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In 1994, Congress created the Social Security Advisory Board (SSAB), an
independent, seven-member bipartisan board to advise the President, Congress, and
the Commissioner of Social Security on policy matters related to Social Security and
Supplemental Security Income (SSI) programs.

On April 14, 2004, the SSAB convened a forum of experts in the disability field to
discuss the definition of disability within the context of Social Security. The forum
addressed many of the issues put forth in SSAB’s October 2003 report, “The Social
Security Definition of Disability: Is It Consistent with a National Goal of
Supporting Maximum Self-Sufficiency?” including whether the current Social
Security disability program allows for a modern vision of disability policy, as well as
possibilities for reform within the national disability support system.

Virginia Reno was asked to present the view that the current Social Security
disability program framework can be maintained (with modest changes) and be
consistent with an integrated national disability policy. This testimony is based on
large part on the findings of the Academy’s Disability Policy Panel.
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by
Virginia Reno
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National Academy of Social Insurance

I ntroduction

In its October 2003 report, the Socia Security Advisory Board raised a number of
guestions about whether the definition of disability in the Social Security Act isat odds
with the concept of disability reflected in the Americans with Disabilities Act of 1990.
Are there contradictions created by the Social Security definition of disability, and if so,
what should be done about it?

My assignment is to make the case that the Social Security definition of disability
is not out of sync with sound disability policy. Moreover, the disability income programs
— Social Security disability insurance (DI) and Supplemental Security Income (SSI)

benefits -- serve very important functions that are an essential part of national disability

policy.

Most of my observations are based on work conducted by and for the Disability
Policy Panel of the National Academy of Social Insurance. The panel was asked by the
Chairmen of the Ways and Means Committee and its Social Security Subcommittee to
conduct a comprehensive review of the Social Security disability programs and to
recommend way's to strengthen beneficiaries’ link with rehabilitation and return to work.
The Panel issued its findings in the 1996 report, Balancing Security and Opportunity: The
Challenge of Disability Income Policy. It stands the test of time remarkably well. In
going back over the report, | am struck by how timely and relevant the Panel’ s findings
remain today. Many of the recommendations have been enacted. They include the
return-to-work ticket, extensions of health care coverage to former beneficiaries who

return to work, updating and indexing the substantial gainful activity level that is part of
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the definition of disability, and improving implementation of work incentives. Much
more could be done to strengthen the disability income programs. The Panel’s
recommendations were modest because it was asked to come up with proposals that

would not significantly increase the programs' cost.

The Panel, chaired by Jerry L. Mashaw of Yae Law School, met over the course
of three yearsfor atotal of 31 days. It also commissioned specia studies and convened
focus groups of recent entrants to the disability benefit rolls. The focus groups provided
an important reality check for the Panel’ swork. Excerpts from those interviews arein
the report’ s appendix and are appended to this paper. The interviews are recommended
reading for all of us aswe consider the employment prospects of DI beneficiaries and the

likelihood that our economy will produce jobs that they can do.

| will organize my remarks around several themes:

First, is the definition of disability in the Social Security Act out of sync with the a 21%
century view of disability? | will arguethat it is not. Rather, the definition is consistent

with the purpose of the program and that purpose remains essential today.
Second, are benefits a strong deterrent to work? | will make a case that they are not.

Third, if benefits are not a strong deterrent to work, how do we answer the claim that the
DI program caused a decline in employment in the 1990s? | will explain why | find that

claim unconvincing and will suggest other factors that may be at work.

Fourth, why did the disability rolls grow in the 1990s? | will suggest some hypotheses
that have not been given much attention in current discussions.

Fifth, is experience with return to work from the DI program better than we think? 1 will
suggest measures that could provide better insights into how we monitor recovery and

return to work from the DI rolls.
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|sthe Social Security Definition of Disability Out of Sync?

The definition of disability in the Social Security Act is based on the concept of
work disability. That definition is aligned with the purpose of the program —that is, to
provide wage-replacement income to workers who have lost their capacity to earn a
living due to a severe, long-lasting work disability. That purpose remains valid and
critically important today. These benefits are alifeline of basic income security for the

people who receive them.

Wage Replacement Remains | mportant

The need for a program that fulfills this purpose does not go away because we
have the Americans with Disabilities Act (ADA). Nor isthis purpose made obsolete by
advances in medicine, changes in the demands of jobs, new assistive technology, or
widespread use of environmental accommodations. These devel opments may reduce
claims from some categories of individuals with disabilities. For example, the ADA
expands opportunity for people who have highly valued skills and whose main
impediments to work were based on discrimination, architectural barriers, or other
reasonable accommodations. But other disabled individuals may face increasing
impediments to work as the work environment and demands of work change. For
example, in an increasingly competitive world of work, emphasis on versatility and speed
may reduce job prospects for people with mental impairments. The phenomenon of work
disability will remain with us. And wage replacement programs will remain essential.

All of us can agree that the primary goal of national disability policy isthe
integration of people with disabilitiesinto American society. That includes equal
opportunity, full participation, independent living, and economic self-sufficiency. These
goals are pursued through a broad landscape of systemsthat pay for health care,
education, vocational rehabilitation, other disability-related goods and services, lega
protections, and earnings replacement benefits. The Social Security programs are not in
conflict with the overarching goals of the national disability policy.
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Eligibility Definitions Should Match Particular Program Purposes

Disability definitions that are used as eligibility criteriafor various programs
should differ, because they target particular remedies to particular subsets of the large and
diverse population of people with disabilities. A single legal definition of disability for
defining eligibility for benefits and servicesis neither necessary nor desirable. Infact, a
one-size-fits-all definition would not suit the varied needs of the highly diverse
population of people with disabilities. Below, we compare four definitions of disability
that are used as eligibility criteriafor different remedies — civil rights, vocational

rehabilitation, personal assistance services, and wage replacement income.

Civil rightsprotections. The ADA defines disability for the purpose of
providing legal remediesto people at risk of discrimination in employment or public
access. For this purpose, the definition of people with disabilitiesis very broad.
“Disability” means. .. aphysical or mental impairment that substantially limits one or
more major life activities, a record of such an impairment, or being regarded as having
such an impairment.” With regard to employment, the law prohibits discrimination
against a*“qualified individual with adisability with regard to job application, hiring,
promotion or firing, pay, job training, or any other terms of employment.” A “qualified
individual” is a person who, with or without reasonable accommodation, can perform the

essential functions of the job he or she desires or holds.

Vocational rehabilitation. The Vocational Rehabilitation Act defines
eligibility for VR services as. “anindividual who (i) has a physical or mental disability
that constitutes or resultsin a substantial impediment to employment and (ii) can benefit
in terms of an employment outcome from vocational rehabilitation services provided.”

In brief, people are eligible for VR services if they need them and can benefit from them.

Per sonal assistance servicesor long-term care services. Programs that provide

long-term care or personal assistance services are often part of Medicaid. While not
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uniformly available across the United States, these programs generally base eligibility for
services on need for assistance with activities of daily living, such as bathing, eating,

toileting, getting around inside the home and getting in or out of bed.

Earnings-replacement insurance. Cash benefits programs that are designed to
replace earnings from work all use a definition of disability based on loss of ability to
work. That istrue of private long-term disability insurance, short-term disability
insurance, sick leave, disability provisions of federal employee pensions and the railroad

retirement system, and disability provisions of private defined-benefit pensions.

It isimportant to recognize that these wage-replacement systems have a different
purpose than those of others disability programs. The benefits are not designed to pay for
the added expenses associated with disability — such as personal assistance or vocational
rehabilitation. Those, too, may be needed. But wage replacement benefits are designed
to help pay everyday living expenses — rent, utilities, food bills, etc. -- when wages are
lost.

The Social Security Definition IsVery Strict

Among the various wage-replacement programs Social Security isuniquein
several ways. It has one of the strictest definitions of disability. That is, inability to
engage in any substantial gainful activity by reason of any medically determinable
impairment which can be expected to last for a continuous period of at least 12 months or
result in prior death. ... Anindividual will be determined to be under a disability only if
his physical or mental impairment or impairments are of such severity that heis not only
unable to do his previous work but cannot, considering his age, education and work
experience, engage in any other kind of substantial gainful work which existsin the
national economy, regardless of whether such work exists in the immediate area in which
he lives, or whether a specific job vacancy exists for him, or whether he would be hired if

he applied for work.
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Not only isthe test very strict, it covers avery broad population — almost
everyone who earns income from work. And unlike the other disability programs, the
benefits are not tied to a specific employer. Most people apply for Social Security

disability benefits only after they have lost their jobs and been out of work for some time.

