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Statement of Purpose: system for persons with disabilities or chronic illness.

By examining the health insurance needs of persons }
with severe chronic conditions, Access to Health Care |
will inform federal and state policy makers, health
care providers, insurers, and disability advocates about
the limitations of the private and public insurance
systems for responding to the needs of this vulnerable
group. It will also analyze the forces which have
shaped the health care system, evaluate public policy

This first issuz of Access to Health Care be-
gins a series of health policy bulletins analyzing the
health care needs of persons with disabilities or chronic
illness. The World Institute on Disability (WID) re-
ceived a one year grant from the National Institute on
Disability and Rehabilitation Research (NIDRR) to
develop and publish a series of policy bulletins on the
financing of health care for persons with severe chronic

conditions. The topics which will be examined in -
Access to Health Care include: (1) “Measuring the Table of Contents f
Health Insurance Needs of Persons with Disabilities

or ChronicIllness", (2) “Evolution and Limitations of Introduction to Series .........ooovvivii 1
Private and Public Health insurance for Meeting the

Needs of Persons with Disabilities or Chronic Il1- Executive Summary ............................... 6
ness”, and (3) “Federal and State Policy Options for

More Equitable Health Care Financing that Better Ac- | Defining the Target Population .............. 7
commodates the Needs of Persons with Disabilities or

Chronic Illness". Access to Health Insurance ................. 20

In the future, Access to Health Care will seek Adequacy of Health Insurance ............ 31
funding to examine “Lessons from Other Countries: )

International Comparison of the Financing of Health- Sa”;tirsl to A:ri(‘q:ate & Affordable 43
related Services for Persons with Disabilities or AN INSUTANCE oo
Chronic Illness” as well as other topics which readers Measuring Health Care:

may recommend. Utilization & COStS .......oooccoo. oo 53

The purpose of this policy bulletin is to focus
attention on a wide range of information which is
~, Trelevant to assessing the adequacy of .he health care
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options for change, and consider how changes de-
signed for other groups, such as the elderly, uninsured
workers, and low income persons, will affect accessto
health care for persons with disabilities or chronic
illness. But beyond this, the policy bulletin is ad-
dressed to .he disability community to help it decide
whether to view itself as a vanguard in the movement
for equitable health care financing for everyone, or as
a tiny but deserving minority whose needs cannot be
expected to be dealt with through the generic health
care financing system.

To meet these objectives, Access to Health
Care will analyze and interpret existing data on health
care needs, precent new findings, highlight recent
reports, and identify issues which require furthex
exploration. This information has been assembled as
a technical resource to be used by policy makers,
planaers, and advocates at the state and federal levels
who are concerned how public policy affects access to
health care for persons with disabilities or chronic
illness. Itis hoped thatthis information will be useful
toremove the gaps in our health care financing system
for both persons who are uninsured or under-insured.

To get this information directly into the hands
of persons who are involved in the formulation of
public policy on access to health care, WID has
developed an extensiyve mailing list of organizations
around the country to whom Access to Health Care is
being sent. At the state level, these organizations
include Developmental Disability Councils, Protec-
tion and Advocacy agencies, Governor’s Committees
for Persons with Lisabilities, Vocational Rehabilita-
tion agencies, Commissioners of Insurance, Medicaid
agencies, Department of Education Programs for
Children with Special Needs (formerly Crippled
Chiidren’s Services), Offices on Aging, Independent
Living Centers, and National Information Centers for
Handicapped Children and Youth. At the national
level, this policy bulletin is being sent to Congres-
sional representatives and staff responsible for setting
health policy, apprepriate federal agencies, national
voluntary health organizations and consumer groups,
health care providers, insurers, advocacy groups, and
health policy researchers.

The diversity of this intended audience creates
achallenge to decide what information to cover and in

what depth. Unfortunately, some of this information is
highly technical and requires extensive qualification
in order to interpret appropriately. At the risk of
providing more detailed information than some read-
ers may want to know, it was decided to include
whatever information we believe is essential to the
process of reevaluating public policy, planning, and
researching changes in access to health care. WID
hop- s that this policy bulletin will assist in the plan-
ning process, stin ulate discussion, promote further
inquiry, and coutr.>ute to shaping the public policy
debate on health insuiance reform.

Political Context:

Thisexamination of the problems of financing
health care for persons with disabilities or chronic
illness occurs in the midst of continuing escalation of
health care costs throughout the U.S. health care

Access to Health Care is published by the World
Institute on Disability, a non-profit research and
information center focusing on public policy and
program issues from the perspective of persons
with disabilities. Founded by persons in the Inde-
pendent Living movement, WD is committed to the
elimination of handicappism thkrough the promo-
tion of independence, equity of opportunity, and
full participation of people with disabilities.
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system. Inresponse torising health ¢ re costs, the two
major payors, the federal government and employers,
have developed cost containment strategies to limit
their costs. While the effectiveness of these sirategies
to cuatrol health care costs is questionable, they have
reduced access to health care for specific groups. Asa
result, critical attention has recently focused on the
failure of the private and public health ins srance
systems to respond to the needs of various popula-
tions.

There is widespread concern about the grow-
ing number of uninsured persons in the U.S., now
totaling 57 million persons, who lack any form of
private or public health insurance at least part of the
year. One consequence of this large and growing
uninsured population is the financial burden of un-
compensated care on public and non-profit health care
providers. Anotherconsequenceis that many uninsured
persons do not receive the appropriate preventive care
or primary care which they need to avoid developing
serious health conditions. Moreover, in the absence of
access to appropriate primary care, uninsured persons
rely inappropriately on expensive treatment at public
hospitals. There is also concern about the high rate of
infant mortality in the U.S., now ranking 17th among
the world’s nations, due to a high rate of teenage
pregnancies, lack of prenatal care for uninsured preg-
nant women, and limited access to health care for low
income families. Inadequate prenatal care contributes
to low birth weight infants who account for half of all
children needing extensive medical care.

In 1986, Congress responded to the problem of
the uninsured by attempting to protect workers who
lost their health insurance when they were displaced
from jobs which provided health insurance. Con gress
passed what may be regarded as the first federal insur-
ance mandate guaranteeing the continuation of insur-
ance plans under certain conditions. Employerspro-
viding group insurance are obligated to extend group
rates to unemployed workers at group rates for cight-
een months if the unemployed workercan pay both the
employer’s and the employee’s share of the group
insurance premium. However, it is now recognized
that two-thirds of the uninsured are workers or de-
pendents of workers whose employers are not contrib-
uting to their health insurance coverage. Responding

to this new perception of the uninsured population,
Q
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Congressis considering whetherit would be appropri-
ate for the federal government to require employers to
provide a minimum health insurance plan for all
employees and their families.

