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at is DRA? 
Disability Rights Advocates (DRA) is a non-profit corporation which 
protects the civil and human rights of people with disabilities through-
out the United States and the world. DRA is run by people with disabilities 
for people with disabilities. We work to end discrimination in access to 
public accommodations, employment, transportation, health care, insur-
ance, education, and housing. Our mission is to ensure that people with 
disabilities will no longer be treated as second class citizens. DRA serves 
all disabilities, physical, mental, and emotional, and focuses on systemic 
problems rather than individual cases. We have made it a priority to 
protect those who are the most under represented, such as disabled 
children, people with sensory disabilities, and those who have been 
recent victims of vicious stereotypes such as people with mental health, 
learning, and other hidden disabilities. 

Headquartered in the San Francisco Bay Area, DRA has also established 
an affiliate office in Budapest, Hungary, and provides help and technical 
assistance in cities throughout the United States and Eastern Europe. 
DRA monitors the implementation of national policy, supports a network 
of disability organizations, produces "Watch" reports, and provides 
advocacy and litigation where necessary. 

DRA has successfully challenged unfair practices by many of the largest 
and most powerful companies and institutions in the nation. We have 
successfully represented disabled foster care children, wheelchair users 
of mass transit, deaf patients at hospitals, and disabled children isolated 
from their classmates. DRA has brought class actions and other high 
impact litigation to end discrimination by major retailers; hotel, restau-
rant, and gas station chains; universities, cities, and counties; health 
maintenance organizations; and other powerful entities. The results have 
improved access and integration for million of people with disabilities. 

DRA is a private non-profit organization supported by tax-deductible 
grants and individual donations. 
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Chapter 1 

Access to Health Care and Health Insurance 

 

Far too often, people with disabilities cannot get the high-quality health care they need.  

When their insurance doesn’t cover treatment for a pre-existing condition, when they are 

denied insurance coverage altogether because of their disability, when they cannot afford 

to buy medicine or see a specialist, they go without treatment.  When they are forced to 

rely on public insurance, especially Medicaid, the quality of their care often suffers.  

Aside from financial and insurance barriers, they must face an array of other barriers to 

the kind of comprehensive care that most Americans take for granted:  attitudinal 

barriers, which prevent health care providers from seeing them as individuals with unique 

needs; physical barriers, which can deny them access to a doctor’s office or to a thorough 

medical examination; and communication barriers, which can prevent doctor and patient 

from understanding each other well enough for adequate diagnosis and treatment.  These 

barriers limit access not only to treatments related to disability, but also to routine, 

preventive medicine that can be so essential in keeping a person healthy. 
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Barriers to quality health care for people with disabilities 

 

Most Americans rate our health care system quite highly.  But people with disabilities, 

the consumers with the greatest exposure to health care, are more likely than non-

disabled people to express displeasure with that system.  In a 2000 Harris poll, one-

quarter (26%) of people with disabilities reported that they were either “somewhat 

dissatisfied” or “very 

dissatisfied” with the quality of 

the health care they and their 

families received.  This figure 

compares with only 16% of 

people without disabilities 

expressing dissatisfaction.   

 

Traditional medical training 

places little emphasis on dealing with disability, offering inadequate clinical experience 

to prepare medical students to provide comprehensive and culturally competent care for 

people with disabilities.  As a consequence, patients with disabilities are often paired with 

health care providers who are ill prepared to treat their conditions or who see only the 

disability at the expense of broader health concerns.  These providers are less likely to 

understand the connection between patients’ disabilities and other aspects of their overall 

physical and mental health; as a consequence, there is a greater risk that these patients 

will not receive the full range of appropriate health services.   
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Doctors who are inexperienced with disability are more likely to have negative feelings 

about treating patients with disabilities, viewing them with a mixture of discomfort and 

annoyance and falling back on stereotypes during their interactions.  Providers and 

support staff often treat such patients as inconvenient, second-class citizens.  When faced 

with attitudes like these, it is not surprising that many people with disabilities report less 

than satisfactory experiences in health care settings.  

 

Beyond these attitudinal problems, people with disabilities experience other significant 

obstacles in obtaining quality health care.  People with mobility limitations often face 

architectural and other physical barriers that render doctors’ offices and certain types of 

diagnostic equipment inaccessible to them.  Communication barriers can hinder doctor-

patient interactions for those with hearing or speech impairments; blind people often 

cannot obtain medical information in accessible formats.  These physical and 

communication barriers are discussed in more detail later in this chapter.  

 

Access to Health Insurance 

 

For the disability population as a whole—as for other Americans—one of the principal 

factors that can facilitate or hinder access to medical treatment is the availability of health 

insurance.  Except among the very wealthy, the country’s best health care can only be 

obtained with the help of private health insurance plans.  But, for a variety of reasons, 

people with disabilities are often unable to obtain or to afford such plans, and they 
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therefore must rely on public insurance programs, when they are eligible, or go without 

insurance altogether.  Uninsured Americans face significant obstacles to obtaining health 

care, and the care they obtain is often inferior; those with disabilities, who have greater 

need for care but less money to pay for it, are the most dramatically affected by lack of 

access to care.  People with disabilities whose health insurance comes from public 

sources—especially non-elderly persons who are generally ineligible for Medicare 

coverage—also cannot always secure the best possible treatment when they need it. 

 

Thus, private insurance is crucial in obtaining quality health care for people with 

disabilities.  But insurance companies often go out of their way to exclude people with 

disabilities from their coverage pools, to restrict their coverage so as to exclude the very 

conditions that cause disability, or to make coverage unaffordable by charging 

unjustifiably exorbitant rates.  Denial of access to private health insurance is a significant 

problem in the lives of many people with disabilities, one that directly affects the ability 

to survive and to thrive. 

Uninsured people with disabilities can’t get the health care they need  

 

One-sixth (17%) of the non-elderly population with disabilities lack any kind of health 

insurance, according to data from the 1995 National Health Interview Survey (NHIS).  

These 4.1 million people with disabilities must pay for health care out of pocket, try to 

obtain free care, or forego treatment altogether.  Although people with and without 

disabilities have the same rate of uninsurance, the consequences of this lack of insurance 

are far more dramatic for people with disabilities than for those without. 
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People with disabilities have a much greater need for health services, and they also tend 

to be poorer.  The median family income for uninsured, working-age adults with 

disabilities was only about $15,500 in 1995, compared to $22,500 for those without 

disabilities.  This income level leaves very little cash for out-of-pocket expenditures on 

health care, yet is generally too high to make a person eligible for Medicaid and other 

public-assistance programs.  As a result, uninsured people with disabilities often need 

health care that they 

cannot get.  About half 

(48%) of the uninsured 

population with 

disabilities experience 

unmet health care needs 

annually, according to 

survey data—they go 

without needed care, 

delay seeking it because 

of the cost, or are unable to afford the prescription medications they needed.  This figure 

compares to a much smaller 20% of the uninsured population without disabilities who 

had unmet need. 

 

People covered by a health plan, whether public or private, are much less likely than 

those lacking insurance to have unmet health care needs.  Some 20% of people with 

Unmet need for health care among the
non-elderly, by insurance status
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disabilities who have public insurance and 15% of those who have private insurance 

report that they either delayed seeking care or went without.  These figures are about 

three times as high as those for the non-disabled population (6% and 5%, respectively). 

 

Health care utilization is substantially 

lower among the uninsured.  Children 

with disabilities who have any kind of 

health insurance see the doctor 64% 

more often than those without insurance 

(8.5 versus 5.2 times a year, on 

average).  Among working-age adults, 

the average number of physician contacts is 61% higher for those with insurance than for 

those without. 

 

 

Health care utilization among
non-elderly people with disabilities
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Health insurance coverage:  private is generally better than public 

 

People with disabilities are less likely to 

be covered by private insurance than 

their counterparts without disabilities.  

Just over half (55%) of non-elderly 

Americans with disabilities are covered 

by private insurance plans, compared to 

a much larger share (73%) of the non-

disabled population.  

 

The slack is taken up by public insurance 

programs, which cover 28% of the non-

elderly population with disabilities who 

are not covered by private insurance.  The 

vast majority (70%) of this group are on Medicaid, a public-assistance health care 

program administered by the states and available to people living in or near poverty.  

Medicare, which provides health coverage for non-elderly persons with work histories 

who are unable to work, covers many of the rest; some are covered under both Medicaid 

and Medicare.  Relatively small groups are covered by military health programs, other 

public assistance programs, or the Indian Health Service. 
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Whether a person’s health insurance comes from a private company or a public program 

significantly affects the availability and quality of care.  As mentioned above, unmet 

health care need is greater among working-age adults participating in public programs 

(20%) than those with private insurance (15%).  People with disabilities also rate the 

quality of the health care they receive 

less highly when they rely on public 

health insurance than when they are 

covered by a private plan.  Only 45% 

of those using public insurance 

programs report that they receive 

excellent care from their usual 

provider, compared to 54% of those 

with private coverage. 

 

People on Medicaid have the lowest level of satisfaction, with only 40% of those relying 

solely on this program rating their care as excellent, compared to 49% of those who 

depend on Medicare alone.  Uninsured people with disabilities rate their quality of care at 

about the same low level as those on Medicaid, with 43% reporting excellent care. 
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People with disabilities have limited access to private health insurance 

 

Although private insurance coverage usually provides the best access to care for people 

with disabilities, many are unable to obtain it.  Private insurance is principally obtained 

through group plans, which are offered by employers or trade unions to their employees 

or members.  Often, these plans are subsidized or even free to the employee.  But most 

working-age people with disabilities don’t have jobs, and are therefore ineligible for such 

plans.  Others have part-time, temporary, or low-paying jobs that don’t come with 

insurance benefits. 

 

The other option for private insurance—individual plans—is also out of reach for many 

people with disabilities.  Insurance companies often deny coverage to people with 

disabilities, or they offer coverage far too costly to be affordable to most people with 

disabilities.  And when coverage can be obtained, “pre-existing conditions” are often 

excluded—the very conditions that cause disability, often those for which insurance 

coverage is most essential. 

 

Employment-based group insurance plans 

 

Group health insurance plans are usually the best insurance option, regardless of 

disability status.  These plans tend to offer better coverage than individual plans at lower 

cost, particularly when employers subsidize the premiums as a benefit of employment.  
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Group health insurance is generally available to people with disabilities only if they have 

a full-time job themselves, have a spouse or parent with a full-time job, or have benefits 

carried over from previous employment. 

 

Because the majority of working-age adults with disabilities do not have jobs (see 

Chapter 4), many have no access to employment-based health insurance.  Those who do 

work often have low-paying jobs that do not include benefits; others are able to work 

only part time because of their health.  Data from the Bureau of Labor Statistics indicate 

that, in 1997, only 31% of part-time workers were eligible for coverage from their 

employer’s health plan, compared to 82% of full-time workers.  Thus, even if many of 

those with disabilities who do not have jobs were to gain part-time employment, they 

would not greatly improve their access to group health coverage. 

 

Although the vast majority (70%) of non-disabled working-age adults have employment-

based group health insurance, only half (50%) of those with disabilities are covered under 

group plans.  Less than a third (31%) have coverage in their own name, based on current 

or former employment.  The others (19%) get their group coverage through a family 

member, usually a spouse.  Because group health plans generally cover only the 

employed person’s spouse and dependent children, unmarried adults are generally 

ineligible.  As a result, only one-third (34%) of unmarried, working-age adults with 

disabilities have group health coverage. 
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Recent federal legislation has lowered barriers to obtaining health care for people with 

disabilities who are eligible for group health insurance.  The 1996 Health Insurance 

Portability and Accountability Act (HIPAA) outlaws certain practices that formerly 

discriminated against workers with disabilities in employment-based insurance.  If an 

employer offers health benefits, they must be offered to all eligible workers, without 

regard to health status; thus, people with disabilities can no longer be denied this 

important benefit of employment.  And, if employees are required to pay part or all of the 

premium, the payment can be no higher for workers with disabilities than for those 

without. 

 

Although it is still legal to exclude coverage of pre-existing health conditions, HIPAA 

limits the period of exclusion to twelve months.   Thus, after an initial waiting period, a 

person with a disability will receive the same full insurance coverage as his or her co-

workers.  This change will mean that people with disabilities who want to switch jobs can 

do so without having to worry about losing key portions of their health benefits over the 

long-term. 

 

Even aside from the legal requirements, the pre-existing condition exclusion is becoming 

less of a problem for some workers with disabilities.  According to the GAO, group plans 

offered by large and medium-size businesses are now much less likely to make any 

restriction at all on benefits for pre-existing conditions.  In a recent Cornell University 

survey of human resources managers, 87% of companies reported that their insurer 



 12

neither denied coverage to employees with disabilities nor imposed limitations or 

exclusions. 

 

Individual policies—denial and exclusion are commonplace 

For the large fraction of people with disabilities who are not eligible for employment-

based group plans, the private insurance picture is far more bleak.  HIPAA has relatively 

little impact on individual health insurance policies (except that it requires insurers to 

offer individual policies to certain people who were formerly insured under employment-

based group plans; as noted below, these conversion policies are often prohibitively 

expensive).  And only a few states require insurers to offer coverage to individual 

applicants with disabilities on the same basis as those without disabilities.  The result is 

that private, individual health insurance is unavailable to many people with disabilities, 

either because of outright denials or because the inflated premiums are unaffordable.  

Often, policies that are available are useless for people with disabilities because 

disability-related conditions are excluded from coverage. 

 

An analysis of the 1995 National Health Interview Survey reveals that 1.3 million non-

elderly Americans with disabilities had been denied access to private health insurance 

coverage during the previous two-year period.  More specifically, 800,000 people had 

applied for coverage but were unable to get it, and 1.0 million insured people had 

experienced problems with coverage limitations due to a pre-existing condition.  Of those 

who’d applied for coverage but had been turned down, 550,000 were aware that a pre-

existing condition or health risk was the reason for denial. 
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Among people with 

private insurance, 

those who have 

individual policies 

are much more likely 

to have access 

problems than those 

with group plans.  

During the two years prior to the survey, 13% of those currently covered under individual 

policies had been turned down or been offered restricted or limited coverage, compared 

to 4% of those with group coverage. 

 

According to a 1996 report from the General Accounting Office, some insurers deny 

coverage to about one-third of applicants for individual health insurance policies, based 

on medical history and health status.  Averaging over all states, excluding the few that 

prohibit insurers from denying coverage based on medical history, the insurers the GAO 

interviewed exclude about 18% of their applicants.  Even children are not immune.  A 

separate, 1998 GAO survey found that insurers typically denied coverage to between 5 

and 15% of applicants under the age of 18.  These figures underestimate the extent of the 

problem, because insurance agents routinely dissuade clients with disabilities from 

applying for health insurance when they know that the carrier does not welcome people 

with disabilities as customers. 
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The GAO found that, except when prohibited from doing so by state laws, insurers 

“virtually always” deny coverage altogether to people who have HIV or AIDS, heart 

disease, or leukemia.  People with rheumatoid arthritis, Parkinson’s disease, diabetes, or 

Down syndrome are generally refused health insurance.  Children with autism, cystic 

fibrosis, HIV, leukemia, muscular dystrophy, and anorexia or bulimia are generally 

denied coverage; many insurers refuse to cover kids with epilepsy, emotional disorders, 

juvenile diabetes, cerebral palsy. 

 

When coverage is offered to people with disabilities, it often comes with a catch:  either 

the policy includes a rider that excludes coverage for the applicant’s pre-existing 

conditions, or the policy is offered at a premium significantly higher than that for 

ordinary policies, or both.  Exclusion riders, which often deny benefits for the specified 

conditions for as long as the policy is in effect, are separate from the ordinary pre-

existing condition exclusions often found in individual policies, which usually apply only 

for a relatively short period of time.  The GAO found that insurers had added riders to 

exclude such conditions as asthma, cleft palate, glaucoma, ulcers, and varicose veins.  

Conditions that resulted in a higher premium included attention deficit disorder, anemia, 

controlled hypertension, and mild arteriosclerosis, and people who were overweight were 

also offered policies at a significantly higher premium. 

 

Although the GAO mentions only a few specific conditions, it is clear from the National 

Health Interview Survey data that lack of access to private health insurance is a problem 
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affecting the entire spectrum of people with disabilities.  Common health conditions and 

impairments reported by those who’d been denied access to full coverage include heart 

disease, back problems and various other orthopedic impairments, mental health 

conditions, arthritis, asthma, nervous system disorders, diabetes, and cancer.  About one-

half million people with mobility impairments report coverage denials and exclusions, as 

do a quarter-million people with mental health disabilities and just under a quarter-

million with visual impairments. 

 

The population with mental health-related disabilities deserves particular attention, since 

it is the disability group with the largest unmet need for overall health care, with 37% 

reporting either that they went without needed care during the previous year or that they 

delayed seeking treatment because of concerns over the cost.  Not coincidentally, this is 

also one of the populations least likely to be covered by private insurance plans, with 

only 41% covered.  Based on outmoded stereotypes of mental health conditions, dating 

from a time before effective treatments became available, insurers have made it very 

difficult for people with mental health disabilities to obtain private insurance.  Specific 

problems with access to mental health treatment are discussed below. 

 

When coverage is offered, premiums are often unaffordable 

 

According to data from the 1995 NHIS, the main reason that people with disabilities lack 

health insurance is cost:  more than three-quarters (77%) of those without insurance say 

that they cannot afford the premiums.  The cost of health insurance coverage is of 
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paramount importance to people with disabilities who are ineligible for group insurance 

coverage, a population short on financial resources who are nonetheless asked to pay 

disproportionately high premiums for health insurance. 

 

Working-age people with disabilities who have individual insurance policies have a 

median annual family income of $22,500, much less than the $37,500 figure for people 

without disabilities who have individual plans.  Uninsured, working-age people with 

disabilities have a still lower family income of only about $15,500.  Children with 

disabilities who are 

uninsured fare slightly 

better, with an average 

family income of $18,500. 

 

 

People with disabilities 

who must rely on 

individual health coverage pay much higher premiums than the typical non-disabled 

American.  The problem is two-fold.  First, because people with disabilities are often 

ineligible for group coverage, they are forced to apply for individual plans, which are 

generally more expensive.  Second, when insurers offer individual policies to people with 

disabilities at all, they often charge premiums that are far higher than those paid by their 

customers without disabilities. 
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disabilities, by insurance coverage status
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Individual insurance policies are generally much more costly to the consumer than group 

health plans, in part because those plans are often subsidized by employers.  While a 

majority of people without disabilities who had group coverage paid monthly premiums 

of under $50 in 1995 (according to NHIS data), with more than one-third (35%) paying 

nothing, two-thirds of those who had individual plans paid at least $100 per month, with 

41% paying over $200 monthly. 

 

That $200 typical premium rises considerably once the insurer takes the disabling health 

condition into account.  In states that have neither high-risk insurance pools (see below) 

nor laws requiring insurers to provide coverage without regard to health status, insurers 

charge individual applicants with disabilities premiums that are well in excess of their 

standard rates.   In a 1999 survey of insurers offering HIPAA-mandated individual 

policies to people formerly covered under employment-based group plans, the GAO 

found that some carriers charged applicants with disabilities more than 4.5 times their 

usual premium.  More typical were premiums twice or three times as high as those asked 

of an applicant without a disability.  One insurer wanted $950 per month to cover a 

person with juvenile-onset diabetes—for a single person, not a family!  Since median 

family income among uninsured, working-age people with disabilities is a mere $1300 

per month, according to 1995 NHIS data, these wildly inflated premiums put health 

insurance well beyond the reach of most of this group. 

 

Residents of the 22 states with so-called high-risk insurance pools fare somewhat better.  

Those states cap the premiums charged to consumers with disabilities at a maximum of 
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twice the standard rate (in several states, the cap is smaller, at 1.5 times the standard rate 

or less).  Applicants with disabilities are typically charged premiums of between $180 

and $300 per month for coverage of a single person with a disability. 

 

Only 3 states require insurers to charge the same premium to all applicants, without 

regard to disability or health status.  In these states, at least, uninsured people with 

disabilities have a reasonable chance of obtaining health insurance they can afford. 

 

Many more states, however, have statutes requiring insurance companies to have a sound 

actuarial basis for premiums charged.  A California case, Howard Chabner v. United of 

Omaha Life Insurance Company, challenged an insurance company’s practice of 

charging people with disabilities inflated rates that were not based on actuarial data or 

experience.  In that case, Mr. Chabner, who has muscular dystrophy, was charged twice 

the standard premium, on the basis of his disability, for life insurance.  The Court of 

Appeals held that a California law, which is similar to laws in many other states, required 

the insurance company to have an actuarial basis for the double premium.  Finding that 

the company had no such basis, the court concluded that Mr. Chabner had been 

discriminated against and was therefore entitled to a standard insurance policy. 

 
The Chabner case makes clear that, in states with laws similar to the California law, 

insurance companies will need to demonstrate that there is an actuarial basis for charging 

a person with a disability a higher premium than a non-disabled individual. 
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Access to mental health services 

People who need mental health services can’t always get them 

 

Although mental health treatment can be just as important in saving and improving lives 

as treatment for physical ailments, access to mental health services is not always 

available, even for people who have insurance.  Some private health insurance plans 

don’t cover mental health care at all.  Others treat it as a separate benefit, with higher co-

payments, caps on lifetime usage, or strict limits on the number of outpatient visits 

allowed per year.  Uninsured people may be discouraged from spending scarce financial 

resources on treatments viewed by family members as unnecessary, even though they 

may enable them to lead normal lives.  

