CHAPTER 1V
DI SABI LI TY & WORK | NCENTI VES

A, PREAMBLE TO CHAPTER

The historical perspective. National policy has noved
slowy but steadily in the direction of providing broad-based
help in solvin the problems of people with

disabilities-- including problens related to enploynment. This
chapter is devoted to changes in practice and |aw which the
experts believe will contribute to the solution of vital

probl ens.

The first Federal step toward assisting those wth
disabilities canme with the 1950 enactnment of a Federal/State
grant program called Ald to the Permanently and Total
Di sabl ed. This program under title XIV of the Socia
Security Act, had a mininumage linit of 18. Title XIV was
followed in 1956 by enactnent of the original title II
disability social insurance provisions; those provisions
covered only disabled workers who were age 50-64 and had
substantial recent work histories, plus coverage for certain
di sabl ed adult children.

The follow ng years saw legislation to elimnate the age
requirenent in the insurance ﬁrogram and eyentual&g to
establish SSI. The latter had the effect of joining SSI to
the social insurance prograns to form a national incone
mai nt enance safety net for the aged and blind as well as for
those with disabilities. As recently as 1990, the U.S
Suprenme Court, by its decision in Zebley v. Sul i van,
ensured inclusion in the SSI programof all needy children
wth disabilities while Congress's passage of the Anericans
with Disabilities Act, which prohibits discrimnation against

persons with disabilities, closed many of the remaining gaps.

The experts have endeavored to express their views in a
manner that is consistent with the ever-broadeni ng approach
taken in congressional and judicial actions over the years
and especially wthin the past decade.

More recent legislative/judicial actions_and_their

effects. By law, State agéencies (caffed disabiiity

determ nation services), under contract to SSA nake medical

determ nations of dlsablllt%._ During the chairman's visit to
eir

sone of these agencies, t staffs reported significant
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changes in the adjudication of disability cases. They said
that, when the SS| pro%ram began in 1974, they were taught to
adjudicate clains with the presunption that a clai mant was
el1gible when the preponderance of evidence so indicated.
They also reported that subsequently it had becone the
responsibility of the claimant to establish eligibility
beyond any doubt.

It is true that data reflect a decrease in SSI program
disability allowance rates between 1977 and 1982. However,
in 1982, the allowance rates began to rise and by 1991 were
nearly back to their 1977 |evels. (See Appendix i to this
chapter for actual figures.) Al though specific causes of
these variations have not been identified with certainty, the
continuing upward trend of the period 1982-1991 is consistent
wth a series of Federal court decisions and congressional
actions which took an increasingly conprehensive view of the
meaning of disability and of how to arrive at decisions
concerning its existence. It is a trend endorsed by a
majority of the experts.

The Federal courts. The period from 1982-1991 saw a number
of US district and circuit (apPeaIs) court decisions
whi ch had such significant results as legislation on
medi cal inprovement; a ruling clarifying agencycFoIicy on
evidence of pain: new regulations on evaluating disability
in children and in w dows/w dowers; expedited processing
of clainms based on AIDS/H V infection; and changes in the
way SSA eval uates nental inpairnents.

Court decisions, conbined with |egislative history, also
resulted in ssa's becomng the first Federal agenc¥ ever
to publish regulations governing its policies on fornal
acqui escence with U S circuit court decisions which are
not consistent with existing national policy. Under
regul ati ons signed by Secretary Sullivan, "acquiescence
rulings" apply wthin the circuit(s) involved in the
[itigation. This can result in different policies in
different parts of the country, a situation which can be
resolved judicially only if the Suprenme Court takes
jurisdiction. The situation can also be resolved by the
Secretary's declaring that one of the circuit court
decisions will becone national policy. The experts heard
sone Fublic testinmony on acqui escence and, as a result, it
Is believed to be inportant that all concerned understand
that a new policy is nowin effect. The experts are
supportive of all efforts to clarify and formalize ssa's
acqui escence policy.
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The Congress. Some of the litigation described above was
relevant to significant congressional actions over this
sane decade:

The Social sSecurity Disability Amendnents_of _1980.
Tmportant provisions included work—imcentives, sone of
which applied to initial clains (and so nmay have
affected all owance rates) while others were restricted
to SSI posteligibility situations. One provision
established a new section 1619 of the Social Security
Act which allows working SSI recipients to nmaintain
eligibility for SSI and/or Medicaid despite performance
of substantial gainful activity. (For nore
information, see Part C below.) The 1980 anendnents
also nodified the requirenents for "deeming" parenta
I ncone and resources to be available to a blind or
di sabled child and authorized the government to pay for
nmedi cal evidence and certain travel expenses incidental
to required nmedi cal exam nations.

The Social Security Disability Benefits Reform Act of
1984. These anendnents established new requirenments
relating to cases involving nental | npalrnments,

consul tative exam nations, and nedi cal records. They
al so established a new nedical inprovement standard for
determ ning continued disability. I n addition, the
conference report on these anmendnents was instrunental
in the formalization of SSA's policy on acqui escence,

descri bed above under "The Federal courts".

B. DISABILITY
Background | nformati on:

Disability caseloads in SSI. The category of "disability"
Is the largest and fastest growng of the three SSI
eligibility- categories (the other two being "age®" and
"blindness"). Since the program began in 1974, there has
been an overall growth of afgroxinately 169 percent in its
disability caseload. For 1993, the "President's budget
projects an increase in SSI disability clains of nearly 59
percent just since 1989. It also projects a backlog of 1.4
mllion SSI and social insurance disability cases by the end
of 1993. Wile the growmh began early in the program there
has been a recent surge. One result of that surge is a
substantial backlog, due in large part to |ack of adequate
staff, in many of the State disability determnation services
which, by law, make nedical determnations for SSA for which
they are reinmbursed solely with Federal funds.
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Rel ati onship_of SSI disability to disability social
insurance. AsS enacted i'n 1972, the SSI disability program
rested on the sane basic concepts which underlay the
disability social insurance program enacted nearly two
decades earlier. Specifically, it was intended that the
"disability test" for SSI and for the disability insurance
program be essentially the sane so that SSI paynents coul d
nore easily serve to supplenent incone for those persons
whose disability insurance benefits, in the absence of

significant other income, were |ow or nonexistent.

Despite the intended overlap, the two disability prograns
serve what are often significantly different segnents of the
popul ation wth disabilities. The social insurance
disability provisions relate to people who have significant
work histories. The SSI disability Progran1 on the other
hand, assists persons who are disabled and are in need,
regardl ess of their work histories. Therefore, while
conformty between the two prograns is desirable in nmany
respects, total parallelism nay not be appropriate.
Neverthel ess, as testinony pointed out, differing rules can
be confusing, particularly for those who may be eligible
under both programs. For exanple, SSI offers special
assi stance and Incentives to people who work despite being
blind or disabled, while work at a substantial |evel can
result in conplete |oss of benefits under the disability
i nsurance program

- Sone  characteristics of the SSI population Wth
di sabrfiti'es. The naturé of the SSI~ population whose
effgibiiity T7s based on disability (but not blindness) has
changed significantly over the programts eighteen years of
operation.  For example, children under age 18, none of whom
woul d have been eligible under the pre-1974 Federal/State

programs unless they were blind, now constitute 13 percent of

SSI recipients with disabilities. In addition, nore than 2
in 3 of all adult recipients are under age 50 (conpared with
1in5in 1976). This neans that, on the average, adult

reci pients under 65 have become younger.
Areas Were |ssues Arise:

- Definitions. The statute defines "disability" as the
inabrfrty to engage in any "substantial gainful activity" b
reason of any nedically determ nable physical or nenta
inpairnentﬁs) whi ch can be expected to result in death or
which has lasted or is expected to |ast for a continuous

period of not |ess than 12 nonths.
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NOTE: The SSI statute categorizes the blind separately
fromthose wth other disabilities: therefore, discussions
of "disability" in the SSI programdo not apply to the
blind unless specifically stated otherw se.

