocytopeni a
¢. thronbocyt openi a
d. documented fever

@D

wei ght loss >/- 10 percent of baseline
f. oral candidiasis
g. oral hairy |eukoplakia
h. recurrent herpes zoster
i. persistent, unresponsive diarrhea;
AND
4) Marked restriction of activities of daily living (such that

i ndi vidual needs help with nmost activity including clinmbing stairs
shoppi ng, cooking, or housework) or
Deficiencies of concentration, persistence, or pace, resulting in

frequent failure to conplete tasks in a timely manner (in work
settings or elsewhere) (POVS).

Advocates for people with HV infection were generally pleased that the
SSA created nore specific disability criteria for persons with HV infection,
but they clainmed that the POMS ‘ Synptomatic H 'V Infection” criteria did not go
far enough. Mst of the H V-associated conditions included in the POVS

“Synptomatic HV Infection” criteria were derived fromthe same epi dem ol ogic
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studi es used to develop the CDC definition of AIDS, in which the cohorts
largely consisted of white nen who have sex with nmen (168). The conditions
identified by these studies--e.g. , fever, weight loss, fatigue, chronic
diarrhea, night sweats, [|ynphadenopathy, oral thrush, and hairy |eukoplakia
(241a)--do occur in other H V-infected popul ations, including wonmen and
injection drug users. There are other disabling conditions, however, that are
seen particularly in HV-infected women and injection drug users--e.g. ,
endocarditis, pneunonia, sepsis, pelvic inflammtory di sease, genital herpes,
and persistent vaginal candidiasis- -that were not included in the POVS

“Symptomatic H'V Infection” criteria.

CRITICI SM5 OF THE SSA's DI SABI LI TY PROCESS

By the late 1980s, as nore individuals infected with HV were
identified, it became apparent that sone of the serious nedical conditions
that were seen particularly in HV-infected wonmen and injection drug users
were not included in the CDC definition of AIDS. Legal service attorneys and
ot her advocates for H V-infected persons charged that the SSA routinely denied
disability benefits to H V-infected wonen and injection drug users whose H V-
associ ated conditions were not included in the CDC definition of AIDS or,
after 1990, in the SSA's POVMB “Synptomatic HV Infection“criteria. This is

the main argument made in the lawsuit S.P. v. Sullivan, discussed below

The SSA, on the other hand, stated that it had no policy that prevented
H V-infected persons who did not have AIDS or neet the POVS “Synptomatic HV
Infection” criteria from obtaining disability. The SSA specifically
instructed its disability adjudicators that H V-infected persons who did not

have AIDS or neet the SSA's POVE “Symptomatic H V Infection” criteria should
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be eval uated under the full sequential disability process. In other words, if
H V-infected clainmants were not awarded disability on the basis of a Listing,
the DDS adjudicator would determne their residual functional capacity to work
and eval uate whether they can performany full-time work in the national
econony. If they were unable to work, they were awarded disability.

Legal service attorneys claimthat, while this may be the stated policy,
in practice their clients with H V-associated conditions not included in the
POVG “Synptomatic HIV Infection” criteria were not able to receive disability
at these last steps in the disability process. In addition, attorneys have
chal l enged the legality of the SSA's decision to use the POVE and SSRs to

establish that AIDS and the POVS “Synptomatic H V Infection” equals a Listing.

The SSA Disability Statistics

The SSA’ S statistics reveal that, in 1990, almost 100 per cent of per sons
with Al DS who applied for eifher SSI or DI benefits were awarded these
benefits. In addition, approxinmately 50 percent of clainmants who alleged HV
infection on their disability clainms, but who did not have AIDS, received
disability benefits at the initial or reconsideration stage (225). The
statistics do not reveal the condition of the other 50 percent of H V-infected
persons who were denied disability, nor do the statistics reveal the race or
soci oeconom ¢ class of the persons who were awarded disability benefits versus
those who were denied benefits.

The SSA states that, when the analysis is linmted to clainms made by
synptomatic H V-infected individuals, approxinately 60 percent or nore are
awarded disability (49,225). The DDS examiners only classify a person as

synptomatic H V-infected if he or she has the synptons described in the POVS
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“Synptomatic HV Infection” criteria (115) . Therefore, H V-infected
disability applicants who clainmed they were disabled on the basis of

gynecol ogi cal conditions, endocarditis, bacterial pneunonia, pul nonary
tubercul osis, or sepsis, would not be classified as synptonatic H V-infected
i ndi vi dual s.

When one only examines clainms made by H V-infected persons who were not
classified by the SSA as having AIDS or synptomatic H V-infection, only 23
percent were awarded disability (49,225). The SSA's position is that the 77
percent of claimnts who were not awarded disability did not have disabling
symptons of HV infection. Legal service attorneys argue that many of these
H V-infected claimants are their clients who were incorrectly denied

di sability.

Legal Challenges to the SSA's Disability Process

'Two | awsuits have been filed against the SSA challenging its disability
criteria for persons with HV infection. The first suit alleges, anobng other
things, that the SSA's use of the CDC definition of AIDS and the POVS
“Symptomatic H'V Infection” criteria has resulted in discrimination against
wonen, minorities, and other persons who have H V-related conditions that are
not included in these definitions. The second case alleges that the SSA s
decision to develop criteria for listing-level inpairnments through the POVS
and SSRs, rather than through notice and comrent rule making, violated the
Admi nistrative Procedure Act (5 U S.C. 88 551 et. seqg.). The suit seeks to
have adverse disability decisions that were nade using these criteria

readj udicated with properly promulgated regulations.
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The merits of these cases have not been ruled upon by the respective

courts. Both suits, however, have survived requests by the Secretary of

a

Heal th and Human Services9 to have the cases dismssed for failure to state

| egal claim (143, 169)

S.P. v. Sullivan

In 1990, legal service attorneys in New York filed a lawsuit against the
SSA stating that the SSA's disability process discrimnated against H V-
i nfected wonmen and other H V-infected persons who have disabling medica
conditions that are not included in the CDC definition of AIDS or the POVS
“Synptomatic HV Infection” criteria (165). The 19 named plaintiffs’were
denied disability benefits by the State DDS, and many had been denied
disability benefits upon reconsideration or by an admnistrative |aw judge.
As of April 1992, alnost all of the plaintiffs had received their disability
benefits, beginning fromthe date they originally claimed they were disabled;
yet, as a result of being initially denied benefits by the State DDS, they
often waited 1 to 3 years, and up to 5 years, for their clainms to be properly
decided. As their attorney explained, this nmeant they had to make numerous
trips to her office and the SSA's offices to fight for benefits (112). The
experiences of these plaintiffs (see app. 1) do not necessarily prove a
pattern and practice by the SSA, they do, however, signal that the system for

determning disability has not worked for a number of H V-infected persons.