 

Non-elderly 

adults with 

mental health 

disabilities 

(defined in 

Chapter 2) report 

significant levels 

of unmet need for 

mental health 

services.  Overall, 12% said they were unable to get the mental health care they needed 

during the year prior to the interview, according to data from the 1995 NHIS.  Over one-
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quarter (27%) of uninsured working-age adults with mental health disabilities have unmet 

need for mental health care, compared to 8% of those with insurance, either public or 

private. 

 

Children with mental health disabilities had lower levels of unmet need for mental health 

care, averaging 5%.  Some 13% of those who were uninsured were unable to get needed 

services during the year prior to the interview; 5% of those relying on public insurance 

had unmet need, as did 2% of those with private insurance.  Elderly people with mental 

health disabilities rarely report unmet need (1% across insurance categories), in part 

because most are eligible for Medicare and very few are uninsured. 

 

The need for parity in mental health benefits 

There is no good reason for insurers to treat mental and physical conditions differently.  

This division between physical and mental health care is artificial and outmoded, dating 

from a time before it was understood that many severe mental health problems trace their 

causes to disorders of a physical organ, the brain.  As society’s understanding of mental 

health and its connection to overall health has advanced, people with mental health 

conditions have sought equality in the provision of mental health services.  In particular, 

advocates have urged insurers to offer benefits for mental health care on the same footing 

as physical care, instead of imposing policies aimed at rationing treatment.  Such policies 

typically include requiring the consumer to pay a higher co-payment, limiting the number 

of mental health visits per year, limiting coverage to a low lifetime benefit cap, and 

routinely denying referrals from physicians to mental health professionals. 
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Federal legislation has aimed to reduce the disparity between mental and physical health 

coverage.  The weak Mental Health Parity Act of 1996 attempted to do so only half-

heartedly, prohibiting insurers from imposing a lower lifetime maximum for mental 

health benefits than for medical and surgical benefits, but the restriction only applies to 

medium- and large-business group plans that offer mental health benefits, something they 

are not required to do under this or any other law.  Insurers can still limit mental health 

benefits in other ways, and they can exempt themselves from the law if the increased 

lifetime benefit results in a cost increase of more than a measly 1%. 

 

In a May 2000 report, the General Accounting Office found that the vast majority of 

group insurance plans continue to offer mental health coverage on a much more limited 

basis than other forms of health coverage.   A GAO survey of employers covered under 

the Mental Health Parity Act (but not further regulated under state law; see below) 

reveals that, although 86% of insurance plans do conform to the letter of the law, an 

overwhelming majority (87%) of compliant plans fail to offer mental health benefits on 

an equal basis with other health benefits.  Among employers whose plans had been 

changed since 1996 to comply with the law, most (65%) had substituted some other 

restriction on mental health coverage for the annual or lifetime limits that are no longer 

permitted. 

 

In general, two-thirds (66%) of employment-based insurance plans place a stricter limit 

on outpatient mental health visits—typically 20 visits per year—than on outpatient visits 
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for other health problems, which are typically unlimited.  A similar two-thirds (65%) of 

plans limit inpatient mental health treatment, typically to 30 hospital days per year; 

hospitalizations for other reasons, in contrast, are not usually limited to a set number of 

days per year.  Co-insurance rates (the proportion of the cost borne by the client) are 

higher for mental health treatment in one-quarter (25%) of insurance plans, typically 50% 

compared to 20% for medical and surgical benefits.  Higher co-payments are required for 

mental health treatment by 27% of plans. 

 

Overall, 89% of employers offer health plans that fail to provide full parity between 

mental health coverage and other health coverage, either because they continue to impose 

annual or lifetime limits in defiance of the Mental Health Parity Act or because they use 

other methods of limiting mental health coverage.  Excluded from these statistics are 

employers in states with laws imposing more stringent mental health parity requirements.  

Of the 43 states that have passed some form of legislation dealing with this issue, 16 

require full parity for mental health benefits, according to the GAO, and an additional 13 

have provisions that go beyond current federal law in some way.  For example, some 

states allow plans to limit inpatient mental health treatment, but set the minimum limit at 

30 hospital days.  Many states mandate some form of mental health coverage, something 

no current or proposed federal legislation has achieved. 

 

The proposed Mental Health Equitable Treatment Act, a significant improvement over 

the previous legislation, would require true parity in benefits for severe mental health 

conditions, such as schizophrenia and bipolar disorder.  But insurers that don’t offer 
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mental health benefits at all would remain exempt, and the law doesn’t apply to 

individual policies or to group plans for small business of fewer than 25 employees.  As 

this report went to press, a Senate committee had held hearings on the subject, but there 

seemed little hope for passage of the Mental Health Equitable Treatment Act during the 

current session of Congress. 

 

Mental health parity increases insurance rates only very slightly, if at all.  Estimates from 

various sources cited by the GAO project a modest 2% to 4% increase in health insurance 

costs if plans were to offer full mental health parity.  As for the limited parity required 

under the Mental Health Parity Act, very few (3%) of the employers surveyed by the 

GAO had noticed any increase in plan costs due to compliance with the law; hardly any 

(1%) had filed for an exemption under the law, citing increases of 1% or more in health 

insurance costs. 

 

The consequences of denied coverage can be serious 

 

When insurance plans do cover mental health care, insurers often attempt to cut costs by 

rationing or restricting access to these benefits, much to the detriment of the consumer’s 

health.   Under managed-care plans, insurers limit mental health benefits by requiring 

patients to first convince a primary care physician of the seriousness of their condition, 

then obtain a referral from the physician, and then wait while the insurer decides whether 

the need for treatment is great enough to qualify for coverage. 
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Insurers routinely deny referrals for mental health care, even when the referring doctor is 

firmly convinced of the need for treatment, according to a recent survey of physicians by 

the Kaiser Family Foundation and the Harvard University School of Public Health.  Of 

surveyed physicians whose practices included referring patients to mental health 

professionals, a significant majority (58%) had seen those referrals denied by the 

patient’s health plan.  More than one quarter of the doctors (27%) said that these health-

plan denials occurred at least once a month. 

 

The consequences of insurers’ reluctance to provide mental health benefits are often 

serious.  According to the physicians surveyed, refusal of mental health treatment 

resulted in a somewhat or very serious decline in the patient’s condition nearly three-

quarters (72%) of the time.  Although the physicians also saw declines due to denial of 

other services, lack of mental health treatment was by far the most likely to harm the 

patient’s overall condition. 

 

The following are some specific cases reported by the physicians: 

 a suicide resulting from a prematurely terminated alcoholism treatment, 

 the dissolution of a marriage due to lack of family counseling, 

 denial of needed inpatient treatment for a serious eating disorder, 

 denial of treatment for depression and suicidal tendencies, 

 academic failure of a child denied treatment for attention deficit hyperactivity 

disorder and behavioral problems, and 

 loss of employment and imprisonment of a patient denied treatment for addiction. 
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Thus, people with mental health disabilities remain extremely vulnerable even when they 

have insurance that is supposed to cover mental health care. 
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Physical and communication barriers to quality health care 

 

Physical and communication barriers impede access to health care for many people with 

disabilities.  Physical access barriers, including both inaccessiblebuildings and 

inaccessible diagnostic equipment, particularly affect those with mobility impairments.  

Communication barriers affect deaf people, especially when denied access to sign-

language interpreters, as well as blind people, when they are not provided with patient 

literature in alternative formats. 

 

Physical access barriers confronting those limited in mobility 

 

Despite the equal-access requirements of the ADA—as well as the Rehabilitation Act, 

which applies to hospitals and other institutions receiving federal funding—people with 

mobility impairments, and in particular those using wheelchairs, often encounter 

architectural barriers that prevent them from entering or using a doctor’s office, a health 

clinic, or even parts of a hospital.  Deplorable though they are, these obvious barriers are 

only part of the problem confronting people with severe mobility limitations when they 

try to obtain comprehensive health care. 

 

Inaccessible diagnostic equipment and examination tables significantly reduce access to 

routine, preventive health care for many people who are limited in mobility.  Data from 

the 1998 National Health Interview Survey highlight two important indicators of reduced 
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quality of care for this 

population: The survey 

reveals that women with 

severe mobility 

impairments are much less 

likely to receive 

mammograms and pap 

smears than their 

counterparts without 

disabilities.  Of women 

between the ages of 40 and 69 who had seen a physician for a routine physical exam 

during the two years prior to the interview, only half (51%) of those with severe mobility 

limitations had been given a mammogram during that time, compared to more than three-

quarters (78%) of those without mobility limitations.  The problem is with the equipment:  

Most mammography machines require that a person be standing upright while the X-ray 

is taken; when a woman cannot do so, this essential diagnostic procedure is often 

skipped.  As a result, the risk of undiagnosed breast cancer is greater among these 

women. 

 

The pap smear test, a recommended diagnostic procedure for early detection of cervical 

cancer, is another important part of the examination that is often neglected when the 

patient cannot transfer onto an inaccessible exam table.  Of women between 18 and 64 

years of age who’d had a checkup during the prior two years, 65% of those with severe 

 Mammograms and pap smears during the 
prior 2 years among women getting 

checkups, by mobility limitation, 1998
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mobility limitations reported having a pap smear during that time, compared to 86% of 

those without mobility limitations.  Again, the health of these women with disabilities is 

being put at risk because the opportunity for early diagnosis of a life-threatening disease 

is being missed. 

 

Accessible mammography machines are readily available, yet few hospitals and health 

clinics have chosen to buy them.  Many practitioners try to make use of ordinary 

equipment, but these machines can at best provide only a partial image of a seated 

woman’s breasts.  Accessible examination tables are also easily obtained, and at 

reasonable cost—up to $3,000 compared to about $2,000 for a fully adjustable table that 

is inaccessible.   When no such tables are available, patients often ask for assistance in 

getting up onto a too-high surface, but these requests are often refused, or the help given 

is begrudging or inadequate due to lack of training. 

 

Even the most basic part of the examination can pose problems.  Hospitals and doctors’ 

offices hardly ever have wheelchair-accessible scales, even though they can be purchased 

retail for only $200.  As a result, physicians cannot monitor the weight of their patients 

who use wheelchairs, nor can they accurately calculate dosages for weight-dependent 

medications. 
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Communications barriers affect those with sensory impairments 

 

Communication barriers confront many people with hearing impairments when seeking 

health care. In particular, deaf people who use sign language as their primary means of 

communication are often denied access to qualified signer when they visit a doctor’s 

office or hospital. Instead they are forced to interact with medical professionals via 

written notes, lipreading, or friends or family members who act as interpreters—methods 

that often prove ineffective, inaccurate, or embarrassing to the patient.  A recent survey 

of doctors found that the vast majority (78%) failed to use sign language as the primary 

means of communicating with their deaf patients; another study showed that deaf people 

who were able to communicate with medical staff through sign language were more 

likely to undergo routine, recommended examinations and were much more likely to be 

satisfied with their medical care. 

 

Data from the Disability 

Followback Survey, a 1994–97 

government survey of 

Americans with disabilities, 

indicates signficantly lower 

levels of satisfaction with 

certain key aspects of health 

care among deaf people, 

reflecting problems in 
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degree of hearing impairment, 1994-97
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communication between doctor and patient.  Only 30% of deaf people rated the 

thoroughness of examinations provided by their usual doctor as “excellent,” compared to 

42% of their counterparts without hearing impairments.  And only 35% of deaf patients 

said that their doctor’s respect for their privacy was excellent, compared to 48% of non-

hearing-impaired people interviewed in the survey. 

 

Other disability groups reporting relatively low levels of satisfaction with these aspects of 

health care are people with mental retardation and those with learning disabilities.  Only 

34% of both groups rate their doctor’s thoroughness as excellent (compared to 42% of all 

survey participants), and only 37% of those with mental retardation and 39% of those 

with learning disabilities gave top marks to the doctor’s respect for their privacy (vs. 47% 

of all persons interviewed).  Difficulties in communication are probably to blame here as 

well.  Physicians do not always make the effort to explain procedures and diagnoses in a 

way that is completely understandable to a patient with a cognitive disability. 

 

People with visual impairments are another group facing communication difficulties.  

Material handed out to patients is rarely offered in alternative formats, such as Braille, 

large print, and computer diskette, leaving these patients with an incomplete 

understanding of their diagnosis or treatment or of the preventive measures they need to 

take. 
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[OK] Sidebar:  Life and long-term care insurance 

 

People with disabilities are denied access not only to health insurance, but to other forms 

of insurance as well:  Application forms for life insurance and for long-term care 

insurance routinely ask very specific questions about health conditions and impairments, 

and a ‘yes’ to any of them can result either in denial of coverage or a widely inflated 

premium.  The insurance companies’ practices are often based not on solid actuarial data, 

but on outmoded, uninformed notions of the dire consequences of disability.  A person 

with epilepsy, for example, or someone with bipolar disorder controlled by medication, is 

unlikely to experience a greater risk of mortality or of entering a nursing home than a 

person without a disability.  But people affected by these conditions, along with a host of 

other causes of disability, find it difficult or impossible to obtain these forms of 

insurance. 

 

In addition to offering a measure of financial security to surviving family members, life 

insurance is often used as a relatively safe form of investment.  When they cannot obtain 

life insurance at all, or when they are asked to pay exorbitant rates for insurance, people 

with disabilities are denied both of these opportunities.  Long-term care insurance, which 

pays for nursing home care as well as community-based alternatives, is another strategy 

used to protect assets, which would otherwise be eaten up if such services were to 

become necessary.  Again, people with disabilities are denied this avenue to financial 

security when they are refused coverage. 
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The Americans with Disabilities Act, along with various state laws governing insurance 

practices, requires fair treatment of applicants with disabilities, with premiums based on 

statistics rather than prejudice.  Insurers, who often lack reliable data on populations with 

disabilities, must not simply refuse coverage or charge outlandish rates based on 

misconceptions and profit motives.  Instead, they must find other ways to manage risks 

while still offering comprehensive policies at reasonable prices. 
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Conclusions 

The needs of Americans with disabilities are not well satisfied by the country’s health 

care system.  The barriers are largely financial, but architectural and communication 

barriers are also significant.  People with disabilities experience high levels of unmet 

need for health care, especially when they lack health insurance, or when they must rely 

on public assistance programs like Medicaid.  Those with inadequate health insurance 

utilize the health care system much less often, at the expense of worsening health and 

reduced independence.  When they are able to secure care, they are likely to require more 

intensive treatment than would have been needed had they been able to obtain prompt 

diagnosis and treatment. 

 

In terms of financial barriers, private health insurance offers the best solution, but it can 

be very difficult for people with disabilities to obtain.  Those lacking good jobs are often 

ineligible for the best coverage, which is generally available through employment-based 

group plans.  And insurance companies do their best to avoid covering people with 

disabilities under individual and family plans by denying coverage altogether, restricting 

coverage, or offering insurance only at ridiculously high premiums, often without the 

support of actuarial data.  Although recent federal legislation has made it more difficult 

for group health insurers to discriminate against people with disabilities, it has done little 

to guarantee fair treatment for those who have or are seeking individual coverage.  And it 

has done virtually nothing to regulate the mix of benefits available to those who are able 

to secure insurance. 
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Under the admirable philosophy that the cost of health insurance should be spread over 

society as a whole, a few states require insurers to offer individual coverage without 

regard to the health or disability status of the applicant.  More states should follow their 

lead.  Others have instituted high-risk pools for people who cannot otherwise obtain 

private coverage; for those who can afford them, these plans offer semi-reasonable rates 

and provide a practical solution to the problem of blanket coverage denials.  Requiring 

insurers to accept people with disabilities, however, will not suffice.  More must be done 

to restrict the use of pre-existing condition exclusions and caps on coverage, so that those 

who are insured will have the access to health care that they need.  And greater oversight 

is needed to make certain that insurers do not delay or deny care that should be covered.  

 

Treatment for mental health problems is often restricted or excluded under insurance 

plans.  Managed care administrators routinely deny referrals, despite sound medical 

opinions regarding their necessity.  As a result, people with mental health disabilities 

often have difficulty getting treatment.  Because there is no rational basis for treating 

these disorders any differently from physical illnesses, insurers should be required to 

offer the same levels and mechanisms of coverage for mental as for physical health 

conditions. 

 

Finally, physical and communications barriers significantly limit full access to quality 

health care for certain segments of the disability community.  People with severe mobility 

impairments are particularly affected by physical access barriers, which prevent them 
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from undergoing key diagnostic tests when accessible examination equipment is 

unavailable.  People with sensory and cognitive limitations often face communication 

barriers to effective interactions with medical personnel, resulting in treatment that is less 

comprehensive and less respectful of the patient’s privacy.  People with hearing 

impairments are particularly subject to problems in this area.  Hospitals, clinics, and 

individual practitioners must go to greater lengths to ensure that their patients with 

disabilities receive the same high-quality care as their non-disabled patients, including 

routine examinations and diagnostic procedures that are comprehensive, fully understood 

by the patient, and private. 
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Johnnie Lacy, former Executive Director of Community Resources for Independent 

Living in Hayward, California, has good reason to complain about the substandard health 

care she’s received over the years.  “Care is diminished by lack of accessibility,” she 

says.  “If you have a mobility limitation, a lot of things get missed along the way.”  

Important things like getting weighed, receiving a mammogram, or having a 

gynecological exam. 

 

Johnnie has not been weighed for decades, despite the diabetes and hypertension that 

make monitoring of her weight critical to her future health.  Her local health care facility 

has no scale to weight a person sitting in a wheelchair.  Similarly, there are no accessible 

exam tables—ones that can be adjusted so that a person can transfer onto the table from a 

wheelchair—which means that routine physical examinations that require the patient to 

lie on a table get skipped, or are carried out in a perfunctory way.  And there are no 

accessible mammography machines that would allow the X-rays to be taken from a 

seated position. 

 

Staff are not trained in how to treat patients who use wheelchairs, Johnnie reports.  When 

confronted with a patient who cannot use the inaccessible equipment, they do not know 

how to handle the situation. “I’ve been injured by people trying to lift me by pulling on 

my arm, which is very fragile due to polio.” 
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Still more troubling is the lack of sensitivity on the part of doctors and other staff 

members.  Johnnie was once kept waiting in the emergency room while an EKG 

technician complained loudly, in her presence, about having to lift her onto the 

equipment; help arrived well over half an hour later.  And she is often faced with the 

frustration of dealing with providers who believe that, having seen a few patients in 

wheelchairs before, they understand her situation better than she does.  “They think all 

people in wheelchairs are the same,” Johnnie says. 
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Abigail Peterson, a five-year-old who lives in Petaluma, California, was born without 

developed fingers on her left hand.  She has no significant health problems, nor does she 

have any other impairments.  Her hand requires no treatment or special care.  Abigail 

would seem like the sort of healthy child that a health insurer would welcome onto its 

rolls, but her family’s insurance carrier, like many insurers who routinely deny coverage 

to individuals with disabilities, refused to provide comprehensive, affordable coverage 

for her. 

 

When Abigail’s parents applied for family health coverage from Blue Cross of 

California, the insurer balked.  Although they readily agreed to provide standard coverage 

to the rest of her family, they refused to do so in Abigail’s case—even though Abigail’s 

pediatrician had assured them of her good health, and her parents had agreed to waive 

coverage of any future treatment involving her hand.  Instead, Blue Cross referred her to 

a state-subsidized plan for individuals deemed uninsurable, offering Abigail only a less 

comprehensive plan while she waited for state-sponsored coverage.  Her family could not 

afford the much higher premiums for this inferior, interim plan, so Abigail remained 

uninsured. 

 

Abigail’s parents continued to push for their daughter to be included in their family 

health plan, but the insurer did not change its position.  Only after a lawsuit was filed 

against them did Blue Cross agree to offer Abigail the same level of coverage, at the 

same cost, as any healthy child without a disability would receive. 

 



Hidden Disabilities 

 

Although people often associate disability with very visible limitations in physical 

function—an inability to walk, see, or hear—the vast majority of the population with 

disabilities have limitations that are far less apparent.  Among those said to have 

“hidden disabilities” are people with cognitive and emotional problems, limitations 

that, while not visible to the casual observer, can nevertheless cause serious 

difficulties in school, at work, or in managing the activities of day-to-day life.  

Because their disabilities are less obvious and less well understood, people with these 

hidden disabilities face different and sometimes more insidious forms of stigma and 

discrimination, more pervasive and ill-informed myths and stereotypes about them.  

When they seek the accommodations that would enable them to succeed on the job or 

in school, their requests are often denied, their status as people with legitimate 

disabilities viewed with skepticism by employers and school officials who mistakenly 

believe that only people with more visible forms of disability deserve legal protection. 

 

This edition of Disability Watch focuses on two widely prevalent types of hidden 

disability:  learning disabilities, which are explored in Chapter 3, and mental health-

related disability, which is covered in Chapter 2. 
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Chapter 2 

Mental Health and Disability 

 

 

Stigmatization of people with mental disorders has persisted throughout history.  