Programs that cover temporary disability — such as sick leave or short-term
disability insurance — use aless strict test of disability, usualy inability to do one’'sown
particular job. Moreover those programs have no waiting period. Benefits begin
immediately, or within afew days after onset of the illness or impairment. Introducing a
universal temporary disability benefit program would mean paying benefits much earlier
in the disability process and paying benefits to people whose injury or illnessis expected
to be of short duration. Many more people would qualify for temporary disability
benefits than are eligible for disability insurance. The Academy’s Disability Policy Panel
considered recommending a short-term disability system, but did not, in large part

because it was inconsistent with the Panel’ s charge to seek low-cost proposals.

Social Security IsNot the Ideal Stage for Early I ntervention

Because applicants wait five months for DI benefits and have usually lost their
connection to aformer employer, the Social Security determination processis not the
ideal place for early intervention. Isearly intervention occurring elsewhere? When the
Academy conducted its study in the mid-1990s, we found that most people served by
state vocational rehabilitation (VR) agencies were not Social Security or SSI
beneficiaries. Infact, of the roughly 150,000 people VR agencies successfully placed
each year in competitive jobs, the large majority (85 percent) had not been on DI or SSI.
While some people may view VR agencies' limited service to beneficiaries as afailure, it
could be just the opposite. It is possible that those individuals were getting their remedies
intheright order. That isthey went directly to VR agencies — getting rehabilitation first
— as suggested in the early intervention model.

In some cases, early intervention may be occurring on the job. Thereis evidence

that some people who ultimately receive DI benefits have received accommodations that
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delayed the point at which they turned to DI benefits. And we hear that employers and
private insurers use various early intervention techniques to facilitate return to work in

SOme Cases.

The most promising place to intervene early in the disability processis probably
not the Social Security program. Rather, it would be in schools, VR agencies, employers,
and state employment services. Nonetheless, SSA is to be commended for trying out an
early intervention approach. It will be interesting to track the experience of the SSA’s
new early intervention demonstration project and we look forward to hearing about that
from Monroe Berkowitz later today.

To recap, the definition of disability in the Social Security Act, while very strict,
is consistent with the purpose of the program, which is to partially replace wages for
people who have lost their capacity to work. That function remains essential.

I s Social Security Disability Insurance a Strong Deterrent to Work?
| will make the case for why Social Security disability benefits are not a strong

deterrent to work. First, it isimportant to recognize that any wage-replacement program
can be characterized as a disincentive to work to some degree. That is the nature of wage
replacement. But that does not mean the concept isflawed. The vast mgority of
Americans rely on their wages for income to pay for the necessities of life for themselves
and their families. If people can’t work, they lose their livelihood. After the onset of a
career-ending disability, wage replacement benefits are a key aspect of social integration,
independent living, and economic self-sufficiency.

The case for why benefits are not a strong deterrent to work rests on several
observations. First, benefits and replacement rates are relatively modest. Second, by
international standards, U.S. spending on disability benefitsisrelatively low. Third,
focus groups offer anecdotal evidence that people turn to disability benefits only as alast

resort. Empirical studies find that people often remain on the jobs after the onset of
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disability and many change jobs or continue looking for work before applying for
benefits.

Benefits and Replacement Rates Are Modest

Asshown in Figure 1, benefits and replacement rates under the DI program are
modest. For alow earner, making about $15,600 a year, benefits will replace just over
half of prior earningsin 2004. That benefit income of about $8,800 is below the 2004
poverty guidelines, which are about $9,300 for an individual and $12,500 for atwo-
person household. At higher earnings levels, benefits are somewhat higher, but represent
adeclining share of prior earnings. For a medium earner making about $34,600,
disability benefits would replace about 40 percent of prior earnings. The replacement
rate declines to about one-third, or one-fourth of prior earnings at higher wage levels.

A specific issue has been raised about replacement rates during the 1990s for men

at the bottom of the wage distribution. | will come back to that point.

Figure 1. Social Security Disability Benefits and Past Earnings, 2004

$80,00C
B Past Wages @ Benefits

$60,00C

$40,000 +

$20,000 -
$19,100 $21,400

$14,500

$0

"low" "medium" "high" "maximum”
Earnings Amount

NATIONAL
ACADEMY
OF-SOCIAL 8
INSURANCE



Sour ce: Office of the Actuary, OASDI Trustees Report 2004.

U.S. Disability Spending IsLow By International Standards

By international standards, U.S. spending on disability benefitsisrelatively

modest (Figure 2). Asashare of gross domestic spending, public disability benefitsin

1999 were 0.71 percent in the United States, compared to 1.01 percent in Germany, 1.27

percent in the United Kingdom, 2.05 percent in Sweden and 2.65 percent in the

Netherlands. When the spending includes work injury benefits and short-term sickness

benefits (which are provided through public or mandated social insurance systemsin

many countries), the differences are greater. In brief, as a share of the economy, the
United States spends less than most other OECD countries on disability-related benefits.

Figure 2. Spending for Disability and Unemployment Benefits as a Percent of Gross
Domestic Product, Selected Countries, 1990 and 1999

1990 1999

Broad Broad

Public disability Public disability
Country disability benefits |  disability benefits Uggmpggﬁ)”;

benefits (including benefits | (including P
work injury) work injury)
Program spending as a percent of GDP

Germany 1.05 3.22 1.01 2.90 2.10
Netherlands 3.42 5.54 2.65 4.14 2.60
Sweden 2.03 5.21 2.05 4.02 1.60
United Kingdom 0.88 1.39 1.27 1.52 0.57
United States 0.56 1.48 0.71 1.37 0.25

Public disability benefits = contributory (earnings-related) and non-contributory disability benefits
Broad disability benefits = public disability benefits, sickness cash benefits, and work injury benefits.
Source: Transforming Disability into Ability: Policiesto Promote Work and Income Security for Disabled

People, OECD, 2003.
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The low level of spending on disability benefitsin the United Statesis more
striking when we recognize that almost all our European counterparts have universa
health care coverage. They also have social assistance or general assistance to aid the
poor, regardless of disability or family status. And they have more comprehensive
unemployment insurance. Both general assistance and unemployment insurance can
provide a safety net for individuals with disabilities as well as non-disabled individuals
who are out of work. Unlike our European counterparts, the United States has no
generalized assistance program for people who are down on their luck and unable to
make ends meet. And unemployment insurance is much more limited in the United
States than in many European countries. Other things being equal, one would expect
somewhat greater pressure on disability benefit systemsif alternative temporary support

systems are lacking.

People Usually Turn to Disability Benefits Asa L ast Resort

The focus group interviews strengthen the finding that people turn to Social
Security disability benefits only as alast resort. Beneficiaries' stories indicate they
usually stayed on their jobs as long as they could after the onset of their impairments or
illness and they often had sought other work before turning to disabled benefits.
Excerpts from focus groups are attached as an appendix.

A Responsetotheldeathat DI Reduced Employment in the 1990s

How do we reconcile these observations with the claim that the DI program
caused a decline in employment among people with disabilities in the 1990s (Stapleton
and Burkhauser, 2003)? That claim begins with the following observations:

(A)  Employment declined during the 1990s among people who say they are limited in
their ability to work. People with work limitations include two groups.
Employment rose among those who report they are limited, but still able to work.
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(Good news.) But more people said they are unable to work and were not
working. (Disappointing news.)

(B)  More peoplereceived DI benefits over the 1990s. It is argued that liberalized
eligibility criteriaand rising DI replacement rates caused people to leave the |abor force
and turnto DI. | believe there is another side to each story.

Eligibility Criteria Did Not Expand in the 1990s.

| do not know of any significant expansions of DI eligibility criteriain the 1990s.
In contrast, some restrictionsin SSI digibility were enacted in 1996.1 What, then, are
the so-called “expansions’ in eligibility criteria? They appeared to be the 1984
legidlation, which was enacted to remedy the overly zealous administrative retrenchment
that occurred in 1979-83. The 1984 law sought to restore the disability determination
processes to aresponsible center. It can be construed as an “expansion” only if one
views the extraordinarily restrictive policies of the prior few years as the baseline. That
does not hold up on close examination.? The notion that the 1984 changes caused a

decline in employment during the 1990s is not convincing to me.

Whose Replacement Rates Rose and Why?

A study by Autor and Duggan (2002) estimates that replacement rates rose during
the 1980s and 1990s for older men who are at the bottom of the wage distribution. This
isplausible. To the extent this occurred, it is not aflaw in the DI benefit formula.

Rather, it isthe result of an aberration in the wage structure of our economy.

! The main source cited for historical changesin eligibility criteriacited in Chapter 10 of Stapleton and
Burkhauser (2003) isthe NASI Panel report, The Environment of Disability Income Policy: Programs,
People, History and Context. But it does not mention any liberalization in disability criteriain the 1990s.