There is also growing support for extending
Medicaid eligibility to low income families up to 100
percent of the federal poverty level who could not
afford private health insurance. This strategy is
increasingly viewed as an essential component of
welfare reform in order to reduce the disincentives for
persens on the public assistance program Aid to
Feumilies with Dependent Children (AFDC), who
currently face the loss of eligibility for Medicaid if
they transition into low wage jobs which do not
provide health insurance. In 1987, Congress modified
the Supplemental Securitv Income (SSI) program
under section 1619(b) to enable disabled SSI recipi-
ents to retain Medicaid coverage when they return to
work until their earned income exceeds the value of
the cash benefits and health care services which they
would have br en eligible for by not working. A similar
work incentive is being considered for Social Security
Disability Insurance (SSDI) beneficiaries who face
the loss of Medicare coverage two years after return-
ing to work.

The high cost of health care has also promoted
interest in catastrophic health insurance to protect
high health care users from out-of-pocket costs which
exceed a certain dollar amount or percentage of their
income. Recognizing that some clderly persons face
catastrophic costs for repeated hospital stays in spite
of their Medicare coverage, Congress recently passed
a Catastrophic Insurance bill to expand Medicare
coverage for hospitalization, physician services, and
out-patient drugs.

The demand for long term care services is
growingrapidiy as the population ages, as women, the
traditional providers of informal support in the family,
enter the labor force, and as technological advances
increase the survivability of persons who wouid pre-
viously have died. In the absence of private lon gterm
care insurance, states are trying to respond to the
widespread d¢ and for long term support services by
developing community based alternatives to nursing
home care toenable persons to continue living at home
in spite of functional limitations. Recognizing that
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elderly persons over 85 years old represent the fastest
growing age group in the pcpulation, there is increas-
ing interest in expanding Medicare benefits to cover
long term care needs as well as exploring the potential
for stimulating private long term care insurance.

In additi .n to issues about eligibility und
benefits in public and private health insurance there
are fundamental questions about reimbursement pol-
icy in the financing of health care. Do capitated
paymentsincrease efficiencrin health care delivery or
increase competition in the recruitment of healthy
consumers? How is quality of care affected by pro-
spective payments when health care providers are
limited to a predetermined maximum level of reim-
bursement? Is the federal government prepared to
finance the health care of all persons who private
insurance wishes to avoid? Answers to these ques-
tions bear directly on the access to health care for
persons with severe chronic conditions.

Faced with a myriad of health care financing
problems, Cong.essis consideringdifferentapproaches
to fill the existing gaps in the private and public health
insurance systems for different populations. These
solutions range from responding to the basic health
care needs of the 37 million uninsured persons under
age 65, toreducing the burden foracute care needs on
the under-insured population, to extending coverage
to Medicare beneficiaries for long term care needs.

With considerable momentum for health in-
surance reform, it is critical that the health care needs
of persons with disabilities or chronic illness be well
understood. Itisalsoimportant toconsider how changes
in health care financing which are designed for other
groups, such as the elderly, uninsured workers, or low
incc me persons, will affect access to health care fo.
persons with disabilities cr chronic illness. Finally, it
is important to consider what persons with disabilities
or chronicillness can contribute to the growing debate
on health insurance reform.

Importance of a Disability and Chronic Illness
Perspective:

The experience of persons with disabilities or
chronic illaess with the limitations of health insurance

coverage provides a usefvl framework forconsidering
health insurance reforms for all persons. Because
their access to health care is highly dependent on
health care financing issues, persons with disabilities
or chronic illness are very aware of the limitations of
the current health insurance system. Many persons
with disabilities or chronic illness are very knowl-
edgeable about the types and amounts of health care
which they need to maintain their health which most
“temporarily able-bodied” persons cannct begin to
imagine until they are affected by a traumatic acci-
dent, birthdefect, environmental hazard, or the natural
aging process. Since it has been estimated that the
number of under-insured personsin the U.S. is at least
as high as the number whoare uninsure, persons with
disabilities or chronic illness can help us all under-
stan” how inadequate is most health 1nsurance for
suc althrelated services as rehabilitation, in-home
services, and durable medical equipment.

Secondly, the vulnerability of persons with
disabilities or chronic illness to health care financing
issues also confronts us with the societal choice be-
tween health care as aright versus a privilege and the
moral issue of equity in how health care costs are
distributed throughoutthe population. If cost-contain-
mentstrategies are based on “experience-rating”, what
mechanisms will exist for sharing costs among high
users and low users? There is already a considerable
public subsidy for employer-sponsored health insur-
ance but with no federal standards for a minimum
health insurance package and no federal cont:ols on
health care costs mediated through the private insur-
ance system. One consequence of this publicly-subsi-
dized employer-sponsored health insurance systemis
that persons may lose their health insurance when they
lose their jobs. Another consequence is that persons
who are not in employer groups have less opportunity
toshare risks with arelatively healthierpopulationand
ti.erefore have to pay higher health care costs. Ironi-
cally, it is those who are not in employer groups who
generally have lower incomes from which they are
expected to pay a disproportionate amount of their
income for health related needs.

Thirdly, the response to the health care needs
of persons with disabilities or chronic illness will
greatly affect how they can participate in society.
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Access 10 health care can affect their ability to work,
as well as the willingness of an employer to hire them.
In the absence of adequate and affordable private
health insurance, many persori. with disabilities may
not be motivated to jeopardize potential eligibility for
Medicare or Medicaid coverage by taking the risk of
earning an income after the onset of a disability.

Fourthly, health care finarcing issues deter-
mine not only what services a person has access to but
also whether they can receive those scrvices while
living at home. Many health insurance policies will
only reimburse for services which are provided in
medical institutions thus denying services to persons
who need those same services while living in their
own homes. In addition, access to appropriate health
care services canreduce the health care costs and utili-
zation of persons with disabilities or chronic illness.
Inthe absence of adequate primary care, re habilitation
care, and on-going maintenance services, many per-
sonp< with disabilities or chronic illness are more
vulnerable to medical complications which contribute
to costly and unnecessary rehospitalizations.

Fifthly, it is important to consider how the
needs of persons with disabilitics or chronic illness
will be accommodated by system changes designed
forother groups. Besides questions of equity, there are
questions about efficiency and effectiveness in decid-
ing whether to create or expand separate public pro-
grams for different populations or whether to create a
unified system for health care financing. If separate
programs like high risk pools are created for persons
with disabilities or chronic illness, what will be the
incentive for private health insurance to expand the
scope of benefits to accommodate the needs of persons
with disabilities or chronic illness. If a unified system
is created, will the system be flexible enough to deal
with comprehensive needs in a cost-effective way? In
short, the solution to the health care needs cf persons
with disabilities or chronic illness does affect the
feasibility of solutions to other groups whether
uninsured, under-insured, or fully insured.