It is manifested by bias, distrust, stereotyping, fear, embarrassment, anger, and/or 

avoidance.  Stigma leads others to avoid living, socializing or working with, 

renting to, or employing people with mental disorders, especially severe disorders 

such as schizophrenia....  It reduces patients’ access to resources and 

opportunities (e.g., housing, jobs) and leads to low self-esteem, isolation, and 

hopelessness.  It deters the public from seeking, and wanting to pay for, care.  In 

its most overt and egregious form, stigma results in outright discrimination and 

abuse.  More tragically, it deprives people of their dignity and interferes with full 

participation in society. 

   The Surgeon General of the United States 

 

A major cause of disability 

 

In his December 1999 report on mental health, the Surgeon General estimated that about 

one in five Americans experiences a mental health disorder in a given year, regardless of 

whether or not treatment is sought and the condition is diagnosed.  Specifically, as many 

as 21% of older children and adolescents (ages 9–17) have mental health symptoms at 

any given time, and a similar 21% of adults aged 18–54 and 20% of older adults 

experience a diagnosable mental health disorder during the course of a year.  A subset of 
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these populations can be considered to have mental health-related disabilities—in other 

words, mental health conditions significant enough to limit major life activities. 

 

Data from the National Health Interview Survey on Disability (NHIS-D) indicate that 

about 4.7 million adults, or 2.5% of the population over 17 years of age, have a mental 

health condition that has a serious impact on their ability to work, attend school, or 

manage their day-to-day activities.  These statistics are based on self- or family-reported 

prevalence of one or more of a list of mental health symptoms, coupled with an indication 

that the reported symptom or symptoms were severe enough to have limited the person’s 

activity during the 12 months prior to the interview.  Because of the stigma associated 

with mental illness, it is likely that a significant fraction of such problems would go 

unreported to survey-takers; the actual prevalence of mental health disability is probably 

significantly larger than 2.5% of the adult population. 

 

Among children, a slightly smaller proportion—2.1%, or 1.3 million children and 

adolescents from 2 to 17 years of age—have mental health disabilities.  This population 

is identified by parental report of problems or delays in emotional or behavioral 

development, coupled with an indication either of problems at school or of difficulty 

getting along with peers.  Again, the prevalence of mental health disability among 

children is probably underreported in the survey. 

 

Adults with mental health disabilities 

 

Frequent depression or anxiety is the symptom most often reported, by three-quarters 

(75%) of adults with mental health disabilities, or 3.5 million persons.  “Serious difficulty 

coping with day-to-day stress” is a distant second, affecting 2.5 million persons, or just 
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over half (52%) of adults with mental health disabilities.  Next are the 2.3 million persons 

(48% of adults with mental health disabilities) reported to be “frequently confused, 

disoriented, or forgetful,” followed by 1.9 million (41%) who have “a lot of difficulty 

concentrating long enough to complete everyday tasks.”  One-third (33%) of adults with 

mental health disabilities have phobias or unreasonable fears, one-fifth (20%) have “a lot 

of trouble making or keeping friendships,” and one-sixth (16%) have “a lot of trouble 

getting along with other people in social or recreational settings.”  

 

Specific mental health disorders are also asked about in the survey.  Again, depression 

leads the list, with an episode of major depression reported during the previous year 

reported by more than one-third (35%) of those with mental health disabilities.  Major 

depression is a severe, debilitating condition that should not be confused with a case of 

“the blues,” which is what people often mean when they speak of being “depressed.”  

Common symptoms of this include a complete inability to experience pleasure, a 

pervasive sense of hopelessness, and an inability to lift out of one’s mood even in when 

positive events occur.  
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Other disorders affecting the population with mental health disabilities occur much less 

often:  anti-social personality, obsessive-compulsive disorder or other severe personality 

disorder (12% of adults with mental health disabilities); manic episodes or bipolar 

disorder (12%); paranoid or delusional disorder, other than schizophrenia (8%); alcohol 

abuse disorder (7%); schizophrenia (5%); Alzheimer’s or other forms of senility (5%); 

and drug abuse disorder (4%).  

 

Age and gender 

 

Among adults of all ages, women are somewhat more likely than men to report mental 

health disabilities.  Overall, 2.8% of women are affected by mental health disability, 

compared to 2.1% of men.  Rates of mental health disability generally increase with age:  

Among the working ages, only 1.7% of those under 25 have mental health disabilities, 

but the rate increases steadily to 2.9% of 45- to 54-year-olds.  Reported mental health 

disability drops a bit for those around retirement age (2.6% for those aged 55–64 and 
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2.0% for those 65–74).  But by far the highest rate of mental health disability is reported 

for those 75 years of age or older:  4.4% overall, or 4.1% of men and 4.6% of women in 

this age group. 

 

The above statistics apply to persons living in the community.  Among those living in 

nursing homes, half of whom are at least 85 years of age, the rate of mental health 

disability is much higher.  According to 1996 data from the Medical Expenditure Panel 

Survey (MEPS), nearly half (48%) of nursing home residents are reported by staff as 

having Alzheimer’s or other forms of dementia, and one-fifth (20%) are said to 

experience depression.  Orientation difficulties (problems with knowing one’s location, 

the season of the year, or the identities of familiar staff members) are experienced by 

almost two-thirds (73%) of nursing home residents. 

 

Women who live in nursing homes are more likely than men to have both dementia (49% 

vs. 45%) and depression (21% vs. 17%).  But men are slightly more likely than women to 

be reported as having orientation difficulties (76% vs. 72%). 

 Race, ethnicity, and poverty status 

 

Reported rates of mental health disability vary considerably among racial and ethnic 

groups.  Some of 

this variation, 

however, is 

probably due to 

differences in the 

way mental health 

is viewed by 
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members of the various cultural groups, as well as differing levels of stigma associated 

with mental illness. 

 

Reported rates of mental health disability are about equal for whites and blacks, with 

African Americans experiencing only slightly higher rates than whites (2.9% vs. 2.4% of 

adults and 2.5% vs. 2.1% of children).  Latinos are also affected at about the same rates 

as people not of Hispanic origin (2.7% vs. 2.5% of adults and 1.8% vs. 2.2% of children; 

the differences are not statistically significant).  Special ed statistics show a similar 

pattern:  African American students receive educational services related to “emotional 

disturbance” slightly more often than whites (1.1% vs. 0.8%), and Latino children 

somewhat less often (0.5%). 

 

Native American adults, on the other hand, have significantly higher rates of reported 

mental health disability than members the other racial groups: 5.5%, more than twice the 

2.4% rate for whites.  Among children, however, Native Americans have about the same 

rate of mental health disability (2.3%) as do white (2.1%) and black children (2.5%). 

 

In contrast, Asian Americans and Pacific Islanders of all ages have much lower rates of 

reported mental health disability:  The prevalence is only 1.5% among adults and 0.3% 

among children.  Department of Education statistics confirm the low likelihood of mental 

health disability—only 0.2% of Asian/Pacific Islander children enrolled in school receive 

special ed services related to emotional 

disturbances, compared to a rate 4 times as high for 

white children (0.8%). 

 

People who live in poverty are much more likely to 

have mental health disabilities than those living 
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above the poverty line.  The disparity is especially pronounced among adults:  6.7% of 

poor adults experience mental health disability, compared to 1.9% of those who are not 

poor, a ratio of 3.5 to 1.  Since adults with mental health disabilities often have difficulty 

with work-related tasks, in addition to the stigma they face in finding and keeping a job, 

many receive little or no income and fall into poverty as a consequence.  Among 

children, however, the presence of a mental health problems cannot be seen as a cause of 

poverty; still, 3.2% of poor children have mental health disabilities, a rate more than 50% 

greater than the 1.9% for non-poor children. 

 

Thus, it seems clear that, contrary to certain stereotypes, mental health disability is 

neither the sole province of wealthy white adults nor of poor black children.  Instead, it 

appears to affect white, African American, and Latino children and adults about equally, 

with a disproportionate share of mental health disability occurring among the poor, and in 

particular among impoverished adults.  Survey data cannot be used to prove that poverty 

is a cause of mental health disability, but poverty—along with the stressful life events 

frequently confronted by many poor people—has been shown to be a risk factor in 

developing certain mental health disorders, according to the Surgeon General’s report.  In 

addition, people living in poverty who develop mental health conditions tend to fare 

worse in the long run than wealthier Americans, increasing the risk that their conditions 

will become disabling. 

 

The connection between mental and physical disability 

 

The health of the mind is intimately connected to the health of the body.  Modern science 

has shown that what we think of as mental processes—thoughts, emotions, interpretations 

of the world around us—reflect chemical and electrical processes that take place in the 
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brain.  Similar processes in the brain control the muscles of the body and receive and 

evaluate sensory stimuli.   Physical disorders of the brain can therefore affect both mental 

and physical health, and—via the highly interconnected circuitry of the brain—emotional 

problems can readily affect physical health, just as physical diseases and impairments can 

affect mental functioning and therefore mental health.   

 

There are also important social factors that connect physical and mental health.  A person 

with a physical disability who experiences frequent environmental or societal obstacles to 

participation may develop emotional problems such as depression as a result.  At the 

extreme, involuntary social isolation can be very damaging to one’s mental health.  And 

someone who loses a job or is denied a job opportunity because of a mental health 

disability is deprived not only of income but of health insurance benefits as well; both 

physical and mental health suffer as a result. 

 

It comes as no great surprise, 

then, that there is a substantial 

overlap between the populations 

with mental and physical 

disabilities.  Fully half (51%) of 

adults with mental health 

disabilities also have significant 

physical disabilities, whether 

sensory or mobility-related.  

More than one-quarter (27%) have severe physical disabilities. 

  

Although both mental and physical disabilities occur with greater prevalence in the 

elderly population, the overlap between the two is not due only to the presence of very 
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elderly people in the population with mental health disabilities.  Among working-age 

adults with mental health disabilities, 44% have significant sensory or mobility 

limitations.  Even for this age group, then, there is a significant fraction who might be 

considered doubly disabled—experiencing significant disability due to both physical and 

mental health conditions or impairments. 

 

Looked at the other way, there is also a very significant overlap:  A large fraction of 

people who have physical disabilities (again, due to mobility or sensory limitations) also 

have mental health conditions or symptoms, many severe enough to cause disability in 

themselves.  Some 40% of adults with severe physical disabilities have self- or family-

reported mental health problems, and 15% have what we classify as mental health 

disability.  Of those with moderate physical disabilities, 26% have mental health 

symptoms and 7% have mental health disabilities.  In contrast, only 7% of the adult 

population without significant physical disability report mental health symptoms, and 

only a bit over 1% have mental health disabilities.  

 

Frequent depression and/or anxiety is 

the most mental health symptom most 

likely to be reported by those with 

severe physical disabilities (26%), 

followed by frequent confusion or 

disorientation (19%).  Serious 

difficulty coping with stress, 

significant difficulty concentrating, 

and phobias or unreasonable fears are 

each reported by at least one-tenth of 
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persons with severe physical disabilities. 

 

Overall, 7.5 million American adults with significant physical disabilities also experience 

mental health symptoms; nearly 5 million experience frequent depression.  Some 2.4 

million adults can be considered to have both a mental health disability and a significant 

physical disability.  These statistics tells us quite clearly that more attention must be paid 

to the mental health of people with physical disabilities, as well as to the physical health 

of people with mental health disabilities. 

 

Mental health treatments and supports are generally effective 

 

There are effective medical treatments for most mental health problems and disorders.  

Non-medical approaches, such as peer support groups, have also been shown to be 

effective; these consumer-directed services are discussed at the end of this section. 

 

Medical treatment of mental health conditions 

 

According to the National Institute of Mental Health, medication, psychotherapy, or both 

in combination help to alleviate symptoms in four-fifths of people with depression and 

between 70 and 90% of people with panic disorder.  Statistics presented in the Surgeon 

General’s report on mental health reveal that conventional antipsychotic medications 

have been shown to be effective in treating symptoms in 70% of persons with 

schizophrenia, one of the most severe forms of mental illness.  These are a few examples 

of mental health conditions that can be treated effectively using traditional methods. 
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Unfortunately, nearly two-thirds of people with diagnosable mental health disorders do 

not seek treatment, according to the Surgeon General.  And when they do, significant 

barriers exist to obtaining care, especially among people who lack health insurance or 

who have insurance that doesn’t cover mental health services or offers only limited 

coverage (see the section on access to mental health services in Chapter 1).  In addition to 

lack of access, the stigma associated with a mental health diagnosis remains a major 

factor in limiting people’s willingness to seek treatment. 

 

Few  get treatment—especially among young adults and the very elderly 

 

Data from the National Health Interview Survey on Disability confirm the low treatment 

rates reported by the Surgeon General.  In an initial interview, adult respondents are 

asked about mental health symptoms, limitations in activity caused by them, and 

prescription medications being taken for an ongoing mental or emotional problem.  

People identified as having mental health or other disabilities are reinterviewed about a 

year later and asked about use of mental health services—inpatient, outpatient, or from a 

community support program—during the prior 12 months.  From these responses, we can 

estimate that only three-tenths (29%) of adults with mental health disabilities obtain 

mental health services in a given year, and only half (49%) are taking medications related 

to their mental health problems. 

 

To the extent that these figures reflect a lack of access to treatment and services, lack of 

awareness as to the effectiveness of treatments, or a reluctance to seek treatment because 

of stigma, the rates seem disturbingly low.  But it is also likely that some people who 

have not sought treatment have made an informed decision not to do so despite ready 
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availability of treatment options, perhaps preferring informal supports instead of formal 

services. 

 

Women are somewhat more likely to be taking medication than men (52% vs. 45%), but 

the difference in use of mental health services is small and not statistically significant 

(30% for women vs. 28% for men).  Age plays a much more important role than gender, 

however, in determining the likelihood that a person will receive treatment for a mental 

health disability.  Services use is highest among persons between the ages of 25 and 44, 

at just under 40% of that population.  Above that age group, the likelihood that a person 

with a mental health disability uses mental health services drops steadily, decreasing to 

28% for 55- to 64-year-olds,18% among those aged 65–74, and only 3% for those 75 

years of age or older.  Younger adults—below age 25—also have a rather low rate of 

services use, at only one-quarter (24%) of that population. 

 

Use of prescribed medication is also lowest among the very elderly—27% of those 75 

and over—and among the very young—35% of those below 25 years of age.  In contrast, 
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60% of those between the ages of 45 and 54 take medications to control their mental 

health symptoms. 
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Treatment gaps:  race, ethnicity, poverty, and education 

 

Poorer people are less likely to be taking prescription drugs to alleviate the symptoms of 

their mental health conditions, as are members of racial and ethnic minorities.  But by far 

the most striking gap in services and medication use is between those who are well 

educated and those who are poorly educated, strongly suggesting that lack of awareness 

of treatment options is a key reason for the low level of medication and services use 

among people with mental health disabilities. 

 

Among adults with mental health 

disabilities, members of racial and 

ethnic minorities are significantly 

less likely than whites to be taking 

medication to control their mental 

health symptoms.  Only about four-

tenths of African Americans and 

Native Americans (42% and 39%, 

respectively) and less than one-third 

of Asian/Pacific Islanders (32%) 

take prescription drugs, compared to just over half (51%) of whites.  Among Latinos, 

39% take mental-health-related medications, compared to 50% of the population not of 

Hispanic origin. 

 

Although these gaps in use of prescription drugs would seem to point to differences in 

access to mental health services, there are no statistically significant gaps in the actual 

use of such services among the racial and ethnic groups.  Perhaps the gaps in medication 
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use derive instead from differences in income and in health insurance coverage (see 

Chapter 1), which influence the ability of families to obtain and pay for the medications 

that are prescribed for them.  And, since taking medication is a matter of individual 

choice for the consumer of mental health services, cultural differences may also play an 

important role in creating these racial and ethnic gaps. 

 

Family income also matters.  People with mental health disabilities living below the 

poverty line have a lower rate of medication use than those living above poverty (45% vs. 

51%).  But again, the gap in use of mental health services is small and statistically 

insignificant:  27% for those who are poor vs. 30% for those who are not. 

 

Educational attainment has a 

much more dramatic effect on the 

use of both mental health services 

and medications.  College 

graduates with mental health 

disabilities are twice as likely to 

use mental health services in a 

given year as are people without a 

high school diploma—42% vs. 

21%.  And while nearly six-tenths 

(59%) of college graduates are 

taking prescription drugs to alleviate the disabling affects of their mental health 

conditions, only just over four-tenths (42%) of those without high school diplomas take 

similar medications. 

 

Mental health services and 
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Treatment is often sub-standard and ineffective 

 

When people with mental health disabilities do seek and obtain treatment, the services 

they receive are often sub-standard and very often incomplete.  A recently published 

study of the treatment received by 719 people with schizophrenia reveals low levels of 

compliance with recommended standards for medication levels, treatment of side effects 

and co-occurring mental health conditions, and provision of support services.  Lack of 

awareness of current treatment practices is a serious problem among mental health 

practitioners, and the result is ineffective treatment, often resulting in relapse, frustration, 

and abandonment of the mental health services system. 

 

Only three-tenths (29%) of patients taking maintenance levels of antipsychotic drugs are 

given the correct dosages, according to published data from the Schizophrenia Patient 

Outcomes Research Team (PORT) Client Survey.  Four-tenths (39%) receive dosages too 

low to be judged effective, while the remaining three-tenths (32%) get too much 

medication, needlessly increasing their risk of serious side effects.  Levels of medication 

given for acute episodes are more likely to fall within the guidelines, but more than one-

quarter (27%) of those persons who were members of racial minorities receive dosages in 

excess of recommended levels. 

 

Among people being treated for schizophrenia, the side effects of antipsychotic 

medication can include shaking, restlessness, or sluggishness (“feeling like a zombie”).  

Overmedication is therefore particularly problematic, since it can reduce a person’s 

ability to function at a level that enables them to work or remain active.  And, although 

treatment standards call for use of an anti-Parkinson agent to treat such symptoms, only 
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about half of those reporting such symptoms (54% of inpatients and 46% of outpatients) 

were given these medications. 

 

An alarmingly high proportion of people with schizophrenia commit or attempt suicide, 

but, despite treatment guidelines, only a minority (one-third of inpatients and less than 

half of outpatients) of those showing signs of depression receive the recommended 

antidepressant medications, according to the survey.  Only three-tenths (30%) of non-

white patients judged to need antidepressants actually receive them. 

 

Less than half (45%) of outpatients with schizophrenia receive group or individual 

psychotherapy, even though it has been found to be beneficial.  Family supports are 

rarely provided, according to the PORT survey, and community-based treatments are 

rarely offered. 

 

Institutional care is too often inhumane, abusive 

 

Given the stigma associated with mental health disorders, the reluctance of insurance 

companies to pay for their treatment, and the lack of awareness among mental health 

practitioners of appropriate and effective treatments, it is perhaps no great surprise that 

people with mental health disabilities are often reluctant to seek out mental health 

services.  But there is perhaps an even greater reason to avoid contact with the medical 

establishment:  fear of institutionalization.  And fear of the abusive and inhumane 

conditions often found in mental health facilities, treatment so abysmal that death is far 

too often the result. 
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The previous edition of Disability Watch described the shockingly poor treatment 

received by people with disabilities in many nursing homes, including many instances of 

overuse of physical and chemical restraints to keep residents docile.  These problems are 

also found in other types of institutions, including mental health hospitals and residences.  

A 1998 investigation by the Hartford Courant found 142 confirmed incidents throughout 

the United States in which residents of mental health or mental retardation facilities died 

after being either physically restrained or locked away in seclusion.  Most such incidents 

go unreported, however, and a statistical analysis suggests that the actual national rate of 

such patient deaths is between one and three per week. 

 

The Courant found 23 cases in which patients died after being restrained in face-down 

floor holds.  Twenty deaths occurred after the patient had been tied up and left alone for 

hours in wrists and ankle cuffs or vests.  The newspaper found that restraints were too 

often being used not to prevent patients from assaulting others or hurting themselves, but 

as a means of discipline or punishment, or for the convenience of the staff. 

 

The National Alliance of the Mentally Ill (NAMI) has  a file of over 40 separate incidents 

of abuse of seclusion and/or restraints, most of them quite recent.  Arizona state 

investigators discovered that the back of a young girl residing in a mental health facility 

had been fractured by staff members who had restrained her and then ignored her 

repeated demands for medical attention.  A California woman was left for 18 hours with 

her hands and feet tied to her bed, without access to water.  A Florida hospital has a 

policy of physically restraining any patient admitted involuntarily, which can occur under 

state law by order of a single police officer and can last up to 24 hours.  In Indiana, a 16-

year-old boy had his arms and legs tied to his bed for two weeks, following an altercation 

with staff.  And in several states, people with mental health disabilities died after being 

held face-down on the ground or in “basket holds” by several staff members. 
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Much-needed legislation has recently been introduced in Congress that would greatly 

restrict the use of restraints and seclusion in federally funded hospitals.  A physician’s 

order would be required for any non-emergency use of restraints, which could only be 

applied when the physical safety of the patient or of other residents is in jeopardy.  When 

a patient dies or suffers a serious injury as a result of the use of restraints of seclusion, the 

facility would be required to report the incident to the appropriate oversight agency, 

which would be charged to investigate.  Although this proposed law may not go far 

enough in protecting people with mental health disabilities from abusive treatment in 

institutions, it would likely result in a decrease in the worst forms of abuse, those 

resulting in death or serious physical or psychic injury. 