The Secretary defines substantial gainful activity as any
significant physical or nental activity in enploynent or
sel f-enployment.  Generally, earnings above a specific amunt
function to delineate whether a person is able to work and,
therefore, whether s/he is disabled. Oiginally a flat $50
per nonth, the substantial earnings figure is now $500 after
deducting the cost of inpairnment-related work expenses and
di sregarding the val ue of earnings subsidies. For purposes
both of disability social insurance and of SSI disability
initial claims, work at or above the specified |evel neans
that the worker is not disabled. Thus, a person who is
wor ki ng and earni ng above $500 cannot becone eligible in the
first place under eilther program

Unli ke the disability social insurance program once SS|
eligibility has been established on the basis of disability
(and assum ng nedical inprovenent has not occurred), work has
a direct effect on SSI posteligibility situations only from
t he standpoint of benefit offset due to countable incone.
That is, SSI paynents are offset $1 for every $2 of earned
i ncome after applying appropriate incone exclusions.
However, work can be a sign of nedical inprovenent and may
trigger a review of continuing disability.

Disability clains_ process. Cainms for SSI disabil{t%
benefits are usually initiated through applicant contact wit
a teleservice center. The teleservice center, 1n nost
instances, nails a Disability Report formto the clainmant for
conpl etion and schedules an interview at the local field
office. A field office clains representative conducts the
interview in person or by telephone. The interview consists
of conpleting the basic application fornms, review ng them
with the clainmant, and obtai ning perm ssion to contact any
treating sources. The clains file then goes to the State
disability determnation services for review and a
determ nation concerning disability. Athough they are State
organi zations, the disability determ nation services are
funded by SSA and use SSA rules on disability.

Presunptive .di sability. It is possible to nake SSI
paynments based on a presunption of disability or blindness,
even though a formal nedical determnation has not yet been
made, provided the claimant neets all other eligibility
requirenments. This cannot be done under the social
Insurance, or title Il, provisions of the Act. These
payments can be made for no nmore than 6 nmonths. They do not
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have to be repaid even if the later formal determ nation is
that the presunption was erroneous and the claimnt is not
di sabl ed or blind.

A presunption of disability may be nmade by a field office
clains representative when there are readily observable
severe inpairments such as amputation of extrenmities. The
field offices al so have the authority to nake a finding of
presunptive disability for claimants wth HV infection whose
di sease nmanifestations are of a severity listed in the
regul ations. In addition, presunptive disability findings
may be made for any claimants by the examners in the State
agenci es when avail abl e nmedi cal and ot her evidence indicates
a high probability of disability.

Very-young children. In establishing nmedically
determ nabl e 1napairments in very young children, SSA gives
greater weight to the functional inpact of inpairnents than
to a precise definition or namng of their causes. Sone
children are too young to be tested fornmally to establish
| aboratory findings (e.g., to establish a precise reading of
visual acuity), and it nmay not even be possible to attach a

specific diagnosis to a recogni zed nedically determ nable

impai rment.  For these children, nedical findings are often
presented in terns of the child' s functioning in relation to
age. In these cases, once it is established that there is a

medi cal |y determ nable inpairment, SSA nakes a disability
determ nati on based on all avail able evidence about the
chil d's devel opnent and functioni ng, on know edge of the
course of the disease or disorder (if a diagnosis has been
established), and on inforned clinical observation and
j udgnent .

As of May 1992, wunder new chil dhood disability regul ations
(to inplenent the Suprene Court's decision in Zebley), the
“initial allowance rate for children age 5 and under was 65.1
percent of the applications filed tor those in this age
group. Children under age 1 (the hardest to test) were being

paid at the initial decision level at a rate of 75.6 percent.

Appeal of disability decisions. Each tine a decision is
made on an initral claimfor benefits, or on continued
eligibility, a witten notice is sent to the individual. An
i ndividual who does not agree with the decision has the right
to appeal. There are three appeals steps in the
adm ni strative review process and an 1ndividual usually has
60 days fromreceipt of a notice to appeal the decision.

1. If dissatisfied with the nedical decision nade by a
State agency, an individual <can request
reconsi derati on. This is a review of all available
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evi dence by State enpl oyees other than the team who
made the initial decision. Reconsideration usually
does not involve a personal interview with the
i ndi vi dual .

2. An individual who is not satisfied with reconsideration
results may request a hearing before an adm nistrative
| aw judge. Such a hearing does involve a face-to-face
i nterview and nay also involve a representative for the
i ndi vidual as well as w tnesses and new evi dence.

3. The third step for a dissatisfied individual is to
request a review of the admnistrative |aw judge's
deci sion by the Appeals Council. I f the request is

granted, the Appeals Council wll issue a decision or
will remand the case to the adm nistrative |aw judge.
Also, the Appeals Council, on its own notion, nmay

decide to review a hearing decision which is not
a%pea}ed: “VWhatever it does, the Appeals Council sends
the individual a notice explaining the action. If
still dissatisfied, the individual may bring action in
Federal district court.

Time limts on disability clains and. appeals. There are
no statutory tinme Timts applicable to A actions with
respect to initial disability decisions or to nost decisions
on clainms under appeal. Cainmants, who have 60 days to file
apFeaIs at each of the three levels described above, may have
a long wait for a final decision.

Experts' Discussion of Disability Issues:

Definitions. Al of the experts who took a position in
this area agreed with public comenters that, for SSI
purposes, the definition of "substantial gainful activity"
shoul d be changed to recognize that persons with disabilities
may work and al so become eligible for SSI. The experts said
that an SSI individual who works by virtue of receiving
signi ficant squort servi ces should not be viewed as engagi ng
in substantial gainful activity. However, the SSI neans
tests (limts on income and resources) would renmain in place
and earnings could result in ineligibility if countable
income (or resources) exceeded the limt. Wile the experts
cited on-the-job attendant care and job-related support
services as exanples of "significant support services", they
did not wish to limt the scope of the term by suggesting a
specific definition.

One of the experts submitted for consideration an option
addressing the definition of "disability” itself.  (For nore
information, see Appendix ii at the end of this chapter.)
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This option wurged wuse of functional measures of
ment al / physi cal | mpai rments-- not substantial gainfu
activity--to define disability in both the SSI and the socia
i nsurance prograns.

The expert offering the option pointed out that this is
essentially what SSI already does in determ ning chil dhood
disability as well as blindness and said it should be viewed
as inportant to have a better parallel between the SSI and
soci al insurance prograns in order to deal equitably with the
"notch" effect. This effect, which occurs under current
rul es when a social insurance program beneficiary (under
title I'l) works, is as follows. So long as the beneficiary's
earnings are bel ow the substantial gainful activity |evel,
there is no reduction in insurance benefits. However, if the
beneficiary conpletes a trial work period and begins to work
at a level that constitutes substantial gainful activity,
s/ he loses all social insurance cash benefits rather than
encountering a gradual reduction as wuld be the case under
SSI.

A nunber of the experts agreed with the phil' osophy
outlined above but were concerned about the possible inpact
on the admnistration of the disability social insurance
program  They pointed out that, unlike SSI, the socia
I nsurance disability program does not apply any neans
limtation in the form of an "income" test or other
mechani sm Most of them agreed that a feasibility study
woul d be a better course. By way of clarification, one of
them noted that it should be nmade clear that this option does
not contenplate relying solely on nedical listings to
establish disability since that could be a nore rigorous test
than applies under current policy.

In their discussion, the experts took particular note of
repeated testinony concerning the need to update nedical
criteria used to determne disability of persons wth
Parki nson's disease. The experts |earned that SSA was
reviewing its neurological Listing of Inpairnments and that
t he exPert group established for that purpose included a
specialist in Parkinsonian syndrone. Therefore, the
noder ni zation experts concluded that further consideration on
their part was not necessary.

In response to sone public comments on the July 31, 1991
FEDERAL REGQ STER issue paper publication, the experts
considered a change in the definition of disability to
enconpass those not fully functional but not fully disabled.
Most of the experts said they were not prepared to endorse
such a program A nunber of the experts, however, indicated
their strong support for a "functional" test of whether or
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not a person is disabled as contrasted with the continuation
of a "work" test.

Disability clains process. The experts acknow edged the
many public conmments concerning need for specially-trained
staff to conduct inforned, sensitive initial disability
claims interviews in order to provide the State agencies wth
clains information that is both conplete and accurate. The
experts said that this kind of specialized staff would
contribute significantly to faster, nore accurate disability
det erm nati ons. In this context, the experts considered
whether it would be better for such staff to be attached to
the SSA field offices or to the State disability
determ nation services and whether the actual interviews
shoul d be noved fromfield offices to State agencies.