An inquiry into the health insurance experi-
ence of persons with disabilities or chronic illness can
also serve another important purpose besides illumi-
nating the broader issues concerning the adequacy of

health insurance for all persons. Critical analysis is
Q
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needed to help the disability community to assess its

options and decide which priorities it is prepared to
advance for health insurance reform. Among the stra-
tegic options which the disability community can
support are changes in the generic system of health
case fii.ancing for everyone or support for the creation
of separate categorical programs for persons with
severe chronic conditions. Whether the disability
community views itself as a vanguard in the move-
ment for equitable health care financing for everyone,
or as a tiny minority whose needs cannot be expected
to be dealt with through the generic health care financ-
ing systemmay affect which groups are regarded as its
allies, and may ultimatels influence the direction of
health insurance reform in the U.S.

Overthe nextfew years there are many oppor-
tunities to focus national attention on disability priori-
ties for access tohealth care. Through the Rehabilita-
tion Act Amendments of 1986, Congress authorized
the National Institute on Disability and Rehabilitation
Research (NIDRR) to issue a Report to Congress by
February 1990 on the health insurance needs of per-
sons with disabilities. In addition, the recently passed
Medicare Catastrophic Coverage Act called for the
creation of a U.S. Bi-Partisan Commission on Com-
prehensive Health Care. Within six months, this
Commission is expected to examine shortcomings in
the current health care delivery and financing mecha-
nisms and develop recommendations for financing
comprehensive long-term care services and compre-
hensive health care services for elderly and disabled
peisons. Within twelve months, the Commission is
expected to develop recommendations for financing
comprehensive health care services for all individuals
inthe U.S. Meanwhile, recentreports and recommen-
dations have come from the Task Force on Technol-
ogy Dependent Children', The Presidential Commis-
sion on AIDS?, and the General Accounting Office
report on high risk pools®. It is essential that the dis-
ability community become familiar with these reports
and consider to whai extent these reports represent the
priorities of the disability conimunity for health insur-
ance reform.

! Task Force on Technology-Dependent Children, Fostering
Home and Community-Based Care for Technology-Dependent
hildren, Department of Health and Soc 1l Services, Washing-
ton, D.C., April 7, 1988, Vols. 1 and 2.
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EXECUTIVE SUMMARY

Persons with disabilities or chronic illness
face unique obstacles in getting their health-related
needs met through private or public health insurance.
First, there are problems of access due to the medical
underwriting practices of private insurers and the eli-
gibility policies of public programs. Second, there are
problems of adequacy because health insurance does
not generally cover on-going maintenance needs. Third,
there are affordability problems because many per-
sons with disabilities or chronic illness are not em-
ployed fulltime and cannct afford to pay in premiums
the cost of the health related services which they need.
This policy bulletin will analyze the problems of
access, adequacy, and affordability of health insur-
ance for persons with severe chronic conditions.

Part One defines the target population by consider-
ing conceptual and methodological issues, and then
examines statistics from various national surveys in-
cluding the National Health Interview Survey and the
recently released Survey of Income and Program
Participation.

Part Two examines the distribution of health insur-
ance throughout the population by age, famity in-
come, employment, and health status before compar-
ing the health insurance status of persons with and
withoutdisabilities. Attention is focused on the work-
ing-age disabled population divided into those who
are employed, those receiving public health insur-
ance, and those neither employed nor recipients of
public health insurance.

Part Three explores the limitations of acute-care ori-
ented health insurance for meeting the specialneeds of
percons with disabilities and persons with chronic
illness. Special health care needs include: rehabilita-
tion, mai itenance therapies, personal assistance serv
ices, dmable medical equipment and assistive de-
vices, disposable medical supplies, and drugs.

*Report of the Presidential Commission on the Human
Immunodeficiency Virus Epidemic, Washington, D.C., June
1988.

*U.S. General Accounting Office, Health Insurance: Risk Pools
for the Medically Uninsurable, GAO/HRD-88-66BR, Washing-
ton, D.C., April 1988.

Part Four identifies specific barriers to adequate and
affordable health insurance for persons with disabili-
ties and chronic illness. The major barriers include
medical underwriting, the cost of health care services
in relation i) the income of persons with disabilities,
and the limitations iraposed on health insurance plans
because of pre-existing conditions.

Part Five examines national survey data on health
care costs and utilization patterns for persons with dis-
abilities, critiques the limitations of this data, and
identifies areas for further research.

This policy bulletin lays the groundwork for
an examination of the evolution of private and public
health insurance in the U.S., and an analysis of the
options which exist at the federal and state levels for
improving health care coverage for persons with se-
vere chronic needs.

Three overlapping problems limiting health
insurance availability to persons with
severe chronic conditions.

ACCESS ADEQUACY
inspite of in relation
{ pre-existing to heaith

\

care needs

\ condi‘ions

AFFORDABILITY
in relation
toincume

N




PART ONE:

DEFINING THE TARGET
POPULATION

Before it is possible to measure the health
insurance needs of persons with disabilities and per-
sons with chronic illness, it is necessary to be able to
identify the number of persons with these severe
chronic conditions. This first section will consider
both conceptual issues and methodological issues in
defining the population with severe chronic health
care needs. In the second section, statistics will be
examined from various national surveys on the num-
ber of nersons with disabilities.

Conceptualizing Disability and Chronic Disease:

T he target population consists of persons with
disabilities and persons with severe chronic disease’.
It is useful to use both terms for describing persons
with sever: chronic conditions, beciuse specific
chronic conditions can have a wide variety of dis-
abling effects. To avoid overlooking persons with
severe chronic conditions which create ~pecial health
care needs but which donot produce disabling effects,
the target populaticn should consist of both persons
with disabilities and persons with chronic disease.

Table 1 presents an overview of three types of
disability risks associated with different impairments
and chronic _onditions monitored by the National
Health Intervie w Survey. For each chronic condition,
Table | reports the percentage of persons who have
any functional limitation due to that chronic
condition,the percentage of persons who are limited
in major activity, and the percentage of persons who
need assistance from another person for personal care
(see Table 1).

These statistics reveal that a significant »er-
centage of persons with certain chronic conditions do

* The term “disability” also has a political meaning which encom-
passcs both groups. All persons who are handicapped by dis-
crimination on the hasis Of disability, chronic disease, or even
perceived disability status such as disfiguremeant, a history of an
illness or impairment, or a precondition which can lead to an
illness or impairment, are covered by civil rights legislation
protecting persons with disabilities.