2 |n state after state, governors first protested new guidelines for terminating benefits to disability
beneficiaries and then, citing judicial opinion in support of their actions, announced they would no longer
conduct the disability reviews (Mashaw and Reno, 1996h).
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The authors creatively estimated wage histories for men, assuming they remained
at, say, the bottom 10™ percentile of the wage distribution of their age peers throughout
their lives.® Those simulated wage histories show that men who reached their 50sin the
1990s were not only low earners, they were experiencing falling wages relative to
prevailing earnings in the economy. Hence, asthey grew older, they fell further and
further behind. That kind of wage pattern would cause benefits (based on lifetime

earnings) to replace alarger share of recent earnings because recent earnings are low.

What do these wage trends mean? For one thing, they suggest that employers
have very weak demand for the services of these aging, unskilled men. If the men should
sustain a significant impairment, what “reasonable accommodations’ should we expect
employers to offer? The economic behavioral model of labor supply posits that these
men would choose DI benefits over work because the benefits are so attractive. Another
perspective is that, given a significant impairment, advanced age, limited skills, and a

lifetime of low and declining wages, such men would have no real job prospects.

Why Did the Disability Rolls Grow in the 1990s? Other Hypotheses

Instead of asking, did DI cause the decline in employment among a subset of
people with disabilities, we can ask the more relevant question for this conference. Why
did the DI rolls grow during the 1990s? | will point to three devel opments that may merit
further study — although all may prove difficult to quantify. One hypothesisis that
restrictions on other disability benefits are pushing people to Social Security disability
insurance. A second hypothesisisrelated to global changes in the competitive workforce
and what employer representatives have called an increasingly “unforgiving” workplace.
A third hypothesis relates to how a decline in good early retirement options for workers

in arduous jobs might increase the likelihood of reported work disability.

3 |tisassumed, for example, that the men earned at the 10™ percentile of earnings for men in their 20sin
the 1960s, then in the 10™ percentile of men in their 30sin the 1970s, in their 40sin the 80s and in their 50s
in the 1990s.
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Are Other Disability Programs Sending Peopleto DI?

We have indirect evidence of such adevelopment with regard to workers
compensation, based on four kinds of clues. First, while spending on DI benefits rose
during the 1990s, spending on workers' compensation actually declined, first in absolute

dollars and then continued to decline as a share of payroll covered by the program. (See
Figure 3).

Figure 3. Social Security Disability Insurance and Workers Compensation
Benefits as a Per cent of Payroll, 1970-2000.
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Source: National Academy of Social Insurance and the Office of the Actuary, Social Security Administration.
*Starting in 1989, a new estimation method was used for workers” compensation benefits as a percent of payroll which
accounts for the decrease in that year. For more information, see NASI, 1997,

Second, during the 1990s states adopted a number of changes designed to limit
the number and types of claimsthat are paid by workers compensation. Two key areas

of restriction are psychological impairments (mental illness) and cumulative trauma
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disorders, also known as repetitive stress injuries that affect the muscul oskeletal system
(Burton and Spieler, 2001). These same two categories are a growing share of the DI
program in the 1990s.

Third, focus groups conducted in the 1990s found — almost without exception —
that people with musculoskeletal impairments who ended up on disability insurance had
previously been denied by workers' compensation. This occurred even in some cases
that clearly appeared to be work injuries. (See Appendix A.) Fourth and finally, service
providers are in business to help employers and insurers get their long-term workers
compensation cases on Social Security disability insurance if they can. Anincreasein
this activity could lead to an increase in DI claims. In reverse offset states,” workers
compensation payments could be reduced if the worker qualified for DI. Similar services
are provided to employers and insurers who pay long-term disability insurance that is
offset against DI benefits.

While we don’t know the size of any such effect, a push from other disability
programs could contribute to growth in the DI rolls. Thistrend would not, however,
explain an increase in reported work disability because people are likely to report they are
work disabled whether they are receiving workers' compensation or private long-term
disability insurance or Social Security disability insurance.

How Does an Increasingly Unforgiving Workplace Affect Work Disability?

At the Academy’ s disability conference in 1996, two speakers offered an
employer’ s perspective on the question “Where are the Jobs for people with disabilities?’
Van Doorn Ooms, then Senior Vice President of the Committee for Economic
Development, characterized the increasingly “unforgiving” world of work. “Cost
efficiency and productivity improvements are now imperative for most larger American
companies. They are matters of survival for many firms, and the forces that produce

them are continuing and relentless. ... The new competitive environment has brought both

* States with reverse offset laws are California, Colorado, Florida, Hawaii, Illinois, Louisiana, Minnesota,
Montana, Nevada, New Jersey, New Y ork, North Dakota, Ohio, Oregon, Washington, and Wisconsin.
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good and bad news. ... The bad news is that this more intense competition has brought a
lessforgiving world. ... There are more opportunities, but also much higher risks. Many
of those risks are now borne by workersin ways that they were not in the old economy
where firms were more paternalistic. ... Intensified competition is a double-edged sword.
... Asskills become more valuable, the costs of discriminating against skilled disabled
workers might become higher. ... Conversely, asless skilled workers become relatively
less valuable, the incentives for accommodating their disabilities diminish. A careful
distinction must be made between disabled workers who have skill deficits and disabled

workers who do not when discussing these issues’ (Ooms, 1996).

Ledlie Scallet, director of the Mental Health Policy Resource Center brought her
dual perspective as an employer in asmall non-profit organization and as alawyer and
advocate for persons with mental illness. She explained that downsizing and streamlining
mean that employees have to be highly flexible: instead of having two or three employees
to do different activities, one employee might be expected to do all kinds of activities.
Workers who have mental disabilities will have a harder time being flexible in this kind
of environment. Second, the new emphasis on speed and productivity is particularly
difficult for workers who have mental disabilities. Third, policies that reduced income
support for families with children brought added competition for low-skill jobs that will
make finding and keeping a job more difficult for some workers with disabilities.

Finally, many people with mental illness who have found a niche in the work force have
done so in a semi-sheltered environment of public or nonprofit agencies. Reduced
funding and downsizing in these agencies jeopardize those successes (Scallet, 1996).

In brief, aless forgiving work place makesit harder for people with mental
impairments to find a niche and weak demand for unskilled workers weakens employers
incentives to accommodate unskilled workers with physical or mental impairments.
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Do Fewer Early Retirement Options Bring More Work Disability?

Thisfinal hypothesisis based on observing retirement and disability policies over
the past nearly four decades. In the 1970s and 1980s, men in arduous jobs were more
likely than today to have the benefits of collectively bargained early retirement pension
and health benefits. These benefits were common in heavy industry — automobile and
steel manufacturing, mining, and so forth. A social compact among workers and
employers often buttressed the notion that 30 years in arduous work was enough. Early
retirement was good for the retiree. 1t was also good for his co-workers because senior
positions opened up for mid-career workers to move up the ranks. Employers also
benefited because an ample supply of young baby boomers would fill jobs at lower wages

than those paid to retirees.

In this environment, men in arduous jobs could retire on adequate incomes before
the onset of a disabling health condition. And, if achronic condition arose after he
retired, chances are that the retiree would still consider himself “retired,” rather than

disabled because retirement was the reason he | eft the workforce.

As employment in durable-good manufacturing has declined — through
automation and movement of plants beyond U.S. borders — more of the arduous jobs that
remain for American workerstend to bein jobsthat rarely provide early retirement
pensions or health benefits. These jobs —in agriculture, construction, food production
and food service, retail trade, and repair services —rarely offer pensions at all and many
don’'t provide basic health coverage for active workers, let alone retirees. Pension plans
cover just 33 percent of workersin construction, 24 percent in retail trade, and 27 percent
in services (other than professional services) (Copeland, 2002). Lacking any kind of
health insurance were 42 percent of agricultural employees, 33 percent of employeesin
construction and in personal services, and 24 percent of employeesin retail trade and in

business and repair services (McDonnell and Fronstin, 1999).
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Without early retirement health and pension options, workers in today’ s more
arduous jobs may have no choice but to keep working until they become eligible for
Medicare and Social Security retirement benefits, or experience a career-ending
disability, whichever comesfirst. Thus, adeclinein early retirement benefits for workers
in arduous jobs could indirectly contribute to an increase in both reported work disability
and claims for Social Security disability benefits.

Recovery and Return to Work: It May Be Better than We Think

We often hear that only a fraction of one percent of DI beneficiaries ever leave
the rolls because of recovery or return to work. This rate compares the number of people
who return to work in ayear with the number of people on the DI rolls that year.

In the mid-1990s the Academy’s Disability Policy Panel received specia
tabulations from the Social Security Administration that tracked the experience of
beneficiaries over six years after they entered the DI rolls. This study shows amore
promising picture as well as a cautionary tale about the experience of disabled workers

(Figure 4). Six years after entering the DI ralls:

e Just over half (53 percent) of people were still on the disability benefit rolls;
e Fully aquarter (26 percent) had died;
e Nearly afifth (18 percent) had shifted to retirement benefits; while

e About 3.5 percent had recovered or returned to work.