A nunber of the experts expressed the view that the real
problem was the budget-driven wunderfunding of agenc
operations. This, they concluded, results in a chronic |lac
of resources necessary to do a quality job. These experts
said that, w thout added resources, lasting inprovenents are
not possible no matter how nuch effort is directed toward
altering admnistrative processes or reassigning priorities
which, 1n turn, can only reduce backlogs at the expense of
ot her program necessities. (For nore information, see
Chapter VI.)

A majority of the experts favored keeping resFonsibiIity
for initial disability interviews in the field offices
provi ded funding were made available for intensive training
of their staffs in disability clains-taking. The experts
preferred use of field offices because this would keep intact
their traditional responsibility for maintaining a full and
continuing relationship with each claimnt whereas the State
agency responsibility is that of mking nmedical
determ nat i ons. They pointed out, too, that the greater
nunber of field offices nakes themnore easily accessible to
the public. The experts also noted that, prior to ssa's
staff downsizing, field offices had had disability
specialists, simlar to the kind of staff under discussion

and concluded that a return to such staffing would be the
most appropriate route to faster, nore accurate disability
det erm nati ons.

A majority of the experts also said that using State
agency staff to performthe interview function, even if those
staff were outstationed in SSA field offices, could further
overextend State staffs and change their |ong-standing basic
rol e of making nedi cal determ nations. One expert, who
preferred the majority view but found use of State agency
personnel acceptable, said that the nost inportant thing was
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having sufficient personnel wth adequate specialized
expertise, and not whether these staff are assigned to field
offices or State units. One expert who disagreed with the
majority was concerned that the workload woul d be too nuch
for field offices to absorb without funding for a new,
speci alized staff and questioned the need to build the
disability determnation services' kind of expertise at some
ot her level of the organization.

Very young children. The experts considered a nunber of
public conmments concerning the need for disability criteria
that would nore easily permt an assunption of disability in
very young children, thus providing early access to Medicaid
in nost States. They recognized that SSA does not
necessarily follow the sane process used to determ ne
disabilitz in adults because the enphasis for children is on
whether their functioning is age-appropriate. A majority of
the experts concluded that SSA should devel op appropriate
criteria for making an assunption concerning the existence of
disabilitg in children under the age of 4. They said that
payments based on such an assunption should not be limted to
the 6-nonth period all owed under the existing "presunptive

di sability" provision but, Iike the existing presunptive
paynments, they would not be QverPaynents when and it the
children were found not to be disabled based on later testing

and di agnosi s.

eaI_Qf_djsaMJiiﬁ claims. A nunber of the experts
expressed support for the principle of offering a clainmant a
face-to-face interview prior to denying a claimbased on
disability; they also supported the conconitant elimnation
of the reconsideration |evel of appeal. These experts were
strongly opposed to the current procedures which do not
provide claimants with the opportunity to be seen. One
expert stated that it was "norally unacceptable... that there
are people who are eligible for this program who are not
getting it sinply because the procedures basically freeze
themout.n"

Time imts on disability clains and appeals. A nmpjority
of the experts favored establishment of 9o-day time limts,
not only for conpleting SSI cases under appeal, but also for
nakin%_initial determ nations on new SSI clains based on
di sabi |tK. They agreed that failure to reach a deci sion
within the prescribed tinme should nean that SSI paynents
woul d begin without a final determnation and that any
benefits paid on this basis would not |ater becone
overpaynents even if an individual were |ater determ ned not
to be disabled.
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any tine

One exFert proposed, and nost of the others agreed,
imts enacted should be studied after four years of

experience with them

Recapitul ation of Experts' Opinions on D sability:

_ Experts
Option Supporting
Definitions.
1. Change the definition of "substanti al

gainful activity" in the SSI programto
recogni ze that persons who work by virtue

of substantial support services #such as
on-the-job attendant care, use of a job coach
in a sheltered enploynent situation, or

enpl oyer accommodations which create a highly
speci al i zed environnment) are not performng
substantial gainful activity and so are

still disabled.

Study the feasibility of: (a) elimnating
use of substantial gainful activity for
deterninin? disability in both the SSI and
the disability insurance prograns: and

(b) formulating disability criteria in terns
of being disadvantaged in participating in
major life activities, of which work may

be one. This study woul d be undertaken

I nmedi ately and conpl eted as soon as possi bl e.

Change the definition of "disability" to cover
those neither fully functional nor fully
di sabl ed under existing rules.

Disability clains process.

1.

Use specially trained disability experts
assigned to field office staffs to conduct
initiral disability clainms interviews.

Use State disability determ nation services
staff, outstationed in SSA field offices, to
conduct initial disability clains interviews.
(This would provide claimants with a face-to-
face interview as described below in connection
w th appeals.)
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Very young chil dren.

1.

Devel op appropriate criteria for making an
assunption concerning the existence of
disability in very young children. Permt
continued paynent, based on such an assunpti on,
up to the age of 4 without creating an over-
paynent even if |ater testing and diagnosis
result in a finding that the children are

not di sabl ed.

Appeal of disability decisions.

1.

In both the SSI and the insurance prograns:
(a) elimnate the reconsideration |evel of
appeal; and (b) provide claimnts the
ogportunity for a face-to-face interview with
t he decisionnmaker prior to issuing a denial
based on a disability issue.

In both the SSI and the insurance Pro rans,
elimnate the reconsideration |evel of appeal
in disability issues but wthout adding a
face-to-face predenial interview.

Comment: One expert, who did not take a
position on this issue, suggested, as a
means of controlling backlogs and costs,
giving applicants witten notice of pending
denials and offering the opportunity to
present additional nedical evidence within
a specified tinefrane.

Time limts on disability clains and appeal s.

1. Establish 9o-day time [imts which, if

exceeded, would result in benefit paynments
whi ch woul d not be considered overpaynents
even if the recipient were later found
ineligible. Study the effects after four
years of experience. Apply such limts to:

a. making initial determnations on new SS
clains on the basis of disability.

b. conpleting cases at the adm nistrative
| aw judge | evel of appeal.

Comment:  One expert, who supports a time
[Tmt but does not support this option,
says that considered action at this |evel
of appeal requires 120 days.
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c. conpleting cases at the Appeals Counci
| evel of appeal 15

c.  WORK | NCENTI VES
Background | nformati on:

- Role of work incentives. Wrk incentives play a dual role
In the S5 program  FHrst, they offer the working individua

enoti onal and psychol ogical reward in the formof a sense of
i ndependence and self-worth. In addition, they seek to
provide a neaningful net increase in the worker™s incone

thereby reducing or elimnating reliance on public and
private assistance. In order to be successful , work
I ncentives nust overcone work disincentives in the form of
fear of |osing needed assistance before soneone is secure in
believing that s/he has the capacity for self-support. The
beneficiary nust also be assured that, if his/her job
termnates, s/he wll not, in many instances, go through the
| ong process of reestablishing eligibility for disability
payment s.

Wiile less than 3 percent of SSI recipients (al nost none
of them di sabl ed) received income fromworking in 1974, by
Septenber of 1991 the figure had risen to nore than a quarter
of a mllion representing 6.3 percent of all recipients with
disabilities. O the disabled who were working in 1991, sone
50,000 were benefiting from special work incentive provisions
passed by the Congress and avail able figures show a strong
upward trend in this area.

. Section 1619 provisions. The SS| statute has certain work
i ncentrves which do not affect the benefit anount. The nost
significant of these provisions appear in section 1619 of the
Social Security Act and allow working SSI recipients to
maintain eligibility for SSI and/or Mdi cai d. In 1982, the
first year in ich the rovisions were effective,
approxi mately 5,800 people benetited fom them | n_ Sept enber
1991, the nunber had risen to 40,443--an eightfold increase.