Q
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not experience disabling effects as a result of
theirchronic condition. For example, 72.1 percent of
persons with diabetes, 71.0 percent of persons with
epilepsy, 82.7 percent of persons with breast cancer,
70.2 percent of persons withemphysema, 65.0 percent
of persons with ischematic heart disease, 91.1 percent
of persons with hypertension, and 94.9 percent of per-
sons with enteritis and colitis report no limitation in
major activity due to their chronic conditions. While
many of these chronic conditions create special health
care needs and may interfere with a person obtaining
private healthinsurance, these persons are not counted
in the statistics on persons with disabilities.

The concept of disability in the World Health
Organization classification scheme refers to the con-
sequences of a bodily impairment which limits the
functional performance or activity of an individual®.
An impairment is any loss or abnormality of psycho-
logical, physiological, or anatomical structure or func-
tion withir the body. This may occur as aresult of a
disease, injury or sudden trauma, aging, ora congeni-
tal anomaty. Handicap refers to the social oreconomic
disadvantages which are experienced by the individ-
ual asaresultof a perceived or actual condition. Since
many persons with chronic disease are also handi-
capped by health insurance practices even when their
chronic conditions dc not cause disability, it is impor-
tant to broaden the focus to include all persons who
experience any social or economic disadvantage re-
sulting from a chronic disease or impairment.

Conceptuatly, the target population is aii per-
sons who have difficulty getting access to adequate
and affordable health care because of the severity of
their chronic condition. The severity of the chronic
condition could be measured by degree of functional
limitations, indicators of health care utilization, or
measures of health care costs.

Functional indicators, such as limitation in
major activity, are 1eadily available in national sur-
veys which will be described below. One rationale for
utilizing limitation in major activity fo. estimating the
severity of chronic conditions in the working-age

5 World Health Organization, Internationat 1on of

Impairments, Disabilities, and Handicap, Geneva, 1980.




TABLE 1: DISABILITY RISKS OF SELECTED IMPAIRMENTS AND CHRONIC CONDITIONS, BY GENDER:
UNITED STATES CIVILIAN NONINSTITUTIONALIZED POPULATION, 1983-1836 (FOUR-YEAR AVERAGE)

Both Genders Both Genders _
Percent Percent
Umited Umlited Needing Limited Limited Needing
Persons  InAny In Major Personal Persons InAny In Major Personal
Chronic Conditlon {1,000s) Activity Activity Care Chronic Condition (1,000s) Activity Actlvity Care
All selected chronic conditions. 393899 1.7 85 26 Circulatory
Skin and musculoskeletal Rheumatc fever 1536 157 115 ‘1.9
Rheumatoid arthntis 1223 510 39.4 14.9 Ischemic heartdisease_____ 6948 350 26.1 8.1
Osteoarthnusiother arthropathies 20245 196 138 53 Hearthythm disordors______ 7404 7.2 47 15
Intervertebral disk disorders 3987 487 382 53 Other heart disease 4708 469 351 136
Ostecmyelitsbone disorders 2098 210 157 59 Hupertension 28689 124 8.9 22
Bursitis 4539 62 4.5 07 Carebrovascular disgase_ 2599 38.2 333 229
Psoriasis and dermatitis 11329 19 1.3 01 Arterosclerosis - -— 3008 121 24 5.1
Skin cancer 1459 23 1.7 09 Phlebms. vahncoseveins___ == @000 7891 55 39 0.8
Other selected skin and musculoskeletal___ 27747 21 1.6 04 Other selected circulatory____ 11519 38 27 1.2
Impairments Respiratory
Absence of arm(s)hand(s) 84 431 *39.0 41 Chronic bronchitis 11196 36 2.5 0.6
Absence of leg(s) 289 633 731 390 Asthma 8869 206 126 13
Absence ol fingers, toes, leet 1811 70 4.5 *1.3 Hay fever 20431 15 11 00
Other absence, NEC 1031 208 133 44 Sinusits - d1%69 04 03 01
Complete paralysis of extamities 617 527 455 264 Emphysema 2074 436 208 9.6
Cerebral palsy 274 697 62.2 208 Lung or bronchial cancer_____ P 748 63.5 345
Partal paralysis of extremities . 578 596 47.2 275 Other selected respiratory_____ 9097 55 4.1 1.2 ©
Paralysis of other sites 247 478 43.7 ‘141 Miscellaneous
Curvature of back or spine 4689 14.7 10.6 1.4
Other impairment of back 9898  27.7 9.4 28 Diabetes 60% 354 279 94
Impairment of upper extramities 3106 270 17,0 29 Anemias_ 3409 46 34 03
impainment of lower extremities 10893 265 156 48 Kidney disorders 3559 96 8 24
Other orthopedic impairment 316 587 462 ‘143 Femalo genital disorders_____ 6379 3.7 24 0.2
Speech impairment 2469 18.3 17.4 23 Meplal retardation 1202 84.1 80.0 19.9
Blind 1n both eyes _ 3% 645 588 381 Epilepsy 1162 410 290 63
Cataracts 5173 106 64 4.4 Multiple sclerosis 1M 706 63.3 407
Glaucoma 1707 149 8.4 5.1 Migraine neadache 7934 29 22 ‘0.3
Other visual impaiment/retinal disorders___ 8596 140 10.0 5.4 Cancerof female breast 443 274 17.3 ‘4.6
t Deat in both ears 1700 16.4 113 32 Cancerof gonitounnary sites_____ 302 418 u7 ‘8.5
=5 Other hoaring impaimme.t 19254 46 2.7 09 Other selocted miscellaneous____ 15602 40 29 1.0
E Other selected mpairments 1371 136  10.3 ‘25
2] Digestive . oo
ol * Figurc has low statistical rcliability or precision (relative standard crror exceeds
4 Ulcors — 4469 9.7 7.0 ‘1.0 30 percent)
8 Abdominal hemia 4830 125 9.1 24
{ ith 2392 7 A ¢ . . .
5 gg“’nc’:fo‘:“;fg‘;‘;m o oSS S N 4 Sources: National Health Interview Surveys, 1983-198€; analyzed from public use
E Other selected digastive disorders 20556 36 29 0.8 tapes by Mitchell P. La Plante, Dircctor, Disability Statistics Program, University
7y - of C- ifornia, San Francisco, for paper on "Disability Risks of Chronic [llness and
E Impairment” at Society for Disability Studics, Washington, D.C. June 17, 1988.
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population, is that chronic conditions which interfere
with full time employment create a major obstacle to
group insurance, the primary form of private health in-
surance in the U.S. through which health risks are
shared. Anotherreason for using functional indicators
of chronic conditions is that they often represent needs
for which persons may require health related
services.