 

Alternatives for treating mental health conditions 

 

A growing movement among people with mental health conditions has resulted in a shift 

away from a purely medical approach to treatment toward a mixture of medical and non-

medical supports and services.  Rather than seeing mental health treatment as a matter 

restricted to degreed professionals who treat passive patients, the consumer movement 

views those with such conditions as consumers of services, which can be provided 

formally by medical professionals or counselors, when appropriate, or formally or 

informally by groups of consumers, consumer-run organizations, or organizations that 

include consumers as well as professionals.  Individual consumers have been empowered 

to make informed choices about treatment options, learn strategies for coping with their 

conditions, provide support for one another, and share their experiences with others.  
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Peer support is one of the principal modes of helping people cope with their mental 

health conditions.  Participation in self-help groups has been shown in several studies to 

be beneficial to the participants—lessening feelings of isolation, increasing awareness of 

treatment possibilities and coping methods, increasing self-esteem, self-confidence, and 

psychological well-being, and reducing the risk of future hospitalization.  Many 

organizations have been formed by consumers with mental health conditions to assist 

others with those same conditions, as well as to engage in consumer advocacy.   

 

Mental health disability and employment 

 

People with mental health disabilities confront stigma and discrimination in many facets 

of life, but it is in the employment arena that the stereotypes about this population are 

perhaps the strongest.  In the erroneous belief that people with mental health problems 

are likely to engage in disruptive behavior, employers are reluctant to hire workers 

known to have mental health disorders.  And when they discover that an employee has 

such a condition, they often seek to terminate his or her employment rather than offering 

the reasonable accommodations required under the ADA.  

 

 Few have jobs, many able to work 

 

As a consequence, only one-third (33%) of working-age adults with mental health 

disabilities are employed, compared to more than three-quarters (77%) of those without 

mental health disabilities, according to data from the NHIS-D.  The figure is even lower 

for people reporting severe mental health conditions:  Among those with mental health 
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disability reported as having 

schizophrenia, paranoia, or some other 

delusional disorder, only 17% have jobs. 

 

 A great many more people with mental 

health problems could work, especially if 

offered sufficient job accommodations.  

Half (51%) of working-age adults with 

mental health disabilities who are not 

working consider themselves able to 

work—about 800,000 people who might be 

working if they could find an appropriate 

job.  About half of these reported being 

limited in some way in their ability to work, 

but still able to work. 

 

Simple accommodations, but hard to 

obtain 

 

These limitations can often be compensated for with simple job accommodations.  For 

example, people who have trouble focusing on tasks in an environment filled with noise 

and other extraneous stimuli might be allowed to wear headphones on the job or might be 

given a soundproofed office.  Those who experience restlessness or short attention spans 

that make it hard to concentrate over long periods of time might be allowed more 

frequent breaks, or might be given shorter-term assignments with tasks broken down into 

smaller chunks.  A similar strategy might be useful in helping those with difficulty 
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coping with deadline pressures or prioritizing assignments.  For people unable to work a 

regular eight-hour day, especially when experiencing drowsiness brought on by 

medications, a more flexible work schedule or a part-time job might suit them better. 

 

But it is difficult if not impossible for many people with mental health disabilities to find 

employers willing to offer such basic accommodations.  The16% unemployment rate for 

people with mental health disabilities is four times that of the rest of the population. 

 

People with mental health disabilities often report losing jobs or missing out on 

employment opportunities due to their health or disability status:  During the five years 

prior to being interviewed in the Disability Followback Survey, one-third (32%) of adults 

with mental health disabilities who had recent work histories either had been fired, laid 

off, or told to resign from a job or they had been refused employment, a promotion, a 

transfer, or an opportunity for training.  Specifically, 22% had lost a job or been told to 

quit, 14% had been denied a job, 10% had been denied a promotion, 6% had been refused 

access to training, and 6% had been denied a transfer.  These are among the highest rates 

of lost jobs and job opportunities reported by any disability group. 
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Mental health disability in the schools 

 

Among children, mental 

health disabilities are very 

often manifested by 

problems at school.  

According to reports by 

parents and family 

members, more than three-

quarters (77%) have 

difficulty paying attention in 

class, and almost as many 

(74%) have difficulty 

following rules or controlling their behavior.  A majority (59%) have problems 

understanding instructional materials, and half (50%) have difficulty communicating with 

teachers and other students. 

 

According to Department of Education statistics for the 1997–98 school year, there are 

about 450,000 students at least 6 years of age receiving special education services 

because of an “emotional disturbance.”  The term is not a euphemism for social 

maladjustment; the population consists of students with mood disorders, anxiety 

disorders, attention deficit hyperactivity disorder, behavioral disorders, and other mental 

health conditions. 

 

Students identified as having emotional disturbances constitute 8% of special ed students, 

or 0.9% of the overall student population.  The proportion of special ed students with 
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Educational setting for special ed 
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emotional disturbance has not changed over the past decade, despite a common 

misconception of a huge growth in the population of students receiving services related to 

mental health problems. 

 

Most are educated in fully or partly segregated settings 

 

Unlike those with learning 

disabilities, a majority (54%) 

of special ed students with 

mental health disabilities are 

educated in segregated rather 

than integrated settings—35% 

in a separate classroom within 

a regular school and 19% in a 

separate school or other 

facility, such as a hospital or 

other institution.  An additional 23% receive their schooling in partly integrated settings, 

spending between one- and three-fifths of their school day in so-called resource rooms.  

Less than one-quarter (23%) of the students are educated in fully integrated settings. 

 

The 23% figure for full integration, which applies to the 1996–97 school year, is a major 

improvement over the 13% who were educated in regular classes in 1987–88.  But it is 

still far too low.  A segregated education generally implies an inferior education, just as it 

did when African American children were taught in separate schools.  And this form of 

segregation has the same effect on the students’ social development as it did in the days 

of racial segregation in the schools—limiting the disabled students’ exposure to non-
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disabled students and reducing the likelihood of their forming friendships with them, as 

well as limiting the non-disabled students’ exposure to their peers with mental health 

disabilities, thus perpetuating the prejudice that these students deserve to be kept separate 

from the rest of society. 

 

Few finish high school 

 

The very high dropout rate for special 

ed students with emotional 

disturbance provides clear evidence 

that there is a great deal of room for 

improvement in the education that 

these students receive.  Only 38% of 

these students graduate high school 

with a regular diploma; an additional 

6% receive a certificate such as a 

GED.  The remaining 56%—a 

majority of special ed students leaving the educational system—do so without completing 

their schooling. 

 

Education is critical to employability 

 

Having dropped out of school without finishing, these young adults must then enter the 

workforce at a substantial disadvantage, if they join the labor force at all.  The 

disadvantage arises not only because people who are well educated find better and 
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higher-paying jobs than do those 

without much education, but also 

because people with mental health 

disabilities, in particular, seem to be 

far more employable when they are 

well educated.  Statistics from the 

NHIS-D show that people with 

mental health disabilities who have 

high school diplomas are more than 

twice as likely to have jobs as are 

those without high school diplomas 

(38% vs. 18%), and people with college degrees are more than three times as likely to be 

employed (57%). 

 

It is possible that the types of jobs available to more educated workers are more amenable 

to the kinds of accommodations that can enable people with mental health disabilities to 

function well, or perhaps the jobs themselves are easier to cope with.  It is also possible 

that those employers who hire more educated workers are more willing to take the risk of 

hiring or retaining an employee with a mental health disability, or are themselves more 

educated and therefore less likely to rely on false stereotypes in making hiring decisions.  

Or it may simply be that more educated workers are more in demand in the workforce, 

more valued for their individual skills and experience, and are therefore more likely to be 

hired or retained, less likely to be passed over in favor of someone without the stigma of 

mental illness on his or her record. 

 

Whatever the reason, it seems that the job prospects of a person with a mental health 

disability are dramatically improved when he or she has a high school diploma or, better 
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still, a college degree.  And yet only a minority of adolescents with mental health 

disabilities—or at least those receiving special education services related to an emotional 

disturbance—complete high school.  The rest face a bleak economic future. 

 

Conclusions 

 

Much of the evidence presented in this chapter points to a crying need for better 

education—of the public at large, of adults and children with mental health disabilities, of 

mental health service providers, of insurance companies, of employers, of legislators and 

administrators charged with setting and enforcing policies related to institutional care. 

 

 The stigma associated with mental health disabilities is largely the result of a lack of 

awareness among the general public—including people with mental health disabilities 

themselves—that mental illness affects millions of Americans of all ages, races, and 

ethnic backgrounds; that people with mental disabilities are rarely violent; that they 

are often able to function well at work and in social settings.  The Surgeon General’s 

report on mental health is a good start; a great deal more public education will be 

needed before societal attitudes are significantly affected. 

 The attitudes of employers, in particular, must be changed in order to increase 

employment opportunities for people with mental health disabilities.  It is clear that 

this population is not being given a fair shake in the employment arena, despite the 

ability of many people with mental health conditions to perform effectively on the 

job. 

 Those who fare worst are those without a decent education, but far too many children 

in special education due to mental health disability are schooled in segregated 

settings, and far too many fail to graduate from high school.  Despite major 
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improvements in mainstreaming of most children with disabilities, those with mental 

health disabilities continue to receive second-class treatment. 

 A large proportion of those with mental health disabilities make no use of mental 

health services and supports, and too many take no medications that could control 

their symptoms.  The problem is especially pronounced among those without much 

formal education, suggesting that a lack of awareness of treatment options is a major 

reason.  People who have mental health disabilities must be educated about the 

efficacy of treatment and the benefits of support groups and other forms of self-help, 

which could alleviate their symptoms and help them to function better in society. 

 Treatments must be made more readily available.  Insurers must not be permitted to 

cling to the misguided notion that mental health problems deserve second-class 

treatment, that health benefits should be more comprehensive for physical than for 

mental health conditions. 

 Mental health providers must become better informed about treatment protocols, so 

that those who do seek help for mental health problems will have the best chance of 

receiving complete, effective treatment.  Too often, doses of medications are too high 

to be safe or too low to be effective, dangerous side effects or co-existing conditions 

are ignored, and follow-up services are not made available. 

 Physicians and other physical health providers must also become more aware of the 

mental health problems that frequently affect people with physical disabilities, in 

order to make sure that treatment is made available for these mental conditions as 

well as for the physical health problem or impairment. 

 The abusive, inhumane, and often deadly treatment received by people with mental 

health disabilities must stop.  Staff and administrators must be better trained in how to 

handle problems without resorting to physical restraints, chemical restraints, and/or 

seclusion.  And additional laws must be enacted to protect the rights of the residents 

of these facilities, so that their safety and dignity can be ensured. 
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 Finally, people with mental health conditions must be seen as consumers of mental 

health services rather than merely as patients, and they must be able to make 

decisions about treatment options based on informed choice.  They must be assured 

the right to self-determination, to decide for themselves the best way to cope with 

their conditions in order to function well as full participants in society. 
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Sidebars:  Profiles with photographs 

 

Ted Goto is a Certified Public Accountant and a graduate of the University of California 

at Berkeley.  He has a master’s degree in international business, and he currently holds a 

management position at a non-profit organization in the San Francisco Bay Area. 

 

Ted experienced his first bouts of severe depression in 1983.  By 1990, he had become a 

partner in a major international accounting firm, but his episodes of depression now 

lasted for months at a spell, and he was no longer able to carry out his work 

responsibilities.  He was living in Japan at the time, and he sought treatment there, but his 

experiences were less than positive. In Japan, he says, “if you have somebody with 

mental illness in your family, it’s just not talked about.  That’s why you don’t get very 

good treatment.” 

 

He was eventually diagnosed with bipolar disorder, also known as manic depression.  On 

his return to the United States, he began to receive effective medical treatment.  By 1997 

his condition had stabilized enough for him to return to part-time work.  Since then, 

through support groups he has attended, he has learned about better medications and 

dosage levels that have enabled him to control his condition and begin working full time.  

He has a flexible work schedule, which allows him to take breaks when he needs to. 
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Mark Gottlieb works as a health physicist for the California Department of Health 

Services.  A former president of the National Depressive and Manic Depressive 

Association, he is a highly active member of the mental health consumer movement. 

 

Mark was first diagnosed with manic depression when he was a senior in college.  He left 

school, attempted suicide, and was hospitalized.  He eventually returned to school and 

completed a master’s degree, despite his then-untreated condition, which made it difficult 

for him to sustain a focus on his studies.  After a second hospitalization in 1981, Mark’s 

doctor convinced him to start taking medication.  The treatment proved effective, and he 

has since been able to function well on the job and in society at large.  “When I work in a 

partnership with my doctors, I benefit greatly,” Mark says.  “Taking responsibility is very 

empowering.”  Participation in peer support groups has also helped him, both in learning 

coping and managing skills, and in improving his mental health through the opportunity 

to help others. 

 

Mark is open about his condition at his job, and he has experienced no discrimination 

there.   Social discrimination is another matter.  People are superficially friendly, Mark 

reports, but they fear getting close to a person with a mental health condition.  Partly as a 

consequence, his deepest relationships are with others who also have bipolar disorder. 

 



Chapter 3 

Learning Disabilities 

 

 

One of the most widely used definitions of learning disabilities is that contained in 

Federal law. According to the Individuals with Disabilities Education Act (IDEA), a 

learning disability is “a disorder in one or more of the basic psychological processes 

involved in understanding or in using language, spoken or written, which may manifest 

itself in imperfect ability to listen, think speak, read, write, spell, or do mathematical 

calculations.” Learning disabilities, which stem from neurological differences in brain 

structure, are not the result of low intelligence, mental retardation, or generalized 

developmental disabilities. In fact, many people with learning disabilities have above 

average intelligence, superior cognitive abilities, and highly developed skills in many 

areas.  

 

Although children and adults with learning disabilities are often able to devise 

compensation strategies, these methods are generally time-consuming and imperfect, and 

their disorder continues to affect them throughout their lives. Nonetheless, with 

appropriate accommodations, the great majority of people with learning disabilities have 

the potential to read proficiently, excel academically, and succeed professionally.  

 

Because learning disabilities are most apparent in a classroom setting, they are often 

diagnosed in childhood and perceived as a problem mostly affecting children and 

adolescents. But a great many adults are also affected, and just as significantly. Some 
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have been told of their condition in their youth, while others are not diabnosed until 

adulthood. 

 

Many never find out that the cause of their lifelong difficulty with reading, writing, or 

other basic skills is not due to a lack of intelligence or effort, but to a specific 

neurological disorder.  

 

 

Neurological origins of learning disabilities 

 

Dyslexia, which involves difficulty interpreting written language, is by far the most 

common learning disability.  Recent research has demonstrated the neurological origin of 

this disorder.  Using two separate techniques—one measuring blood flow in the brain and 

the other electrical activity—researchers have shown that the brains of people with 

dyslexia perform differently when trying to decode printed words than do the brains of 

normal readers, with two distinct parts of the brain that are usually in close contact with 

each other instead performing their tasks in isolation. 

 

The causes of the neurological disorders that result in learning disabilities are not well 

understood.  Heredity is thought to be an important factor, because learning disabilities 

tend to run in families.  Other possibilities are problems during pregnancy or birth  and 

childhood incidents such as traumatic injury, nutritional deprivation, and exposure to 

poisonous substances, such a lead. 

 

Attention deficit hyperactivity disorder (ADHD), while not technically considered a 

learning disability, occurs in many people who have learning disabilities, and, by itself, 
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causes similar levels of poor academic performance unrelated to low intelligence.  

ADHD is a behavioral disorder, characterized by inattention, hyperactive behavior, and 

poor impulse control, affecting an estimated 3 to 5% of school-age children.  As with 

dyslexia, recent research has found low levels of blood flow in a certain area of the brains 

of children affected with ADHD; thus, this condition also appears to have a definite 

neurological origin. 

 

A large and diverse population 

 

Although some educators are now quick to recognize the signs of learning disabilities in 

their students, most such conditions went undiagnosed as recently as a decade or two ago.  

And learning disabilities continue to be under-diagnosed in many schools and among 

many segments of the population.  As a result, most adults and many children with 

learning disabilities are unaware that they have them. 

 

The true prevalence of learning disabilities has been estimated to be as high as 10 to 15% 

in both children and adults.  But, because learning disabilities so often remain 

undiagnosed or unacknowledged, statistics from national surveys based on self- or 

parental reports provide estimates 

that are much lower.  Data from the 

National Health Interview Survey 

on Disability (NHIS-D), for 

example, indicate that there are 4.1 

million Americans of all ages with 

acknowledged learning disabilities, 

or 1.6 percent of the population.  

Prevalence of acknowledged 
learning disabilty, by age
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Among children 9 years of age or older, however, the reported prevalence is about 5%, 

consistent with Department of Education figures indicating that 5.6% of school-age 

children receive special education services because of learning disabilities. 

 

 

 

Boys and men are much more likely to have been diagnosed with learning disabilities 

than are girls and women.  Nearly three-quarters (73%) of secondary-school-aged 

children with learning disabilities receiving special education services are boys.  Among 

people of all ages, self- and family-reported learning disabilities occur twice as often 

among males as females (2% vs. 1%).  Research suggests, however, that the true 

prevalence of learning disabilities is about equal for both sexes; it is the likelihood of 

diagnosis that differs. 

 

Learning disabilities appear to affect whites, African Americans, and Latinos about 

equally.  Within each group, 6% of the children enrolled in U.S. schools receive special 

education services related to a learning disability.  Parents tell survey-takers that 4% of 
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by race and ethnicity
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white and African American children, and 3% of Latino children, have learning 

disabilities.  Among adults, about 1% of each group have self-reported learning 

disabilities. 

 

Rates of acknowledged learning disabilities are significantly higher, however, among 

Native Americans, and significantly lower among Asians and Pacific Islanders.  Some 

7% of Native American school-age children receive special education services because of 

learning disabilities, compared to 6% of whites and blacks and only 2% of Asians and 

Pacific Islanders.  Among adults, self-reported rates are also significantly higher for 

Native Americans (3%, compared to 1% for whites and blacks) and significantly lower 

for Asians and Pacific Islanders (0.3%). 

 

Learning disabilities disproportionately affect poor children and adults 

 

For both children and adults, poor 

people are significantly more likely to 

have learning disabilities than are 

those living above the poverty line.  

Among children, 6% of those living in 

poverty are reported by their families 

as having learning disabilities, 

compared to 4% of those living above 

poverty.  And among adults, the self-

reported prevalence of learning 

disabilities among poor people is 3 times that of persons above the poverty line (2.6% vs. 

0.9%). 

Reported prevalence of learning 
disability, by poverty status
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Significant school-related problems among 
children with learning disabilities
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For adults with learning disabilities, finding a job is often difficult, and finding a high-

paying job often impossible (see below), especially when educational attainment has been 

limited due to problems in school.  Poverty is often a result; this is at least part of the 

explanation for the higher rates of learning disability among poor adults.  But among 

children, the relationship between learning disabilities and poverty is less clear-cut.  

Perhaps conditions associated with poverty are among the causes of learning disabilities. 

 

It has been asserted, without evidence, that poor children are often coached to fake 

learning disabilities in order to qualify for government benefit programs such as 

Supplemental Security Income (SSI).  But new data from the NHIS-D squarely contradict 

this myth.  Only one-tenth (10%) of all children with learning disabilities, and only one-

fifth (20%) of poor children with learning disabilities, receive SSI benefits.  Three-

quarters (74%) of learning-disabled children have never even applied for SSI. 

 

Learning disability in the schools 

 

Another myth states that children and young adults who say they have learning 

disabilities are faking disability in order to gain accommodations, such as extra time to 

take exams.  In fact, no 

reputable study has ever 

supported this claim.  

Furthermore, the data 

once again refute this 

claim.  Two-thirds (67%) 

of school-age children 
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with learning disabilities experience significant problems in school, according to their 

parents (who might be expected to downplay problems in school to a survey-taker rather 

than overstate them). 

 

 Specifically, just over half (52%) of children with learning disabilities who attend school 

have significant difficulty understanding instructional materials.  And half (50%) have 

difficulty paying attention in class, which can be particularly problematic for those 

students who have ADHD. 

 

Some 2.8 million American 

children between the ages of 

6 and 21 participate in 

special education programs 

because of a learning 

disability.  By far the largest 

disability category in the 

Department of Education 

statistics, this group 

constitutes half (51%) of the 

5.4 million students 

receiving special education 

services.  The number of students identified as having learning disabilities has grown 

42% in the decade between 1987 and 1998, compared to a 31% increase in the special ed 

program overall.  

 

The vast majority of special ed students with learning disabilities are taught in either fully 

integrated or partly integrated settings.  This is good news, because students with 

Students with learning disabilities in 
special education, 1987–98
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disabilities who attend classes with non-disabled peers generally get a better education.  