To establish SSI eligibility on the basis of disability, a
person cannot be performng substantial gainful activity (see
Part B above). However, a person who has received at |east
one month of "regular" SSI benefits can qualify to receive
"special" benefits under section 1619(a) when earnings
i ndi cate substantial gainful activity--provided s/he has not
recovered nedically and still meets all other SS|
requi rements.
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If a working SSI recipient's total income becones too high
to allow a paynent, the recipient may continue to qualify for
Medi cai d under section 1619(b). To qualify for Medicaid, the
person's unearned incone nust be |ow enough that the person
woul d receive an SSI paynent if s/he were not working. e
person nmust also need Medicaid in order to work and not have
enough earnings to replace certain benefits s/he would
receive absent the earnings (i.e., SSI, Mdicaid, and
publicly-funded attendant care).

Speci al incone and resources provisians. In addition to
the SSI work i1 ncentives described above, there are many
others which take the form of exceptions to the regqgular
I ncone and resource counting rules. Under the work incentive
rules, portions of a working recipient's income and resources
are excluded. Specifically, the Act allows for exclusion of:

The earned incone of a child who is a student, subject
to limts set by the Secretary (currently $400 per
month and $1, 620 per year).

The first $65 of a person's earned incone, plus any
portion of the $20 general income exclusion not applied
to the person's unearned incone.

Amounts of the earned incone, of a person who is
di sabl ed, used to pay for certain work expenses the
person has because of the disability. These expenses
are known as inpairnent-related work expenses and may
include things |ike special equipnent or certain
transportation costs.

Hal f of a person's remaining earned incone after the
above excl usions are appli ed.

Any portion of the earned incone, of a person who is
blind, which is used to pay expenses related to earning
the income. These are called blind work expenses. The
expenses do not have to be related to the person's
blindness; they only have to be work-related. Exanples
of these expenses 1nclude taxes, dog gui de expenses,
meal s bought during work hours, etc.

| ncone (earned or unearned) and/or resources, which a

person who is blind or disabled, uses to fulfill an
approved plan for achieving self-support. This is a
plan witten specifically for the individual. The plan

allows the person to set aside incone or resources for
a period of tinme to pay for things needed to reach a
job goal. A plan may be used to pay for things |ike
training, education, job coaching, equipnment, etc.
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Areas Where | ssues Arise:

State Medicaid rules and 1619. In nost states, SSI
el irgirbiTity, Tncfuding eligibrfity under section 1619,
automatically makes a Eerson eligible for Medicaid. However:
a few States nmake their own determ nations of Medicaid
eligibility using criteria that are nore restrictive than
t hose used under SSI. In such States, a working recipient
could lose Medicaid eligibility because of earnings before
t hose earnings reach the substantial gainful activity |evel.
Such States are only required to continue Medicaid under
section 1619 if the person was eligible for Medicaid under
State rules in the nmonth prior to attaining 1619 eligibility.
Therefore, the 1619 provisions offer only linmted protection
to residents of these States.

Deeming rules and Medicaid eligibility under _1619(b). n
determning continued Medicard elrTgibiTrty under Section
1619“», SSA uses the sane nethodol ogies-that apply to
regular SSI and Medicaid eligibility determnations.
Therefore, a working person's unearned incone is considered
to include any incone deened available from an ineligible
quus& In sone cases, this neans that the worker who is
blind or disabled does not qualify for continuation of
Medi cai d even though his/her own incone alone is |ow enough
to neet the requirenents.

State supplementation and 1619. States are not required to
nmake supplenmentary paynents to soneone who receives benefits
under section 1619(a). Currently, nost States which
suppl ement regular SSI paynents al so suppl enment section
1619 (a) paynents. Eight do not.

Disability definition and 1619. The discussion of
deffnitions under Part B above é€xplains the "notch" effect
whi ch occurs when a person's social insurance disability
benefits result in too much income for himher to receive SS|
payments. If this person should begin to work at a | evel
consi dered indicative of substantial gainful activity, s/he
woul d no |onger be disabled and would |lose all disability
i nsurance benefits. At the same tine, s/he could not becone
SSI eligible because the SSI statute does not permit use of
section 1619 provisions in adjudication of initial clainms;
the provisions apply only in posteligibility situations.

Experts ' Discussion of Wrk Incentives |ssues:

Need for expanded work incentives: A ngjority of the
experts sard that SSA should begin at once to seek
| egi sl ation authorizing use of expanded work incentives
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(detail ed bel ow under option 1). An even |larger majority
favored ssA's conducting a national denonstration in order to
make the expanded incentives available as quickly as
ossi bl e. Most of these experts also supported seeking
egislation to make the incentives permanent--ideally w thout
any "moratorium" on the incentives between conpletion of the
denonstration and inplenentation of permanent provisions.
They said that denonstration results should be helpful in
establishing the value of such |egislation.

Recognizing that it may take nore tine to obtain
| egislation than would be possible to devote to a
denonstration, nost of these sane experts also favored sone
Ki nd of "grandfathering" arrangenent so that earnings would
not cause denonstration participants to |ose benefits when
t he project ended. One expert commented that, w thout
grandfathering, the denonstration cannot truly test the
Incentive value of the prospect of retaining the incentives.

Time limts for approval of self-support plans. One of
the experts said that, all too often, SSA field offices do
not make tinmely decisions on plans for achieving self-support
which are submtted for approval. The result can be
inordinate delays in eligibility. Al of the experts taking
a position on work incentives agreed that there should be a
30-day time limt for such decisions and that, lacking a
decision, the proposed plan shoul d be deemed approved; i.e.
resul tant paynents, which should begin at once based on
application of the plan exclusions, would not becone
overpaynents if the plan were subsequently disapproved.

State rules and Federal "disability" definitions. A
majority of the experts expressed CONCErn over, and supported
correction of, two technical problem areas involving other
prograns. One of these problem areas was national while the
other was limted to certain States. The areas were:
(a) loss of social insurance disability benefits due to work
which also prevents initial SSI eligibility, despite having
little or no incone; and (b) lack of State supplementation or
Medicaid eligibility for persons who are, or are considered
to be, SSI-eligible under section 1619(a) or (b). Al of the
experts who expressed a view on work incentives said that
efrorts to work shoul d be encouraged as much as possible. A
majority of them concluded that there was a need for changes
in the rules governing interprogram relationships to permt
initial SSI eligibility despite performance of substanti al
gainful activity and to provide Mdicaid and State
suppl enentation to eligibles under section 1619.
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Nonsel ected options. The experts considered, but did not
support, the idea of establishing a work attenpt period
during which all of an individual's earnings would be
excluded. It was their view that recipients who work shoul d
gec?gnize the effect of that work and earnings on their

enefits.

There was al so discussion of allow ng a working recipient
to put sonme earnings in an excluded "independence account"
whi ch could be used only for specified purchases, such as a
hone or a vehicle. Two experts supported this idea but the
others who took a position said that it was not necessary in
[ight of the options for increasing the resource limts (see
Chapter 111).

Recapi tul ati on of Experts!' Qpinions on Wrk |ncentives:

_ Experts
Option Supporting
1. Begin at once to seek legislation, where
needed, to authorize permanently all of
the follow ng work incentives: 12

a. Raise the earned incone exclusion from
$65 to $200 and reduce the SSI benefit
by $1 for every $3 (instead of the
current $1 for every $2) of earned
i ncome over $200.

The increased exclusion anount woul d be
I ntended to conpensate the recipient for
hi s/ her work expenses. Therefore, this
exclusion would replace all of the
exi sting earned income exclusions except
for the student earned incone exclusion
and plans for achieving self-support.

| ndi vi dual s whose actual work expenses
are nore than the anount of earnings
excluded (i.e., nore than $200 pl us two-
thirds of the remaining incone) could
have an i ndi vi dual excl usion conputed
whi ch woul d consider the person's actual
wor k  expenses. Al work-rel at ed
expenses woul d be excl uded, regardl ess
of whether they are disability rel ated,
simlar to the current blind work
expense exclusion, and this exclusion
woul d be available to all working SSI
reci pi ents.
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b. Elimnate continuing disability reviews
triggered by work activity and defer
schedul ed nedi cal reviews for working
reﬁgpients for 3 years after beginning
wor K.

c. Treat unenployment conpensation,
workers' conpensation, sick pay, and
other simlar benefits received gecause
of recent work activity as earned incone
rather than as unear ned.

Conment : Sone experts question
whet her— treating these kinds of
benefits as earned income would be an
i ncentive to work.

d. Elimnate the regulatory time limt for
conpleting a plan for achieving self-
support.

e. Make individuals who receive benefits
based on age eligible for all work
i ncentives.