9 The suit is brought against the Secretary of Health and Human Services
rather than the SSA. The Secretary is represented by the U S. Departnent of
Justice

10 The conplaint has been amended three times and additional plaintiffs added
(See 165, 166, 168) .
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The Secretary of Health and Human Services contends the arguments nade

in SOP. v. Sullivan are without merit", citing |anguage in the POVS and

Social Security rulings that contradict the plaintiffs’ assertion that the SSA
consi ders disabled only H V-infected persons who have AIDS or neet the POVS
“Synptomatic HV Infection” criteria. Both of these documents instruct
disability adjudicators that H V-infected individuals who do not neet these
medi cal disability definitions should be evaluated on the basis of whether
their residual functional capacity allows themto work; if they cannot work,
they shoul d be awarded disability benefits (167).

The Secretary also correctly asserts there is no statutory requirement
that a particular inpairment or disease be treated as a |isted inpairment.
The Secretary, and hence the SSA, has discretion to “establish [its] own
procedures and evidentiary requirements with respect to the evaluation of
clainms for benefits under the Social Security Act’s disability programs”
(167). Furthernore, as stated above, a Person with an H V-associated
condition that is not included in the POVS ‘ Synptomatic H V-Infection”
criteria is not precluded from being awarded disability.

The plaintiffs in S.P. v. Sullivan concede the SSAis not required to

create a Listing for every disabling nedical condition, but argue that, once
the decision is made to create a Listing for a particular disease |like HV

di sease, the categories nust be created by a rational process that brings
forth a reasoned and nondiscrimnatory classification. Furthernore, although

the Secretary correctly asserts that the SSA's witten policies do not

11 The Secretary objected to the suit, in part, because sone of the plaintiffs
have not exhausted their admnistrative remedies--i.e., all of the plaintiffs
have not had their disability cases adjudicated through to the Appeals Counci
(see app. H. This procedural issue is not discussed here because it does not
relate to the substantive issue
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di scrimnate against persons with H V-associated conditions who do not have
AIDS or neet the POVMS “Synptomatic H'V Infection” criteria, the plaintiffs
believe their experiences denonstrate that in practice these policies are not

fol | owed.

Rosetti v. Sullivan

In a second |awsuit against the Secretary of Health and Human Servi ces,
the plaintiffs argue that the SSA could not make AIDS or the POVS “Synptomatic
HV Infection” equal to a Listing wthout issuing regulations in accordance
with the Administrative Procedure Act (APA) (5 U.S.C. 88 551 et. seq). The
APA requires an executive agency to publish regul ations whenever it issues a
substantive rule- -rules that "grant rights, inpose obligations, or produce
other significant effects on private interests” (7). The APA regulatory
procedures require agencies to publish notice of their intent to develop new
regul ations and provide interested persons opportunity to participate in
devel opi ng regul ations through subm ssion of data, argunents, and other views
(11).  An executive agency can only use rulings or internal manuals, such as
the POMS, for interpretive rules that “nmerely clarify or explain existing |aw
or regulations” (132).

Every Listing in the “Listing of Inpairnments” was pronul gated by
regulation. AIDS, however, was established as equivalent to a Listing by a
SSR, and the POMS ‘Synptomatic H'V Infection” criteria was only published in
the SSA's internal procedures manual. The issuance of both of these docunents

did not provide for public input (144).
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In a prelininary decision, “the court in Rosetti v. Sullivan stated

that, if the SSA's POVS and SSRs set forth specific disability criteria for
AIDS and H V-associated conditions that function as Listings, these criteria
are substantive rules and these policies should have been inplenented by

noti ce and coment rul emaking in accordance with the APA (143). The SSA has
stated that individuals whose nedical conditions nmeet the CDC definition of
AIDS or the POVS “Synptomatic HIV Infection” criteria have nmet or equal ed the
“Listing of Inpairments” (224b,226a). Therefore, under the test set forth in
the court’s opinion, the POVS and SSRs concerning HV infection and disability
are substantive rules. The court stated that a failure to follow APA
procedures for substantive rules could render these disability criteria void;
however, since the SSA recently proposed new regul ations governing disability
clainms by synptomatic H V-infected persons, it is not clear what relief the

court will grant the plaintiffs.

12 This decision prinmarily addressed whether the court had the |ega
jurisdiction to hear the claimand a hearing on the nerits was schedul ed for

May 11, 1992.
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The SSA's Assessment of Residual Functional Capacity and Vocational Ability

The SSA has maintained that, if an HV-infected person is disabled but
does not have AIDS or neet the POVS “Synptomatic HV Infection” criteria, the
DDS adj udi cator will determ ne whether he or she has sufficient residua
functional capacity to continue to work. |f the adjudicator determnes that
the clai mant does not have sufficient residual functional capacity to work,
the claimant will be awarded disability. The SSAis statutorily mandated to
i gnore whether suitable job openings are available or whether the clai mant
will be able to get a particular job (42 U.S.C. 88 423(d), 1382¢c(B)).

Advocates claimthat disability examners interpret the evaluation of
residual functional capacity and ability to work so strictly that their H V-
infected clients are virtually never found disabled at this final stage of the
disability deternination evaluation. Advocates do not believe that any single
factor can account for all of these adversé decisions;‘homever, they note that
the vocational assessnent is biased against younger individuals because the
SSA assunes that only persons of advanced age (55 years old and ol der) are
significantly restricted in their ability to ‘adapt and adjust to a new work
situation and do work in conpetition with others” (21 CF. R s 404.1563(a)) .13

It is difficult to know whether the evaluation of residual functiona
capacity and ability to work leads to nmore denials of benefits to younger H V-
infected individuals than is warranted. It may not be possible to craft a
Listing with such specificity that every person who neets the Listing would

actually be found disabled if his or her residual functional capacity was

13 The ssA al so recogni zes that persons approaching advanced age--i.e. [ 45
years of age to 55 years of age--may have difficulty adjusting to new work
situations (20 C.F.R.§ 404.1563(b)(c)).
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evaluated. In other words, some people who are not yet disabled mght fal
within the nedical criteria of a Listing.” Therefore, the disability process
may appear |ess rigorous for people who obtain disability because they neet a
Listing

On the other hand, it is difficult to believe that a nunber of the HI V-
infected claimants who were denied disability benefits were not in fact

disabled. Indeed, a nunber of the plaintiffs in the case S.P. v. Sullivan

eventual |y were awarded disability on appeal, indicating they were inproperly
denied disability benefits by the State DDS exam ners. Several reports and

statistics also lend sone support to the advocates’ clains.