More than four-fifths (82%) of learning-disabled students attend integrated classes for at 

least a substantial part of their school day (1996–97 data from the Department of 

Education, up from 77% during the 1986–87 school year).  More than two-fifths (43%) 

are taught in fully integrated classrooms, up from only 16% a decade earlier; others 

(39%, down from 61%) are in “resource rooms,” special classes that remove a student 

from the regular classroom for anywhere between 20% and 60% of the school day. 

 

High-Stakes Testing and Learning Disabilities 

 

In most states, student performance is periodically measured through statewide 

assessments, which rely heavily on standardized testing.  School districts use the results 

of these “high-stakes” tests to make decisions important to the student’s future, such as 

whether he or she will advance to the next grade level, attend advanced placement 

Educational settings for special ed students with 
learning disabilities, 1986–97

0

10

20

30

40

50

60

70

80

90

100

1986
–87

1987
–88

1988
–89

1989
–90

1990
–91

1991
–92

1992
–93

1993
–94

1994
–95

1995
–96

1996
–97

Segregated

Partly
integrated

Fully
integrated



 9

courses, or graduate high school.  Some states have proposed using the test results to 

determine eligibility for state universities, scholarships, or even employment. 

 

Unfortunately, many of these tests, developed unsystematically and graded against 

arbitrary standards, providing a dubious measure of the students’ abilities, particularly for 

students with learning disabilities.  For these students, it is often their disability that is 

being measured rather than their mastery of the subject matter. 

 

Most students with learning disabilities read with a great deal more difficulty than their 

non-disabled peers, encountering each word as if seeing it for the first time, regardless of 

how many times they have seen it before.  When such a student encounters a question on 

a standardized test, she must expend a great deal more time and energy processing the 

words in order to comprehend what is being asked.  If she is not given extra time to 

complete the exam—or allowed the option of listening to an audiotaped version of the 

test or having the test read aloud to her—she will have little time left over to answer the 

questions.  Thus, in the absence of the accommodations she needs, the student with a 

learning disability is being tested not on the subject matter at hand, but on the speed with 

which she can compensate for her learning disability. 

 

Many students with reading difficulties compensate by relying heavily on context when 

processing words.  Multiple-choice exams, which contain short phrases artificially devoid 

of context, are therefore particularly problematic for these students.  It is especially 

important for school districts, when administering the multiple-choice sections of a 

standardized test, to allow for the questions and answers to be spoken aloud to the 

student, either by a reader or on tape.  Only in this way can the student’s true level of 

academic achievement be accurately determined. 
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Some students with learning disabilities have great difficulty writing words by hand, and 

instead use a computer or typewriter.  Often, these students are provided with this 

equipment as part of their special education program, and have been allowed and 

encouraged to use it throughout their educational careers to do their homework and take 

in-class tests.  Unfortunately, some states require that standardized test answers be 

handwritten, often refusing to accommodate those students who need a computer or 

typewriter in order to write effectively.  These students are at a particular disadvantage 

when their requests for accommodation are denied; again, it is their disabilities that are 

being tested rather than their knowledge of the subject matter. 

 

Legal battles are currently being waged over the issue of accommodations in high-stakes 

testing. In Oregon, parents of children with learning disabilities have sued the state Board 

of Education, charging that state policies discriminate against these students by arbitrarily 

limiting the types of accommodations available. The lawsuit proposes that the current list 

of allowable accommodations be broadened to include any accommodation listed in a 

student’s Individualized Education Plan or Section 504 Plan. The lawsuit also proposes 

that further psychometric work be conducted in order to validate the tests with regard to 

students with learning disabilities. 

 

Another important issue in the case concerns the “alternate assessment” required by the 

Individuals with Disabilities Education Act (IDEA). Under the 1997 amendments to 

IDEA, all states were required to have an alternate assessment in place by July 2000, in 

order to assess any children with disabilities who are unable to participate in the general 

assessment. Alternate assessments are necessary for those students with learning 

disabilities who cannot perform well on portions of standard tests even when provided 

with accommodations. In the Oregon case, for example, the portion of the exam that 
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tested students on spelling would have to be replaced by an alternative assessment for 

those students whose learning disabilities made them poor spellers. 

 

Most states did not meet the July 2000 deadline for the alternate assessment. Other states 

only allow alternate assessments for those students not following a normal academic 

curriculum. One of the goals of the Oregon lawsuit is the creation of alternate 

assessments that are appropriate for students with learning disabilities who are studying 

the same academic curriculum as their non-disabled peers. 

 

High dropout rates and poor preparation for college 

 

Despite improved access to mainstream education, dropout rates remain unacceptably 

high among special education students with learning disabilities.  According to 1996–97 

Department of Education statistics, almost one-third (31%) of high-school-age students 

with learning disabilities who left the educational system did so without graduating.  

Most of the rest graduated with a standard diploma (60%), while the remaining 9% 

received an alternative certificate of graduation. 

 

Data from the National Educational 

Longitudinal Study (NELS), a survey of 

students with and without disabilities, 

paints a somewhat more optimistic picture 

of educational outcomes. In 1988, a sample 

of eighth-graders was selected and 

identified by parents as to disability status; 

a follow-up survey was conducted in 1994, 
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two years after those students would have been expected to have graduated from high 

school.  Because of methodology problems, some students with more severe learning 

disabilities may have been excluded from the sample.   

 

By two years after most of their peers had graduated, 71% of the students with learning 

disabilities had received a high school diploma, and an additional 7% had received a 

GED or other certificate of graduation—for a total of high school completion rate of 

78%.  Some 12% had dropped out of school, and the remaining 10% were still in school 

or were working on a GED. 

 

The 12% dropout rate is twice that of the non-disabled students in the survey, 6% of 

whom had dropped out.  Only 10% of the non-disabled group lacked a diploma, GED, or 

certificate of graduation, compared to more than twice as many (22%) of the students 

with learning disabilities. 

 

Another way of measuring the outcome of a 

high school education is the degree of 

preparation the graduate has received for 

entry into college.  Based on an analysis of 

the test scores, class rankings, and grade-

point averages of the NELS participants 

who had completed high school by the 1994 

follow-up interview, the picture was quite 

bleak for young adults with learning 

disabilities.  Fully two-thirds (67%) of high school graduates were judged to be entirely 

unqualified for entry into a four-year college.  By comparison, only 37% of non-disabled 

graduates were similarly lacking in credentials for college admission.  At the other end of 
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the spectrum, only 6% of high school graduates with learning disabilities were judged to 

be “very qualified” or “highly qualified” to get into a four-year college, compared to 5 

times as high a fraction of non-disabled students (31%). 

 

These findings, based partly on standardized test scores, should be interpreted with 

caution.  It is likely that many of the students with learning disabilities were not given the 

accommodations they would have needed in order for their abilities to be gauged fairly, 

and the scores are likely to be artificially low.  Others may not be able, even with 

accommodations, to have their true abilities reflected on a standardized test.  But 

admissions officers would nonetheless use them as a supposedly objective measure of the 

likelihood of college success, and the students would be judged lacking as a result. 

 

Stigmatized reporting of accommodated test scores 

 

When they are able to meet a very stringent set of requirements to provide current 

documentation of their need for specific accommodations, high school students with 

learning disabilities may be granted extra time to take college admissions exams like the 

SAT and ACT.  But this particular accommodation comes with a catch:  Their test scores 

are sent to the colleges they apply to with a notation to indicate that there is something 

irregular about them.  Educational Testing Service, administrator of the College Board’s 

SAT, PSAT, and Advanced Placement exams, flags the scores as “nonstandard”; ACT 

identifies them as “special.”  A federal judge recently referred to these flags as a “scarlet 

letter,”  not only labeling the student has having a disability—something the testing 

organizations claim is held in strict confidence—but also falsely implying that he or she 

has somehow bent the rules, perhaps even gaining an unfair advantage over other 

students. 
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The practice of flagging certain test scores creates a great disincentive for students to ask 

for extra time even when they desperately need it.  They have every reason to fear that 

college admissions officers and potential employers will view their applications with  

suspicion, dismiss their standardized test results, or discriminate against them because of 

their disability.  For these reasons, students entitled to accommodations often do not ask 

for them, according to professionals who work with such students.  

 

In an ongoing lawsuit filed against Educational Testing Service, the court has ruled that 

the ADA requires test providers to provide accommodations to test takers with 

disabilities, and to select and administer tests to best ensure that the test results accurately 

reflect their abilities.  But, because of the practice of flagging, the testing organizations 

are, in effect, granting the accommodation and then denying the students the main benefit 

of that accommodation—credentials that unequivocally demonstrate their true college 

potential.  The organizations claim that they are unable to verify that the scores of tests 

taken with extra time by students with learning disabilities are comparable to those taken 

without extra time by non-disabled students.  But neither have they—or anyone else—

demonstrated that students with documented learning disabilities gain any unfair 

advantage when they are allowed the extra time they need to compensate for their 

disabilities.  Accommodations level the playing field, but stigmatized reporting of test 

scores tilts that field back again, so that getting into a good college becomes an uphill 

battle for students with learning disabilities who need extra time. 

 

Early diagnosis is critical in ensuring academic success 
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Although the neurological disorders associated with learning disabilities are presumed to 

be congenital, these conditions are rarely recognized before a child enters elementary 

school.  And once in school, despite the availability of simple diagnostic tests that could 

be widely used by educators, a child with a learning disability is usually not diagnosed 

for years, until after he or she has fallen way behind in reading, writing, or other 

academic skills.  In many cases, 

the learning disability is never 

identified. 

 

In fact, very few children are 

identified as having learning 

disabilities until the second or 

third grade, according to data from 

the National Health Interview 

Survey on Disability.  Only 1.5% 

of five-year-old boys and 3 to 4% 

of six- and seven-year-old boys are reported as having learning disabilities, compared to 

about 6% of boys between 8 and 17 years of age (third through twelfth grades, typically).  

Girls tend to be diagnosed even later in their schooling than boys:  among five-year-old 

girls, the reported rate is very low at 0.4%, rising above 1% only for those age 6 or over; 

only beginning at age 9—the fourth grade for most children—does the proportion rise 

above 3%.  Since researchers believe that girls are just as likely as boys to have learning 

disabilities, the much lower diagnosis rates for girls suggest that their learning disabilities 

are often not identified until adulthood, if ever. 

 

Children whose learning disabilities are diagnosed late go through their first years of 

elementary school at a significant disadvantage.  While their classmates are mastering 
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basic reading and writing skills, they flounder, experiencing setbacks that may continue 

to affect them, both academically and psychologically, for the rest of their lives.  And it is 

often the case that no amount of remedial education, begun as late as the third grade, can 

enable a late-diagnosed student to catch up with his or her peers.  Poor self-esteem is only 

one possible consequence of a delayed or missed diagnosis.  Failure in school can lead to  

juvenile delinquency and a lifetime of adjustment difficulties and other psychological 

problems.  One study even suggests that a large proportion of teenage mothers are 

affected by undiagnosed learning disabilities, which have resulted in academic failure. 

 

Post-secondary education 

 

A college degree has become an essential prerequisite to getting a good job—one that not 

only pays well but offers benefits, a decent work environment, and a measure of 

intellectual satisfaction.  But, partly because of the poor preparation mentioned above, the 

level of college attendance is particularly low among people with learning disabilities. 

 

Two years after their expected high school 

graduation, only a minority (45%) of 

persons with learning disabilities had 

finished school and entered any kind of 

post-secondary institution, according to 

the NELS data. This low rate of college 

attendance stands in sharp contrast with 

that for persons without disabilities, 

nearly two-thirds (64%) of whom had 

gone on to a post-secondary institution.  
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Among people with learning disabilities who’d finished high school, only 58% had 

continued their education, compared to 72% of those without disabilities of any kind. 

 

 There are also important differences in the types of institutions attended.  Only 13% of 

persons with learning disabilities had entered 4-year colleges—a much lower proportion 

than for any other disability classification—compared to 40% of those without 

disabilities.  Almost twice as many (24% of the learning disability population, compared 

to 21% of those without disabilities) were in 2-year community colleges.  A smaller 

group (8%, vs. 3% of the non-disabled) were in some other post-secondary institution, 

such as a technical or trade school. 

 

The 1.6% of undergraduates who identify themselves as having learning disabilities 

constitute the largest disability group on college campuses (based on data from the 1995–

96 National Postsecondary Student Aid Study).  But statistics from another source (a 

1994 follow-up to the1989–90 Beginning Postsecondary Students Longitudinal Study) 

indicate that at least half of these students will drop out before completing their degree or 

certificate requirements:  5 years after entering their post-secondary institution, just under 

half (48%) of students with learning disabilities had quit without a degree or certificate, a 

figure almost identical to that of students with disabilities overall (47%), but one-third 

greater than that for non-disabled students (36%).  Lack of necessary accommodations 

and misunderstandings about the nature of the disability may well contribute to the 

difficulty that students with learning and other disabilities face in completing their 

programs.  
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Needed accommodations have often been denied 

 

The issue of accommodating college students with learning disabilities has been a major 

legal battleground.  In 1995, the provost of Boston University instituted draconian 

procedures intended to greatly limit the availability of the minor accommodations that 

had been previously offered, such as extra time on exams, textbooks on audiotape, and 

note-taking services.  Charging discrimination under the Americans with Disabilities Act 

and Section 504 of the Rehabilitation Act, the students sued.  The provost, meanwhile, 

gave speeches in which he fabricated stories about unmotivated students using made-up 

learning disabilities as an excuse for poor performance. 

 

In 1997, in a major victory for the rights of students with disabilities, a federal district 

court judge ruled that the University had indeed treated the students unfairly, basing 

judgments about accommodations not on scientific evidence or demonstrated need, but 

on false stereotypes and misinformation about learning disabilities.  The University could 

in fact provide no evidence that any student had ever faked a learning disability or gained 

an unfair advantage over other students through an accommodation he or she had 

obtained. 

 

Alternative coursework has been another contentious issue.  The National Collegiate 

Athletic Association (NCAA) allows only students who have passed certain core courses 

to play college sports and to receive sports-based college scholarships.  But, prior to 

reaching an agreement with the Department of Justice in 1998, the NCAA routinely 

denied eligibility to those applicants who had taken special high school or college classes 

for learning disabled students, even when the alternative classes covered the same 

material as regular classes, and offered the same degree of preparation for college 
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success.  These special classes, generally part of the student’s Individualized Education 

Program, as are now recognized as fulfilling the eligibility requirements. 

 

College, professional school, and trade school graduates with learning disabilities 

continue to face hurdles when seeking professional credentials or licenses.  A law school 

graduate with dyslexia sued after being denied extra time to take the New York State bar 

exam.  A 1998 ruling by the U.S. Court of Appeals for the Second Circuit supported her 

claim that she was entitled to accommodation under the Americans with Disabilities Act; 

following a flurry of appeals, an August 2000 decision requires a lower court to further 

consider whether a law school graduate with a learning disability is covered under the 

Americans with Disabilities Act, using new standards set by the United States Supreme 

Court.  Also in New York State, a highly experienced plumber with a learning disability 

was denied the opportunity to obtain a Rockland County contractor’s license because he 

could not pass a written exam.  In a 1995 settlement with the U.S. Department of Justice, 

however, the county agreed to offer the exam orally. 

 

A class action complaint challenging discriminatory practices by the California 

Committee of Bar Examiners recently resulted in an overhaul of the entire 

accommodation process for the bar exam. New procedure promote the use of clinical 

judgment by the applicant’s evaluator in determining accommodations, eliminate the 

need for the burdensome and invasive diagnostic tests formerly required of applicants, 

create an appeals process, and require that accommodation decisions be made by 

professionals with significant clinical experience. 
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Learning disabilities and employment 

 

Adults with learning disabilities are much 

less likely to have solid educational 

credentials than their peers without learning 

disabilities.  Of the adults who identify 

themselves as having learning disabilities in 

the NHIS-D, four-fifths (39%) lack a high 

school diploma, compared to only one-fifth 

(19%) of the rest of the population.  And 

only one-tenth (10%) of those with learning 

disabilities have college degrees, compared to 

more than twice as high a proportion of those 

without learning disabilities (22%). 

 

In the population as a whole, working-age 

adults who have not graduated from high 

school are 2 to 3 times as likely as college 

graduates to be unemployed.  And when they 

do find a job, those without high school 

diplomas earn only about half as much as people with college degrees.  For a job 

applicant with a learning disability, an incomplete education, coupled with generally poor 

employer attitudes and the likelihood of discrimination, can serve as a formidable barrier 

to obtaining a good job.   
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Indeed, survey data indicate that adults 

identifying themselves as having learning 

disabilities have a great deal of difficulty 

finding jobs, and those who do work tend to 

be poorly paid.  Only a little over half (53%) 

of working-age adults with learning 

disabilities are employed, according to the 

NHIS-D.  Some 6% are unemployed—

either on layoff or actively looking for 

work—and the remaining 41% are not in the 

labor force at all.  People without learning 

disabilities are far more likely to be working 

(75%) and far less likely to be unemployed 

(3%).  The unemployment rate for people 

with learning disabilities, calculated as the 

number unemployed divided by the number 

in the labor force, is 10%, two-and-a-half 

times the 4% rate for people without learning disabilities. 

 

The problem is largely an inability to find 

work, rather than an inability or reluctance 

to work at all.  The vast majority (71%) of 

working-age adults with learning 

disabilities consider themselves able to 

work; most (58%) think of themselves as 

having no limitation at all in their ability 

to work. 
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The relatively low quality of the jobs that people with learning disabilities do manage to 

find is best illustrated by their wages.  In part because they are often employed in low-

paying occupations, adults with learning disabilities earn an average of 36% less per hour 

than their peers without cognitive disabilities, or $6.32 vs. $9.82 an hour, in 1995 dollars.  

People with learning disabilities have the lowest average hourly wage of any disability 

group studied, except for those with mental retardation. 

 

The population with learning disabilities is also the one disability group, bar none, most 

likely to report what might be considered employment discrimination:  loss of a job or a 

job opportunity due to their disability status.  More than one-third (34%) of working-age 

adults with learning disabilities who had recent work histories either had lost a job (been 

fired, laid off, or told to resign) or had been refused employment, a promotion, a transfer, 

or an opportunity for training.  These actions had occurred specifically because of the 

person’s disability or health status, and they had transpired during the 5 years prior to the 

survey interview (1994–97, as part of the Disability Followback Survey).  Specifically, 
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17% had lost a job, 16% had been denied a job, 11% had been denied a promotion, 9% 

had been refused access to training, and 5% had been denied a transfer. 

 

As our society has grown more technologically advanced, jobs requiring only physical 

skills and abilities have either been eliminated or modified to include reading, writing, 

and computer skills.  This trend is likely to continue.  According to projections by the 

Bureau of Labor Statistics, 40% of jobs created in the next decade will require a post-

secondary degree.  And most of the occupations with the largest job growth fall into 

either of two categories—those requiring little or no education and offering very low 

wages, and those requiring associate or bachelor’s degrees and offering far better pay. 

 

These developments do not bode well for those workers with learning disabilities who 

have not acquired the educational credentials necessary to compete in today’s economy. 

 

Accommodations on the job 

 

As mentioned above, people with learning disabilities often learn to work around their 

neurological differences, eventually coming to master many of the skills they once found 

difficult or impossible.  Examples of such a strategies include running a finger along the 

page to keep pace while reading, reading aloud, reading the same word and same 

sentence repeatedly, and recognizing words not the way normal readers do, but by 

recognizing their shape or guessing from their context. These strategies help people with 

learning disabilities decode written information, but are an attempt at compensation 

rather than a complete solution.  Even if practiced over time, these methods rarely allow a 

reader with a learning disability to read as quickly or as easily as a person without a 

learning disability. 



 24

 

As a result, while often able to function quite well in a work or job environment, people 

with learning disabilities may require accommodations.  For example, a person with a 

learning disability might need extra time to read a page of text or compose a letter; they 

might need a dictionary at hand or an electronic spelling checker; or they might need to 

carry a calculator to help them with arithmetic. 

 

Federal and state law guarantee individuals with learning disabilities both the right to 

reasonable accommodations in employment and to non- discriminatory procedures for 

securing these accommodations.  Unfortunately, these rights are not always implemented, 

and individuals with learning disabilities often encounter a range of barriers to receiving 

the reasonable accommodations to which they are entitled.  
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Conclusions 

 

Learning disabilities affect millions of Americans, causing difficulties in reading, writing, 

or other academic tasks.  Early detection of these neurological differences, along with the 

necessary interventions and accommodations, would allow people with learning 

disabilities to keep up with their peers in mastering the skills and knowledge necessary to 

thrive in modern society.  But learning disabilities are too often missed entirely or 

diagnosed too late, and the people affected by them they go through life at a tremendous 

disadvantage.  Too often, people with learning disabilities face discrimination, skepticism 

as to the legitimacy of their disabilities, and denial of the accommodations that would 

enable them to succeed.  As a result, unemployment rates are high, poverty is 

commonplace, decent jobs are hard to come by, and outright denial of job opportunities is 

rampant. 

