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DISABILITY INSURANCE 

AND THE 
NEW UNDERSTANDING OF DISABILITY 

Deborah A. Stone 

T he Social Security disability insurance program has been contro
versial since before its inception, although the reasons for con
troversy have shifted over the years. Before 1954, the major 

issue was whether it was possible to run a disability insurance program 
that would not become simply a compensation program for the unem
ployed. In the early years of the program, the Social Security Adminis
tration and the Congress looked at ways of expanding disability insur
ance to cover other groups of people and other types of disabilities. In 
the late 1970s, when the number of beneficiaries and expenditures were 
growing rapidly, much of the policy discussion focused on whether 
benefits were too generous and determinations too liberal. The years 
from 1980 to 1984 brought a severe contraction of the program, with 
massive reexamination of beneficiaries to determine which of them 
could work and termination of about 500,000 beneficiaries, and then 
sharp legal conflict whose outcome ultimately restored about half the 
terminated beneficiaries to the rolls. 

What is striking about contemporary discussions of disability 
insurance (DI) and the disability component of Supplemental Security 
Income (SSI) is that they no longer focus on issues of liberality and 
stringency, or even so much on issues of cost and uncontrollable growth. 
Rather, they concern management: Are the state agencies that deter
mine disability processing cases efficiently, correctly, and in a timely 
manner? Do they have enough staff? Is the caseload too high? Do 
agencies have enough resources to do their jobs?1 Similarly, the innova
tions of the past few years have had little to do with the content of the 

Deborah A. Stone is the David R. Pokross Professor of Law and Social Policy at Bran
deis University. 

1. See, for example, U.S. Senate, Special Committee on Aging, Disabled Yet Denied: 
Bureaucratic Injustice in the Disability Determination System, Staff Report, Serial No. 
101 -U, 101:2 (December 1990), and the policy analyses reviewed therein. 
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program and everything to do with management: goals for case-process
ing time, productivity quotas for administrative law judges, and labor
saving gimmicks such as substitution of "self-help" applications (to be 
filled out at home) and telephone interviews for the usual face-to-face 
interview. 

I believe the program is flawed more fundamentally than the 
recent policy analyses suggest. The real problem is substantive, not 
procedural or budgetary. The problem lies in the objectives of the pro
gram and its conceptual foundation. Briefly, the program is founded on 
the premise of permanent and total disability. It is designed to divide 
people into those who can work and those who cannot, and with a few 
minor exceptions cash assistance is available only to people deemed 
totally incapable of working. Receipt of benefits is contingent on earn
ing no more than $500 a month oust a little less than full-time work at 
minimum wage), and applicants must prove they are totally incapable 
of working. All the legal rhetoric of the program insists that it serves 
the permanently and totally disabled. 

This concept of a clear division between those who can work 
and those who cannot is an artifact of the nineteenth-century poor laws 
(and some even earlier welfare state developments), but it does not 
correspond with the realities of disability and work today. The poor 
laws were designed to provide public relief to the needy in a way that 
ensured that no one who could work would be helped. To enforce work by 
the able-bodied, the poor law administration developed categories of 
people who "obviously" were incapable of working-not as a matter of 
will or desire or attitude, but as a matter of sheer physical capability. 
The generally recognized categories, established as the bases for public 
financial aid in virtually all European countries, were old age, blind
ness, widowhood, childhood, and disability.2 

From this historical background, and from the more immediate 
concerns of the Congress in the late 1940s and early 1950s that a disabil
ity insurance program would be uncontrollable, DI was built on the idea 
that permanent and total disability exists, and that it is readily iden
tifiable and determinable by objective medical criteria. The goal of the 
program is to identify and pay benefits to those people who are perma
nently and totally disabled, and keep out of the program those people 
who are only partially or temporarily disabled-in other words, to 
separate those who cannot work from those simply don't want to work. 