Procedural Issues and Eval uation of Residual Functional CHpacit&
Wien H V-infected clainmants establish that they are disabled on the
basis of a medical inpairment, they only need to present fairly objective
medi cal evidence. There is no éubjective eval uation of the degree to which a
claimant’s nedical condition affects his or her ability to concentrate, carry
out certain activities of daily living, or work. It is these subjective
eval uations that may be influenced by the SSA's procedures and policies.
First, one report concluded that several procedures used by the SSA in
maki ng disability determ nations appear to reduce DDS disability exam ners’
ability to evaluate cases on an individual basis. The report noted that SSA's
use of the “Listing of Inpairnents" and the instructions in its POVS
"clericalizes the task of disability assessment, reducing it to a series of

yes-no questions,” rather than focusing on each individual's unique problens

14 For exanple, although all persons with AIDS can receive disability, a
recent study of over 1000 persons with AIDS found that persons with Al DS
exhibit a range of functional abilities depending upon the stage of the
disease and other factors (55). This study is discussed in nore detail below
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(188). In addition, initial decisions and reconsiderations by the DDS rely
extensively on paper evidence that claimants and their physicians submt;
there is no face-to-face neeting with claimnts.” Disability examners my,
however, have difficulty in properly assessing the degree of residua
functional capacity by reviewing only the nedical records (187)

Second, advocates argue that the extensive DI quality control system
inparts excessive rigidity to disability determnations. [In 1980, Congress
mandated that the SSA review 50 percent of all DI and concurrent DI/SS
al l owances prior to awarding benefits (42 U.S.C. § 421(c)). These “pre-
effectuation” reviews of DI disability allowances are designed to ensure that
the disability adjudicators nake decisions that are consistent with SSA's
regul ations and policies. The review, however, only focuses on allowances
| ooking for cases in which disability should not be allowed, rather than on
incorrect denials (190). Because this quality review focuses on incorrect
al lowances, it may cause DDS adjudicators to be too conservative in disability

deci si ons.

Di fferences Between DDS Deferninations and Administrative Law Judge Deci sions

Evi dence that the disability adjudicators mght be overly conservative
in their determnations also comes fromthe statistic that initial denials of
disability benefits by DDS adjudicators have been reversed by admnistrative
| aw judges in approximately two out of three cases (42,188). In order to

explore the reasons for this disagreement in disability determnations, the

15 The Social Security Reform Act of 1984 requires the SSA to conduct
denmonstration projects in which claimnts would be offered the opportunity to
have a personal neeting with the disability determ nation officer prior to an
initial unfavorable decision. The ssA instituted denonstration projects in 10
States between 1986 and 1988 (188).
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General Accounting Ofice reviewed 242 disability cases in which
adm nistrative |aw judges reversed the SSA's initial disability
determnations. The General Accounting Ofice found that in mst cases the
reversal stemmed fromthe fact that the DDS exam ner overestimted the
claimant’s residual functional capacity (42). \Wereas SSA disability
exam ners had determned that 54 percent of claimants could do nmedi um or heavy
work, the admnistrative |aw judges concluded that only 1 percent of these
peopl e could do such work. Conversely, admnistrative |aw judges determ ned
that 71 percent of the claimants could do only sedentary work, if that, while
the SSA disability exam ners concluded only 1 percent of the claimnts were so
limted in functional capacity (187).

Most of the claimants in the sanple suffered from back disorders, |ung
di sease, diabetes, and anxiety- -conditions that cause decrements in residua
functional capacity that are subjectively measured. Further study is needed
to determ ne whether simlar findings would apply specifically to H V-infected
claimants. It is of note that certain common synptons of H V-infected
patients, such as fatigue, chronic diarrhea, night sweats, gynecol ogica
conditions, undefined pain, or early HYV denentia, also cause decrenents in

residual functional capacity that are subjectively neasured (240).

SSA's Inplenentation of Federal Court of Appeals Decisions

The SSA has al so been accused of failing to inplenent certain decisions
of the U S. Court of Appeals for the Second Circuit (hereinafter Second
Crcuit), thereby making it nmore difficult for certain claimants to obtain

disability.” In Stieberger v. Sullivan (172) the court found the SSA had

16 The deliberate failure by an executive agency to adopt Appeals Court
decisions is known as “non-acqui escence” (172)
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failed to issue any SSRs inplenenting Second Circuit decisions regarding
disability determinations, and in at |east four areas, there was evidence the

n 17

SSA's inaction led to a “systemw de pattern of m staken adjudication. For
exanple, in a series of decisions beginning in 1981, the Second Grcuit held
that a treating physician’s opinion on the diagnosis and nature and degree of
disability should be binding on the SSA's disability adjudicators unless
contradicted by substantial evidence. The courts reasoned that the treating
physician is usually nost famliar with the claimnt’s medical condition
(172).  The SSA did not, however, explicitly adopt this policy until ordered
by the court in 1986, and the final version of the instructions were
implenented in 1988 (153). The SSA also failed to inplement a Second Circuit
decision instructing the SSA that a disability decision could not be based on
a report that is issued after the claimant’s hearing before an admnistrative
| aw judge, unless the claimnt has the opportunity to cross-examne the
authors of the report (172). This decision guaranteed the claimnt the
opportunity to rebut evidence in the report. In addition, the SSA failed to
i npl enment Second Circuit decisions that established claimnts with good work
records were entitled to substantial credibility when they clained they were
unable to work because of a disability (172).

In those cases where the SSA applied different policies than the Federa
courts, claimants who could pursue their clains to the Federal courts were

nore likely to receive disability (172). Not only woul d the outcone of

certain claimants’ disability determnations depend upon their ability to

17 The ssa did not formally reject Second Gircuit decisions, and therefore in
order to prove non-acqui escence the plaintiffs needed to offer evidence of

i ndividual disability cases that were adversely affected by the Ssa’s failure
to inplement a Second Gircuit holding (172)
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continue to appeal adverse SSA decisions to the Federal courts®™ but the
SSA's policy also led to excessive delay in disability determ nations as
claimants went through |engthy appeals process (see app. H)."