 

Early grade-school diagnosis of learning disabilities, coupled with concerted efforts to 

ensure that these children acquire reading and writing abilities along with their peers, is 

essential if the downward spiral of poor literacy skills and poor employment prospects is 

to be avoided.  While in school, in college, and when pursuing professional credentials, 

people with learning disabilities need to be given a fair shake in demonstrating the skills 

they possess and the material they’ve mastered, something they cannot do without the 

simple accommodations they need to allow their abilities to shine through.  Employers, in 

particular, need to understand that learning disabilities are every bit as legitimate as 

mobility and sensory impairments, that people with learning disabilities are entitled to 

protection against discrimination under the law, that they are just as likely as other 

workers to prove themselves capable and motivated in performing their jobs. 
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Sidebar:  Profile with photograph 

 

Lynn Reed, a senior majoring in psychology and religious studies at the University of 

California at Berkeley, is in the process of applying to graduate schools.  With a fine 

academic record, she seems destined for a highly successful career.  A few years ago, 

however, Lynn considered herself a failure.  Having graduated from high school only by 

the skin of her teeth, she was working at a low-paying, dead-end job, lacking the 

education necessary to advance. 

 

Lynn’s main learning disability relates to auditory perception—she has trouble making 

sense of the streams of words she hears, especially during a lecture or other formal 

presentation.  She also has to work at reading printed text, and her attention deficit 

disorder makes it difficult to concentrate for long periods of time.  Her learning disability 

was first diagnosed during the second grade, and soon she began receiving special 

education services.  But by junior high school she was sick of being labeled as a special 

ed kid—of being called “stupid” by her peers—and, after switching to a new school 

system, she kept her disability hidden, both from her teachers and her classmates.  The 

result, she says, was academically disastrous but socially preferable.  Her self-esteem 

suffered because of the D’s and F’s she got in her classes, but at least the kids no longer 

picked on her. 

 

Two years after finishing high school, a friend persuaded her to try going back to school, 

but this time acknowledging her disability and requesting the accommodations she 

needed.  At first she took remedial classes at a junior college, where she was given a 

note-taker, allowed to tape-record lectures, and permitted extra time on exams, which she 

got to take in a room by herself.  Succeeding in those classes, she moved on to college 
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material, and eventually transferred to Berkeley, where she now receives similar 

accommodations.  Through a laborious process, she is able to correct her lecture notes by 

comparing them with those of her assigned note-taker and by replaying the taped lecture.  

The result is grades of A and B instead of D and F, and a self-confidence that comes from 

having succeeded where once she had failed. 

 



 

Chapter 4 

Employment and Earnings 

 

Increasing employment opportunities for people with disabilities has been a top priority 

of the disability movement and of U.S. disability policy ever since the passage of the 

Americans with Disabilities Act a decade ago.  Yet, as reported in the previous edition of 

Disability Watch, signs of improvement in the grim employment picture for the disability 

population have been slow in coming.  Statistics from the early- to mid-1990’s revealed 

very low employment rates, low wages that were not keeping pace with those of the non-

disabled population, and the common perception among people with disabilities that 

employer attitudes were largely to blame.  Now we are finally able to offer clear evidence 

that employment opportunities have improved, at least for a segment of the disability 

population, even if there is still a long way to go before true equality is achieved in the 

employment arena. 

 

Employment flat, labor force participation down 

 

Fist the bad news.  The U.S. economy is booming, with the overall unemployment rate as 

low as it has been since the late 1960s.  A robust economy is supposed to benefit all 

segments of society, in particular providing new opportunities for those who have been 

disadvantaged in the past.  It is therefore especially distressing to obtain updated statistics 

on the overall employment rates of people with disabilities and find that there has been 

no improvement whatsoever.  Data from the Current Population Survey reveal that, 
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among working-age 

Americans with work 

disabilities (people 

who consider 

themselves limited in 

their ability to work 

due to a health 

condition or 

impairment), the 

proportion with jobs 

showed no increase in 

the late 1990s—in fact 

it declined slightly, 

from 24% in 1994 to 22% in 1999.  In contrast, the employment rate for people without 

disabilities increased from 77% in 1994 to 80% in 1999. 

 

Thus, the gap in employment rates between people with and without disabilities has 

actually grown—from 53 percentage points in 1994 to 58 percentage points in 1999, a 

statistically significant increase.  Taken at face value, these figures seem to imply that 

people with disabilities have lost ground in the employment arena, failing to benefit 

either from improvements in the national economy or from the protection against 

discrimination provided by the Americans with Disabilities Act.  Are the barriers to 

employment for the disability population so great that even legal protection coupled with 

economic growth are insufficient to improve opportunities for employment?  Is 

workplace discrimination so intractable that, diligently as they might try, people with 

disabilities are unable to find work? 
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In order to answer these questions, it is helpful to study the population with disabilities 

who are not working.  Survey data indicate that only a small fraction of this group (about 

4% in 1999) is actively looking for work at any given time (or, in some cases, waiting to 

be recalled to a job from which they have been laid off).  An additional 5% report that 

they are interested in having a job—and able to work at one—even though they are not 

actively looking for employment. 

 

In contrast, a far larger share of people with work disabilities who are not employed tell 

survey takers that they are entirely prevented from working by their health or disability 

status.  The proportion reporting inability to work was 63% in 1999, substantially higher 

than the 55% rate in 1994.  We do not understand why the rate increased, but it is clear 

that people who say they cannot work are in far worse health than those with disabilities 

who can work or who are working.  One possible explanation for the increase is simply 

that, for unknown reasons, the severity of work limitation has worsened over the years 

among the population identified as having work disabilities. 

 

The upshot is that participation in the labor force—which is to say, either working at a 

job, actively seeking one, or waiting to be recalled from layoff—has declined among 

people with disabilities.  In 1994, 29% of working-age adults with work disabilities were 

labor force participants, but by 1999, that figure had dropped to 25%.  This trend is  

troubling, but it does not necessarily imply that job opportunities have become harder to 

come by.  In fact, as the data below demonstrates, there has been a significant 

improvement in employment prospects for people with disabilities. 
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Unemployment is down! 

 

The unemployment rate is a measure of how difficult it is for people who are looking for 

work to find it—the higher the unemployment rate, the more time people are spending 

looking for work rather than actually working.  It is defined as the number of people who 

are actively seeking employment (or who are on layoff waiting to return to work) divided 

by the number of labor force participants (people who are working, looking for work, or 

on temporary layoff).  Excluded are people who are retired, who consider themselves 

unable to work, who are engaged in other full-time activities such as school or 

housework, or who are out of the labor force for other reasons. 

 

Unemployment rates 

have declined 

substantially during the 

mid- to late 1990s, both 

for those with and for 

those without 

disabilities.  For people 

with work disabilities, 

the decline is both 

dramatic and highly 

statistically significant:  

from 16.4% in 1994 to 

11.2% in 1999.  During 

the same period, unemployment among working-age adults without disabilities declined 

from 6.5% to 4.1%. 
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The large decline in the unemployment rate among the disability population implies that 

it has become significantly easier for people with disabilities who are actively looking for 

work to find a job.  This is undeniably good news—there are more job opportunities now 

than there were in the past for people with disabilities who seek employment. 

 

But there’s a long way to go:  The unemployment rate for people with disabilities 

remains more than two-and-one-half times the rate for the rest of the population.  Despite 

improvements, people with disabilities who are in the labor force are much more likely to 

lack jobs than their non-disabled counterparts. 

 

 

Modified employment rate is up significantly! 

 

The unemployment rate does not tell the whole story, however.  Because people who are 

not in the labor force have been excluded from the calculations—including those who 

might want a job but have stopped looking, discouraged by the lack of opportunities—

unemployment rates may present an overly optimistic picture. 

 

The overall employment statistics presented above—which include the entire working-

age disability population—fall at the opposite end of the spectrum.  Because they include 

people who consider themselves unable to work, as well as people engaged in other 

activities who are not interested in working, they provide an overly pessimistic picture of 

employment prospects for people with disabilities.  We need a middle ground, one that 

includes only people with disabilities who would be likely candidates for employment, 
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and in particular those who would like to work but have become discouraged in the face 

of poor employment prospects. 

 

For this purpose, we measure the employment rate for people with and without 

disabilities who are available to work—those who are working, actively looking for 

work, or not in the labor force but likely to be receptive to the possibility of working.  

The last category excludes people (1) who consider themselves entirely unable to work, 

(2) who are retired, or (3) who answer a definite no when asked whether they would like 

to have a job.  Some people in the excluded categories might take a job if one were 

offered, especially one with adequate accommodations, but, by and large, members of 

these groups are far less likely than others to seek out and to welcome opportunities for 

employment. 

 

Among working-age 

adults who are available 

to work, employment 

rates rose substantially 

during the mid- to late 

1990s, for people with 

and without work 

disabilities.  The 

employment rate for 

people with disabilities 

rose dramatically, from 

72% in 1994 to 78% in 

1999.  Because the 

employment rate for non-disabled adults rose less steeply (from 90% in 1994 to 94% in 
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1999), the gap between people with and without disabilities shrank by a statistically 

significant 2.6 points. 

 

Thus, it appears that employment opportunities have significantly increased for people 

with disabilities—or at least for a substantial segment of the disability population.  It is 

not yet clear whether the improvement is mainly due to a robust economy—in which case 

the progress could be undone by a recession—or mainly due to laws like the Americans 

with Disabilities Act and to better employer attitudes and greater awareness of the needs 

of people with disabilities.  But time will surely tell. 

 

Employment and unemployment rates for specific groups 

 

All of the above statistics refer to the population self-identified as limited in their ability 

to work, a rather narrow definition of disability that does not include many people who 

would ordinarily be thought of as having disabilities.  A broader way of defining 

disability is to use limitations in physical, cognitive, or emotional functioning.  Data from 

the 1994–95 National Health Interview Survey on Disability provide employment and 

unemployment rates for people with significant functional limitations of various types.  

Unfortunately, the data do not tell us whether these rates have improved during the past 

decade. 

 

There is tremendous variation in the proportion of people with different types of 

functional limitations who are working.  Of all the groups analyzed, people with severe 

mobility impairments are the least likely to be employed—just under one-quarter (24%) 

of working-age adults have jobs.  About one-third of people with mental retardation 

(32%), mental health disability (33%), severe visual impairment (34%), or difficulty 



 8

communicating with others (35%) 

are employed.  Almost four-fifths 

(38%) of those with moderate 

mobility impairments have jobs, 

as do about half of those with 

severe hearing impairments 

(49%), moderate visual 

impairments (52%), or learning 

disability (53%).  More than two-

thirds (68%) of those with 

moderate hearing impairments are 

working, a rate approaching that of the working-age population with no significant 

functional limitations, 79% of whom have jobs. 

 

Unemployment rates for these 

groups also show significant 

variation, and they paint a 

somewhat different picture of the 

level of difficulty that people with 

these functional limitations 

experience when they attempt to 

find work.  People with mental 

health disabilities fare the worst 

by far, with an unemployment rate 

of 16%.  Other groups with 

especially high unemployment rates are those with severe hearing impairments (12%), 

severe visual impairments (11%), learning disabilities (10%), or severe visual 
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impairments (10%).  The corresponding rate for people without significant functional 

limitations, during the same time period, is only 4%. 

 

Sidebar:  Job Accommodations—Low Cost, Tremendous Benefit 

 

By and large, job accommodations needed by workers with disabilities place only a 

minimal burden on the employers who hire them, and the benefits of making these 

accommodations are enormous.  Based on a survey of employers who contacted the Job 

Accommodation Network (JAN), a service of the President’s Committee on Employment 

of People with Disabilities, the median cost for a job accommodation is only $250.  The 

vast majority (71%) of accommodations recommended by JAN cost $500 or less; many 

(for example, a revised work schedule) cost the employer nothing at all.  Only 4% cost 

more than $5,000. 

 

In contrast, employers making 

suggested accommodations 

report a tremendous economic 

benefit from having done so.  

Improved productivity is 

reported by a majority (54%) of 

employers, as is the ability to 

hire or retain a qualified 

employee who would otherwise 

have been lost (56%).  Many 

employers (31%) say they save money by not having to train a new employee; even more 

(38%) save on worker’s compensation or other insurance costs.  The median savings 
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reported by employers is $10,000—40 times the median cost of the job accommodation.  

In other words, for every dollar spent on accommodating a worker with a disability, the 

employer saves $40 that they would have spent had they not made the accommodation. 

 

Indeed, employers 

overwhelmingly report high 

levels of satisfaction with the 

effectiveness of the 

accommodations they make.  

More than four-fifths (82%) of 

employers making 

accommodations suggested by 

JAN report that those 

accommodations are “very 

effective” or “extremely 

effective.”  Only 6% report that the accommodations are ineffective. 

 

 

The Earnings Gap 

Workers with disabilities earn 81¢ for every dollar earned by non-disabled 

 

People with disabilities who have full-time jobs earn substantially less than their non-

disabled counterparts.  The previous edition of Disability Watch reported that men with 

work disabilities earned, on average, only 80% as much as those without disabilities; 

women earned 83% as much as those without disabilities.  Worse still, the gap between 
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workers with and without disabilities had grown during the late 1980s and early 1990s—

for men, it had increased from 15% in 1984 to 20% in 1994. 

 

New data from 

the Current 

Population 

Survey show 

that the 

earnings gap is 

still with us, 

and it shows no 

sign of 

diminishing.  A 

comparison of 

median annual earnings for full-time, year-round workers with and without work 

disabilities reveals a more or less steady gap of about 19% during the period from 1994 to 

1999—neither increasing nor decreasing significantly during those years. 

 

Is it the labor market or is it discrimination? 

 

Does the earnings gap prove that employers are not paying their workers with disabilities 

fairly?  The existence of an earnings gap is not necessarily an indication of 

discrimination, either in the form of lower pay for equal work or of unfair denial of job 

opportunities to applicants with disabilities.  The working-age disability population 

differs in several important ways from the non-disabled population, many of which are 

closely—and legitimately—related to earnings levels.   People with disabilities often lack 
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the education, job skills and experience, and work histories necessary in order to compete 

in the labor market.  As a result of these and perhaps other factors, workers with 

disabilities tend to find themselves in lower-paying occupations, and at the lower end of 

the pay scale within their occupations. 

 

An analysis of 1995 data from the National Health Interview Survey makes the effects of 

these labor market factors clearer: 

 The highest disability rates (in other words, the likelihood that a person will have a 

work disability) are generally found in the lowest-paying occupations.  Poorly paid 

occupational categories like household service (1995 median hourly wage $5), 

farming, forestry, and fishing ($6), non-household service ($6), labor and freight 

handling ($7), and machine operation and assembly ($8) all have work disability rates 

between 7 and 10%.  In contrast, the highest paying occupational categories—

professional specialists ($16) and executives and managers ($14)—have work 

disability rates of that are about half as high, approximately 4%.  Put another way, 

half of workers with disabilities are in the 16 lowest-paying specific occupations (out 

of 41 classified in the survey), compared to 39% of workers without disabilities. 

 Educational attainment has a dramatic effect on wages, to the great disadvantage of 

the typical worker with a disability.  People with college degrees earn $14 per hour, 

on average—twice as much as someone with no high school diploma ($7 for those 

with some secondary education, $6 without).  But disability rates are 3 times as high 

for those without high school diplomas (9–10%) as for those with college degrees 

(3%). 

 A lengthy and uninterrupted work history generally provides better access to 

supervisorial and other higher-paying positions.  Indeed, people who have been at 

their jobs for ten or more years earn about twice as much, on average, as those whose 

job tenure is one year or less ($15 vs. $7).  Similarly, people reporting that they 
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worked for a full twelve months during the previous year earn twice as much per hour 

as those working eight months of the year or less ($11 vs. $5–6).  Unfortunately, 

either because of past poor health or of the difficulty in finding job opportunities, 

workers with disabilities often have spotty work histories.  As a consequence, 

disability rates are higher for those with shorter job tenure than for those with longer 

tenure (7% vs. 5–6%), as well as for less-than-year-round workers compared to year-

round workers (8–9% vs. 5%). 

 

Statistical methods can be used to 

evaluate the extent that these labor 

market factors contribute to the gap in 

earnings between workers with and 

without disabilities, as opposed to 

other factors not measured in the 

survey, such as proficiency in specific 

job skills or employer bias against 

workers with disabilities.  When we control for occupation—in other words, when we 

adjust the earnings data as if people in different occupations all earned the same average 

amounts—we find that the earnings gap shrinks by about one-quarter.  A similar result is 

obtained when we control for education:  the gap shrinks by about one-quarter when we 

adjust the earnings data to account for differences in the educational attainment of the 

populations with and without disability.  Perhaps because the survey provides us with 

only a limited ability to measure work history, controlling for this factor has a much 

smaller effect on the earnings gap, reducing it by only about one-tenth. 
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The earnings gap cannot be explained away 

 

The combined contribution of all three of the above-mentioned labor market factors—

occupation, educational attainment, and work history—is indeed significant, but 

controlling for these factors does not make the earnings gap go away.  On the contrary, 

even with these factors accounted for, the earnings gap—which began as a 22% 

difference between the hourly wages of workers with and without disabilities—is reduced 

by just over one-third, to 14%.  Put another way, even in a world in which workers with 

disabilities had the same educational advantages, the same likelihood of having a higher-

paying occupation, and the same levels of work experience as the non-disabled 

population, they would earn only 86 cents for every dollar earned by their non-disabled 

counterparts. 

 

The conclusion seems clear:  Workers with disabilities are not receiving fair 

compensation for the jobs they perform, and they are being excluded from better paying 

jobs for which they are qualified.  Although other legitimate factors could well account 

for a small fraction of the remaining gap, it is unlikely that any analysis of labor market 

factors could come close to explaining the large and tenacious deficit that remains in the 

earnings of workers with disabilities. 

 

The earnings gap for specific disability groups 

 

Certain disability populations are especially subject to low wages.  An analysis 1995 data 

from the National Health Interview Survey on Disability reveals that people with mental 

retardation have by far the largest earnings gap—69%.  In other words, hourly wages of 

workers with mental retardation are, on average, only about one-third those of people 
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without cognitive impairments.  This figure represents actual earnings, without 

controlling for labor market factors such as educational attainment, work history, and 

occupation, but the gap 

remains enormous even 

when these factors are taken 

into account. 

 

Three other groups also 

have particularly large 

earnings gaps:  those with 

learning disabilities (who 

earn 36% less than their 

counterparts without 

congnitive impairments), those with severe visual impairments (30% less than workers 

with no visual impairment), and those with mental health disabilities (28% less than 

workers without mental health disabilities).  People with severe mobility impairments 

earn 24% less than their peers with no mobility impairments, and people with severe 

hearing impairments have an earnings gap of 23%, compared to workers without hearing 

impairments.  Smaller gaps are experienced by people with less severe disabilities—

moderate visual impairment (21% less than workers without visual impairments) and 

moderate mobility impairment (20% less than those without mobility impairments).  

 

 

Conclusions 
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The bad news is that the employment rate for people with disabilities overall—including 

all people who consider themselves limited in their ability to work, whether or not they 

are able to work—remains very low, declining slightly even during a period of booming 

economic expansion.  And, among those who do hold full-time jobs, people with 

disabilities continue to earn substantially less than their non-disabled peers, even when 

labor market factors—such as education, choice of occupation, and employment 

history—have been taken into account.  The implication is that employers are not treating 

workers with disabilities fairly, either by paying them less than they pay non-disabled 

employees for the same work, or denying applicants with disabilities opportunities for 

higher-paying jobs.  

 

The good news is that the unemployment rate for people with disabilities, although still 

high, has declined significantly, suggesting that, for those actively seeking employment, 

finding work has become less of a challenge.  Employment rates among people who are 

available to work have increased substantially, another indication that job opportunities 

are getting easier to come by, at least for the segment of the disability population more 

receptive to the prospect of employment.  And the earnings gap, although showing no 

sign of diminishing, has at least stopped widening, as it did during the late 1980s and 

early 90s. 

 

Are these improvements the result of real progress in the status of Americans with 

disabilities, or are they simply the consequence of an improved economy, one that no 

longer has potential workers to spare?  The data cannot yet answer that question.  Only 

time will tell whether job prospects for people with disabilities continue to improve, 

despite the usual ups and downs of the economy, whether their earnings finally begin to 

approach levels that can be seen as fair, within the constraints of labor market forces. 
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But if the robust economy is the principal cause of the increases in job opportunities, then 

they are likely to evaporate with the next economic downturn.  The workers with 

disabilities who’ve just found jobs, as the last to be hired, will probably be the first to be 

let go.  And we’ll be back at ground zero.  Any future indication of increased difficulty 

among people with disabilities in holding on to their jobs should be met both with great 

alarm and with a quick legislative response to strengthen anti-discrimination statutes. 

 

The data in this chapter suggest clear goals for measuring future progress in improving 

the employment situation for people with disabilities: 

 The unemployment rate for people with disabilities should continue its decline, until 

it is comparable to that of people without disabilities.  

 It is clearly unrealistic to hope that the employment rate for people with disabilities 

will eventually approach that of the population without disabilities—after all, many 

people with disabilities have ongoing health problems that make working at a job 

very difficult, if not impossible.  But it would be reasonable to expect that, as 

discrimination against people with disabilities lessens, the employment rate among 

people available to work would eventually approach that of the population without 

disabilities. 