The idea of permanent and total disability on which this 
program is based is now mostly a legal fiction. In many ways, DI and 

2. For a more detailed analysis of this history, see Deborah Stone, The Disabled State 
(Temple University Press, 1984), chaps. 1-2. 
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SSI have become income maintenance programs for people with partial 
or temporary disabilities, and with chronic but intermittent, cyclical, 
or unstable medical conditions. Many program rules presuppose that 
clients are only temporarily or partially disabled. Here are some ex
amples. First, whereas the original definition of disability for the 
program required that a person be indefinitely unable to work, the 
definition since 1965 has required that the person have conditions 
"expected to last at least 12 months." Second, the medical listings, 
which create presumptions of permanent and total disability for people 
with specified conditions, are based for the most part on clinical indi
cators of severity rather than on functional criteria, and these listings 
have not been valid.ited to demonstrate good correlation between the 
clinical measures and actual ability to work.3 The continuing-disability 
review program, with its classification of beneficiaries as "medical 
improvement expected" or "medical improvement not expected," pre
sumes that some of the beneficiaries are only temporarily disabled. 
Fourth, the nine-month trial work period, the deduction of impairment
related work expenses, and other work incentives in the program pre
sume that some beneficiaries will indeed be disabled only temporarily 
or partially. Thus, the statutory definition of disability in DI and SSI 
is at odds with the rules by which the programs operate. 

The concept of permanent and total disability has been in doubt 
for a long time. Whether someone is expected to work with a given 
impairment is more a matter of judgment and ideas about justice than of 
objective determination. As one judge aptly noted in 1935, "If a person 
should suffer the loss of his arms and legs, his eyesight and his hear
ing, he might have his trunk conveyed to a busy street corner and make 
a little money by selling small objects such as post cards, candy, or 
cigars."• The decision about whether someone is totally disabled for 
purposes of public aid is really a decision about how Draconian we want 
to be. 

The core idea of the DI and SSI programs-that permanent and 
total disability is a result of biological conditions within the individ
ual-is simply outmoded. There has been a sea change in our political 
and cultural understanding of disability, not to mention in the tech
nology for alleviating or mitigating disability. I will briefly sketch 
the three most important components of this change. 

3. Howard Goldmann and Antoinette A. Gattozzi, "Balance of Powers: Social Security 
and the Mentally Disabled, 1980-1985," Milbank Quarterly, vol. 66 (1988), pp. 531-51. 

4. Marshall v. Metropolitan Life Insurance Company, Southern Reporter, vol. 164 
(1935), p. 441, cited in George Goldsborough, William Tinsley, and Arnold Sternberg, The 
Social Security Administration: An Interdisciplinary Study of Disability Evaluation 
(George Washington University, 1963), pt. 1, p. 482. 
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The Disability Rights Movement 
and Discrimination Law 

Deborah A. Stone 

The disability rights movement and handicap discrimination 
law have helped to create a whole new understanding of the nature of 
work disability and its causes, especially by locating the causes of 
inability to work outside the body and in the social system. Since the 
Rehabilitation Act of 1973, there has been a major reconceptualization 
of disability as a problem of the treatment of minorities by majorities. 
We have come to a new understanding of how attitudes, stereotypes, 
prejudices, and physical and economic barriers prevent people from 
working, sometimes adding obstacles to medical impairments, some
times creating obstacles when medical conditions have absolutely no 
effect on people's ability to work. 

Perhaps the best example is discrimination against cancer 
patients and survivors (those who have had cancer but are deemed 
cured). Many employers, fearing their disability and health insurance 
costs will rise, don't want to hire such people. About a quarter of cancer 
survivors are fired from their jobs, c1nd cancer patients and survivors are 
often demoted, transferred, and excluded from medical and other bene
fit programs.5 One lesson of litigation under section 504 of the Rehabili
tation Act of 1973 is the degree to which employers hold stereotypes 
about the way diseases and impairments diminish the abilities of 
people to work. Because this litigation has forced a consideration of 
whether people can actually perform the tasks of their jobs, it has 
exposed the degree to which decisionmaking has often been made on 
other grounds. 

When DI and SSI are juxtaposed with handicap discrimination 
law-especially the Americans with Disabilities Act of 1990 (ADA)
the contrast is striking. DI and SSI are predicated on the assumptions 
that medical impairments totally prevent some people from working, 
and that people with impairments-even minor ones-are often looking 
for any opportunity to escape from the workforce. Handicap discrimi
nation law and the ADA are predicated on the opposite assumption
that people with impairments desperately want to work, but that 
discrimination and economic barriers prevent them from doing so. 