Comment:  The experts recognize that,
even under present conditions, the
nation is confronted wth worker
shortages in certain occupations
which could be filled by older
persons. These shortages are likely
to increase in the future.

Simul taneous with the legislative effort in
option 1, conduct a national denonstration

of the work incentives listed in that option.

Use the denonstration results to reinforce
| egislative efforts.

Comment:  Six of those who support a

work incentives denmonstration are wth-
hol di ng judgnment on specific legislative
proposals until denonstration results are
aval | able.  Anot her expert favors seeking
| egislation without a denonstrati on.

Provide a "grandfathering" arrangenent for
denmonstration participants so they can
continue to receive benefits UFOH expiration
of the project (assumng that |egislation

I's not yet in place).
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Comment:  Five of the experts who support a
denonstration do not support a grandfather
provi sion while another expert, who does not
favor a demonstration, views a grandfather
provision as essential if a denonstration
were to be conduct ed.

Di sregard deemed inconme of an ineligible
spouse when determning continued Medicaid
eligibility under section 1619(b).

Require SSA to nake a decision on a plan for
achieving sel f-support wthin 30 days. Lacking
a decision wthin that tine, assune the plan

to be acceptable.

Require States which supplenent regular SS|
paynents to suppl enent paynments under section
1619( a).

Provi de Medicaid under section 1619 to all
wor ki ng persons who are blind or disabled in
States not using SSI criteria for Medicaid
eligibility purposes.

Provide SSI benefits for individuals who |ose
their social security benefits due to
substantial gainful activity.

Do not permt States to count resources set
asi de under a plan for achieving self-support
when determning Medicaid eligibility using
their own rules.
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D.  SUMMARY OF OPTI ONS PREFERRED
BY A MMACORITY OF EXPERTS

~ Many persons who are truly disabled fail to qualify for

disabil'ity benefits. Many who are on the disabi _IitK_roIIs
fail to have the opportunity of realizing their highest
possibilities in the work force.

~The changes in this chapter which are supported by a
majority of the experts deal with both problems. They are
designed both to add to, and to subtract from~ the
beneficiary rolls nunbers of persons with disabilities.

The options that the experts favor on the definition of
disability support both goals.

The experts favor a change in the definition of
"substantial gai nful activity" which the SSI |aw requires as
a test of disability. This change would recognize that
wor ki ng persons are disabled if they are unable to work
W t hout support services such as on-the-job attendant care or
job-rel ated support services such as those furnished through
t{ﬁnsitional enpl oynent prograns for persons with nenta
illness.

The experts want to encourage persons with disabilities to
work.  The present "substantial gai nful activity" definition
is seen as detrimental to that objective. These experts see
it as highly desirable to encourage work, particularly on the
part of persons with disabilities so severe that they are
able to work only by virtue of special supportive services.
The experts want to see these people qualify for, and
continue receiving, disability paynents until such tine as
their total inconme exceeds the SSI standard, assuming there
is no nedical recovery before that tine. Therefore, they
suppor t encouraging persons with disabilities to use their
abilities at work instead of encouraging them not to work.

In addition to the SSI change described above, a mgjority
of the experts would |like to see the Social _Securit¥
Adm nistration undertake a study of the feasibility o
elimnating "substantial gainful activity" as a test of
disability 1n both the SSI and disability insurance prograns.
In place of ability to work, they wish to see tested a
disability standard based on inability to perform certain
mental or physical processes in order to participate in major
life activities, of which work may be one. Such a change in
definition mght add sone persons to the disability rolls.
This study should begin imediately and be conpleted as soon
as possible.
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Next, the preferred options deal with a consideration of
the manner in which applications from di sabl ed persons are
handl ed. They are changes which, if adopted, would
undoubt edly add persons to the beneficiary rolls.

A mgjority of the experts supports the view that clains
interviews should be conducted initially by trained
disability experts who are SSA field office enpl oyees rather
than by State disability determ nation services interviewers
outstationed in field offices. These experts are convinced
that it is sound procedure to equip the 1,300 SSA field
offices with trained personnel who are able to deal with the
full range of the SSA-adm nistered incone naintenance
prograns.

Wil e conducting initial disability interviews in field
offices is the procedure currently in use, the experts are
concerned that the lack of adequate staff prevents SSA from
conducting in-depth, high quality interviews with individuals
who have disabilities.

A majority of the experts favors a requirenent for a face-
to-face interview before a claimat the initial |level can be
deni ed on the basis of disability. Such an interview can
prevent the rejection of a claimant who is clearly eligible
and woul d establish an essential step in providing due
process.

The sane najority of experts has paired the face-to-face
interview prior to a denial with the elimnation of the
reconsideration |evel of appeal which would no |onger serve a
significantly useful purpose. An appeal of a denial after a
face-to-face interview would go directly to an admnistrative
| aw | udge.

A majority of the experts concludes that SSA should
devel op appropriate criteria for assum ng the existence of
disability in a very young child. These experts favor
conti nui ng paynents based on such an assunption (until the
child reaches four or, if sooner, until a fornal disability
determnation is possible) without creating an overpaynent.
These experts believe that early access to cash benefits and
to medical care is essential in helping these children becone
adults who are, as nuch as possible, healthy and productive.

The experts are very nuch concerned with the current
backl og of 762,000 disability cases. This is estinmated b
the President in his budget nessage for the fiscal year 199
to be 1.4 mllion at the end of that year. The experts want
to comend Comm ssioner King for the increase in the

- 101 -



processing rate for these cases. However, if the estimate in
the 1993 budget proves valid, they see it as a reasonable
assunption that a doubling of the backlog would have a
material effect on processing tine.

The experts are aware that Conm ssioner King, in testinony
before the Congress, has stated that prevention of the
projected significant backlog increase would require the
processing of an additional 500,000 clains. That, in turn,
woul d take 5,000 workyears at a cost of $500 nillion. Thi s
supports the experts' view (see Part B of Chapter VI) that
the Social Security Admnistration staff should be increased,
as a first step, by 6,000 people.

A majority of the experts believes that, if a claimon the
basis of disability has not been decided within 90 days of
filing, paynents should begin. Such paynents woul d not be
regarded as overpayments should the applicant ultimtely be
found ineligible. The 90o-day rule would apply to cases at
the admnistrative | aw judge and Appeal s uncil levels of
appeal as well.

Those favoring this option believe that it would encourage
Congress and the Adm nistration to obtain adequate staff,
thereb% preventing situations such as currently exist with
| arge backlogs leading to significant delays in many clains
for disability benefits.

Long delays often occur in appeals that are nade to
admnistrative law judges and to the Aﬁpeals Counci | . These
del ays are freguently due to a lack of resources. The
Brocedures shoul d be exam ned very closely to see if they can

e shortened without affecting the high quality of decisions
made by adm ni strative | aw judges and the peal s Council .
ghe i?perts pointed out that justice delayed can be justice

eni ed.

The nunber of appeals and the time it takes to handl e them
shoul d be affected favorably by the Secretary's policy on
acqui escence. The Chairman has exam ned the agreenent in the
Stieburger case in New York dealing with the policy of
acqui escence. He believes the Departnent was wise in
entering into the court-approved agreenent wth the
plaintiffs. He believes further that the agreenent is
consistent with the Secretary% policy and could be applied
to the rest of the country.

In addition to the change in the definition of disability,
experts discussed how people could ultimately earn enough
income to leave the rolls by providing an increasing nunber
of the beneficiaries with the incentives they need to join
the workforce. Here are some of the options.
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A majority of the experts favors beginning at once to seek
| egislation to provide expanded work 1 ncentives in the form
of increasing the nonthly earned i nconme exclusion to $200
plus two-thirds of dollars earned over $200; elimnatin
continuing disability reviews triggered by a return to wor
even on a part-time basis, and deferring schedul ed nedi cal
reviews for workers for three years after work begins;
treating benefits received because of recent work activit
(e.g., unenploynent conpensation, worker's conpensation, sic
pay, etc.) as earned incone rather than unearned incone,;
elitmnating the tinme limt for conpletion of a plan for
achi eving self-support and requiring action on a plan within
30 days or else the plan would be assuned to have been

approved.