 Because of differences in labor market factors such as educational attainment and 

work history, it is likewise unrealistic to expect that the gap in earnings between 

people with and without disabilities will entirely vanish.  But it should decline to 

about one-third of its current size, the amount that is currently accounted for by these 

factors. 
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Sidebars (with photographs): 

 

Alvin and Lisa Wolinsky, who have been married for 21 years, live in Lawrenceville, 

New Jersey, where they own their own condominium.  Both have mental retardation, and 

both are high school graduates.  Alvin and Lisa lead full social lives, travel frequently, 

and both work at regular, full-time jobs in integrated environments. 

 

Alvin is proud to have worked for 31 years at the New Jersey Library for the Blind and 

Handicapped in Trenton.  “I sort mail, ship and shelve books. I help blind people find 

their books in the library.  I got a leadership award for doing a good job.”  He plans to 

retire in 5 years at age 65. 

 

Lisa also works in Trenton, at a local health care organization where she has worked for 

21 years.  “I sort mail, answer the telephone, xerox, and greet people who come into the 

office.  I like to sort mail the most.”   She points with pride to her reliable work record:  

“I’ve only called in sick once or twice,” she says, in all those years of service. 
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Babaranti Oloyede grew up in Nigeria and moved to the United States in the1980s.  

Deaf since infancy, Babaranti works as a loader for United Parcel Service. 

 

In the nine years he has worked at UPS, Babaranti has made numerous requests for job 

accommodations, primarily for sign language interpreters to be present at training 

sessions and shift briefings.  Despite repeated promises from supervisors, interpreters 

have never been provided, and Babaranti can’t keep abreast of safety procedures, 

changing workplace protocols, and job instructions.  Training sessions often feature video 

presentations, but he cannot follow them because they are shown without captions.  His 

safety is further compromised by the lack of flashing lights to accompany fire alarms; he 

must instead rely on other workers to summon him in the event of a fire. 

 

When he asked to be promoted to a position as delivery driver, Babaranti was told he 

could not do so because of his hearing impairment.  He was even denied a position as 

driver of a tow vehicle used in the loading area.  “Many hearing employees, with less 

seniority than me, have been promoted to these driving positions since I started at UPS,” 

Babaranti says. 

 

 



 

 

 
 

Chapter 5 
 

Technology and Disability 
 
 

 

Technology has a tremendous potential to broaden the lives and increase the 

independence of people with disabilities.  Other, more established technologies—

mobility devices like wheelchairs and crutches, electronic devices like hearing aids and 

telephone amplifiers—have already proven themselves essential in enabling people with 

functional limitations to participate more fully in society.  The latest computer 

technology holds even more promise to open new frontiers in the lives of people with 

disabilities: 

 

• People who have difficulty leaving their homes can use the Internet to order groceries 

for home delivery, shop for appliances, research health questions, participate in 

online discussions, or exchange electronic mail with friends. 

 

• Wheelchair users will soon be able to buy super-high-tech devices that will allow 

them to ride on the beach or through the woods, climb steps, or lift themselves up in 

order to reach something on the top shelf of their kitchen cabinet. 
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• Blind people, who used to wait months or years for the information they needed to be 

made available in Braille or audiotape, can now use talking computers to browse the 

Worldwide Web, gaining access to the very same news stories, magazine articles, 

government reports, and information on consumer products at the very instant they 

become available to the sighted population. 

 

• People who have difficulty holding a pen or using a keyboard can buy a computer 

equipped with the latest speech recognition software to write letters, pay their bills, or 

perform work-related tasks. 

 

Technology can help people with disabilities to travel more freely about the community, 

to communicate more easily, to perform everyday tasks that are otherwise impossible.  It 

can make it feasible to leave the house without having to rely on the help of family 

members, to drive a car, to hold a job, to take care of personal needs independently.  And 

it can enable people with disabilities to join together and more effectively organize to 

defend their rights. 

 

But the promise of technology, new or old, is not matched by the reality.  Assistive 

technology is used by only a small fraction of the disability population who might benefit 

from it.  Many people with disabilities lack even the more affordable, lower-tech devices 

that could help them, such as manual wheelchairs or hearing aids.  And when the cost 

goes up—such as for electric wheelchairs, sophisticated computers, or a new television 

set with closed captioning—the number of users goes down.  The super-high-tech 
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wheelchair mentioned above is expected to cost as much as a new, mid-size car, far more 

than the average wheelchair user can afford. 

 

Despite the trend toward lower cost, computers remain more expensive than many people 

with disabilities can afford, and their potential benefits are often not well understood by 

this population.  Only one-quarter of people with disabilities own computers, and only 

one-tenth ever make use of the Internet.  Elderly people with disabilities are even less 

likely to take advantage of these new technologies, as are African Americans with 

disabilities. 

 

Even when they have access to it, the impact of technology on people with disabilities is 

often negative.  Technology can cause disability or worsen its impact.  Repetitive stress 

injuries, including carpal tunnel syndrome, are on the rise as causes of disability, 

primarily due to the increased presence of computers in society.  And, although the 

Internet can be a boon to people with limited vision, many Internet sites ignore design 

guidelines and prevent access by people who can’t see the graphical images needed for 

navigation. 
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Computers and the Internet 
 

The computer revolution has left the vast 

majority of Americans with disabilities 

behind.  Less than one-quarter (24%) of 

people with disabilities have access to a 

computer at home, compared to more 

than half (52%) of people without 

disabilities. 

 

The gap in Internet access is even more 

striking:  Only one-tenth (10%) of people with disabilities connect to the Internet, 

compared to almost four-tenths (38%) of those without disabilities.  People without 

disabilities are much more likely to have access to the Internet—both at home, since they 

are more likely to have spent the money on a computer, and at work, since they are more 

likely to have a job, in particular a good job that comes with computer access. 

 

These statistics on computer and Internet use—the first data on the use of these 

technologies among people with disabilities—are based on supplements to the Current 

Population Survey conducted in December 1998 and March 1999.  Disability is defined 

in terms of work limitation (a “health problem or disability” that prevents the person 

from working or limits the kind or amount of work he or she can do); only persons 15 
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years of age or older are included.  Of the 21 million Americans with work disabilities, 

only 5 million have computers, and only 2 million ever use the Internet. 
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Age and employment status 

 

Among the elderly in 

general, use of 

computers and the 

Internet remains 

something of a 

rarity.  Only one-

quarter (26%) of 

those without 

disabilities own 

computers, but a still smaller proportion—only 11%, just over one-tenth—of those with 

disabilities live in households that have computers.  Use of the Internet is also far higher 

for the non-disabled population (9% of whom use the Internet) than for those with 

disabilities:  Only 2%—one out of every 50 elderly persons with disabilities—make use 

of the Internet. 

 

Computer use is much more common among the non-elderly, regardless of disability 

status.  But people with disabilities lag way behind in both groups.  Only one-third (33%) 

of non-elderly persons with disabilities have computers in their homes, compared to more 

than half (56%) of those without disabilities.  And only 15% of those with disabilities use 

the Internet, compared to 42% of their non-disabled counterparts. 
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Employed people are more likely to use computers and the Internet than are those who 

don’t have jobs.  Having a job can make it financially feasible to buy a computer; often,  

on-the-job access to computers and the Internet is also provided, along with training in 

how to use them.  But even when they do have jobs, working-age people with disabilities 

are significantly less likely to 

gain access to these new 

technologies:  Among working-

age, employed people with 

disabilities, 43% have computers 

and 26% use the Internet, 

compared to 57% and 44% of 

their non-disabled counterparts.   

 

Computer skills have become 

increasingly important in getting a job, and having access to the web and to electronic 

mail can boost one’s chances of finding work.  But among working-age people with 

disabilities who don’t have jobs, rates of computer and Internet use are very low:  Only 

three-tenths (29%) have computers and only one-tenth (11%) use the Internet, compared 

to 47% and 30%, respectively, of persons without disabilities. 

 

Education and income 

 

Computer and Internet use among the 
working ages, by employment status
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The more education a person has, the more likely she is to have access to computer 

technology.  The gap in access between the well and poorly educated is especially 

pronounced among people with disabilities.  Those with more schooling are more likely 

to have the skills necessary to use a computer, to understand the relevance of this 

technology to their individual needs, to have the kind of job that offers exposure to 

computers and the Internet, and to have the capital to pay for them. 

 

Almost half (47%) of 

college graduates with 

disabilities have 

computers and three-

tenths (30%) use the 

Internet, compared to 

the one-quarter (27%) 

of high school 

graduates without 

college degrees who 

have computers and one-tenth (11%) who use the Internet.  Lower still are rates for those 

without high school diplomas:  only 13% and 2%, respectively.  Rates are substantially 

higher for people without disabilities in each category—among college graduates without 

disabilities, for example, almost three-quarters (73%) have computers and almost two-

thirds (64%) make use of the Internet.  
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Half (50.3 percent) of people 

with work disabilities have low 

family incomes of under 

$20,000 per year.  For this 

group, buying a computer and 

paying the monthly fees of an 

Internet service provider may 

seem like a frivolous expense 

in relation to the basic 

necessities of life.  Only one-tenth (11%) of people with disabilities who have low 

incomes own computers, compared to 22% of their non-disabled peers and 40% of their 

disabled peers who have moderate or high incomes.  And the rate of Internet use among 

people with disabilities who have low family incomes is only 5%; the rate for those with 

higher incomes is more than 3 times higher, at 17%, and that for low-income, non-

disabled people is still higher at 19%. 

 

Race and ethnicity 

 

Among households with disabilities (i.e., when any member of the household has a 

disability), African American households are much less likely than white households to 

have a computer (11% vs. 27%) or have access to the Internet (5% vs. 13%).  Black 

households with disabilities are only one-fifth as likely to own a computer and one-sixth 
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as likely to have access to the Internet as white people without disabilities; in terms of 

access to computer technology, African Americans with disabilities are doubly 

disadvantaged. 

 

Across racial and ethnic groups, the rate of computer ownership is substantially less 

when there is a disability present in the household than when there is not.  Among white 

households, those with disabilities are about half as likely to own computers as are those 

without (27% vs. 50%).  Among African American households, only one-tenth (11%) of 

those with disabilities have computers, compared to one-quarter (26%) of households 

having no members with disabilities.  Some 38% of Asian and Pacific Islander 

households with disabilities have computers, compared to 57% of those without 

disabilities.  And among Latino households, 19% of those with disabilities have 

computers, versus 33% of those with no disability. 
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The gaps in Internet access within the racial categories are just as pronounced.  Across 

the board, households having members with work disabilities are roughly half as likely to 

be connected to the Internet as those without disabled members (for white households, 

13% vs. 31%; for black households, 5% vs. 11%; for Asian/Pacific Islander, 20% vs. 

36%). 

 

Accessibility issues 

 

Having a computer in the house or at work is only one aspect of gaining access to 

computer technology.  Even people with disabilities who do have computers often don’t 

make use of them; many lack the functional ability to do so without special equipment 

that they may not know about or may not be able to afford.  Others find that their use of 

the technology is sabotaged by hardware, software, and user interface designers who 

build systems that require perfect manual dexterity, eyesight, and hearing in order to use 

them, offering no alternatives for those who lack one or more of these abilities. 

 

There is a great variety of devices and software tools that help people with limited or no 

use of the hands, low vision or blindness, or other functional impairments to make use of 

computer technology (see the next section for some specifics).  Accessibility problems 

can occur, however, when the basic software and hardware do not support these 

alternative means of interacting with them.  For example, an operating system, a word 

processing program, or a Web site might require interaction via precise movements of the 

mouse or trackpad, something that many people with disabilities find difficult or 
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impossible.  Or they might require that several keys on a cramped keyboard be pressed 

all at once, or that the user locate a small, unlabeled icon in a corner of the screen or read 

print that is too small and can’t be enlarged, or that’s displayed over a background that’s 

nearly the same shade as the text. 

 

But as awareness grows that not every computer user has the same functional abilities, 

more user interfaces are being designed and built without the assumption that all users 

can see the pictures on the screen, type with 10 fingers, control a mouse, and hear 

auditory feedback.  Accessibility guidelines recently developed by the World Wide Web 

Consortium (W3C) facilitate browsing the Web by blind people using screen readers, by 

those with limited vision using ordinary browsers, and by others with limited hearing or 

manual dexterity.  For example, the guidelines encourage interface builders to provide 

textual alternatives to graphical images and sounds, to include redundant textual links so 

that users don’t have to navigate by clicking on a site map, and to make text sizes and 

background colors adjustable by the user.  Although these are recommendations rather 

than legal requirements, many Web sites are expected to adopt these standards; 

accessibility requirements for federal Web sites, mandated under 1998 amendments to 

section 508 of the Rehabilitation Act adhere to the W3C guidelines. 

 

At a more fundamental level, efforts to increase accessibility of computer technology in 

general are also in progress.  A Sun Microsystems project will incorporate accessibility 

features into Java, a programming language widely used in Web sites and, increasingly, 

for other applications.  The goal is to make user interfaces created in Java flexible enough 
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to meet the needs of any user.  For example, a blind person could easily alter a word 

processing program to present its output not in a window on the screen, but as text read 

aloud or displayed on a tactile Braille device.  A person using voice recognition as an 

alternative to typing could quickly configure her Web browser to accept voice input, 

without having to buy special software and worry about cost or compatibility. 

 

These developments will gradually make computer technology and the Internet more 

accessible to people with disabilities.  Meanwhile, however, significant problems remain.  

The special equipment and software—alternative keyboards and pointing devices, screen 

magnifiers, speech synthesizers, and speech recognizers—are often expensive, and they 

are sometimes incompatible with the available programs and hardware, or even with one 

another.  And Web sites and user interfaces continue to be developed without regard for 

the functional limitations of a significant fraction of their potential users.   
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Assistive Technologies for Specific Populations 
 

Large numbers of people with disabilities could potentially benefit from assistive 

technology—computer-based devices such as text readers and speech synthesizers, 

electronic devices like hearing aids and scooters, mechanical devices like manual 

wheelchairs and lifts, or simple tools like magnifying lenses and crutches.  Such devices 

are unquestionably helpful to many people who are limited in physical functioning, 

enabling them to lead more 

independent lives.  But, as the 

statistics in this section show, 

most potential users of these 

technologies do not use them, 

whether for financial or other 

reasons.  As a consequence, a 

great many people with 

disabilities lead more 

restrictive lives, participating 

less in society because they lack access to—or do not appreciate the benefits of—the 

assistive technologies that could help them.  

 

For manufacturers of special equipment for people with disabilities, the news is good:  

There is a large and mostly untapped market for assistive technology among the 

disability population.  For policy-makers seeking to increase the employment and 
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participation rates of people with disabilities, the message is clear:  Assistive 

technologies need to be made more available—and the benefits need to be made more 

widely understood—by the populations that could benefit from them. 

 

Visual impairments 

 

Data from the 1994–95 National Health Interview Survey on Disability (NHIS-D) 

provide estimates of the populations that would most likely benefit from the kinds of 

assistive technology that are currently available or expected to become available in the 

near future.  Some 6.4 million Americans have significant visual impairments (defined in 

the survey as “serious difficulty seeing, even when wearing glasses or contact lenses”).  

Of those, 1.1 million are legally blind. 

 

Computer-based technology that can assist this population include the screen readers or 

“talking computers” mentioned above, which translate the text on the screen into spoken 

words.  Using these devices, blind people can run the operating system of their 

computers, run word processing software, send and receive electronic mail, and browse 

accessible Internet sites.  The minority of blind people who use Braille can also use 

tactile displays for these purposes, so that they can read the text on the computer screen 

with their fingers.  Braille keyboards are also available for use as input devices. 

 

People with low vision can use screen magnifying software and/or hardware to see the 

text on the screen in large type or to increase the contrast between the text and the 
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background.  Computer-based and closed-circuit television devices can also be used to 

magnify the text or images on a printed page; some can be held in the palm of the hand.  

There are also stand-alone “reading machines” that will read any printed page of text 

aloud—one machine that looks like a photocopier will read books written in any of four 

languages. 

 

The “Talking Signs” system is an information technology that promises to greatly 

increase the ability of blind people to find their way through a confusing urban 

environment.  Small, unobtrusive infrared transmitters are attached to the pedestrian 

signals at crosswalks, to bus kiosks and subway platforms, to buildings, and to rooms, 

elevators, and stairways within buildings.  Carrying a hand-held receiver about the size of 

a TV remote control, the user hears short messages conveying “signage” information 

such as “Traveling north on Polk Street, toward Grove Street,” "Walk sign," or "Bus stop 

for the Twenty-One Line, Eastbound on Grove Street."  By scanning the receiver from 

left to right, the blind person can zero in on the location of the transmitter and proceed in 

the appropriate direction. 

 

About 900 Talking Signs are currently in operation in San Francisco, broadcasting 

information to visually impaired people who carry special receivers.  Transmitters have 

also been installed in several other cities on a limited basis.  Interest in this technology is 

likely to increase since the passage of the 1998 Transportation Equity Act, which 

encourages the installation of audible signs and traffic signals at intersections.  And a 
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maker of electronic bus destination signs will soon be incorporating Talking Sign 

technology to convey the same information to blind bus riders. 

 

Other assistive technologies have more specific purposes:  A few banks have begun 

introducing talking ATMs—teller machines that speak in a synthesized voice, over 

headphones, to visually impaired users, giving them just as easy access to their money as 

a sighted person has.  And some office machines offer audible interaction as an 

alternative to pressing buttons and reading printed instructions:  A new, voice-activated 

photocopier allows operation by spoken commands, giving visually impaired office 

workers, as well as those with limited ability to reach and press buttons, the ability to 

copy documents. 

 

Cultural participation is being facilitated by a relatively new technology that provides 

audible descriptions of the visual elements of movies, television programs, and plays, so 

that visually impaired people can follow the action.  Some recent movies have been 

released with supplemental soundtracks; those with visual impairments could listen to the 

descriptions either through headphones in certain theaters or at home on videotape.  

Some television programs also carry a separate soundtrack with a descriptive narration 

analogous to closed-captioning for the hearing impaired.  The availability of such 

programming will likely increase, once recently proposed Federal Communications 

Commission regulations go into effect requiring broadcasters and program distributors to 

provide this service. 
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Promising as all these technologies are, 

only a small fraction of people with visual 

impairments actually make use of them.  

According to data from the NHIS-D, only 

20% of blind people and 4% of people 

with other serious visual impairments use 

any kind of assistive technology 

(excluding white canes).  Telescopic 

lenses, which were asked about 

specifically in the survey, are used by only 8% of blind people and 1% of those with low 

vision.  The remainder is mostly “other equipment for people with visual impairments,” 

with a very small number of people (3% of blind persons and 0.1% of those with low 

vision) specifically mentioning computer equipment. 

 

Cost is clearly a factor, as is familiarity with the technology.  Blind people with moderate 

or high family incomes are significantly more likely to use assistive technology than are 

those with low incomes (23% vs. 17%); they are also 4 times more likely than blind 

people with low incomes to use computer equipment for the visually impaired.  College 

graduates are twice as likely to use assistive technology as are those blind people who 

have not completed high school (33% vs. 15%), and they are 5 times more likely as non-

high-school-grads to use computer equipment as an assistive technology, 
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Among blind people, whites are 

nearly twice as likely as African 

Americans to report using assistive 

technology of any kind (21% vs. 

11%; the sample of blind persons of 

other races and ethnicities is too 

small to calculate reliable usage 

rates).  And, although usage of 

assistive technology overall doesn’t 

vary much with age, use of 

computer technology for the blind is 7 times greater for people under age 45 than for the 

elderly (7% vs. 1%). 

 

Hearing impairments 

 

Significant hearing impairment is fairly common, with 9.4 million Americans unable to 

hear normal conversation (even when wearing a hearing aid), according to data from the 

NHIS-D.  But deafness is comparatively rare:  only about 300,000 people are unable to 

hear loud noises. 

 

Most of the assistive technologies used by hearing impaired people have been around for 

a while, with the technology improving and expanding over the years.  Hearing aids are 
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by far the most common devices used by those who are hard of hearing.  Other 

amplification tools include telephone amplifiers and assistive listening devices, which 

work on their own or in tandem with hearing aids to amplify sounds from a particular 

source—a television set, a play or movie, a teacher, or a particular person in a crowded 

room.  Assistive signaling devices visually alert the hearing impaired person when the 

doorbell or phone rings, a fire alarm sounds, or someone knocks at the door. 

 

Text telephones or TDDs (Telecommunication Devices for the Deaf) allow deaf people 

to send and receive typed messages over phone lines.  Federal law requires phone 

companies to offer relay services that provide operators to translate spoken words into 

text and vice versa, allowing TDD users to communicate by phone with hearing people 

who don’t have TDDs. 

 

A new and important development in this area is a device known as an interactive pager.  

This technology, supplemented with services provided especially for deaf and hard-of-

hearing customers, allows wireless, two-way communication via typed-in text messages.  

In effect, the interactive pager is the deaf community’s equivalent of the mobile phone, 

giving deaf people the same convenience of instant, on-the-go communication with 

friends and associates.  The devices offer the ability to contact both deaf and hearing 

people via TDD, voice phone, electronic mail, fax, or another interactive pager. 