During the course of the litigation, the SSA issued several policy
statements, and finally regulations in 1990, concerning the proper treatnent
of Federal Court of Appeals decisions.” The SSA however, never published
opinions explaining to its admnistrative |law judges and State disability
exam ners why the SSA did not need to adopt certain Second Gircuit decisions.
The SSA decided that publishing such explanations woul d:

(2) . .. creat[e] the appearance of
“whitewash,” i.e. , repeated claimof no real conflict
bet ween SSA and the court despite the obvious facts
that the conflict was litigated to the circuit court
| evel and produced a decision rejecting the [SSA s]
argunments and reversing [ SSA's] decision; and

(3) potentially provide evidence for class
actions seeking writs of nandanusgi (o comel the
[SSA] to follow policies she has adopted. Stieberger
v. Sullivan (172)

The court in Stieberger v. Sullivan (172) concluded that the SSA's

failure to inplenent the Second Circuit’s rulings may have led to
inappropriate denials of disability benefits. In a proposed settlenment of the

case, the SSA has agreed to distribute Second Circuit disability decisions to

18 By one estimate, only 6 percent of persons who are* initially denied
disability appeal to the level of the circuit courts (128).

19 According to the court, a policy of non-acqui escence violated Congressional
intent and the Constitution’s Equal Protection Cause (172)

20 The court found that these policy statements and regulations left too much
“room for non-acquiescence” and further noted that “each significant

modi fication of agency policy cane shortly before a major stage of this case”
(172).

21 In a writ of mandanus, a plaintiff requests a Federal court to compel an

executive agency to performa non-discretionary duty owed to the plaintiff
(18).
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SSA's admi nistrative |aw judges and State disability examners and to instruct
the administrative |law judges and examners to apply the decisions (173). In
addition, a nunmber of adverse disability decisions nmay be reviewed

(44,93,128).  The proposed settlenent has yet to be approved by the court, and
the inpact the decision will have in other judicial circuits is not yet known.
The case is instructive because it denonstrates how some of SSA's interna
procedures and policies, which are not included in regulations and SSRs, may

make it nore difficult for claimants to obtain disability.

THE SSA's NEW PROPOSED REGULATIONS FOR HI 'V | NFECTI ON DI SABI LI TY

In Decenber of 1991, the SSA published a ruling and proposed regul ations
that create a new Listing for HV infection (56 FR 65498, 65702). The “HV
Infection Listing” contains nedical and functional criteria for determning
disability for all persons with HV infection (see app. J) and these criteria
will be subject to public comment before being finally ingorporated into the
SSA's “Listing of Inpairnents.” Because the SSA issued a ruling as well as
proposed regul ations, the new “HV Infection Listing” is presently being used
and will be amended if the final regulations differ fromthe proposed “HV
Infection Listing." The SSA also issued a new ruling and proposed regul ations
that allowthe field offices to award presunptive disability to all persons
who neet the new “HV Infection Listing” (56 FR 65682, 65714). This coul d
increase the nunber of H V-infected persons awarded presunptive disability
benefits by the field offices; however, according to the SSA, the new “HV
Infection Listing” will not increase the overall nunmber of H V-infected

persons that are awarded disability (56 FR 65702)(126).
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The new “HV Infection Listing” conmbines the 1987 CDC definition of Al DS
and the POVS “Synptomatic H'V Infection” criteria and al so adds a nunber of
other H V-associated conditions, including many of the conditions that are
more often found in H V-infected women and injection drug users. The new "HV
Infection Listing” denonstrates that the SSA will no |onger assune that every
person who nmeets the CDC definition of AIDS is disabled. H V-infected
individuals with CD4'lynphocyte counts bel ow 200 cells/mi or Kaposi’s
sarcoma Wi Il not be granted disability benefits unless they also document that
they have marked functional limtations

The SSA has received a |large nunber of conments on their new "HV
Infection Listing.” A nunber of commentators are supportive of the SSA's
decision to expand the nunber of HI V-associated conditions that will be
consi dered in determning whether an H V-infected claimant meets a Listing.

The commentators are dismayed, however, by the conplexity of the Listing, and
nore inportantly, by the use of the new functional limtation tests. In
particular, they question why the SSA is able to develop strictly nmedica
disability criteria for every non—bsychiatric Listing in the “Listing of

| npai rments” except for the new ‘HV Infection Listing.” Under the "HV
Infection Listing,” a nunmber of H V-infected claimnts nmust docunent both

medi cal inpairments and marked functional |imtations.
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The HV Infection Listing

Under the SSA's new “H V-Infection Listing,” all adult clainmants®who
have one of the AIDS-defining conditions included in the 1987 CDC definition
of AIDS (except Kaposi’s sarcoma) will be considered disabled (see app. J).
Adul't claimants who show evidence of HV infection and any of the follow ng
additional conditions will also be considered disabled:

» Candidiasis, dissemnated (beyond the skin, wurinary tract, intestinal
tract, or oral or vulvovaginal mucous nenbranes) ;

= Herpes sinplex virus infection of the gastrointestinal tract or
encephal itis;

s Extraintestinal strongyloidiasis; or

= Nocardi osi s;

I nvasi ve carcinoma of the cervix, International Federation of

Gynecol ogy and Obstetrics (FIGD) Stage Il and beyond; *

Anal squanmous cell carcinong;

Hodgki n" s di sease;

Car di omyopat hy;

Nephr opat hy. *

H V-infected adult claimants with H V-associated conditions, other than
those noted above, can meet the SSA's “HV Infection Listing” only if they

document one of the follow ng medical conditions:

22 The “HV Infection Listing” contains separate criteria for children;
however, these criteria are not discussed herein.

23 Stage Il cervical cancer has progressed beyond the cervix. This is a
different Listing, and arguably easier to meet, than the ssa’'s current medical
Listing for cervical cancer, which requires that the cancer be: 1) inoperable
and not controlled by existing therapy; 2) recurrent after total hysterectony;
or 3) renoved by total pelvic exenteration (20 C.F.R., Part 404, Subpt. P.,
App. 1, Sec. 13.25).