- A mjority of the experts also favors extending all work
i ncentives to older persons as well as to the blind and

di sabl ed.

A larger majority of the experts supports conducting a
national denonstration involving the work incentives
descri bed above while legislative efforts are under way.
Most of the experts also support permtting denonstration
participants to retain their denonstration iIncentives when
the project ends if new |legislative provisions are not yet in

pl ace.

Wth respect to Medicaid coverage in all States, a
majority of the experts supports mandating the disregard of
I ncome of an ineligible spouse when determ ni ng Medi caid
eligibility under section 1619(b). A majority also supports
requiring States usin? nore restrictive eligibility criteria
than those applicable to the SSI program to disregard
resources set aside under a plan for achieving self-support.
They al so support the provision of Medicaid to all working
i ndi viduals who are eligible under section 1619.

In addition, there is majority support for required
suppl enentation, by States which supplenent benefits to
reci pients of regular SSI benefits, of those who receive
**special ** SSI benefits under section 1619(a). Finally, a
maj ority of experts supports provision of SSI disabiY|ty
benefits to workers o lose their social insurance
disability benefits due to substantial gainful activity,
provi ded they have not recovered nmedically and that they neet
the SSI income and resources limts.

All of the preceding opinions further reinforce the
experts' support of the proposition that it is good public
policy to encourage persons with disabilities to work. The
disability program should have witten into it incentives,
not disincentives, for work.
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E COST ESTI MATES ON OPTI ONS PREFERRED
BY A MAORITY OF EXPERTS

Disability: definitions.

1. Change the SSI programis definition of "substantial
gainful activity" to recogni ze that persons who work by
virtue of substantial support services are not performng
substantial gainful activity and so are still disabled.

Esti mat ed Cost
(I'n mllions)

Fi scal SSI SsI _ Medi cai d
Year Program Admi nistrative Program
Al (a) (a) (a)

(a): Unable to estinate.

% % % *

2. Study the feasibility of: (a) elimnating use of
substantial gainful activity for determning disability in
both the SSI and the disability insurance prograns: and
éb) formulating disability criteria in terns of being

i sadvantaged in Bart|0|pat|ng in mayjor life activities,
of which work may be one. This study is to be conpleted
as soon as possi bl e.

Esti mat ed Cost
(I'n mllions)

Fi scal SsI SsI _ Medi cai d
Year Proogram Adm ni strative Program
All None (a) None

(a): Unable to estimte.

* % % % %
Disabi lity:___clains. process. Use specially trained

dirsabi'Tity experts assigned To field office staffs to conduct
initial disability clains interviews.
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Esti mat ed Cost
(I'n mllions)

Fi scal SSI SSI Medi cai d
Year Program Adm ni strative Program
1993 (a) (20) Negligi bl e
1994 (a) (20) Negl i gi bl e
1995 (a) (20) Negl i gi bl e
1996 (a) (30) Negl i gi bl e
1997 (a) (30) Negl i gi bl e

(a): Unable to estinate.

* % % % %

Di sability: very young.children. Devel op appropriate
criteria for making an assumption concerni ng t he exi stence of
disability in very young children. Pernit continued paynent,
based on-such an assunption, up to the age of 4 wthout
creating an overpaynent even if |ater testing -and diagnosis
result Tn a finding that the children are not disabl ed.

Esti mat ed Cost
(In mIllions)

Fi scal SSI SSI Medi cai d
Year Program Adm ni strative Pr ogr am
1993 $ 8 $ 0 $ 5
1994 31 10 20
1995 35 0 20
1996 38 0 25
1997 42 0 25

* % % % *

Disability: appeal of decisions, In both the SSI and the
insurance progranms. (a) eliminate the reconsideration |evel
of appeal: and (b) provide claimnts the opportunity for a
face-to-face interview with the decisionnmaker prior to
I ssuing a denial based on a disability issue.
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Esti mat ed Cost
(In mllions)

Fi scal SSI SSI Medi cai d
Year Program Adm ni strative Program
Al l (a) (a) (a)

(a): Unable to estimate.

x % * % %

Disability: time limts on clains and appeal s. Establish a
90-day tinme 'rmt which, 1T exceeded, would result in benefit
paynments which would not be considered overpaynments even if
the recipient were later found ineligible. A% ly this. time
limt to making initial determ nations on %I disability
clains as well as to conpleting cases at the admnistrative

| aw judge and Appeal s Council levels of appeal.
Esti mat ed Cost
(In mTlTTons)
Fi scal SSI SSI Medi cai d
Year Program Adm nistrative Program
All (a) (a) (a)

(a): Unable to estimte.

* % % % *

Wrk incentives: | egi sl-ati on. Seek legislation, where
needed, to authori'ze permanently: (1) increasing the earned
i ncone exclusion to $200 plus two-thirds; (2) elimnate
continuing disability reviews triggered by work and defer
schedul ed nedical reviews for 3 years after beginning work;
(3) treat as earned inconme unenploynment conpensation,
worker's conpensation, sick pay, and simlar benefits
recei ved because of recent work; $4) elimnate the regulatory
time limt for conpleting a plan for achieving sel f-support;
and (5) extend all work incentives to the aged.
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Esti mat ed Cost
(In mllions)

1. I ncrease earned i ncone excl usion:

Fi scal SSI ssI _ Medi cai d
Year Program Adm ni strative Program
1993 $ 149 $ 80 $ 140
1994 328 200 510
1995 351 20 605
1996 370 20 695
1997 388 20 805

2. Mdify requirenents for continuing disability reviews and
schedul ed nedi cal reviews.

Esti mat ed Cost
(I'n mlTions)

Fi scal SSI SSI _ Medi cai d
Year Program Adm ni strative Program
Al (a) Negli gi bl e (a)

(a): Unable to estimate.

3. Treat certain work-related benefits as earned incone.

Esti mat ed Cost
(In mllions)

Fi scal SSI SSI Medi cai d
Year Program Adm nistrative Proogram
1993 $ 10 Negligible Negl i gi bl e
1994 14 Negl i gi bl e Negl i gi bl e
1995 15 Negl i gi bl e Negl i gi bl e
1996 16 Negl i gi bl e Negl i gi bl e
1997 16 Negli gi bl e Negligi bl e

4. Elimnate time limt for conpleting a self-support plan
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Esti mat ed Cost
(Tn mTTions)

Fi scal SSI SSI
Year Program Adm ni strative
All (a) Negli gi bl e

(a): Unable to estimte.

5. Extend all work incentives to the aged.

Esti mat ed Cost
(In mllions)

Fi scal SSI SSI
Year Pr ogr am Adm ni strative
Al (a) (a)

(a): Unable to estinate.

* % % % %

Wrk incentives: denonstrati on.

1. Conduct a national denonstration project

Medi cai d
Program

(a)

Medi cai d
Program

(a)

involving all of

the incentives |isted above while seeking |egislation.

Esti mat ed Cost
(In mllions)

Fi scal SSI SSI
Year Program Adm ni strative
Al l None (a)

(a): Unable to estimte.

Medi cai d
Program

Negligi bl e

2. Permt denmonstration participants to retain incentives.
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Esti mat ed Cost
(Tn mTTions)

Fi scal SSI SSI Medi cai d
Year Program Adm ni strative Program
All (a) (a) (a)

(a): Unable to estinmate.

* % Kk % %

Work incentives: additional |egislation.

1. Disregard deened income of an ineligible spouse when
determning Medicaid eligibility under section 1619(b).

Esti mat ed Cost
(In mTTions)

Fi scal SSI SsI _ Medi cai d
Year Program Adm ni strative Program
Al None Negligi bl e Negl i gi bl e

2. Require SSA to nake a decision on a proposed self-support
lan within 30 days or else assume it is acceptable and
egin paynents accordingly.

Esti mat ed Cost
(I'n mlTions)

Fi scal SsI 8sI _ Medi cai d
Year Program Adm ni strative Program
All None Negl i gi bl e Negli gi bl e

3. Require States which supplenent regular SSI paynments to
suppl ement section 1619(a) payments.
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Esti mat ed Cost
(Tn mlTions)

Fi scal SSI 8s1 _ Medi cai d
Year Progr am Adm ni strative Progr am
All (a) Negl i gi bl e Negl i gi bl e

(a): No Federal program cost and negligible
State cost.