Measures of health care utilization in the pre-
vious year could provide another basis for gauging the
severity of a chronic condition. Some of this informa-
tion is aveilable for persons with activity limitation
due to chronic conditions in various national surveys.
In the absence of this information for specific indi-
viduals, insurers rely on actuarial statistics in deter-
m.ning “insurability” based on various predictors of
health care risk. This process of medical underwriting
will be examined in a subsequent policy bulletin.

The severity of a chronic condition can also be
measured by the total costs of an individual’s health
related services. The definition of what constitutes
healthrelated services will obviously affect the amount
of the health care costs. It makes a difference if health
care is arbitrarily limited to acute care needs or also
includesrehabilitation and on-going maintenance needs
for persons with severe chronic conditions. The sources
of payment for various health related services are im-
portant determinants of affordability. Out-of-pocket
expenses for health-related services which exceed a
fixed amount (e.g. $2,000) per year or exceed an
accepted level of a family’s income (e.g. 10-15 per-
cent) can also be used as indicators of catastrophic
health care costs from which severity of a chronic con-
dition can be inferred.

Summary:

The target population includes all persons who
have difficulty getting access to adequate and atford-
1 ] > f the severity of theirchronj

condition, The severity of the chronic condition could
be measured by degree of function,] limitations. vari
itilization, orm

health ~ e costs,

ACCESS TO HEALTH CARE VOL.1,NO.1 &2
Methodological Issues in Measuring Disability and
Chronic Disease:

Erpirically, it is difficult to estimate the
number of people with severe ch:onic conditions. The
most common mewod for estimating the prevalenc.
of chronic conditions in the civilian noninstitutional-
ized populaticn is with national household survey
data. These data provide two types of measures of
chronic conditions. “‘here are data on degree of
functional limitation related to any chronic condition
and data on the number of persons who identify
themselves as having specific chronic conditions.
Data on functional limitations attributable to any
chronic condition is easier to gather and to interpret
than data on specific chronic conditions. People can
readily report whether they have any physical or
mental impairments which interf~re with various ac-
tivities or create specific needs. On the other hand,
data on the prevalence of specific chronic conditions
require some standardized measures of severity in
order to be meaningful. This would require clinical
diagnosis or accurate measures of health care utiliza-
tion and costs. In addition, it is difficult to ask every
respondent to consider every possible chronic condi-
tion.

Self-reported data on health conditions may be
distorted by limited knowledge of respondents about
their current health status. Thus persons without
access to health care may report that they do not have
a chronic condition even though they may have signs
and symptoms which would be identified by a clinical
assessment. Or respondents may prefer to avoid
identifying health conditions which are stigmatizing,
For example, chronic conditions like mental illness
are greatly underestimated by the National Health
Interview Survey. On the other hand, there are no
reporting requirements of clinical diagnoses by medi-
cal personnel for most chronic conditions®.

¢ An exception is the Surveillance Epidemiology and End Results
(SEER) program of the National Cancer Institute which contracts
with cleven population-based registries geographically repre-
sented throughout the United States to report data on all patients
diagnosed with cancer andto provide current follow-up informa-
tion on all previously diagnosed patients. In addition, some states
have established other registries with mandatory reporting re-
quirements for hospitals or doctors treating certain conditions

(e.g. head injury, spinal cord injury.)
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Another problem with i jrevalence data on
specific chronic conditions prc..ded by the Health
Interview Survey is that different segments of the
national sample are asked about different health con-
ditions. While this procedure allows for accurate
projections of specific health conditions to the na-
tional population, it is not possible to provide an
unduplicated count of the number of people who have
chronic conditions. Due to the presence of multiple
chronic conditions among persons who are provided
with different “checklists” of chronic conditions, the
total number of chronic conditions reported in Table 1
is 393,899,000 chronic cor.ditions even though the
national population was oniy around 236 million
persons in 1986.

Gathering accurate data on health care costs
and utilization patterns for specific chronic conditions
is also difficult. One of the reasons for this difficulty
is the fact that the most severe chronic conditicns have
the lowest prevalence rates within the general popula-
tion, and therefore are difficult to identify through
national surveys based on randomly selected samples’
For example, for a low prevalence condition like
cerebral palsy which affects only 1.1 persons per
1,000, a random sample would have to contain at least
27,273 persons in order to identify 30 persoas with
cerebral palsy.

Another difficulty in accurately measuring
health care utilization and costs from self-reported
data is that most people, insulated by third party reim-
bursement, do notknow the costs of the health services
which they use. Research comparing household sur-
veys with data verified from employers and insurers
has shown significant discrepancies with consumer
knowledge of health insurance coverage, benefits, and
premiums?®,

" The number of pcrsons with specific conditions may be too
small to generate a reliable estimate of from a random sample of
the national population. The standard error is likely to be too high
for describing persons with specific conditions if there are not at
least 30 persons in the total sample from that group (assuming
50% difference, 9( % power and 95% confidence level, one tail
test).

! Daniel C. Walden, Constance M. Horgan, and Gail Lee
Cafferata,"Consumer Knowledge of Health Insurance Cover-
age”, in :thods, National Center for
Health Services Research, September 1984, DHHS Publication
QC\JO.(PHS) 84-3346, pp. 219-231.

Summary:

To accommodate the lack of data on chronic
illness, it has been expedient to limit our atention to
rsQns wi isabilities ev h_thi ludes
people with chronic illness without disabling condi-
tions. Using different measures of disability as a
surrogate for severity of the chronic condition. it has
been possible to examine health insurance status and
health care costs and utilization patterns for a segment

f lation wi roni ndition

The decision to ignore persons with chronic
illness without disabling conditions, however, does
not imply that they are less vulnerable in the way
health care is financed. Norisit intended to legitimate
embedied in the Social Security system, that persons
who are capable of earning an income are assumed to

rvi ichth
lic policyistor
ronic i
isadvan ither 1 m c-
tional limitation of long lasting duration.

Estimating the Population with Disabilities:

Estimates of the disabled population from
national surveys vary widely based on different defi-
nitions of disability, the wording of survey questions,
and the sampling approach to the national population.
To illustrate the influence of these factors, consider
the magnitude of the discrepancy between two federal
government surveys conducted only two years apart
both attempting to measure the same statistic of work
disability. In a review of sources of data on work
disability, McNeil points out that the Social Security
Administration Survey on Disability and Work esti-
mated there were 21.9 million persons aged 18-64
with a work disability in 1978, while the Census Bu-
reau in 1980 estimated there were only 12.3 million
persons aged 16-64 with a work disability®. This
example demonstrates some of the dangers of combin-
ing statistics from different surveys.