The 3.5 percent rate of recovery or return to work may not be as high as some
would like, but it is ten times higher than the kinds of figureswe usually hear. The key
difference isthat the study followed people over time. Recovery and return to work take

time.
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The success rate is somewhat higher if we focus only on those still alive and not
on the retirement rolls. With the deceased and retired excluded, the rate of recovery or

return to work is about 6.2 percent.

Recovery or return to work is particularly important for younger people because
they have alonger potential work life ahead of them. Y ounger disabled workers who
survived were more likely than their older counterpartsto leave therolls. Asashare of

those still alive after six years, disabled workers who recovered or returned to work were:

e About 1in 8 (13 percent) of those in their 20s when they entered the rolls; and
About 1 in 11 (9 percent) of thosein their 30s at onset.

The 9 to 13 percent rate of leaving the rolls for recovery or return to work among
beneficiaries in their 20s and 30s is much better news than we usually hear. A key
guestion is how such figures might look today. These specia tabulations were provided
to usin 1995 and were published in our 1996 report (Mashaw and Reno, 1996a). The
period covered by the study was 1988 through 1994. During part of that time, SSA had
cut back on doing continuing disability reviews in order to process a backlog of new
claims, because it lacked the resources to do both. It would be useful to know whether
results are different now. In fact, it would be useful to track this kind of experience from
year to year to have a historical record of how changesin policy, administrative practices,

and the broader economy affect recovery and return-to-work rates.

Adequate Administrative Resour ces Are Essential

In both its interim and final reports, the NASI Disability Policy Panel urged that
the Social Security Administration be provided adequate administrative resources in
order to obtain appropriate evidence and fairly, thoroughly, and promptly decide new
claims and to conduct continuing disability reviews as called for in the law. Disability

determinations are inherently difficult and some cases are time consuming and labor
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intensive. Failure to properly fund administrative activitiesill serves both beneficiaries

and taxpayers.
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Figure 4. Recovery and Return to Work Experience of DI Beneficiaries Over a5to 6 Six Year Period
Benefit statusin February 1994 of persons awarded benefitsin 1988, by agein 1988

Status in February 1994 Agein 1988

Total Under Age 40 40-49 50-59 60-64
Tota Under 30 30-39

Number of persons awarded DI in 1988 (in thousands) 409.1 99.8 36.7 62.9 78.5 146.9 84.1
Total percent 100 100 100 100 100 100 100
Still receiving DI benefits 53 72 74 71 69 60 0
Died 26 19 15 22 27 32 25
Shifted to retirement benefits 18 - - - - 6 75
Recovered or returned to work 0
Per cent of total 4 9 11 7 4 2 0
Per cent of those alive and not retired 6 11 13 9 5 3 0

Source: Balancing Security and Opportunity: The Challenge of Disability Income Policy, Final report of the Disability Policy Panel, National Academy of Social
Insurance, 1996, page 110. Specid tabulations provided by the Office of Disability, Social Security Administration.
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o Profiles of

Disability Beneficiaries

To get beneficiaries’ perspectives on their disabilities,
benefits and prospects for work, the Disability Policy
Project conducted focus group and telephone
interviews with over 60 Social Security disabilicy
insurance (DI) and Supplemental Securiry Income
(SS1) beneficiaries or parents of young adult benefi-
ciaries. A pilot focus group was held in Virginia in
August 1994, Eight other focus groups were
conducted in three sites — Towa, New York and
Oregon — in October 1994. The Project collabo-
rated with the U.S. General Accounting Office to
obtain from the Social Security Administration
(SSA) lists of beneficiaries names. Beneficiaries were
conrtacted by phone and invited to participate in the
focus groups. All of the bencficiaries contacted had
filed for disability benefits within the last five years.
Beneficiaries gave permission for the information to
be used for the research project. Interviews were
conducted by LaScola Qualirative Research and
covered the beneficiaries’ perspectives on their
quality of life, their experience with disability and
wurk, theit prospects for returning to work and their
experience with the Social Security Administration.
Focus groups consisted of three age groups of
beneficiaries — thase ages 50 to 61, 25 to 49 and 18
to 24 — and parents of beneficiaries ages 18 to 24.
Participants within each age group were selected to
include a mix by gender, ethnicity and three broad
categories of impairments. The categories were
musculoskeletal impairments, common among thase
ages 25 to 61; mental impairments, most common
among young adult beneficiaries but present in all
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age groups; and cardiovascular, respiratory and other
impairments, also common ameng those ages 25 to

61.

Excerpts from the focus groups convey both comi-
mon themes and the diversity of beneficiaries’
experiences. The first sections of this appendix
present profiles of participants ages 25 to 49 and 50
1o 61, grouped by the three general impairment
caregories by which they were selected. These age
groups are combined because they reported common
experiences. Those ages 25 to 49 included many
beneficiaries in their mid to late 40s, as is the case
with the beneficiary population in general. Many in
the age 50 and older group werc in their early 50s
and had been in cheir late 40s at the onset of their
conditions, The final section of the appendix profiles
young adult beneficiaries and parents of young
beneficiaries.

Cardiac, Respiratory and Other
Impairments

These beneficiaries often were very ill or had life-
threatening health conditions. Many had remained
on their jobs months or even years after the onset of
their conditions, determined to “bear the odds” of
their diagnosis. By the time they turned to Social
Security, they had experienced the loss of their
health, their livelihood and their hopes for ending
their work lives with a comfortable retirement.
Rerurning to work usually was not an option. Most
had exhausted efforts to remain ar work before



turning to disability benefits. Their emphasis was
on preserving their health, and often their lives, and
finding meaning in activities withour the psychelogi-
cal and monetary rewards of paid employment,
Some were more serene about this than others, being
grateful for their “good days” and finding meaning
in family or other relationships. Many said that
their claims were processed promptly by Social
Security. They often had clearly diagnosed and
documented medical conditions that probably met
SSA’s medical listings.

Accountant. Age 53, she is an accountant who
worked her way up from being a bookkeeper. She
has five sons and a daughter and now lives in
Oregon near her daughter. She has chronic respira-
T.m'}l failllrc H.I]d WOIE l.'nygl:n during thﬂ {‘I]L’uﬁ g[uup.
Her condition was diagnosed in 1990 when she lived
in Las Vegas. She applied and received Social
Security without difficulty. She is very worried
about paying for her medication.

Inn 1990, I'd just arrived in Las Vegas. [ was trying to
apply for work, and [ just didn't feel well. [ kept going
into emergency. | thought maybe it was the asmosphere
rbm-, {IH{IJ 159}? Ié?:’ ﬂrﬂc'rar 5{11}1r "5";?:{;' :r,;mgj are gone,
You should be on roral disability.” T had no health
insurance in Las Vegas. [ had worked in California,
and had Kaiser insurance there. So [ went back to San
Diego and stayed with my son.

When [ applied for Social Security, the paperwork wen:
through and everything. [ had no problem. [ just
couldn’t belteve that 1 was totally disabled. [ still cant
belteve it. T'm getting more oxygen to my brain and in
getting move aware. But I don't have the energy. Even
walking a block, I'm out of breath— and it isn't
getting better.

I thaught at this time af my life [d be comfortable. Not
wealthy or anything, but all right. But with the
increases in drugs, you cant make it. Its going to get
worse. 1t5 not going to get better. The longer I live, the
mare medication [ have to take. The bills just keep
mounting. | don't want to worry about it, because it
Just makes it worse. [ pay $81 a month for my insur-

ance, and I have to pay 70 percent of my prescriptions.
At this point, 've been charging my prescriptions,
because theyve been running over §100 a month. |
applied for family sevvices, senior disabled services, |
should know today whether I'll get assistance or not, If
1 dont, he says to keep trying. [ may be able to get them
to pick up the prescriptions.

Management Secrefary. In her 405, she had been
a management secretary in a hospital in fowa, She
has cancer and worked after her first surgery. After
her second surgery she applied for Social Security
and qualified quickly. She also receives a disability
benefit from the hospital where she worked.

I pmémlu’y fook pm!g- gamf, but I have a tumaorous
cancer thar could nor be removed by surgery. So 1 have
gone the chemolvadiation route. It5 in remission now.

I bad cancer befove and was able to work through my
[first surgery. Then when it occurred again, [ was
working and I tried to go back to work after surgery,
and corld only maintain about two weeks and [

conldn’ because of the pain, and so forth.

The hospital gave me options to come back to work.
But you have to look at it long-term.  They've seen you
when you've been able to perform 100 percent. Now
with your illness, maybe you can only perform 50
pETCEnt one a’a}; mayée 30 the next. Mﬂyﬁf or¢ a’ay you
Just can'’t make it to work. So eventually, you're not
going to have a job because you cannot fulftll that
ebligation,

My first disability benefit was through the hospital,
Then I called the Social Security office. Mine went
right through without any problem.