 

Federal Communications Commission regulations have required that most television sets 

manufactured since 1993 come equipped to display closed captions; separate decoders 
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are available for sets made before then.  The availability of closed-captioned 

programming has increased in recent years, in accordance with FCC rules imposed on 

broadcasters and program providers.  The bulk of major-network TV programming is 

now available with captions, even when broadcast live, allowing deaf viewers to read the 

text of news stories, sports commentary, and the dialogue of entertainment programs. 

 

The advent of computer technology has been particularly beneficial to the hearing 

impaired people who use it.  Electronic mail and instant messaging make it more natural 

for deaf and hearing people to communicate with one another, and for deaf people to talk 

to one another remotely, without the intervention of special equipment, scribbled notes, 

or intermediaries. 
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Once again, use of assistive technology—especially any equipment more sophisticated 

than the basic hearing aid—is not very widespread among the population with hearing 

impairments, according to data from the NHIS-D.  Even among the deaf population, less 

than half (44%) use any kind of assistive technology, and most of that is hearing aids 

(31%).  Only 28% of deaf people use other forms of assistive technology.  Among people 

with other significant hearing impairments, less than one-quarter (23%) use any kind of 

assistive technology, mostly hearing aids (20% of that population); less than one-tenth 

(9%) use assistive equipment other than hearing aids. 

 

TDDs and closed-caption TVs are the more high-tech devices most likely to be used by 

deaf people, with 15% of that population using each of those devices (note, however, that 

the NHIS-D was conducted in 1994 and 95, soon after closed-caption televisions became 

more widely available; it is likely that usage of closed captions has increased somewhat 

since then).  Assistive signaling 

devices and telephone amplifiers are 

each used by 11% of deaf people.  

Among people with other significant 

hearing impairments, 7% use 

telephone amplifiers, with each of the 

other technologies used by only 

about 1% of that population. 
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Perhaps because they adapt more readily to new technologies, younger people who are 

deaf are 4 times as likely to use one or more of the higher-tech devices as are older deaf 

people (39% for people under 45 vs. 10% for those age 65 or older).  The cost of the 

technology is also an important factor:  Deaf people with higher family incomes are more 

than twice as likely as those from poorer families to use TDDs, closed-caption TV, 

assistive listening devices, or assistive signaling devices (28% vs. 12%).  Better educated 

people make far more use of technology—50% of deaf college grads use a high-tech 

device, compared to only 20% of those with only high school diplomas.  And race is also 

an important factor, with whites far more likely than blacks to use these devices (23% vs. 

5%). 

 

Mobility impairments 

 

According to data from the NHIS-D, of the 16.6 million American adults who have some 

degree of limitation in their ability to walk, 10.0 million have a significant mobility 

impairment:  5.4 million have a severe limitation (defined here as an inability to walk 

one-quarter mile and/or to climb 10 steps without resting) and 4.6 million have a 

moderate limitation (“a lot of difficulty” doing either of the above activities).  These 

groups constitute a large and highly visible segment of the disability population. 

 

When people who have difficulty walking use any form of assistive technology, it is 

likely to be a low-tech aid such as a cane, a walker, or a manual wheelchair.  Some 6.8 

million Americans use assistive devices to help them with mobility.  Canes are by far the 
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most common mobility devices, used by 4.8 million people, 3.2 million of whom are 

elderly.  Walkers come next at 1.8 million users; again, most (1.4 million) are 65 or older.  

Manual wheelchairs are used by 1.5 million Americans, 57% of whom are elderly, or 

860,000 people.  About 600,000 people, mostly non-elderly, use crutches. 

 

Far fewer people use motorized devices: 

Only 155,000 use electric wheelchairs, 

according to the 1994–95 data from the 

NHIS-D, and only 140,000 use scooters. 

Just 4% of adults with severe mobility 

impairments use a motorized wheelchair 

or scooter (about 2% for each device), 

compared to the 22% who use manual 

wheelchairs. 

 

It seems likely that many users of manual wheelchairs would achieve far greater 

independence through the use of a motorized device.  The leading health conditions 

causing functional limitation among wheelchair users are arthritis, stroke, and multiple 

sclerosis—all conditions that leave a person with limited agility, dexterity, or stamina.  

For such people, wheeling themselves around, especially over long distances, can be 

difficult or impossible, forcing them to rely on others for assistance.  An electric 

wheelchair or scooter might alleviate that need.  But there are financial and perhaps also 

societal barriers to obtaining and using these assistive devices. 

Use of wheelchairs and 
scooters by persons with 

mobility impairments

0

5

10

15

20

25

Manual
wheelchair

Electric
wheelchair

Scooter

P
er

ce
n

t

Severe impairment

Moderate impairment



  

  25

 

Among persons who are severely 

limited in mobility, people who 

have low family incomes are only 

half as likely as those with higher 

incomes to use an electric 

wheelchair or scooter (3% vs. 6% 

of persons with severe mobility 

impairments).  In addition to the 

cost of the devices themselves, 

these motorized devices also have 

the drawback of being heavy and 

difficult to lift; a person wanting to 

use one both at home and away from home might also need an accessible van in which to 

transport it.  The need for a specially built vehicle adds greatly to the cost of the 

equipment. 

 

As with most of the assistive technologies discussed above, non-elderly people are much 

more likely to use electric wheelchairs or scooters than are elderly people; in fact, a 

substantial majority (62%) of motorized device users are non-elderly.  Better educated 

people are much more likely to use motorized devices than are less educated people with 

the same level of functional impairment (8% for college grads vs. 2% for those without 

high school diplomas).  And the gap between racial groups remains significant:  Whites 
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with  severe mobility impairments are twice as likely as blacks to use electric wheelchairs 

or scooters (4% vs. 2%). 

 

It is apparent that not everyone who needs a motorized wheelchair or scooter is able to 

use one.  This fact ought to temper the enthusiastic response toward a new, super-high-

tech wheelchair soon to be made available by Johnson & Johnson.  The IBOT runs on 4 

wheels, which allow it to traverse sand, grass, and dirt; the wheel base can be rotated up 

or down so that it can easily climb over a curb or even climb or descend a flight of stairs.  

A gyroscope, an array of electronic sensors, and a motorized lift allow it to raise the user 

up to the equivalent of a standing position, maintaining a stable balance while the person 

reaches out to shake another person’s hand or to reach for dishes off the top shelf of the 

cabinet. 

 

The IBOT’s biggest drawback is its expected price: $20,000 to $25,000, or about that of a 

new, mid-range car—far more than most people with disabilities can afford.  Not 

including the ramp-equipped van.  Although Johnson & Johnson hopes to convince 

insurance companies, and perhaps also public insurance programs, to provide the IBOT 

to people for whom it is deemed medically necessary, the lack of penetration of much 

simpler and less costly electric wheelchairs and scooters makes it seem unlikely that this 

breakthrough technology will be made available to ordinary people with mobility 

impairments in the near future. 
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Difficulty using the arms and/or hands 
 

Some 8.6 million American adults have some degree of difficulty using their arms and/or 

hands, according to the NHIS-D.  Of these, 1.2 million have a severe impairment:  an 

inability to reach up or out, to use the fingers to grasp an object, or to hold a pen or 

pencil.  And 2.8 million have a moderate impairment, defined as “a lot of difficulty” in 

one or more of the above-mentioned functions.  These populations include people with 

limited movement or dexterity, those with reduced use of the hands as a result of carpal 

tunnel or repetitive stress injury, and those who are missing limbs or hands. 

 

Because writing, typing, and using a computer mouse are often difficult or impossible for 

this group, various technologies have been developed to facilitate these tasks.  

Alternative keyboards are available; for example, ones meant to be used by only one 

hand or to ergonomically designed to reduce the likelihood of further carpal tunnel 

injury.  Headsticks, mouthsticks, mouth-operated joysticks, and puff/sip switches are 

examples of tools that can provide hands-free alternatives to typing and clicking, as well 

as for other tasks.  Special software can speed up the typing process, expanding pre-set 

abbreviations or predicting the full word as the beginning of the word is entered. 

 

A few recent advances in assistive technology deserve particular mention.  One is 

improved speech recognition, which allows operation of the computer and its programs 

by speaking the appropriate commands aloud.  In addition, the text of a letter, report, or 

short story can be entered into a word processing program and later modified, all by 

voice.  Although the technology is still far from perfect (among its more impressive 
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features is the software’s ability to propose likely corrections when it mis-transcribes a 

spoken phrase), recent advances have made it useful enough that it is now being 

marketed to non-disabled doctors, lawyers, and businesspeople who want to dictate 

memos and other documents on the go. 

 

Two other high-tech alternatives for interacting with the computer have recently been 

developed for people without use of the hands, neither of which is in general use.  One 

device, worn as a headband, detects scalp signals that are generated by “brainwaves” and 

tiny movements of the muscles of the head; these can be used to control movement on the 

screen.  Users can apparently learn to control those signals in order to select an image on 

the screen, or pick out words or letters from a menu.  Another device tracks the person’s 

eye movements; in order to select a command, the user stares at it for a moment.  Typing 

text is also possible in this way, by staring at images of the keys on a keyboard. 

 

Learning disabilities 

 

According to the NHIS-D, there are 4.8 million Americans with known learning 

disabilities, most of whom have difficulty reading and understanding printed text.  This 

population is discussed in more detail in Chapter 3.  Some people with other cognitive 

impairments, such as mental retardation, could also benefit from the technologies 

mentioned below. 
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Much of the assistive technology that benefits this population is similar to that for people 

with low vision:  devices that scan printed pages, or read text from a computer disk, and 

present the words on the screen with increased print size or increased contrast between 

text and background, or that speak the scanned text aloud.  These machines may also help 

improve the person’s reading ability by increasing the spacing between words or 

sentences, highlighting the word, phrase, or sentence currently being read, or displaying 

only one word, phrase or sentence on the screen at a time. 

 

Help with writing is also available, and much of it is the same technology used to assist 

persons with physical difficulty operating a keyboard:  for example, software programs 

that try to predict the word that is being typed based on the first few letters (or even the 

next word based on the word before it), offering a menu of possible words for the user to 

choose from; and speech recognition programs that allow a user to enter text into a word 

processing program by speaking it aloud.  Spell-checkers, included nowadays with most 

word processing programs, can be helpful, especially when they are able to suggest 

phonetically similar alternatives to misspelled words; some will even speak the proposed 

word and its alternatives aloud.  Proofreading programs, sometimes known as grammar 

checkers, also come with some word processors; these can help find mistakes in word use 

and sentence structure. 

 

Difficulty communicating 
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Some 1.7 million Americans have difficulty communicating their thoughts and needs to 

others.  Of these, about 650,000 have trouble communicating even to other family 

members.  Cognitive limitations affect many of these people, but non-cognitive 

impairments are also a notable cause of difficulty forming words, speaking clearly, or 

speaking at all. 

 

A great variety of tools exist to assist in communication, with the appropriate technology 

depending on the physical and cognitive ability of the user.  Low-tech assistive 

communication devices include picture cards and boards and alphabet boards that the 

person can point to in order to express himself.  There are also display boards that can be 

pointed at with the user’s gaze, for when pointing with the hands or fingers is not 

possible, 

 

Slightly more sophisticated are boxes or keyboards containing buttons that, when 

pressed, cause either a simple pre-recorded voice message or a pre-specified speech-

synthesized message to be played.  Touch screens, with pictures representing routine 

needs, can also be used. 

 

Still more high-tech are computer keyboards into which the user either types a message 

alphabetically or enters it by selecting icons representing words or phrases; word 

prediction technology, like that mentioned above, can be used to help speed the process 

along.  The user’s message is then spoken aloud by a speech synthesizer or displayed on 

a screen, which can be shown to the other person.  Some such devices are sophisticated 
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enough to allow people with limited manual dexterity and little or no speech ability to be 

able to express complex thoughts by a fairly rapid process of selecting phrases and 

stringing them together into sentences. 

 

Obtaining assistive technology 
 

Even as the cost of many new technologies comes down, assistive technology can still be 

prohibitively expensive for many people with disabilities to purchase on their own.  A 

computer good enough to run the best speech recognition, speech synthesis, screen 

reading, or screen magnification programs still costs around $2,000, and each software 

package might cost an additional $500 to $1,000.  A refreshable Braille display for use 

with a computer costs $5,000; the most sophisticated assistive communication devices 

can cost $9,000; a computer system that accepts input from eye movements instead of the 

hands runs as much as $18,000. 

 

Lower-tech equipment can cost a lot too:  An image magnifier using closed-circuit 

television costs between $2,000 and $3,000; a simple assistive communication device 

that speaks synthesized messages when the user presses buttons can cost almost as much. 

A scooter costs $3,000 or so.  A high-quality, custom-outfitted power wheelchair costs 

$10,000, and a new accessible van can cost as much as $40,000. 

 

But help in purchasing assistive technology is sometimes available.  Many people with 

disabilities are eligible to participate in public programs that provide assistive devices or 
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that offer loans to finance their acquisition; others might be able to persuade an insurer or 

an employer to buy the technology for them. 

 

The following are the major public programs that cover assistive technology: 

 

Program Eligibility Benefits 

Social Security 
Disability 
Insurance (SSDI) 

Former workers unable to 
work due to health or 
impairment 

Impairment-related expenses 
associated with returning to work 

Supplemental 
Security Income 
(SSI) 

Low-income individuals 
with severe disabilities 

Equipment necessary under Plan for 
Assuring Self-Sufficiency (PASS) 

Medicare Seniors and people on 
SSDI 

“Durable medical equipment,” 
including certain assistive devices 

Medicaid Low-income individuals 
who qualify under various 
state-administered 
programs 

Benefits vary by state and program 

State Technology 
Assistance (Tech 
Act) Programs 

Individuals with 
disabilities who would 
benefit from assistive 
technology 

Some states have assistive devices 
available on loan; others offer low-
interest loans or help finding funding

Public schools Children and adolescents 
receiving special education 
services 

Assistive technology considered 
necessary under the student’s 
Individualized Education Program 
(IEP) 

State vocational 
rehabilitation 
programs 

People with disabilities 
who need rehabilitation 
services in order to work 

Assistive devices needed under 
rehabilitation plan 

Department of 
Veterans Affairs 

Veterans with disabilities Sensory aids; assistive technology 
needed for rehab program; home and 
vehicle modifications 
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Many state-run Technology Assistance Programs (projects funded under the Technology-

related Assistance for Individuals with Disabilities Act, the “Tech Act”) also offer help in 

selecting appropriate devices and training in how to use them. 

 

Better private insurance plans sometimes cover certain assistive technology devices, 

generally those considered to be medically necessary.  As discussed in Chapter 1, these 

plans are usually obtained as a benefit of employment, from a current or former job of the 

person with the disability, or of the person’s spouse or (if the person is a minor) parent. 

 

One final avenue toward acquiring assistive devices is through an employer.  For people 

with disabilities who work, and who need assistive technology in order to perform their 

job, such equipment might be considered a “reasonable accommodation” under the 

Americans with Disabilities Act.  But employers have been known to balk at such 

requests, even when the expense is relatively minor—for example, when an employee 

already using a computer asks for a special keyboard or a wrist pad to prevent repetitive 

stress injury, or a software package that will allow for voice input or output. 
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Conclusions 
 

People with disabilities are perhaps the single segment of society with the most to gain 

from the new technologies of the electronic age—from computers, from the Internet, 

from high-tech assistive devices developed especially to aid people with functional 

limitations.  They stand to gain in terms of increased independence, greater ability to 

work and to find a job, and improved opportunities for participating in society at large,  

Yet the vast majority of people with disabilities do not use computers or special 

electronic equipment.  As a result, the potential benefits of these technologies to the 

disability community are a long way from being realized. 

 

As the statistics presented above amply demonstrate, access to these technologies is a 

significant problem, one that is largely financial.  Many people with disabilities are poor 

and can little afford a computer and Internet access, let alone a high-powered computer 

and the software and hardware needed to adapt it to their needs.  Nor do they have the 

resources to buy a machine to read a book aloud for them, or a power wheelchair and an 

accessible van to transport it, or a special device that speaks for them when they select 

the appropriate words or phrases.  Public programs will buy certain equipment, when it 

meets their standard for being medically necessary or essential for education or 

rehabilitation, and when the individual is lucky enough to meet the often stringent 

eligibility requirements.  But these programs are far from inclusive enough, judging from 

the low utilization figures presented above, especially among people with low incomes. 
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There are also other important barriers to access.  When the numbers repeatedly show 

that usage of assistive technology is lowest among those without much education and 

among the elderly, it is clear that awareness of available technologies is lacking among 

these segments of the disability population.  Many people with disabilities, whether 

elderly or not, lack the technological sophistication to clearly understand the potential 

benefits of newer technologies, to realize that, for themselves especially, a computer or a 

special high-tech device could become not a toy, but an important tool on a path to 

greater independence and social integration.  They may also fear new technologies with 

which they are not yet comfortable, and quite reasonably believe that they will not be 

able to use them without substantial training and support. 

 

The Tech Act created state programs designed for just these purposes—increased 

awareness of the benefits of technology, assistance in the acquisition of the appropriate 

technology, and training and support in its use.  But it is clear that far greater efforts are 

needed in order to reach the majority of individuals with disabilities, especially those not 

already connected with service providers, government programs, or disability 

organizations. 

 

Employers also lack awareness of the benefits of assistive technology, both to the 

individual with a disability and to their business.  In many cases, they seem also to lack 

awareness of the legal requirements for reasonable accommodation.  Employers must be 

better educated in these areas, and they must provide access to relevant assistive 
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technologies, both on their own and through the insurance coverage they offer as a 

benefit of employment. 

 

Not everyone with a disability requires special assistive technology.  But even for those 

who don’t, lack of exposure to basic computer equipment and to the Internet is an 

ominous sign; especially troubling are the very low rates of access among the elderly, 

those with low incomes or low educational attainment, and among African Americans.  

More and more, social, commercial, and cultural interaction is mediated electronically, 

and getting and keeping a job depends increasingly on computer skills and familiarity 

with the World Wide Web.  When they lack access to technological advancements such 

as these, people with disabilities are excluded from important changes in society—from 

good jobs, from scores of information resources, from the best consumer bargains, from 

the armchair convenience of shopping for many products and services.  The irony is that 

the population with disabilities is the very group most in need of job opportunities, the 

group that could most benefit from the convenience of home access to information and 

shopping and communication and culture.  But advancing technology is leaving the vast 

majority of people with disabilities behind. 

 

 



  

  37

Sidebars:  Profiles with photographs 
 

 

Neil Jacobson is Senior Vice President for Retail Systems Architecture at Wells Fargo 

Bank, where he has worked for 21 years.  He has a master’s degree in business 

administration, as well as degrees in mathematics and computer science.  As part of his 

responsibility for the bank’s computer systems, he oversees development of Wells 

Fargo’s highly accessible web site, which serves 2 million customers.  Emerging 

technologies are also part of Neil’s purview, including talking ATMs for visually 

impaired customers, which the bank has recently begun installing in each of its California 

locations. 

 

Neil is distressed at the lack of accessibility of the Internet as a whole.  He says that the 

disability community must be more active in letting web developers know what 

accessibility features are needed.  “People will follow standards if they know what they 

are.”  The Bobby test, which evaluates whether a site is accessible to people using screen 

readers, is one such concrete standard, in contrast with the more vague guidelines 

developed by the World Wide Web Consortium.  “We need more Bobby tests,” he says. 

 

When typing at his own computer, Neil cannot use a mouse, but he has no trouble 

navigating with cursor keys using the built-in accessibility features provided with 

Microsoft Windows.  “I love the fact that Microsoft put that into every copy of their 

operating system,” he says. 
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Ken Arcia, who lost his hearing at age 20, is president of the Association for Late-

Deafened Adults (ALDA), and he works as coordinator of programs for hard-of-hearing 

and late-deafened adults at Northern California’s Deaf Counseling, Advocacy, and 

Referral Agency (DCARA).  He is also responsible for developing and maintaining both 

DCARA’s and ALDA’s web sites, as well as a site of his own. 

 

Ken began using computers when he was in graduate school, and he quickly got hooked.  

Way before chatting online became popular, he was already using bulletin board systems 

to share information and computer programs with other people, bridging the divide 

between himself and the hearing world.  Now he makes extensive use of electronic mail 

and instant messaging to keep up with both deaf and non-deaf friends, family members, 

and  associates.  He uses the Internet for research, for community-building, and for other 

activities like looking up old friends.  An interactive pager allows him to send and 

receive e-mail messages, and even to exchange messages with friends over their TDDs or 

voice phones, when he’s away from home or the office.   

 

Ken is a great advocate of these technologies:  “The Internet, and e-mail specifically, are 

a godsend for the deaf community, including people who are hard of hearing, late 

deafened, and culturally deaf.  Since it is a visual medium, it is so much easier to 

understand communication between people when you can see what they say.  E-mail 

allows for clear communication without background noise interference or the pressure of 

trying to lip-read.  And the Internet itself is wonderful because I can find anything on it.”  
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The big exception, however, is web sites that offer video content.  Hardly ever are 

captions provided, Ken says, even though the technology to do so is in place.  “Often I 

would love to see recent news from CNN and other news services,” Ken says, “but the 

video isn’t captioned for me to follow.” 
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