24 Cardi omyopat hy and nephropathy were already included in the ssa’s “Listing
of Inpairments” (20 c.F.R., Part 404, subpt. P., app. 1, Sees. 4.02, 4.04,
4.05 (cardionyopathy) and 6,02, and 6.06 (nephropathy), so their inclusion i,
the ssa’'s “H V Infection Listing'is as a cross-reference, not as a, addition
to the Listings.
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«A CD4" | ynphocyte count less than or equal to 200 cells/mni; o«

s Docurmentation of one or nmore of the follow ng persistent and/or
resistant to therapy:
1) Pneunoni &;

2) Pulmonary tubercul osis;
3) Bacterial or fungal sepsis
4) Meningitis
5 Septic arthritis
6) Endocarditis;
7) Peripheral neuropathy;
8) Kaposi’'s sarcom; or
a Two or nore of the follow ng persisting over a 2-nonth period:
1) Anem a (hematocrit value |less than 30 percent);
2) Ganul ocyt openi a;
3) Thrombocyt openi a
4) Docunented fever
5 Weight loss > = 10 percent of baseline;
6) Mucosal (including vulvovagi nal) candidiasis;
7) Oral hairy |eukopl aki a;
8) Recurrent or chronic herpes zoster;
9) Persistent dermatol ogical conditions such as eczema, or

psori asis;
10) Persistent, unresponsive diarrhea
11) Persistent or recurring docunented sinusitis.
In addition, the claimant nust docunment two of the follow ng functiona
| mpai r ment s:
1) Marked restriction of activities of daily living;
) Marked difficulties in maintaining social functioning;
) Marked difficulties conpleting tasks in a tinely manner due to
deficiencies in concentration
4) Repeated episodes of deconpensation, averaging three times a
year or once every 4 months, lasting 2 weeks or nore per
epi sode, and which cause deterioration in condition.
The SSA also provided its adjudicators with special instructions for
eval uating disability in HV-infected individuals. The SSA wote that H V-
infected individuals may suffer from anxiety, depression, apathy, and
cognitive inpairment, and that these nmental inpairnments should be docunented
with nmedical evidence and eval uated under the appropriate Listing in the

“Listing of Inpairnments" and/or be evaluated in determning the individual’s
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residual functional capacity (56 FR 65708). The SSA also noted that, on
occasion, therapy for HV infection may result in |ong-termor permanent

adverse affects.

CGeneral Criticisns of the “HV Infection Listing”

The inclusion of additional H V-related illnesses in the “Listing of
| npai rnents” cones at the price of nore conplexity. Critics have stated that
the “HV Infection Listing” has a “Chinese nenu” type layout which requires
different combinations of criteria depending upon the claimant’s synptons
(30,59) (see app. J). It is arguably one of the nost conplicated Listings in
the “Listing of Inpairneﬁtsﬂ’ The conplexity of the definition, critics
argue, may delay processing of claims. Quick processing of claims is
I mportant because persons with severe manifestations of HYV infection,
especi ally those persons whose health is already conpronmised by the effects of
injection drug use, may already be close to death.

A nunmber of groups are critical of SSA's decision to use a functiona
limtations test in a Listing because the test requires additiona
docunentation and subjective assessment. The “Listing of Inpairnents” is
designed to facilitate a finding of disability by allowing a disability
determ nation to be made on the basis of fairly objective medical evidence
consisting of: 1) synptons (claimant’s own perception of his or her physica
or mental inpairments) ; 2) signs (anatonical, physiological, or psychol ogica
abnormalities that can be denonstrated by medically acceptable clinica
techniques); and 3) laboratory findings (226). The new “HV Infection

Listing” relies heavily on docunentation of functional limtations,
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essentially merging part of the residual functional capacity analysis into a
nedi cal |isting” and thereby dininishing the advantage (to the claimnts) of
the Listings.

Moreover, the SSA has not explained why certain HV-related conditions
are disabling per se, whereas persons with other HV-related conditions nust
al so denonstrate functional limtations. An HV-infected person with
Pneunpcysti s carinii pneurmonia or another opportunistic infection is
consi dered di sabl ed once he or she docunents a single incidence of the
disease. HV-infected persons with serious illnesses, such as bacteria
pneunoni a, pul nonary tubercul osis, endocarditis, or bacterial sepsis (which
often require hospitalization and nmay be fatal), are only considered disabled
if they can al so document that their illness is persistent and/or resistant to
therapy and that they have nmarked functional limtations.

The critics contend that the SSA coul d have devel oped purely medica
criteria to determne when certain H V-associated conditions are disabling.
The American Medical Association has testified that conditions‘such as
endocarditis, pulnonary tuberculosis, Kaposi’'s sarcoma, and bacteria
pneurmoni a have a high nortality rate in HV-infected individuals and that H V-
infected persons with these conditions should not also have to prove
functional limtations (24). The American Medical Association also argues ,
that H V-infected persons with CD4"|ynphocyte counts below 200 cells/mm
shoul d be considered disabled because they are likely to succunb to serious

opportunistic illnesses within a short period of tine.

25 The residual functional capacity assessment focuses on the activities a
person can perform while the functional limtation assessnent exanm nes what
activities a person cannot perform  Nonetheless, simlar evidence i s needed
to nmake each of these assessments
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Advocates and physicians also claimit is possible to devel op nedica
criteria that will be highly predictive of disability, even for H V-associated
conditions that are generally less severe. The National Association of People
with AIDS, for exanple, has proposed that chronic anema, which is quite
prevalent in persons who take AZT, is disabling if an HV-infected person has
any of the follow ng conditions

«a persistent henoglobin of |ess than 10.0 grams per
deciliter
ma hematocrit of less that 30.0 vol ume percent
(regardl ess of AZT intake);
«the need for blood transfusions due to anema nore
often than twice yearly (59)
H V-infected persons with chronic anema who nmeet these criteria would not
have to neet the SSA's functional limtation test.

In sum the critics argue that H V-infected individuals could nore
easi |y docunent their disability and obtain benefits if the SSA devel oped
purely medical criteria for nost H V-associated conditions. The alternative
the SSA has chosen--i.e. , to require that certain HV-infected clai mants
denonstrate medical conditions plus functional limtations--may nake it nore
difficult for certain HV-infected claimants to docunent their disabilities.