4. Provide Medicaid under section 1619 to all working
persons in States not using SSI eligibility criteria.

Esti mat ed Cost
(Tn mTTions)

Fi scal SSI SSI Medi cai d
Year Program Adm ni strative Pr ogr am
1993 None Negl i gi bl e $ 10
1994 None Negl i gi bl e 15
1995 None Negl i gi bl e 15
1996 None Negl i gi bl e 15
1997 None Negl i gi bl e 15

5. Provide SSI benefits to those who |ose disability social
i nsurance benefits due to substantial gainful activity.

Estimated Cost
(In mlTions)

Fi scal SSI SsI _ Medi cai d
Year Progr am Adm ni strative Program
Al (a) (a) (a)

(a): Unable to estimate.

6. Wen States determne Medicaid eligibility using
their own rules, do not permt themto count any
resources set aside under a self-support plan.
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Fi scal
Year

(a):

Esti mat ed Cost
(Tn m1TTions)

SSI SSI _
Program Adm ni strative
None (a)

Unabl e to estinate.

* % *x k %
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Chapter 1V, Appendix i

DI SABI LI TY ALLOMNCE RATES--SSI ONLY

Fi scal Percent AT owed

Year Initial Reconsi derat i on ALJ
1977 47.7 21.1 45.0
1980 32.5 14. 4 51.0
1982 29.4 11.2 46.0
1985 37.5 15.3 47.0
1990 41.1 18.9 56.0
1991 44.8 19.2 60.0

NOTE: The data do not reflect rates
applicable to concurrent clains for SSI and
disability social insurance benefits.
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Chapter 1V, Appendix ii

DEFINITION OF DI SABILITY
by Elizabeth M. Boggs

The July 1991 FEDERAL REQ STER issue paper included no
specific reference to the disability definition used in the
SSI program  However, two of the topics in that paper have
direct bearing on the matter: Wrk Incentives and
Substantial Gainful Activity.

In approaching this topic, it is well to recal
Comm ssi oner King's request that we review present practice
inthe light of the original intent of the SSI program In
doing so, a posture simlar to that taken toward the
Constitution may be hel pful: Mai ntain the principles but
interpret themin terns of contenporary conditions.

PRI NCl PLES UNDERLYI NG 1974 LEGQ SLATI ON
Among the relevant principles are:

1. Social insurance prograns should increasingly
become the basic universal guarantees of incone
repl acenent for workers and their dependents when they
are not expected to work because of age or incapacity.

2. SSI should suppl enent social insurance for those
anong the elderly and disabled for whom soci al
i nsurance benefits (together with other resources) are
iPstficient to assure a mninally acceptable standard
of living.

3. The supplenent should be sufficient to keep
recipients out of "poverty? This would be the
standard for individuals or couples having no other
i ncone.

4, For those retired or disabled workers who have
contributed to their own retirenments, whether through
savings or through a public or private retirenent
system (including social insurance), a higher allowance
woul d be effected through an unearned incone disregard.

5. In principle, SSI was to conplete a basic
nationally wuniform wunconplicated underlying system of
cash benefits (with associated nedical benefits), wth
the States retaining authority and responsibility for
fine tuning allocations to neet individual special
needs, whether for cash or social services.
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At that tinme and until the 1980s, Federal financi al
participation (FFP) in the states' costs of social services
was closely tied in with eligibility for federally-supported
means-tested prograns, these were locally adnministered with a
substantial targeted Federal subsidy. Such State assistance,
whether in cash or in kind (e.g., social or nedical
services), if based on need as State determ ned, was not to
be counted as income for SSI purposes. .In recent years this
rul e has been generalized so that contributed in-kind goods
and services that cannot be applied or converted to food,
clothing or shelter are disregarded regardl ess of source.
The bl ock granting of Title XX 1n the early '*s8os deprived SSI
recipients both of their priority for federally-funded socia
services and of the open ending that permtted States to
expand those services in proportion to evident need in the
growi ng younger popul ati on.

SI GNI FI CANT CHANGES SI NCE 1974

~Overall, the SSI systemas set up in 1974 was desi gned
primarily for people over 65. The manuals were witten wth
themin the forefront. Seniors were then in the majority (58

percent) of all SSI recipients. The disability program was
seen as largely conposed of people over so who had found it
necessary to retire early because of chronic illnesses, such
as heart disease and arthritis. For them as for those
somewhat ol der, replacenent of inconme and access to nedical
care appeared to be the highest priorities.

Today those receiving SSI (including federally-
adm ni stered State suppl enents) based on being age 65 or
ol der constitute only 28 percent of the total nunber of
recipients. The medi an age of adults under 65 on SSI has
declined significantly. In 1976 only one in five of all
adult recipients was under 50 whereas today nore than two in
three fall in the younger group. The mmjority of those under
35 have been disabl ed since childhood and have little or no
work history or credits: they represent an increased
survivorship anong children with conditions such as spina
bifida, traumatic brain injury, and certain syndrones
associated with noderate, severe, or profound nental
retardation. In addition, the distribution of other
etiologies of later onset has shifted significantly, with
spinal cord injury and adult traumatic brain injury survivors
bei ng nore nunmerous than in 1974. Chronic nental illness
anong(young adults and, nore recently, AIDS have further
changed the picture. These youn?Fr peopl e are not only not
| ooking for nursing home care, they are actively resistin
it. They would rather have a relatively small anmbunt of cas
in hand with which to purchase supportive social services
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such as personal assistance than depend on Medicaid for an
institutional package. dearly, _?tereoty es . have to bpe
changed to include new images "while recod%|2|ng that the
traditional populations are still wth us.

MODERNI ZI NG THE DEFI NI TI ON

The postulates laid down in 1974 requi red, anong ot her
things, that the definition of disability used in the new
Title XVI (SSI) be the sane as that used under Title Il for
Soci al gecurity_tjﬁabiéity Ins%;anqe ﬂSSDI). They have
remai ned very simlar but not identical. Al t hough so
peopl e belieeg that the definition of disability sﬂould gg
nmore liberal for SSI than for SSDI, this discussion
recogni zes the nerits of a single definition and seeks to
renedy the dilemms it creates In either system \en SSI
was inplenented in 1974, replacing the nyriad State
definitions with a uniform Federal one, there were already 15
years of Federal experience with the disability insurance
(D) definition and sone revisions of it. These years have
been followed by a further 15 years of refinenent through
regulation to interpret the statutory |anguage concerning
"physical or mental inpairment” and "substantial gai nful
activity" (SGA). The forner has provided us with a viable
tool for an alternative definition using functional capacity;
the latter (SGA) has becone |ess and | ess useful as actua
gross wages have becone nore and nore distorted as neasures

of productive capacity.

The inappropriateness of both the concept of SGA and the
use of a nonetary value as an index has been increasingly
apparent in the |last decade as attenpts have been nade to
adj ust SGA (expressed as dollars of earnings) in the light of
various forms of support or wage subsidy or accommobdation for
a person with a severe continuing disability who (with
accommodation) can nake a net contribution to the gross
national product (G\P). These problens will only becone
worse as The Anericans with D sabilities Act elADA) S
I mpl ement ed. Wiile the intentions are |audable, the rules
for carrying them out have becone a jungle, a direct
challenge to the "simplicity principle? |In addition, the
| evel s of SGA that have been set over the years by a
successi on of DHEW and DHHS Secretari es have been well bel ow
the m ni num wage, creating real problens for those who
attenpt to make a transition fromno work to full enploynent.
The di sengagenent of SGA as a criterion for an individual on
SSI who attenpts work while continuing to neet the nedica
criteria has been a major inprovenent in both principle and
practice but it has not gone far enough.
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On the other hand, the functional neasures of
ment al / physi cal inpairments now in use (funtional |imtations
plus consideration of age, education and vocationa
factors-- see 20 CFR Part 404, Subpart P, Appendices
1--Listing of Inpairnents--and 2--Medical -Vocati onal
Cui delines), although necessarily detailed (49 pages) and
conplex, are based on a relevant body of know edge that has
produced credi ble indicators of "work disability" derived
from the (nonworking) individual's observable ability (or
lack of it) to function in major life activities. These
concepts have recently been validated in the successfu
conpliance by SSA with the Suprene Court nandate to wite the
disability criteria for children in a manner equivalent to
the "work disability" criteria used for adults. An
addi tional exanple is provided in section 1614(a)(2) of the
Social Security Act J%ct) where blindness is considered
separately from other disabilities and is defined entirely in

terms of explicitly stated functional limtations, omtting
any reference to SGA. (For purposes of Title Il, earnings of
blind beneficiaries are, in effect, limted by the sane

"retirement tests" that apply to the elderly.)
RECOVVENDATI ONS

| propose to build on these findings to redefine
disability (for both SSDI and SSI) in a way that will not
significantly change the | evel of severity associated with
the SSA programs but will permt and encourage nore of the
younger men and wonmen with continuing severe inpairments who
want to work to do so w thout being worse off than when not
working. VWile continuing on the rolls in sone cases, they
wi Il draw down reduced benefits.