®U.S. Bureau of the Census, Current Population Reports, Series

P-23, No. 127,
Persons with

r For
rk Disabilj

nd QOther 1l £
11982, U.S. Government Printing

10 Office, Washington, D.C., 1983, pp. 45-46.,
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An overview of national estimates of the dis-
abled population from different national surveys is
provided in Table 2. The indicators of disability
include degree of activity limitation, presence of a
work disability, limitations in specific functional ac-
tiv .ies, need for personal assistance, residence in an
institution, and the number of persons who receive

income payments from either SSIc.  7I, the two
major disability programs administerea .y the Social
Security Administration. The estimates are listed
sequentially by age group to facilitate comparisons
among various surve,, 3. In the course of this analysis
the National Health Interview Survey (HIS) and the
Survey of Income and Program Participation (SIPP)
will be pr.marily used to examine charactetistics of the
disabled population in terms of age, income level, em-
ployment, and health insurance status.

National Health Interview Survey:

The National Health Interview Survey (HIS)
providesan impe.ant sourc~ ~f information on degree
of activity limitation for all age groups in the noninsti-
tutionalized population'®. The population with severe
chronic conditions is dichotomized into those limited
in major activity and those limited, bu: not in major
activity. The concept of major activity has different
mearings for different age groups. For working-age
persons 18-64 years old, work is presumed to be the
major activity. For persons over 65 years old, the
major activity is considered to be self-care, and for
children 5-17 years old, the major activity is going to
school. For children under 5, the major activity is
participation in play.

Major activity limitation in the HIS can also be
sub-diviacd into persons unable to carry on the major
activity and pessons who are limited in the amount or
kind of major activity. Although this distinction
appe s toprovide animportantmeasure of severity of
a chronic condition, it may actually reflect differences

in the nature >f the environment in which an individ-
ual functions. Some environments would enable

' The National Health Intesview Survey is conducted annually
by the National Center for Health Statisticsand is based on alarge
random sample of 40,000 households including approximately

“Q" "00 persons.

ACCESS TOHEALTH CARE VOL.1,NC. 1 &2

a person with specific inipairments to engage in a
major activity like work, while others in a different
environment with the same degree of functional limi-
tation are unabie to carry on their major activity. To
minimize confounding the disabling effects of the
environment with the severity of an impairment, we
will usc Jimitation in major acdvity as the best avail-
able measure of the severity of a disabling condition.

According to Table 2 (Section I) data from the
Health Interview Survey 71986) indicate th.t there are
approximately 33.0 million persons with any activity
linsitation in the non-institutionalized population in-
cluding 22.3 million persons with limitation in major
activity (see Table 2). Among those with major
activity limitation are 13.7 million working-age per-
sons, 6.3 millior: persons over 65, and 2.3 million chil-
dren 0-17 years old.

To put these statistics in perspective and to
indicate the extent to which current disability pro-
grams address the health care needs of persons with
disabilities, it is interesting to consider to what extent
persons with major activity limitation are covered by
the two major disability programs administered by the
Social Security Administration. Table 2 (Section IX)
identifies the number of persons who receive either
SSDI or SSI because of their disability. Among the
13.7 million working-age persons with major activity
lirnitation there are only 4.4 million who receive SSI
or SSDI. In fact, the number of noninstitutionalized
working-age persons who receive SSI or SSDI is
actually smaller than 4.4 millien because the adminis-
trative records of the Social Security Administration
include SSI and SSDI recipients living in the commu-
nity as well as those vho are institutionalized. It is
significant that less than one-third of working-age
persons with major activity limitation and less than
ten percent of children with major activity limitation
receive either the publicly-subsidized health coverage
of Medicare or Medicaid''. For persons with disabili,

" It is not possible to identify all SSI recipients over 65 whe are
disabled. Persons65 and over who become eligible for SSIon vie
basis of low incomc are identified by the Social Security Admini-
stration as “aged” SSI recipients, while S SI recipients who were
classified as “disabled” before age 65 retuin the “disabled” cate-

11 801y when they reach age 65.
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Table 2: Estimates of U.S. Population with Disabilities by Age Group, Based on Various National Surveys Using
Different Indicators of Disability

(in thousands)

Children Workirg-Age Elderly Total
(0-17) (18-64) (65+) (All Ages)
L. Degree of Activity Limitation (HIS, 1986) (a)
A.  Any activity limitation 3,168 19,107 10,698 32,972
B.  Major activity limitation 2,292 13,730 6,258 22,281
1. Unable to carry on major activity 251 6,086 2,932 9,270
2. Limited in amount or kind of major
activity 2,042 7,644 3,325 13,011
C.  Limited, but not in major activity 876 5,377 4,440 10,692
II. Work Disability (SIPP, 1984)(b) ... 179499
A. Full ime employed with work disability ... 563 .
B. Part-time employed with work disability =~ ... 1978 ...
C.  Not employed with work disability 10,338
III. Work Disability (SSA Sarvey of Disability and Work,
3 (o — 21900 0
IV. Work Disability (Census, 1980) (c)
Agesl664 12300
Work Disability (Current Population Survey, March
Supplement, 1982) (c)
Agesl664 13110

V. Limitations in Specific Functional Activities (SIPP, 1984) (d)
A.  Any Limitation n/a 21,839 * 15,465 37,304
B. Severe Limitation nfa 5,997 * 7,539 13,52
VI. Need for Assistance from Another Person (SIPP, 1984) (e)
A. With personal care n/a 842 1,459 2,301

B.  With housework, meal preparation, getting
around, or personal care n/a 2,747 4,450 7,197

VILNeed for Personal Assistance (HIS, 1983-85) 1))
A.  With activities of daily living (ADL) 148 ** 866 1,507 2,521
B.  With instrumental activities of daily living (IADL) n/a 3,059 4,369 7,428
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Table 2: Estimates of U.S. Population with Disabilities by Age Group, Based on Various National Surveys Using
Different Indicators of Disability

(in thousands)

Children Working -Age Elderly Total
(0-17) (18-64) (65+) (All Ages)
VIHI Institutionalized Population (1986 Inventory of Long
TermCare Places) (g)
A. Nursing homes SNF,ICF) . 133 #kxx 1,248 1,381
B. Residential facilites . 46 *¥xx 126 172
C. Mental retardation facilities 39 Hwkrx 180 *dk** 18 237
D. Psychiatric Fac.iities (h) 25 118 34 177
E. Total in institutions 541 #¥xx 1,426 1,967
IX.SSDI Beneficiaries and SSI Recipients
(SSA Administrative Records, 10 Percent
Sample, December 1986) (i)
A. Disabled workers .. 2,719 e 2,719
B. Disabled adult child,en =~ . 550 e 550
C. Disabled widows or widowers ~ —eeee 107 = eeee- 107
Subtotal of SSDI beneficiaries e 3378 e e
D. SSlrecipients eligible on the basis of disability
or blindness 238 1,978 540 =»* 2,756
Minus dual enrollees (SSDIand SSI) - 1078 -
E. Unduplicated total 238 4,276 540 ***

Footnotes: *  Age rangeis 15-64
**  Agerange is 5-17

***  There may be additional SSI recipients over 65 with a disability. Persons over 65 who becone
eligible for SSI on the basis of low income are identificd as “aged" recipients whether or not the
develop a disability. Persons who were SSI recipients before aFe 65 bascd on disability or blindness
continue to be identified as "disabled or blind" SSI recipients after age 65. The total number of SSI
recipients over 65 was 2,016,000 persons in Sepiember 1986.