With cancer, they say a lot of times most of your therapy
is your attitude. | don't plan to go back to work. 1
don't know bow long [ have. I haven't been told yer —
it could be any time. So [ try to take a very positive
attitude so | don't make myself worse than I am. There
may be a chance maybe later on, to find something in
therapy or medication to live longer. We take a day at a
time,
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Financial Services Representative. In his 405, he
lives in Virginia. He was diagnosed with multiple
sclerosis (MS) two and a half years ago. He worked
20 years for an insurance company selling financial
services. He kept working until his vision declined
to the point where he was no longer able to read or
drive. His motor coordination is faltering. He was
initially denied Social Security before being allowed
on appeal.

For me, a good life would be just being able to be
mobile. To be able to walk more than 3 blocks without
falling down, To be able to see s I can drive and get
myself around.

1 was originally diagnosed as having MS in August of
1. And I went through approximately two years with
no major problems. Around June of 93 my vision goi
to the paint | was having problems seeing street lights.
Finally, my wife insisted I stop driving, [ had to stop
working in August 3.

1 have a good relationship with the executives of my
company. ['ve been working with them for 20 years.
And they have been very fair and very nice to me. They
have tried to come up with alternative things I could
possibly do while I am on disability But becawse of not
being able to read properly, that bas creared problems.
But one of the things we've talking about is my giving
little speeches, motivational things, you know, for
prospective agents.

1 try to stay active. For example, my daughter’s in
college and my wife works, so I do the cooking. I can't
see what I'm cooking, but I can still try to cook it. 1 do
things around the house, so I feel like I still have some
selfworth. Your body and your astitude can adjust. 1
mean, | fall down all the time now. So I just ges up. 1
Just keep getting up.

Private School Teacher. A widow in her 50s, she
has lived in New York City all her life and had
taught 12 years at a private girls school. She had
heart surgery nine years ago and returned to her job
aficr being out for six months on temporary disabil-
ity. In January 1994, she again had heart surgery
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and found that her condition was more serious than

she had expected.

When I had surgery the first time nine years ago, it wdas
great to get back to work. In January I went to have
surgery again to get a new valve. I have a leaky aortic
valve. But when they went in they found out [ had a
stlent heart attack. So instead of doing the two opera-
tions — they did it with the balloon. The doctor said,
o, I should nat go back to work this time. It would be
100 nuuch,

1 had 52 weeks of disability benefits from the school.
After that I went on Social Security disability. Im a
widow, so I got more on my husbands than I did on
HRInE.

I had no problems with Social Security. It went
through the firs time. The business office in the school
helped me file. She filled out certain things and the
doctor had the information. [ waited the six months.
But I had no problems. I get a pension from the school,
tao. Theyd only started it maybe nine years ago. So I
get something from them too. And then from my
husbands job, too. Thank goodness.

Clerk, Nurse's Aide. In her 405, she has been a file
clerk, a singer and a nurse’s aide. She lived in
Detroit and Dallas before moving to lowa. She
stopped working 4-5 years ago because of severe
headaches. She was diagnosed with brain tumors,
one of which has been removed. Two were inoper-

able.

I stopped working because I was having real bad
headaches. My cousin told me to go get my head
checked out. When they cut my brain — opened me up
— they saw three tumors in my brain. The doctor said
hes going to remove one, but he couldnt touch the other
two. They were right in the middle of my brain. |
could have died or lost my speech forever. | didn't used
to talk this way. But the doctor told me, he said, “Baby,
you're gesting up fast!” I said, “Yes, [ want to get on.”
And three days later [ had another stroke. | couldnt
talb. T couldw’t walk. I couldnt do a‘rzyrﬁiﬂg. Thats
why I thank God for every day that he gives me.



The state of Jowa told me to go on disability They put
me on Social Security straight out of the hospizal. They
Just automatically put me on. I did not know it then.

A good life? A good life would be if T could quit
hurting. Every morning I take Phenobarbital, aspirin,
I take a nerve pill. 1 take them all. And if T really
want to do something, 1 do it. [ just put my mind to it.
Theres a higher power in me to feel better. Every day
when [ weake up, I sit wp and look at the sky and say,
“Thank you, Jesus, for another day.”

Switchboard Operator. Age 41, he had been a
switchboard operator at a hotel for years. While
hospitalized with pneumonia, he was diagnosed with
emphysema. After his health insurance with the
hotel ran out, he went on welfare and received
Medicaid. The welfare office referred him to Social

Security.

A good life? Being able to create something, like write a
book or make a movie, just doing something positive.
Leaving a mark that you did something with your life,
or being able to help someone else. [ like to go shopping
with my roommate, to help her carry the packages.
FEven Iboug.b it takes a lot out afme, it ﬁ'ﬂfs like I'im
accomplishing something. It helps my peace of mind.

1 had a lung operation in 1991 because I had a
complication with pnewmonia. T have severe emphy-
sema. For a while I didn't brnow 1 could collect disabil-
ity. | was on welfare. They told me to go to Social
Security

I was on Medicaid. Before that I was on the hotels
insurance. But, they only give you a certain amount of

time after you're out of work, then they don’t pay your
health benefits.

Just gesting to a job would be hard. 1 could only work
two hours at a time. Maybe being able to rest would
bﬂ}*}, but that wouldn’t be very productive. Who would
put up with that? My doctor said I shouldn?.

Day Care Center Worker. In her 50s, she had
worked in a day care center. Both she and her
partner were diagnosed with HIV. He has since
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died. She was referred to Social Security by public
assistance and had no problem qualifying for SSI.
Her illness came as a great shock. She is determined
o kc.-:p a posirive artitude o ﬁghr her illness.

About five and a half years ago [ was starting to feel
kind of sick. At that time, [ was living with this guy,
and he started getting sick. [ wanted him to go and
have himself checked because there was a lot of things
going wrong with bim. | felt that [ didn’t need ta for
the simple reason that I was never into drugs, | was not
running around. Before that ['was a housewife with
my childven and my husband. It turned out that he
bad the HIV virus. [was hysterical. T went into a
deprejsian. It was bard ﬁrr me to deal with the idea
that he had HIV.

T went to have myself checked, And it turned out that I
came down with HIV myself. Su I stareed erying,
“What do I do now?” I never thought of myself as
being in that siuation. | loved to work in the day care
twith the children. I could never go back. That was my
[first reaction, "I can never be around anybody now.” 1
felt like I was contagious. But anyway, about four and
a half years ago is when I did find out, and I went to
Social Security and they started giving me SSI.

1 was on public assistance at the time. Public assistance
sent me down to Social Security. They approved the
581, and I've been on SSI right now for four and a half
years. But its a struggle. Living from one month to the
other. Food, rent, and everything. All [ get is $10 of

food stamps. 1 go to the store once and they are gone.
Thars it.

Lately, Fue been very sick. 1 try to keep my attitude
positive — going to church. And I have gone to groups
with peaple with HIV. It5 the only thing that keeps me
going. The guy that I was with, he passed away last
year. It has been some rough times. But [ am a
survivor. [ won't let it get me down.

Nurse Manager. Age 50, she has lived in the
Portland area for 25 years. She had been a nurse
manager in charge of eight departments in a hospi-
tal. She was diagnosed with lupus in 1986. Despite
her doctor’s prognosis, she kept working for 18



months after her diagnosis. But she ultimately had
to leave her job and claim disability benefits from
the hospital and Social Securiry.

A good life? Just to be able to do the things that [ had
thought I would be able to do when I reached this point
in my life.

I have lupus, and ['ve had it most of my life. In 1986,
I thought I had a heart attack. And they found out it
was an infection around my heart. There are very few
reasons why it should happen, and one of them is lupus.
And we went back over all my records and did more
tests, When [ was first diagnosed, my physician said,
“You won't be able to work any longer.” And I laughed
at him, becawse [ wanted to prove him wrong.

I didn't want anybody to know that I was not well, and
finally it became evident that I could no longer func-
tion. It took me a half hour to walk half a block from
my car into the hospital, and when I got there I had to
rest for an hour. | just didn’t have the energy to get
upstairs to my office. My staff members carried a lot of
my load for me. When I found that in an eight hour
day, I was spending four and five hours just trying to
gear up the energy to do something — it was time to
leave. After 18 monihs, I decided on my own that I
needed 1o leave, becanse I couldn’t carry on any longer.

All my medical records were documented for about five
years. And there was never any question about whether
Twould get Social Security. 1 turned it in and I got ir.
1 got a letter in about two months, saying your disabil-
ity will start — once they setled it with the disability
insurance from the hospital.