These incentives are made equally available to SSI
reci pients and applicants of all ages; however, experience
hﬁs shown that people over 55 make relatively little use of
t hem

The effect of the Proposal on the SSI programw || be
mnimal in that it will adopt the sanme standard for initia

eligibility as is now in effect for continuing eligibility of
an 1 ndividual who works despite continuing severe functional
limtations. The extension of the same definition to initial
and continuing eligibility for social security benefits based
on disability will require some structural changes in title
'l as described bel ow.

BASI C CHANGE
_ Elimnate references to "substantial gainful activity" in
Title Il and in Title XVI; reformulate the criteria for

disability in terms of disadvantage in performng or
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participating in mgjor life activities--of which work may be
one. This step has already been taken, in effect fqor SS
continuing eligibility purposes and is under consideration
for initial award as well.

In order to secure adoption of this concept in the
statutory definitions (sections 223(d) and 1614{%) of the
Act), it wll be necessary to consider the inpact on SSDI

In the SSI program as has already been denonstrated, even in
t he absence of a specified dollar [imtation on sga, benefits
wth earnings are self-limting (by the formula for countable
incone) at a level that makes for a fairly snooth transition
fromreliance entirely on benefits to reliance entirely on
earnin?s (or earnings plus other income). This effect is not
found for substantial |evels of SSDI benefits under Title Il

One of the mmjor obstacles experienced to date for putting
work incentives into Title Il con?arable to those recently
enacted for SSI (section 1619 of the Act) has been the
recognition that the breakeven point (at which benefits are
reduced to zero) for individuals with the highest earnings
records woul d be unacceptably high unless a fornula were
I ntroduced for gradual reduction in benefits as earnings
i ncrease, beginning well below the | evel protected by the
presently specified SGA dollar limt. Thi s woul d sonewhat
di sadvant age sone present SSDI beneficiaries who regularly
earn sonething not far under $500 a month while concurrently
receiving full tax-free SSDI benefits w thout any reduction;
di sadvant agi ng any present beneficiaries is a step which
menbers of Congress consider "off the table". Furthernore, a
hi gh breakeven point would tend to produce "induced filers?
"I'nduced filers" are people with disabilities (who may or may
not have heavy extraordinary disability-related expenses) who
are well situated in good primary jobs where they have
al ready accunul ated generous Social Security credits and who

(it is assuned? would, in the absence of an SGA linmit, be
induced to apply for SSDI benefits while continuing to work
at the sane or a simlar job. These cases, although
relatively rare, would require rather conplex rules of t%e

kind that we seek to avoid inposing on SSA To come to grips
Wwth this issue, it would be necessary to different|ape
between gross salary and net disposable incone after
Iegitinate disability-rel ated expenses are assessed on an
I ndi vi dual basi s.

It is suggested that the appropriate place to counter
these inappropriate incentives can be found in the IRS
envi ronnent . A precedent has already been set for taxing
sone Social Security benefits and for calculating refunds
owed to SSA by a retiree who has significant earned incone.
Annual cal cul ations of individual nedical expenses are also
an IRS routine and simlar protocols could be used to
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calculate disability-related costs that should be deductibe
by a disabled taxpayer in order to equalize his net incone as
conpared to his peers. This arrangement could alleviate what
is likely to becone an increasingly burdensonme task for
clains representatives: calculating "real" (net) earnings on
a nonthly basis.

ADDI TI ONAL  OPTI ONS

Option |--Use the disability. detecninatian process to
gat her and record needed data about the nature and extent of
functional Tnpairnents of individualS Who qualify as di sabfed
under T1ilTe TT and Ti1tle XVI: The processes presently In
place for determning the extent and severity of functiona
| npai rments associated with specified physical or nental
conditions or disorders readily lend thenselves to
identifying also the extent of need for personal or other
ongoi ng assi stance of a nonnedical nature. Fol | owi ng t he
nodel s used in practice by the US Public Health Service,
three |levels can be established: a) npst severe - those
requiring ongoing (frequent) assistance of another person in
the activities of'daily living; b) very severe - those
requiring sonme personal assistance but |ess frequently or
t hose who require special transportation, special equipnent,
devices, vehicles, pharnmaceuticals, adapted housing, etc.,
where mai nt enance and ongoi ng operation involve expenses
substantially in excess of those experienced by nondi sabl ed
people; and c) severe - those neeting the eligibility
criteria currently in place as indicators of work Iimtation
but who do not experience extraordinary need for ongoi ng
nonnedi cal support.

Partly because of the increasing interest in naintaining
people with disabilities in their own hones, the Nationa
Center for Health Statistics has in recent years given
I ncreased attention within its ongoing National Health
Interview Survey to ascertainnent of the preval ence of
impairments in specific "activities of daily living" (ADL),
primarily related to personal self care, and "instrunental
activities of daily 1iving" (I ADL), primarily related to
managenment of noney, use of telephone, nobility outside the
honme and the |ike anong people living in "households? Sone
of the results have been anal yzed by Mtchell LaPlante (1988.
Data on Disability fromthe National Health Interview Survey,
1983-1985. National Tnstitute on Disability and
RehabiTitati on Research, U'S. Departnent of Education.)
Anong those age 18-69 reporting a Iimtation in anount or
ki nd of work, about 7 percent reported that they needed
personal assistance in IADL or ADL. These surveys al so show
different rates of preval ence of these inpairnents anong
persons of working age depending on age and incone, along
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lines that mght be anticipated. Cearly people eligible for
SSI, being poorer, can be expected to have higher rates of
need for personal assistance. An additional supplenent to
the NHI' S, focused on disability, will be included in the 1993
and 1994 waves. Valuable as these surveys are, however, the
interpretations that we can put on the results are limted
both by the survey methodology and by their reliance on self
reporting without clinical verification as to diagnosis or
| mpai r ment .

On the other hand, there are upwards of 5 mllion
I ndi vidual s between the ages of 18-64 who are receivVving
either social security benefits or SSI, or both, based on
their own work disability, each of whom has been subject to a
prof essional clinical evaluation as to both the nedica
condition and the extent of functional inpairnent. Medi cal
conditions by age are regularly coded and reported, although
there are some mssing data in ol der records.

It is recommended that inpairments that limt major life
activities (including self care, self managenment,
comuni cation, mobility, personal planning and decision
making, as well as working) be docunented prospectively as
they are identified in the course of carrying out the
routi nes now prescribed for disability determ nations, and
that the data be nade available for analysis.

Option 2--G ve consideration to establishing.a_specified
Federal supplenent (a percentage of the benefit,. whet her _SSL
Or __SSDI/DAC). -assaciafed. wih. _each _of - ihe. _two. _higher
classificafions of need for assistance;_i.e., "most Severe"
and "very severe? The supplenent woul d recognize sonme part
of the incidental extra cost of living experienced by these
individuals in the ordinary course of life, wthout detailed
accounting (e.g., the food for a guide dog, the taxi to the
station). It 1s recognized that such a standard suppl enent
(which resenbl es the federal |l y-adm ni stered suppl ement given
by sone States to SSI recipients who live in boarding homes
or simlar non-Medicaid residential facilities) will not
obviate the need of many recipients for substantial
additional social services as indicated in the description of
t he "most severe" and "very severe" categori es. These nore
costly services wuld continue to be allowed based on
i ndi vi dual need and nonitored for quality and cost under
State and | ocal supervision.

- 119 -