¥xkk Under 65 years

**xk*  Children are under 22 years; working-age are 22-64 years.
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ties, these public health programs are linked to receiv-
ing the federal income support programs. SSI or
SSDIrather than to having a certain level of health care
needs.

Summary:

There are 22,3 million persons with limitation
inmajor activity, Thisincludes persons who are unable
to carry on their major activity and persons who are
limited in the amount or kind of major activity. In the

nce of reliablem res on health care utilization
or costs, this is the best availakle measure of severity

of a disabling condition

Survey of Income and Program Participation:

The Survey of Income and Program Participa-
tion (SIPP) provides measures of work disability.
limitations in specific functional activities, and the
need for personal assistance for persons 15 years and
older'?,

For persons with work disabilities or the need
for personal assistance, SIPP also collects informa-

' The Survey of Income and Program Participation is a national
survey with extensive questions on disability status in the third
wave supplement to the 1984 panel. Conducted by the Bureau of
the Census, the 1984 SIPP panel was based on interviews with a
random sample of approximately 20,000 households including

approximately 46,000 persons.

References for Table 2:

(a)

National Center for Health Statistics. Currsnt Estimates from the National Health Interview Survey, United States, 1986, Vital

and Health Statistics, Series 10, N~. 164, October 1987, Table 68,p. 111.

(b) vey ¢
University, 1988.

Persons with a Work Disability: U.S.

(d
Washington, DC, 1950, 1able C, p. 4

(c)
from Disability,Furctional Limitation, and Hea

U.S. Bureau of the Census, Current Population Repo

U.S. Bureau of the ' **svs, C-xrent Population Re
Insurance Coverage: 1%24°45: Data from the Surve

Survey of Income and Progran Participation, 1984 Panel, Wave 3. Data analyzed by Bureau of Economic Research, Rutgers

ns, Series P-23, No. 127, Labor Force Status and Other Characteristics of
overnment Printing Office, Washington, DC, 1483, p. 45.

ns, Series P-70, No. 8, Disability, Functional Limitation and Health
y of Income and Program Participation, U.S. Government Pninting Office,

SIPP dataon working-age population provided by Bureau of Economic Research, Rutgers University; data on clderly population
{th Insurance Coverage: 1984/85, op. cit., Table 4, p. 28.

) LaPlante, Mitchelt P. (1988), Data on Disability from the National Health Insurance Survey, 1983-85, An InfoUse Report,
Washington, DC, U.S.National Institute for Disability and Rehabilitation Research, Table 4, p. 51.

()

National Center for Health Statistics, "The 1986 Invento
Retarded." AdvancedData from Vital Health Statistic

ry of Long Term Care Places: An Overview of Facilities for the Mentally

s, No. 143, DHHS Pub. No. (PHS) 87-1250, September 30, 1987; and

"Nursing and Related Care Home as choned from the 1986 Inventory of Long Term Care Places.” Advanced Data from Vital
u

and Health Statistics, No. 147, DHHS

m
DHHS Publication No. (ADM) 86-1490,1986.

(i) Committee on Ways and Means, U.S. House of Re
Jurisdiction of the Committce on Ways and Means

b. No. (PHS) 88-1250, January 22,1388

National Institute for Mental Health, Series CN #11, Specialty Mental Health Organizations, United States, 1983-84

presentatives, Background Material and Data on Programs Within the
» 1988 Edition, March 24, 1988 Table 15, pp.- 28-31 for SSDI; Table 16, g

534 for dual enrollees;Social Security Administration, Annual Statistical Supplement: 1987, Social Security Bulleun, Table 18
p. 270 provides the number of OASDI beneficiaries also receiving SSI by reason for SSI cligibility and type of O ASDI benefit

Q for December 1986.
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tiononthe healthconditions mainly responsible forthe
functional limitations.

According to Table 2 (Section II), SIPP data
from 1984 reveal a higher number of working-age
persons with a work disability (17.9 million persons)
than HIS identifies as having a major activity limita-
tion (13.7 million persons). Among the 17.9 million
working-age persons with a work disability are 5.6
million persons who are employed full time, 2.0 mil-
lion persons who are employed part-time, and 10.3
million persons who are not working at all'®. This
probably indicates that a sizeable number of persons
who are able to work without limitation, inspite of
their chronic conditions, do not report any limitation
in major activity. Interestingly, the SIPP data also
reveal that at least 178,977 working-age persons re-
port needing assistance with housework because of a
chrenic health condition even thouph they do not
report any work limitation.

SIPP also provides a measure of functional
limitations in performing specific activities such as
seeing, hearing, speech, lifting or carrying, walking,
using stairs, getting around outside the house, getting
aroundinside the house, and getting into and out of bed
(see Table 2, Section V). Persons were considered to
have a “functional limitation” if they had difficulty
performing one or more of the above activities and
were considered to have a “severe limitation” if they
were unable to perform one or more of the above
activities without assistance. Among all persons 15
years of age and over there were 37.3 million persons
who had some functional limitations including 13.5
million persons with severe limitations.

Interestingly, it appears that SIPP identifies
13.5 million persons with severe limitations while the
Health Interview Survey identifies only 9.3 million
persons who are unable to carry on their major activ-
ity. Forthe 6.0 million persons aged 15-64 which SIPP
identified as having severe functional limitations, the
number is practically identical to the 6.1 million

* The measure of employment status for a person with a work
disability is based on the respondent’s report of work activity

© _Jin a four month period prior to the SIPP interview.,

Text Provided by ERI

ACCESS TO HEALTH CARE VOL.1,NO.1 &2
working-age persons 18-64 identified by HIS as being
unable to <arry on their major activity. However, for
elderly persons the number with severe functional
limitations is more than two and half times larger than
the number of elderly persons who cannot carry on
thewr major activity. This indicates that many elderly
persons with severe functional limitations report being
able to care for themselves which is regarded by the
Health Interview Survey as their major activity, while
many working-age persons with severe functional
limitations report being unable to work which is re-
garded as their major activity. Although more work-
ing-age persons had some functional limitations than
elderly persons (reflecting the much larger number of
working-age persons in the population than elderly
persons (see Table 4), there were actually more elderly
persons with severe limitations than working-age
persons. Thisindicates that the incidence of severe im-
pairments greatly increase with age.