Musculoskeletal Impairments

Beneficiaties with musculoskeletal impairments
included many who had back injuries and chronic
pain. They reperted difficulty with a broad range of
physical functions — walking, standing, stooping,
lifting, sitting, even sleeping — and some had
difficulty with concentration due to the pain or their
medications to ease it. They shared a common
experience that employers, insurers and doctors

often were not sympathetic to their conditions,
particulatly when workers” compensation was
involved. Perhaps because pain is difficult to
diagnose, measure and treat, many felt accused of
malingering, often being rold, “You should be better
by now” or “Theres nothing wrong with you.”
They had typically remained on their jobs for 2 time
after the onset of their injuries, Some had aggres-
sively sought other work and were still looking,
Some found that both their age and medical history
reduced their appeal to prospective employers. They
typically qualified for Sacial Security disability
benefits only after lengthy appeals. The long hiarus
between earnings and benefits had often wiped out
their savings. While they expressed frustrations with
the Social Security claims process, their feelings
abour workers” compensation were even more
negative.

Custodian. Age 53, she lives in Oregon and is a
mother and grandmother. She has worked as a
hairdresser, a sales person in cosmetics, and most
recently as a custodian, where she has worked for six
years before she was injured on the job about five
years ago. She uses a scooter. She is very angry about
her experience with workers’ compensation. In
Oregon, workers' compensation is administered by
the Stare Accident Insurance Fund (SAIF). After
receiving compensation for about four years, she had
a heart arrack. When her workers' compensation
ended, Social Security determined she was disabled.
But she had lost her insured status for DI and
qualified only for SSI. Social Security, apparently,
ser the onset of her disability after her heart attack,
rather than at the time of her back injury.

T was ﬁytf;;rpd an the _j.r:ab and that was a disaster. | ﬁ'ef
that somebody should do an investigation of the SAIE |
went through hell.

Well, T weighed 110 pounds. T was strong as a horse. |
could outwork anybody. I was a custodian. 1 fell down
the staivs and injured by back, sacrotliac and my fiz'p.r
some. I just couldnt work any more. I was in pain,
They kept telling me there wasn't anything they could
do 1o stop the pain.
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1 went through four years of misery with the state
waorkers' compensation. They were giving e wy money
— bur they wouldn't train me. They kept saying, “You
apply for Social Security.” I applied for my Social
Security, Social Security sard, “You can't apply for
Social Security when you're on workers’ compensation.”
We went through this for four years.

The ductor said I couldn't do the work [ was doing. [
tried to find other work. I went back to the drug store.
I thought maybe I could at least clerk for a while. No
way. They wouldn't hire me. Number one, they said
my age. Number two, they said 1d been on disability
for a year. I was now a risk.

! begged the insurance company to belp me get other
work. My doctor satd, "She cant do that physical labor
anymore. Train ber.” I went through a year of apti-
tude testing, They got me all set to go into a program.
It was a medical records certification course, I really
was excited abour doing that, It was two years and
you're certified. That would have been fantastic. At
the last minute they said, “Sorry, we cant send you to a
two-year program. That’s too long. You'll have to find
something else. We're gaing to send you to Goodwill.” [
keep trying to think of the straw that broke my back.
That was a big one.

I think that's why my health deteriorated. If you're
fighting all the time just to survive — with an insur-
ance company that you've patd for — then the rest of
your health goes. That happened to me. I had a stroke.
I had a heart antack. Then Social Security finally says,
“Yes, you're disabled all right!”

SAIF then dropped me and I was in the middle of
fighting them. The thing that hurts is, afer five years
of this misery and my health goes down, and Social
Security finally accepted me as disabled, they told me,
“Well, you can't get Social Security because you don't
have the earnings credits,” 1 didn’t have enough credits
because [ didn’t work for the last four years. So because
of that job infury and that insurance company, I lost all
my Social Security income. So then they put me on
SSI, which in the long run turns out to be better for
me. Because now ' on Medicaid. My medical costs

are like $1,200 a month. Bu, it sill nor right. I'm
Just 5o angry.

T've been downing everything, Let me say one good
thing. Ir if wasn’ for Medicaid from the State of
Oregon, [ would be decayed in the ground because |
had no other insurance. T have $1,200 a month worth
of pills and medicines and treatmens. And if they
hadn't helped me, I'd be dead. And maybe it would
bave been just as well. T've certainly felt that way. But
nay children and grandchildren dont. So, I want to say
that I do appreciate Medicaid.

Nobody wants to be disabled. Nobody wants to live off
the state. Td love to play with my grandkids and start
hiking and bowling again. Its a great loss.

Contractor and Carpenter. In his 405, he has been
a carpenter and contractor for a number of years.
He moved to lowa from Illinois, where he had been
imjured on the job. He had back surgery, and after
the surgery, developed deep venous thrombosis in
his lower left leg, which he described as 2 1/2 inches
bigger than the other due to the thrombosis. He
walks with a cane. He received no cash benetits
from the company where he was injured. He
qualified for Social Security without difficulty. In
Illinois, workers’ compensation is administered by
private insurers or self-insured employers. Irisa
state where employees have a choice of their doctor.
He has wotked with a professional job locator and
put out over 300 job applications, but has not yet
succeeded in finding other work he can do with his

disability.

I was hurt on the job. ﬂaq had a fire, and this man
turned the five hose on and it blew him off a four foot
platform. tried to catch him. The fire hose hit me
and be landed on me and knocked me down. Immedi-
ately 1 was suffering a lot of pain. S they sent me to
the doctor, and he confirmed I had something wrong.
Then they brought me back to work. [ never missed a
day of work. The doctor put me on light duty. They
put me on a stool that was three feet off the ground, and
they had me bending over pulling trays of nuts and bolts
aut of the bottom te separate them. And I just coulednt
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do it. 1 told them I'd get on my knees and do it and
they said, “Well, you should be getsing berrer by now.”
It was just intimidation on their part.

[ went 10 wionths ar wmy company after the injury and
did not receive a dime in benefits, Never have received
any money. [ was burt theve. [ was automatically
alienared from any benefits. 1 never received them, and
to this date have never received them,

Wihen 1 applied for Social Security, I went 1o a Social
Security doctor, and he said, “You're really messed up.”

He wrote a letier and they just took me right through
and it was all said and done.

1 had a professional job locator | worked with for quite
a few months. I put in over 300 applications. I didn’
even get a eall. That' presty discouraging. [ made
phane calls. I did everything I conld. Its like me and
her starting out. Shes 18 years old and I'm over 40.
T've got some seriows problems going on, and this kid
here is right out of high school. They are going to hire
her. They wouldnt even look at me. They haven't
looked at me.

Technically, they are not allowed to ask if you have a
disability. But they have asked me how come theres a
lapse between this time and that time on my resume. [
said, you know by law you're not allowed to ask. He
said, “Well, if you want a job, I've got to ask you.”

I can understand how peaple don't understand pain. |
know what 1 used to think. [ bad an uncle that was
built like a gorilla, a muscle man. He had a back that
was absolutely shot. To look at that guy, his chest and
arms, youd think, “He could lift a tank!" Bur the poor
guy could hardly walk. If I didn't know him, I'd think
— what’ your problem?

T six two, and [ weigh over 200 pounds. People are
looking at me like, "Look at this big strong guy. What’s
the problem?” I was the second highest on medication
in St. Anthonys Hospital. I've never been a drug
addict. 've got a real high tolerance to medication. |
do not take medication now. Because [d have to take it
by the handfuls — and Iin not going to do it. T in
pain right now. You learn to live with it.
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In the time before my benefits went through, we went
thruugh all our savings. Iown my house. That was
forsunate. 1 didn’t have to pay rent. We went almost a
year berween my last pay and when Social Security
care in. So we were down to our Last $500. It just
wiped us out,

Hospital Transcriber. [n her 40, she worked ar a
hospital doing surgical transcriptions. She had also
been a school teacher and a church organist. Before
college she sold encyclopedias, waired rables and
tended bar, She has multple back problems and is
very bitter about her experience with workers’
compensation. In lowa, workers compensation is
administered through private insurers or self-insured
employers. lowa is one of the states where insurance
carriers select the physicians that treat injured
workers.

T've had a four level fusion which was net successfied,
and a rhizotomy which alse was not successful. 1 have a
cervical spine problem that I am reluctant to have

surgery for because the other surgery has not been
swecessful

1 was working in a hospital when I was injured. The
big shock for me was that other people did not have any
grasp of what was happening to me physically. They do
not understand pain. It5 always a surprise to rell
somebody you worked side by side with, that you're in

tremendous pain and that you can’t do something.

When you'e injured in a work comp setting, you find
that people change their attitudes toward you. There
was a little indicoment. You can see yourself losing
respect in their eyes, becawse you ve been injured on
comp. So you try to not show the injury. In physical
therapy, [ can look back on doctor s reports and see a
difference. I think they think we are malingering.
Faking it. Fven though you're not, theres a judgment.
“Well, you should be berter by now.”