The need to docunent functional limtations in two separate areas nay be
particularly difficult for H V-infected persons who do not have a regul ar
physi cian who can attest to their functional limtations on the basis of their
treatment history. An official from SSA noted that a physician’ s opinion
about functional linitations under the ‘HV Infection Listing, "while not
definitive, will be given considerable weight (46). Docunentation of

functional limtations, however, inposes an additional burden on the physician

that goes beyond making a medical diagnosis. Many poor clainants receive
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their medical care in hospital energency roons and busy public clinics and do
not have regul ar physicians who will be able to adequately docunent their

functional limitations (6,91).”

The Functional Limtation Test

The functional limtation tests have been the nost strongly criticized
part of the SSA's new “HV Infection Listing” (191). The POVS “Synptomatic
HV Infection” criteria contained a functional linmitation test,”but it was
much | ess stringent than the new SSA functional limtation test, despite the
fact that the new “HYV Infection Listing” includes many of the sanme conditions
included in the POVMB “Synptomatic HV Infection” criteria. |n other words
the SSA may have made it nmore difficult for certain individuals with H V-
related conditions to receive disability.”

The functional linitation test of the new “HV Infection Listing”
requires that claimnts denonstrate nmarked limtations in two functiona

areas. The SSA explains that a claimant has marked restrictions in activities

26 The SsA does provide consultative exam nations if a person does not have

sufficient nedical evidence to document a claimfor disability (95) . From
this nedical evidence the DDS adjudicator mght be able to ascertain
functional limtations; however, the claimnt nust wait until the ssA has

ascertained that it cannot obtain enough evidence and has schedul ed a
consul tative exam

27 The functional limtation test under the PoMS “Synptonatic HV Infection
Listing” only required that a claimant denonstrate narked restriction in
activities of daily living or deficiencies of concentration, persistence, or
pace.

28 The new “HV Infection Listing” has a stricter functional limtation test
than the poMS “Synptomatic H'V Infection” criteria. The new “HV Infection
Listing” does not require, however, that an H V-infected person have both a
¢4t | ymphocyte count at or bel ow 200 cells/mm® and one or nore H V-associated
conditions. Nonetheless, H V-infected persons who woul d have net the "POMS
Synptomatic H'V Infection” criteria nmust now document nore extensive
functional limtations
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of daily living if most of the time the claimant is unable to perform
activities of daily living, such as househol d chores, groom ng and hygi ene,
taking public transportation, or paying bills. The claimnt is markedly
restricted in social functioning if nmost of the time the claimnt cannot
interact appropriately and comunicate effectively with others. Marked
difficulties in conpleting tasks in a timely manner due to concentration
deficiencies means that, nost of the tine, the claimant is unable to sustain
concentration, persistence, or pace to permt timely conpletion of tasks found
in work settings. To meet the final functional linmtation test- -repeated
epi sodes of deconpensation- -the claimnt nust docunent repeated episodes of
deterioration or deconposition in work or work-like settings, averaging three
times a year, lasting 2 weeks or nore per episode, and which cause his or her
condition to deteriorate (e.g., repeated hospitalizations) (56 F.R 65496).
The presence of two or nore of these functional limtations establishes
that the person cannot perform any substantial gainful activity (46). The
functional limtation test is therefore used to establish the claimnt’s
‘disability status and his or her medical condition is needed to establish that
there is an underlying organic cause for the dysfunction (46). This
di stinguishes the “HYV Infection Listing” fromnost other nmedical |istings for
disability which do not require that claimants extensively document their
ability to engage in personal hygiene, interact, or performin the

wor kpl ace. *

29 To the extent a Listing contains functional tests, these are usually quite
general (e.g., documentation of interference with daily activities caused by
neurol ogi cal inpairnents or by restrictions in nobility caused by
musculoskeletal inpairnents (20 c¢.F.R. Part 404, Subpt. P, App. 1, Sec. 11.01,
1.01)).
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The functional limtation test included in the SSA's “H YV Infection
Listing” is derived fromthe functional limtation test included in the Menta
Di sorders section of the “Listing of Inpairnents” (20 CF.R Subpt. P, App. 1,
Sec. 12.00). A functional limtation test is appropriate for evaluating
psychiatric illness because it is often difficult to judge the severity or
di sabling inpact of these conditions using typical medical diagnostic
techniques. The functional limtation test used for evaluating the severity
of disability due to mental inpairnents may, however, be ill-suited for
evaluating the severity of disability due to physical inpairments.

For exanple, one of the functional [imtation tests in the “H V-
Infection Listing” requires that the claimnt denmonstrate repeated episodes of
deconpensation or deterioration in work or work-like settings. Deconpensation
is a psychol ogical termwhich neans “progressive |loss of normal functioning in
favor of psychotic behavior” or “disorganization of the personality under
stress” (31a). For the “Mental Disorders Listing,” a person can establish
deconpensation by documenting repeated failure to adapt to stressfu
circumstances that cause the person to withdraw fromthe situation, coupled
with a difficulty in maintaining activities of daily living or nmaintaining
concentration, persistence, or pace (20 CF. R Part 404, Subpt. P, App. 1
Sec. 1200(CQ)). It is unclear how a person with a physical inpairnment would
denonstrate deconpensation

The SSA has responded to this problem by establishing different criteria
for deconpensation for the “HV Infection Listing.” Repeated episodes of
deconpensation can be denonstrated by at |east three hospitalizations or
absences from work per year lasting at |east 14 days each. The deconpensation
test used in the “HV Infection Listing” is, therefore, much |ess flexible

than the deconpensation test used in the ‘Mental Disorders Listing.”
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In the ‘Mental Disorders Listing," inpairnent of social functioning is
denonstrated by a history of altercations, fear of strangers, avoidance of
interpersonal relationships, social isolation, and a lack of awareness of
others’ feelings (20 C.F.R Subpt. P., App. 1 Sec. 1200 (C)). For the “HYV
Infection Listing," inpairment of social functioning is indicated by an
inability to communicate and interact with people. This may not be a very
sensitive test for determining disability in HV-infected individuals. As
noted by attorneys for HV-infected clients, many very ill people with HV
infection are able to maintain close contacts with famly and friends; indeed,
social interaction nay be an ‘inportant and life-sustaining activity” (170)

Advocates for persons with HV infection argue that having different
definitions for the sane functional linmtation test may cause confusion. They
are also critical of the fact that a person must docunment functiona
limtations in two separate areas. They argue that many H V-infected people
will be unable to work if they show a marked functional limtation in just one
area. For exanple, to denonstrate marked restrictions in activities of daily
living, one must show that most of the time he or she can’t groomor perform
personal hygiene, pay bills, or perform other household chores. State DDS
disability examners in New York interpret ‘nmarked” to mean that the person is
unable to performthe activity approximtely 80 percent of the tine (111)

This level of disability has been characterized by advocates and physicians’
groups as being close to a nursing hone level of functioning (111). A person
is likely to lose his or her job prior to reaching this level of restriction
in activities of daily living (6).