This fundamental disparity in theories of human behavior 
accounts for much of the failure of DI and SSI to rehabilitate their 
clients and return them to work. Only 0.3 percent of DI beneficiaries 

5. I. Barofsky, Work and Illness: The Cancer Patient (Praeger, 1989), and B. Hoffmann, 
"Employment Discrimination Based on Cancer History," Temple Law Quarterly, vol. 59 
(1985), p. 1. 
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ever leave the rolls and return to work via rehabilitation. The state 
vocational rehabilitation agencies do not even bother to contact and 
evaluate half of the DI clients referred to them, and of those they do 
contact, only half sign up for services. 6 The program, through its statu
tory definition and its stringent, Byzantine eligibility-determination 
process, conveys to applicants that they must be totally incapacitated 
by their impairment to be eligible for benefits, and that they are sus
pected malingerers until proven otherwise. To be found eligible, they 
must have not worked for at least the five-month waiting period plus a 
determination period of three months or longer, and they must have 
assembled a medical dossier to prove they are incapable of working. It 
would be surprising after all that if they could suddenly regard them
selves as candidates for rehabilitation and return to work. Rehabilita
tion counselors are unanimous in their belief that if a newly disabled 
person does not get back to work within six months to a year, the 
chances for subsequent rehabilitation are exceedingly slim. A recent 
study of factors affecting the return of DI beneficiaries to work confirms 
that the longer a client has been unemployed before enrollment in the 
program, the less likely he or she is to return to work.7 

Although the DI and SSI programs have operated largely on 
the assumption that claimants and beneficiaries do not want to work, 
research shows that many of them do want to work but are afraid of 
failing and being left without income and health insurance. Rehabili
tation and employment counselors believe that, for many beneficiaries, 
fear of losing DI or SSI and Medicare or Medicaid benefits is the major 
deterrent to seeking vocational rehabilitation. Insecurity, anxiety, and 
a sense of enormous risk about returning to work plague beneficiaries and 
their families and put the brakes on returning to work.8 

Changes in Preventive Medicine and Public Health 
Public health has shifted away from its traditional concern of 

preventing infectious disease to an emphasis on identifying and treat
ing people at high risk of chronic disease, such as heart disease, hyper
tension, and osteoporosis. As a result of this shift, people have become 

6. U.S. General Accounting Office, Social Security: Little Success Achieved in 
Rehabilitating Disabled Beneficiaries (December 1987). 

7. Mike Kamkar and Fred Tenney, "Factors Affecting SSDI Beneficiaries' Return to 
Work," Journal of Rehabilitation Engineering (February 1991), pp. 143-45. 

8. GAO, Social Security, p. 26; Allen C. Jensen, "Consumers' Experiences with Work 
Incentive Policies in the Supplemental Security Income and Social Security Disability 
Insurance Programs" (Elmhurst, IL: National Foundation for People with Disabilities, 
June 1990). 
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much more sensitive to the idea that disability results from chronic and 
progressive diseases, as well as from congenital abnormalities or inju
ries. 

Six of the fifteen conditions with the highest risk of causing 
activity limitation are diseases: lung and bronchial cancer, multiple 
sclerosis, rheumatoid arthritis, certain heart diseases and disorders, 
cancer of the digestive tract, and emphysema. Whereas impairments 
have higher likelihood of causing limitations in the amount and kind 
of activity a person can do, diseases have a higher likelihood of caus
ing an inability to work. And diseases predominate over impairments in 
the risk of causing inability to work among people aged 45 to 69, the 
largest group of DI recipients. Some diseases limit work activity in the 
aggregate because they are very common, even though only a very small 
proportion of people with these diseases are totally unable to work. 
Hypertension and ischemic heart disease are the best examples.9 

Because of this shift in our understanding of disease as a cause 
of disability, we know that disability is often a partial, changing, and 
intermittent condition rather than a total, static, and fixed state. Also, 
because of the new emphasis of public health on early identification of 
people at risk for disease (for example, through mass cholesterol and 
hypertension screening), we now have a strong cultural concept of 
people who are at risk for disease and disability, even though they 
manifest no symptoms. 10 This concept, too, undermines the notion that 
disability is an all-or-nothing state. 