[ think people who are injured on comp are discouraged
from connecting with other people. I used to go to
chronic pain support group meetings at Mercy Hospital.
Abaut 50 of us showed up. And it was the most
reinforcing, affirming thing I'd experienced. But [



think what happened, too many of the comp people
were expressing their true feelings abous the way theyve
been treated, and for some strange reason the group was
dishanded. It was not for lack of participants.

I went to the insurance company doctor to see if be
could help me. He said, “Did your attorney send you
bere, or did the insurance company send you here?”
And I said “The insurance company.” He closed my
file and said "Well, I don't think anything else can be
done for you.” And I said "What am I supposed to do?”
And be said “Go into business for yourself.” I said, “If ]
can’t work for semebody else, how am I going to go into
business for myself?” And he said that maybe | should
go on disability. Thats when I applied for Social
Security.

Meatpacker. Ln his 405, he lives in lowa. Married
with two teenage children, he has been a laborer all
his life. He sustained a back injury on his last job at
a meat packing company. He has had back surgery
twice and lives with chronic pain.

He apparently received no workers' compensation
income, although he did attend a workers’ compen-
sation seminar. It ook three years for his Social
Security to be approved on appeal, during which
time his family depleted their savings and turned o
relatives for help.

You asked, “What is a good day?” A good day for me is
to wake up once without pain. 1o go one hour without
pain. It doesn’t happen.

When it [back pain] first happened to me, 1 was told |
bhad a muscle spasm. They sent me back to work. |
pulled between 75 and 100 pounds of mear every rwo
and a half seconds. [ did not miss a day of work. They
told me [ was faking the pain.

My co-workers told me you bave to pull your number,
so { did. When you work in a packing house on a line,
theres four of you. You might be number one, two,
three or four. One coming up, that’ your number to
pull off the line. They were telling me [ couldnt pull
my number. [ was determined to prove that I could
still do it. Td trained them. I knew this job. But it
took half an hour for me to get on the line, find a
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comfortable position to pull my load. It went on for a
wmanth, month and a halft And it gor 1 the place
where I couldnt do it. But then they said 1 was
goldbricking.

When [ went to the company doctor, be told me there
was nothing wrong with me. They said, “Here, go into
the back room and theyll give you a treatment with
infrared. You can be back to work in no time.”

Fwent to a semiviar probably two years ago. They call
it “Workforce.” It was through the workman’s comp.
And [ was told by them repeatedly there is nothing
wrong with you. We want you to go out and get a job.
T put out applications and didn’t get a call back.

At home, my wife got tived of me laying in bed crying
because my back hurt. You cant lay down. You cant
sit down. You can’t stand up. You can’t do anything.

It took me three years to get Social Security, And I had
to go to court to get it. 1 went to court on a Friday, and
I had surgery on the Tuesday. The judge says, “When
did you have your last surgery?” I said, “Three days
ago.” He said, “This case is closed.” Because when 1
was there I told him that I conld not sit down — and I
couldnt. T was there merely five minutes.

In the three years before | gor any kind of disability
money, we used our savings, which are long gone. In

the last year and a balf, my family belped us out.

Im a laborer. 've been a laborer all my fife. I worked
in factories. And I would vather go back to the job that
1 got buri on, Because that, to me, is the hardest job |
ever had in my life — but to me it was the best job.
But I don't think it is possible for me to pull 50 pounds
of meat off the line every couple of seconds. And theres
nothing they can do. Theres no such thing as light duty

in a packing house.

Salesperson. Age 57, he lives in Oregon. He
sustained back and leg injuries in an automobile
accident 2 1/2 years ago. He worked in sales and
sales management and had been a coach in the past.
He believes that he should have qualified for the
company’s disability benefits, but did not learn
about them until after he was laid off because he was



no longer meeting his sales quota. It took him two
years to be allowed Social Security on appeal. While
waiting for his Social Security, they relied on his
wife’s earnings until she had a heart antack. Her
Social Security disability claim is now on appeal.

T was injured in this car accident. [ was rear ended.
But it wasn’t during work, 5o it wasn’t covered by comp.

[ tried to continue working for abour three monzhs after
the injury, because Td fust stareed with this company.
But during this time I was spending most of my time at
the doctor’ office or gerting therapy. I was in ousside
sales. And my mumbers were going down. My supervi-
sors were canstantly on me to produce. But the people |
was working with couldn’t understand how [ was up
and around. 1t finally got 1o the point where I was
asked to leave. I couldn’t maintain a quota. They
couldn’t afford o keep me on.

Little did [ know at the time thar [ showld have gone on
the companys disability. I could have drawn benefits
— 70 percent of my salary until I got better — if I got
better. 1 found out about that after they let me go.

Then I read the policy. But it was too late to go back
and say, “Wait a minute!”

When I was out of work, people were saying “Well,
there must be some kind of work that you can find.”
cant stand for long periods of time, I'm not supposed to
sit for long periods of time, I'm constantly up and down.
The only position Im comfortable in is laying down.
I'm on pain medication, [ take it every three hours. So
1 finally gave up. I tried, but I couldn’t do .

Then it was fighting the Social Security system. its
about a two-year scenario. They tell you right there in
the Social Security office. You get denied, then you ask
for a reconsideration, and then you appeal.

My wife was working and we had a small amount of
income from her — but my income went from abous
$2,000 a month down to zero. We squeaked by with
her income, and fell further and further in debr. My
Social Security was finally approved in June of this year,
and it went back to August of the year that I had the
accident. However, [ lost the first six months. And |
paid $4,000 our of my back benefits for the lawyer.

In December of last year, my wife had a heart astack.
All the doctors she has seen have told her she cannot go
back to work, now or ever, She filed for Social Security
and has been dented. Here she is with all these medical
records. What do you have to be, in a body bag? |
mean, mine wasnt as definite as hers, because mine was
pain and suffering, and tissue problems in my lower
back and legs. Hers, its right there, heart attack,
insulin dependent diabetic, asthma and high blood

pressure. Yet she’s denied and has to appeal.

Until my wife gets her Social Security, we're not going to
make it. I always thought when I was younger,
growing up and working, that when I reached a certain
age and level, retirement time, things would stare being
a lirtle easier. Well, it’s turning around the other way.
It’s geteing harder and worse, and there’s just nowhere to

turn, no help available.

Restaurant Manager. In his late 405, he has a
history of back problems thar goes back 20 years.
He has had five back surgeries and reported he has
wo steel plates and six screws in his spine. He lived
in Michigan, where he had managed a restaurant,
before moving 1o Omaha, where he had his most
recent back surgery. He recently moved to lowa.
Before he was a restaurant manager he had been a
persennel manager in retail sales, Having been in
management, he understood employers’ concerns
abour employing and paying benefits for high-risk
employees. Because of his chronic back problems, he
has had experience with medical care financed by
workers' compensation. He was covered by private
long-term disability insurance on his last job. The
insurer helped him appeal his denial of Social
Security benefits and offered to help him find other
work, [le is still looking.

A good life? To live without pain. If we rate pain on a
scale of one to ten, a five is a good day. Eight o nine is
a bad day. So, you learn to live with what you've got

left and go from there.

All the comp carriers I have deal with have certain
doctors they send you to. The docror in Michigan, all
he wanted to do was give me pills. He had me on 50
many pills [ hardly knew day from night. They want 1o
push you back into the work force. In my type of
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business, there is no light duty. Everyone has to carry
their own weight. | was in management, but don’t les
that fool you. | used to go out there and load trucks
when that had to be done.

To get the medical treatment you need, you have to keep
pushing until you get somebody that could possibly belp
you. When they finally sent me to the orthopedic
surgeom, who was not & comp doctor, you get the feeling
that because you're on comp, you're some kind of a drag
on the carth, Comp, you know, pays doctors less than
they get from private insurance. After a period of time,
the comp carriers were not paying the medical bills on
time. Then the doctor wants you to sertle up. Youve
got enough to worry about making a living and making
ends meet without having to worry abous making comp
pay your doctor bills.

My back history goes back abour 20 years. I've learned
to work through pain. And I've had some good years,
too. The restaurant that [ worked for took a chance on
me, quite frankly, by hiring me knowing my history of
back problems. That has to be on their minds because
the employer pays the premiums for workers' comp
claims. [ can appreciate what they go through. [ was a
personnel manager in retail for abour 5 years, and then
being in the restaurant business — I know what they
feel. I have 10 have this person in this position 38 hours
a week, and get this much production our of them — or
I don’s need them.

It got to the place where my back just finally gave all
the way out. The long-term disability carrier is willing
to train you to go back into another position. My
problem is I can't stand for a long period of time. |
can't sit for a long period of time. And I can’t be on my
feet, as far as walking, for @ long period of time.
Driving is the same way. So I'm trying to find some-
thing else. I've been thinking about real estate. If
theres something out there, Im going 1o find it. It3 just
that right now the pain is too debilitating. And I have
another minor surgery scheduled in November.