Simlarly, to denponstrate marked difficulties in conpleting tasks, one
must document that nost of the tine he or she cannot conplete work tasks. One

woul d not expect a person who is unable to conplete work tasks nore than 50
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percent of the time to be able to performin the workplace, and it therefore
seems unnecessary to require that person to docunent another functiona
limtation (170). One nust renenber that these claimants will already have
docunented that they are H V-infected and that they are either severely

i munoconpronised (i.e. , they have a CD4'lynphocyte count at or bel ow 200
cel I's/m) or suffer fromone or nore H V-associated conditions that are
persistent and/or resistant to therapy.

One study has indicated that the ability to performactivities of daily
living may not be the best predictor of disability in persons with AIDS and,
presumably, in other persons with synptomatic H V-infection. A recent
assessnent of disability in 1024 persons with AIDS from various areas--
Atlanta; New Jersey; Seattle; Mam; Ft. Lauderdale; New Orleans; Dallas; and
Nassau County, New York™- -found that, despite the fact that approxi mately 50
percent of the sanple could not work and a quarter needed some assistance,
only 2.6 percent had a very difficult time bathing or dressing, and that cl ose
to 60 percent could do heavy housework and wal k up 10 steps. Even anong
respondents who had been hospitalized within 3 nmonths of the interview, only
4.5 percent said they could not bathe or dress thenselves and 40 percent could

do heavy housework and walk up 10 steps (55)."

30 The authors caution that the sanple was not randomy selected and that
participants tended to be those persons who were nore connected to the nedica
service delivery system and may have included a disproportionate nunber of
persons who were |ess physically or mentally inmpaired. |In addition, the study
consisted of a mpjority of "white" males, a significant number identifying
themsel ves as honosexual s (55).

31 The overwhelmng majority of AIDS patients who had significant difficulty

in bathing, washing, and doing heavy household chores, however, died within 11
nmont hs (55).
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The authors’ analysis of the data led themto conclude that the ability
to engage in activities of daily living is not necessarily the best neasure of
the degree of inpairnent, which they defined as limtations in functioning of
bodily organs or systenms. The authors concluded that the ability to do
strenuous activities may be a better measure of the degree of physica
i npai rment and that the degree of physical inpairnent was strongly related to
ability to work. In addition, they found that when one controlled for
physical inpairnent, H V-related synptons and depression “had consistent

» 32

effects on disability, and in particular, persistent symptons such as
diarrhea or losing sleep due to night sweats may limt one’s ability to carry
out daily activity roles, such as enploynent (55). In other words, the
authors inply that disability determnations for H V-infected persons should
focus prinmarily on the nature of conditions and synptoms related to HV

infection and the inpact these conditions and synptons have on a person’s

ability to consistently performdaily life roles, such as occupational roles

The I npact of the SSA's New “H V Infection Listing" on Wnen

The SSA added cervical cancer to the “HV Infection Listing” so that
H V-infected women with Stage || cervical cancer- -cancer that has progressed
beyond the cervix- -need not docunent functional limtations in order to
receive disability. Gynecologists and other groups contend that a woman may
be di sabled before her cancer progresses to Stage Il, and recomend t hat

disability not be limted to Stage Il (6,170).

32 Disability was defined as limtations in performng inportant social roles,
such as occupational roles (55).
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The SSA al so added vul vovagi nal candidiasis and genital herpes to the
“HV Infection Listing”; however, to meet the Listing an H V-infected woman
nust document that these conditions persist continuously over a 2-nonth period
and that she has marked functional limtations.

Pelvic inflamatory disease (PID) is not included in the “HV Infection
Listing,” nor are two other serious gynecol ogical diseases that the American
Medi cal Association clainms may occur nore frequently in HV-infected wonen:
chronic genital ulcers and recurrent herpes (24). Wth respect to PID, the
SSA did instruct its adjudicators that this condition, in conbination wth
other H V-associated conditions, may be disabling and that the adjudicators
shoul d determ ne whether the conditions of a claimant with pelvic inflammtory
di sease equals the “HV Infection Listing,” even though the condition is not
included in the Listing.™

Advocates argue that H V-infected women who docunent recurrent episodes
of these gynecol ogical conditions should be awarded “disability w thout having
to also document narked functional linmitations. They argue that an H V-
infected woman is disabled if she has had three or nore episodes of PID, or
one episode of PID that is resistant to therapy and requires.hospitalization
and/or surgery (59). Simlarly, they contend that recurrent herpes |esions
are disabling if the lesions recur nmore often than once every 8 weeks and if
the lesions are inconpletely suppressed despite continuous therapy (112).
Finally, they question why SSA excluded PID and genital ulcers fromthe “HV
Infection Listing,” since H V-infected wonen with these conditions would al so

need to document functional limtations in order to neet the Listing.

33 These instructions are simlar to the instructions given in the March 1991
program circul ar that the Ssa issued on evaluating disability in wonen (228).
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The SSA would |ikely respond that the DDS adjudicators have the
discretion to award a woman disability if her gynecol ogical conditions are
equal |y severe to the conditions contained in the “HV Infection Listing."
Moreover, if a disabled woman does not nmeet the “HV Infection Listing,” she
can still receive disability at a later step in the disability determnation
process. At the heart of the controversy over SSA's disability evaluations,
however, is the question of whether the DDS exam ners exercise this discretion
or whether they primarily rely on stated disability criteria. Wth respect to
SSA's second point, advocates argue that because HV infection is ultimately
fatal, the disability process should be sinplified so that benefits are

awarded at the earliest stage possible.