This new concept of people at risk creates two problems for a 
disability insurance program predicated on permanent and total dis
ability. First, it encourages people to think of themselves as impaired 
or as needing to limit their activities at far earlier stages of diseases. 
We do not know enough about this phenomenon, and we could surely use 
more research on how people understand and respond to this new state 
of being at risk. But there is already strong evidence that screening 
programs can cause greater limitations than the diseases they uncover, 
in part through labeling effects, in part through misunderstanding. For 
example, one study of hypertension screening in a workplace found a 

9. These conclusions about the role of disease in causing disability are from an analysis 
of National Health Interview Survey data by Mitchell LaPlante, "Disability Risks of 
Chronic lllnesses and Impairments," Disability Statistics Report No. 2 (San Francisco: 
Disability Statistics Program, Institute for Health and Aging, University of California, 
November 1989). 

10. For an analysis of the policy implications of this new emphasis in public health, 
see Deborah Stone, • At Risk in the Welfare State,• Social Research, vol. 56 (Fall 1989), 
pp. 591--633; and "Preventing Chronic Illness: The Dark Side of a Bright Idea,· in Marion 
Ein Lewin, ed., Chronic Disease and Disability: Beyond the Acute Medical Model 
(Washington: National Academy Press, 1990), pp. 83-103. 
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notable increase in absenteeism among those found to have high blood 
pressure, even though there was no medical reason for these workers to 
work less. 11 All of this may mean a lowering of the threshold at which 
people see themselves as disabled and apply for DI or SSI; it may also 
mean that these perceptions may be quite different from those held by 
the program managers and decisionmakers. 

A second problem created by the new emphasis on identifica
tion of people at risk is that it labels people as being potentially costly 
to an employer or an insurer, and so raises additional barriers to people 
in the labor market. In 1986, 49 percent of employers required job appli
cants to pass medical screening examinations, up from 38 percent in the 
early 1970s.12 With heightened concern about occupational safety and 
health, employers are sometimes quick to respond to new scientific 
evidence about risks by removing workers from jobs or by not hiring 
workers they deem to be highly susceptible to injury or disease. For 
example, AT&T banned all pregnant women from its semi-conductor 
production lines almost immediately after a university study found a 
higher incidence of miscarriage among workers who produce computer 
chips.13 

Ironically, expanded efforts to prevent disease and enhance 
occupational safety have created a class of people who are not disabled 
but are medically unemployable. These people are capable of working 
but are hindered from obtaining jobs because they are considered bad 
economic risks for an employer or medically uninsurable for an insurance 
company. They are in a social policy limbo-ineligible for DI but un
able to work. This is one reason why structural reform of DI needs to 
take account of the health insurance needs of workers: The unavail
ability of health insurance prevents some people from working. 

Broader Definitions of Work Ability 
The handicapped rights movement, new medical technology, 

and new research on women's participation in the labor force have 
combined to yield a new understanding of the nature of work ability 
that is much broader than the mechanical/biological concept at the 
heart of the DI program. Part of this change stems from a vast expan
sion in our ability to treat people with very severe injuries, diseases, 

11. R. Brian Haynes and others, "Increased Absenteeism from Work after Detection and 
Labeling of Hypertensive Patients," New England Journal of Medicine, vol. 299 (1978), 
pp. 741-44. 

12. Jennifer M. Ratcliffe and others, "The Prevalence of Screening in Industry," Journal 
of Occupational Medicine, vol. 28 (October 1986), pp. 906-12. 

13. David Sanger, "Pregnancy Transfers by AT&T," New York Times, January 14, 1987. 
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and congenital problems. In part by developing sophisticated assistive 
devices, we are increasing the number of people who live-and 
work- with severe disabilities. We have a far greater understanding 
that many, if not most, people with severe impairments can work, but 
that to do so they need some kinds of assistance, adaptations, and 
special working conditions. 

We have also come to understand that the ability to work 
depends not only on what the body and mind can do but also on numerous 
conditions outside the job- transportation, child care, elder care, and 
housekeeping needs and responsibilities. Substantial numbers of women 
in the paid labor force spend anywhere from eight hours a week (a full 
additional working day) to thirty-five hours a week (a full additional 
working week) taking care of relatives and doing housework. 1• This 
means that the central tools of the DI program-the concept of residual 
functional capacity and the vocational grid-may substantially over
estimate the amount of paid work a woman can do. These tools assess 
work capacity in terms of the amounts of standing, lifting, walking, 
carrying a person can do; but many disabled women (and men, though to 
a far lesser degree) are using up some of their capacities by performing 
these tasks in their unpaid roles as caregivers and housekeepers. In this 
way, the very definition of disability in the DI program is connected to 
other public and private policies regarding family caregiving. 