Afser I was rejected for Social Security in Michigan, the
long-term disability carrier said they would pay the
legal cast for an attrney. So, in the Towa branch of
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Social Security, it went right through. When I got on
Social Security, my LTDI went down. They pay the
balance up to your ‘reasonable wage.” But they don’t
count your bonus pay.  That’s where you really get
kidled, when you work on bonus programs. I'm drawing
one-third to one-quarter of what I was drawing in
management.

We're all nervous about whether you can handle
another job or not. Can you do it? Or will we go back
through this whole thing over again — surgeries,
rehabilitation. Its scary. We can laugh on the exterior,
but you cry on the inside. You don't know what
tomorrow will bring. Yesterday it brought pain.

Information Analyst. In her 50s, she was an
information analyst at a New York hospital for 29
years, where she dealt with third-party insurance
claims. She also was a violinist and did volunteer
advocacy work assisting elderly nursing home
patients. She has arthritis, sciatica and spinal
stenosis that was exacerbated by a fall ar the hospiral
where she worked. She has dealt with bouts of
depression in the past. Her mental health declined
after her injury. Her Social Security disability
benefit is reduced by the amount of workers’
compensation payments she is entitled to bur is not
receiving,

[ have worked with my health problems for 30 years.
Stenosis, arthritis and seiatica. I was happy, my work
kept me going. But then I had an awful fall, and with
stenasts, itt all you need, for things to break. 1 had a
serious problem with my spine, lower and upper, and [
went into such a depression.

Aﬁ‘fr the ﬁm? ﬂrﬂ, I was {f ﬁ:r a while. When I went
back to work, I was severely depressed. And they knew,
unfortunately. The hospizal had to pay for my psychia-
trist. Before my fall, I felt as an analyst I was never
second-guessed. But now I was, and by people I had
trained and promoted.

There is a terrible misconception of depression and
being able to perform. | have worked with depression
for many years, 1 was able to go along with it. But
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when they know that theres something wrong, then they
kind of belietle you. Thats how I felr. I tried desper-
ately to work. [ had my secand fall. Its been an
tncredible nightmare. [t does not even allow me to play
the violin, which I love, or clean my hause, or do
anything.

When 1 fell I was sent to the workmen’ compensation
doctor. He would not even give me an x-ray. [ had to
sue workmen's compensation in order to get an x-ray.

That's how bad it was. And I worked in the hospital

Comp is the most humiliating thing that you can deal
with. My problem is not with Social Security. Bur [
was assigned a very small amount of Social Security
based wpon what workmen's compensation should give
me on full disability. But the insurance company who
carries workmens comp refuses to pay me. I going to
court with the insurance company. In the meantime,
Social Security is just sending me a very small amount
— thinking that I'm getting the payment from
workmens compensation. So I have to cash my IRA
and cut my expenses in order to survive. [ was making
a decent salary. 1t5 so frustraring.

When [ found myself on Social Security, struggling for
myxﬂ_’f this time, I could not believe that it was [ whe
was asking, was very upset because I felt Im supposed
to be doing this for others. For years ['ve helped other
people get the benefits they are entitled to. Here I am
myself. When you're sick, it is hard to be your own
advocate.

Mental Disorders

Participants in the focus groups who had mental
disorders were also a diverse group. Many were
taking concrete steps to get trearment and improve
their situations. Some were working, others looked
forward to returning to work, although with some
trepidation. Like those with back injuries, they felt a
stigma attached to their impairments. Having an
advocate — whether a son, mother, therapist or
community mental health clinic — was a key link in
getting connected with supports in their communi-
ties.

Those with mental illness were generally being
treated with costly prescription medications, often
financed by Medicaid. Medicare does not cover out-
patient medications. If they were able to carn
enough to leave the benefit rolls, continued coverage
of their medication would be essential.

Musician. In his 405, he is a musician. During the
years when his schizophrenia was in remission he
taught piano. A Virginia resident, when his mental
illness returned he enrolled in a research program at
the Natonal Instirute of Mental Healch (NIMH) 1o
test a new drug to treat schizophrenia. Tt has helped
him, It is very expensive and he is grateful that
Medicaid covers it. He hopes to work again.

A good life?  Im sure that every one of us would answer
that question by saying, "If | didnt have my disabil-
ity..” In my case. my good life would be rotally free of
mental illness, I had been schizophrenic, but [ had
achieved 15 golden years of remission, during which
vivne | was teaching piano. Im a musician, even a
composer in the past, and a pianist. So during those
years [ was doing grear. | was in remission. And then
the voices came back. [ got sick again. I got so that |
couldn’t put a sentence together. And I was totally out
of it. Schizaphrenic, you know. 1 just couldn’t work
@y mare.

My mother heard about the NIMH program, because
she's always looking around for new things for me.
Basically, the reason I went to NIMH i to try
Clozapine, which is a new drug. It worked on me.
After I entered the NIMH research project, I was able
to ger Medicaid and Medicare. Before thar, Blue Cross
waerddn't pay my bills because they didn't cover mental
illness. My familys paid most of my expenses, the shrink
and whatnot, But when I went to NIMH, [ guess that
cinched the fact that [ was schizophrenic, or I wouldnt
have been there, right? As a result, I think, thats how I
got Medicaid and Medicare. They take care of most of
my expenses. Medicaid and Medicare really does help a
lot with Clozapine. 1 pay $1 a week for my medicine.
That’s really a bargain. I wish everyone could have
that.
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The people that I like to hang around with are the
people that are caring and concerned about you and you
can do the same thing for them. My family for in-
stance. | found that when I was diagnosed with my
mental disovder, all of a sudden I was a loony. [ was
crazy. Peaple didn't have anything to do with me. So
being in recovery as I am, I've got friends now. People
who I can call and talk to.

As a recovering mental patient — [in pretty close to
being recovered now — they have a great thing, a
social rehab center. And I go every morning and that
helps me, too. Its a structured environment, sort of @
mixture of work and play. In the afternoons, I work on
By FAUSIC.

Sheltered Employment Worker. Age 57, she has
three grown children and has lived in Portland for
22 years. She has chronic depression, and had heen
receiving SSI until she recently began receiving
Social Security benefits on her deceased husband’s
record as a disabled widow. She has worked as a
microfilm reader. Currently she works part-time in

a vocational rehabilitation program where she is paid
$1.86 per hour.

Well, I'm in good health physically, and I feel very
grateful to God for giving me good physical health, bus
T've been going through depression for about 30 years,
pretty severe depression.

[ worked at a credit union as a microfilmer for about
six years, working about eight hours day. If I hadn’t
had my religion, I don’t think I could have kept
working on that job, because I was in a room all by
myself working on this computer. And it wasn't
working half the time. The work wasnt coming out
right. I don’t know how I stuck it out.

T've had depression most of my life. Im still depressed,
but I'm doing better now due to the fact that theyve got
me on the right medicines now. I'm very gravefil for
that. But it has taken years of trying to find the right
one that would at least ease the depression. Maybe not
completely take it away, but at least ease it some. But
through the help of my friends and family I have been
able to keep going.

I wwas getting regular SSI before. Now I'm getting the
widows disability pension from Social Security. They
are twa separate payments. My son helped me. I don’t
krow how he managed to do that — but he made
inquiries after my husband died, Now I'm getting quite
a bit more than what I was receiving before. 1 get my
medicines through the spend-down program from adult
and family services.

Now F'm working part-time. It with vocational rehab
at the Netwark. [ heard about it through the mental
health clinic where I go as a patient. They do bulk
mailing. They do it part-time.and ['ve been there going
on six years. You only get paid $1.86 an hour. But |
realized even though I wasn’ getting paid much for
what I was doing, its the soctability. Just being with
others and knowing you're extending yourself toward
others,

Home Shopping Club Worker. In her 30s, she has
lived in Towa three years. She has severe diaberes
and major depression, In the past she worked ar the
Home Shopping Club. She was trned down for
Social Security six years ago. When she reapplied
three years ago, her application went right through.
She now receives DI and Medicare.

A gﬁo{f life? I think w,-ziﬂ'ng up in the morning and
feeling good about things. [ take 30 pills a day.
Depression gets hold of me pretty easily. I'd like to just
be able to get up and say, “Gee, its a new day.” But it
doesn’t work [ike that.

My problem is everyihing overwhelms me. The simplest
thing, like doing the dishes or making the bed. It just
overwhelms me and I can'’t handle it. So I just try to
Sfigure out why I can't do these things any more.

Mine started when I was really young. I was sexually
abused by four members of my family. For years I just
didn’t think about it, until it got to the point you just
ean't not... Peaple don't understand mental problems.
They don’t understand at all. Its, “Well, you should be
able to just put that behind you and go on.” Even my
in-laws are like that. “Just forget it and go on.” Well,
how dv you just forget it and go on? People treat you
like you've got the plague or something. They think if
you've gor major depression, you're crazy.
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