Presunptive Disability and HV Infection

On Decenber 18, 1991, the SSA also issued a notice of proposed
rul emaking and a final rUIe to revise its regulations governing presunptive
disability under SSI (56 F.R 65682, 65714). Under the final rule, field
offices will no longer be limted to awarding presunptive disability to
persons with CDC-defined AIDS (56 F.R 65682). Instead, the field offices
will be able to award presunptive disability benefits to all H V-infected
claimants who neet the SSA's new “HV Infection Listing.” The personnel in
the field offices are not trained to evaluate medical evidence, so they wll
send checklists to the treating physicians of SSI claimants who allege HV
infection. The checklist itemzes the H V-associated conditions and
functional limtations that neet the SSA's new “HV Infection Listing" (see
app. K. If the claimant’s physician verifies that the claimnt neets the

“HV Infection Listing,” the field office will award the claimant presunptive
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disability benefits (56 F.R 65714). In the event that the field office does
not award presunptive disability benefits, the DDS offices may award
presunptive disability benefits when they find sufficient evidence to conclude
that the person is likely to be disabled (56 F.R 65714).

Wien the CDC definition of AIDS was used for presunptive disability
determnations, the field office could confirmthe case with a phone call to a
physician or other health care provider because the nmedical community al so
uses the CDC definition of AIDS. In contrast, health care providers may not
be famliar with the “HV Infection Listing” because it will not be used in
clinical care. The SSA has responded to this problem by devising a checklist
that will be sent to physicians who will verify that their patients nmeet the
“HV Infection Listing." This procedure should enable the field offices to
continue to award presunptive disability to a larger group of H V-infected
individuals. In addition, by using a standard formfor all H V-infected
claimnts, the SSA hopes to sinplify presunptive disability determ nations.

However, there is sone concern that the confusion caused by the new
procedure will outweigh its benefits. The physician is expected to fill out
the presunptive disability formand mail it back to the field office; yet,
many State DDS offices also send forns to physicians in order to gather
information on specific inpairnents, such as AIDS. ™ If ga physician first
receives the field office presunptive disability formand then several days
| ater receives a nore detailed nedical formfromthe State DDS, the physician
may only fill out one form because he or she believes this is sufficient, or

because of tine constraints (182a). It may be unreasonable to expect

34 Although the ssa did not know how many State DDS of fices have such a
system an official said this systemis not unusual, especially in States with
maj or metropolitan areas (46).
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physi cians who are treating a |arge nunber of H V-infected patients to fill
out two similar forms on the same patient, possibly requiring the physician to
review the patient’s record twice (29).

If the treating physician only fills out the field office form
believing this to be sufficient, then the State DDS either will be left with
little information or will have to go back to the physician to remnd him or
her to fill out the DDS form One State DDS has suggested that the physician
shoul d only be expected to fill out the State DDS form The DDS can then
award presunptive disability benefits if warranted and proceed with the fina
disability deternination (182a). This alternative would ensure that the one
docunent received fromthe physician would provide all the information that is

needed.

SUMMARY

The debate over the CDC definition of AIDS arose in large part because
the case definition was being used in Social Security disability
determnations. Advocates for H V-infected wonen and injection drug users
have presented numerous exanples of their very ill clients who were denied
disability by SSA.  Some of these clients were often awarded disability on
appeal , providing support for the advocates’ position that the clients were
wongly denied disability. The advocates claimthat the use of the CDC
definition of AIDS in disability determ nations biased the DDS adj udicators
against H V-infected individuals who did not have an AIDS-defining illness, a
claim the SSA strongly denied. One court has indicated, however, that SSA's
failure to issue regulations making AIDS and the POVS “Synptomatic HV
Infection” criteria equal to a Listing may have violated the Adm nistrative

Procedure Act.
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It is difficult to sort out why seemngly deserving H V-infected
claimants were being denied disability. They may have been the npst egregious
cases, or they may be indicative of a |arger problemwarranting further
investigation. One cannot discern the way in which claims were decided from
SSA statistics on allowances and denials. However, the statistics do indicate
that persons who had AIDS or who net the POMS “Synptomatic HV Infection”
criteria were significantly nore likely to receive disability benefits.
Moreover, several reports about the SSA's procedures for determning residua
functional capacity, including concern about the quality control system and
the differing assessments of residual functional capacity anong DDS exam ners
and admnistrative law judges, may warrant further investigation. Finally, it
is of note that the Second Circuit court opinions that the SSA failed to
incorporate into its disability process were decisions that appeared to
facilitate a finding of disability for certain clainants.

Wth the new “HV Infection Listing,” the SSA has clearly denonstrated
that changes in the CDC definition of AIDS will not necessarily be
incorporated into the disability process and that all persons who neet the
proposed CDC definition of AIDS will not automatically receive disability.
Nonet hel ess, people with the AIDS-defining conditions included in the 1987
case definition (except Kaposi’'s sarcona) will continue to be judged disabled
on the basis of their nedical condition alone, whereas H V-infected
individuals with other serious diseases, including conditions that may result
in hospitalization and death, will also need to prove that they have
functional limtations in two of the following areas: activities of daily
living, social functioning, difficulties in conpleting tasks, and repeated

epi sodes of deterioration or deconpensation in work or work-like settings.
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The new debate over SSA's disability determ nations now centers on
whet her the functional limtation test included in the new “H YV Infection
Listing” is reasonable. Critics contend that the SSA shoul d have devel oped
strictly nedical criteria for determning disability for persons with any one
of the HV-associated conditions included in the Listing. A number of medica
experts and persons who are know edgeabl e about H'V infection insist that the
functional limtation test is too stringent, especially the requirenent that
an HV-infected claimnt nmust document two out of four possible functiona
limtations. HV-infected persons may be unfairly barred from obtaining
disability because they are unable to docunent functional limtations to this
degree. It may be especially difficult for poor and uninsured H V-infected
claimants to document marked functional limtations in two separate areas
because they do not have a continuing relationship with a single physician
The functional limtation tests appear to demand detailed documentation
i nvol ving physician input.

The debate over the SSA's disability determnations for people with HV
infection is probably not over, as the overwhel mng nunber of public comments
on the SSA's new “HV Infection Listing” denonstrate. The inpact that the new
“HYV Infection Listing” will have on H V-infected women and injection drug
users is not yet known. The SSA claims, however, that the new "HV Infection
Listing” will not increase the overall nunber of HI V-infected individuals who
obtain disability.

The new “HV Infection Listing” does separate the debate on the SSA's
disability determ nations for persons with HV fromthe debate about the
appropriate surveillance case definition of AIDS. The CDC's definition of
Al DS cannot be expected to adequately serve both the purposes of surveillance

and disability.
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