The General Accounting Office found that the chief source of 
disparity between the decisions of state agencies and of administrative 
law judges regarding eligibility is disagreement over residual function
al capacity (RFC).15 (And it is this disparity, and the enormous oppor
tunity for reversals it creates, that leads to such a high rate of ap
peals.) There might be far less disagreement if the program were to 
scrap the current RFC concept, and instead evaluate each applicant in 
terms of the interaction between her impairments and the kinds of 
adaptation and assistance that would enable her to work. 

In sum, what used to seem clear definitional boundaries are now 
just fuzzy lines (and really more fuzz than line). The boundaries be
tween disabled and non-disabled and between work and non-work no 
longer hold, while DI and SSI are furiously and futilely trying to sort 
people into these Procrustean categories. Meanwhile, the programs' 
instruments for sorting people locate the determinants of ability to 
work almost entirely in the person instead of in the labor market, the 

14. For reviews of this literature, see Arlie Hochschild, The Second Shift (Avon Books, 
1990), appendix; and Joseph Pied<, Working Wives/Working Husbands (Beverly Hills: 
Sage, 1985), chap. 2. 

15. U.S. General Accounting Office, Selective Face-to-Face Interviews with Disability 
Claimants Could Reduce Appeals (April 1989), pp. 19-20. 
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health insurance market, the transportation infrastructure, or the child 
care and housekeeping infrastructure. 

Suggestions for Reform 
The disparity between the core concepts of the DI and SSI 

programs and the nature of disability and work is the source of the 
programs' troubles. The current emphasis on streamlining case process
ing and agency management is misplaced. We should rethink the entire 
disability insurance program on the basis of the more modern under
standing of disability. We should build a program whose primary 
objective is not to determine whether people with impairments are 
truly incapable of working, but to supplement or augment people's abili
ty to work when they are impaired. I recommend reforms in three key 
areas. 

DisnbilitlJ Assessment and Eligibility Detennination 

Disability insurance should be restructured to give formal and 
explicit recognition to what is now the de facto situation: This program 
does and should provide aid to people with partial and temporary 
disabilities. This reform would also mean a corresponding restructuring 
of benefits, so that people could receive assistance to keep on working, 
rather than just income replacement for not working. 

Functional criteria should replace clinical criteria in assessing 
disability. This recommendation was also made by the Institute of 
Medicine Committee on Pain, Disability, and Social Security in 1988.16 

We should also consider abandoning the concept of residual 
functional capacity, and evaluate each claimant instead according to 
what he or she can do, taking into account the nonpaid work he or she 
performs, as well as what each person could do with a reasonable 
amount of human and mechanical assistance. 

Rehnbilitatio11 

The process of eligibility determination should be expedited in 
order to shorten the time between the onset of a disability and the 
possibility of referral for rehabilitation. For the same reason, pol
icymakers should consider reducing the five-month waiting period. 

16. Arthur Kleinman, David Mechanic, and Marion Osterweis, Pain and Disability: 
Clinical, Behavioral and Public Policy Perspectives (Washington: National Academy 
Press, 1987). 
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The method of reimbursing state vocational rehabilitation 
agencies should be made less Draconian. Currently, the states are not 
reimbursed for services to DI clients unless and until the client has 
worked successfully for nine months. As a result, the agencies have been 
forced to reduce, and some have eliminated, services to DI clients.17 

Work Assistance 

Instead of thinking in terms of work incentives (which presumes 
that people do not want to work and need incentives to do so), we should 
think in terms of work assistance, that is, helping people who want to 
work. People with disabilities face substantial obstacles in the labor 
market, including job discrimination by employers and inability to get 
health insurance. 

In the short term, to help overcome these obstacles, DI recipi
ents should be provided public health insurance coverage if they cannot 
get it privately. DI should also provide up-front cash to purchase 
adaptive and assistive equipment. 

In the long run, the Congress must do something about the 
health insurance catastrophe and should understand that health 
insurance has implications not only for access to medical care but also 
for disability insurance costs. Consideration should also be given to 
extending the nine-month trial work period, perhaps indefinitely, 
because beneficiaries are more likely to return to work the more months 
of trial work period they have remaining.11 

17. U.S. General Accounting Office, State Vocational Rehabilitation Agencies ' 
Reimbursement for the Disabled (February 1987). 

18. I<amkar and Tenney, "Factors Affecting ... Return to Work." 