In analyzing SIPP data for working-age per-
sons, the category of persons with a work disability
was based on persons with a health condition which
prevented work or limited the amount or kind of work
they could do. It was assumed that the limitation in
work activity was related to the presence of the health
condition. However, itis possible that the lack of work
was not related to the health condition. This might
account for the larger number of working-age persons
which SIPP identified with a work disability than was
identified by HIS as having a major activity limitation.
In fact, the SIPP survey asked working-age respon-
dents whether they were able to work full time, part-
time, regularly, or occasionally, in addition to whether
they actually worked during a certain period prior to
the SIPP interview. From these data, it appears that
only 75 percent of those who said they were able to
work full time were actually working full time, and
only 52 percent of those who said they were able to
work part-time were actually working part-time in the
month prior to the SIPP interview!®.

Whether this indicates that working-age per-
gons with an impairment were unable to work because

'4U.S. Bureau of the Census, Current Population Reports, Series

P-70,No. 8, Disability, Functional Limitation, and Health Ingyr-
ance Coverage: 1984/85, U.S. Government Printing Office,

Washington, D.C. 1986, Table 3, p. 26.
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of their impairments or because of job discrimination
or an unwillingness of employers to modify the
workplace to accommodate their impairments cannot
be ascertained from these data. It is also possible that
some portion of the 17.9 million persons identified as
having a work disability may have been unemployed
for other reasons unrelated to their disability.

Withinthe SIPP survey there are clues to some
of the conditions surrounding a person’sdisability that
may suggest different ways to improve access to
health care coverage. Table 3 presents selected char-
acteristics of persons aged 18-64 with a work disabil-
ity by the health conditions responsible for the work
disability (see Table 3). For example, among all
persons aged 18-64 with a work disability, 87.7 per-
cent were disabled during their working-age while
only 12.3 percent were disabled at birth or in child-
hood. In fact, as many as 63.1 percent of all working-
age persons with a work disability were employed at
the onset of their disability. For28.3 percent of them,
their disability was the result of an injury with 45.6
percent of the injuries occurring on the job, 9.4 percent
of the injuries occurring during military service, 10.6
percent of the injuries occurring in the home, and 34.4
percent of the injuries occurring somewhere else.
From these statistics one would expect that over half
of the injuries occurring to working-age persons with
a work disability would be covered by workers com-
pensation programs and veterans compensation pro-
grams, and a certain percentage of the other accidents
would be covered by casualty insurance for automo-
tive bodily injury and miscellaneous bodily injury.
Nevertheless, as many as 71.6 percent of the disabili-
ties are not the result of an injury and would therefore
rely or health insurance to pay for health care cover-
age.

Not surprisingly, both HIS and SIPP provide
very similar « timates of the need for personal assis-
tance in the noninstitutionalized population. Accord-
ing to Table 2 (Section VI and VII), assistance with
personal care is needed by between 842,000-866,000
working-age persons and between 1,459,000-
1,507,000 persons over 65. The number of persons
needing assistance with housework, meal preparation,
getting around, or personal care is between 2,747,000-
3,059,600 working-age persons and between
4,450,000-4,369,000 persons over 65.

16

Summary:

IPP is for corroborating th
isabilitv esti HIS and examining th
relationship hetween employment status and health
ingurance status among working-age persons with a
work disability, There are approximately 17.9 million
working-age per i ork disability includin
<.6 million persons who are employed full time, 2.0
million persons who are employed part-time, and 10.3
million persons who are not working at all, Besides

rovi

n work disability. the STPP survey also provi
imitations in ific functional activi-
for personal assistance f Ison
1 r 1

Institutionalized Population:

Thedisability statistics presented above repre-
sent noninstitutionalized civilian persons in the U.S.
based on a household survey which excludes approxi-
mately 2 million persons who live in institutional
settings such as nursing homes, hospitals, or special
care facilities (see Table 2, Section VIII). An estimate
of the institutionalized population should also include
some nonmedical residential settings in which per-
sonal care is provided that the Bureau of the Census
may not capture in its household surveys.

Age Distribution of Disabled Population:

The disability statistics provided in Table 2
were presented by age group for a specific purpose.
Not only does the prevalence of disability vary with
age, but access to health insurance varies by age
group. Using major activity limitation as the most
expedient indicator of the target population, Table 4
highlights the age distribution of noninstitutionalized
persons with limitation in major activity (see Table 4).

Althoughitis commonly known thatdisability
increases with age, Table 4 reveals that working-age
persons accouu: for over 60 percent of persons with
major activity limitation while elderly persons ac-
count for less than 30 percent and children account for
less than 10 percent.

The significance of this observation is often
ignored or discountedbecause different criteria are

i8
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Table 3: Selected Characteristics of Persons Aged 18 - 64 with a Work Disability by the
Health Condition Responsible for the Disability, SIPP (1984)

|
|
|
|
|
(rercent)
Employment S.atus at

Age of Onset ime of Disability Cause of Disbility Occurence of Injury*

Health Condrtion _ _ __ _ .

Under 18 18-64  Employed No:Employed Inury  Non-Injury Job Mibtary  Home Other
Arthnus or rheumatirm 197 98 03 6496 35.04 18 66 $134 41.20 835 12.97 3148
Back or spine 437 9563 8074 1926 64.64 3536 5522 570 914 2994
Bhindness 2694 7306 6398 3602 1809 8191 14 81 009 1848 66 1
Cancer 323 96 77 6341 3659 185 9815 1833 8167 000 000
Deafness 5995 40 05 5906 4094 1655 83.45 679 4229 936 4156
Duabetes 829 91.71 6301 3699 159 9841 52.40 000 000 4760
Heart trouble 556 94 44 7877 2123 237 9763 1577 2343 749 5332
Herma 630 9370 65170 3430 3035 69 65 6773 000 1244 1983
Hypentension 627 9373 5646 43 54 494 9506 3880 3002 3118 000
Kidney 944 90 56 6824 317 352 14 80 994 000 3704 530
Respiratory 1892 5. 08 76 43 2357 247 9753 3304 00 1087 5608
Mental illness 1020 89 80 5532 44.68 1225 6131 4593 1807 341 3259
Mental retardation 88.52 11 .8 1732 8268 617 9383 2593 000 1633 5773
Missing appendages 1597 8. 03 69 03 3097 7367 2633 3013 1394 000 5593
Nervous or emotonal 16 62 8338 6374 3626 1210 8790 19 46 3108 1936 3015
Panalysis 3032 69 68 6435 3565 4092 5908 1906 1774 445 5875
Senlity 1849 8151 6623 37N 1433 8567 100 00 000 000 000
Suff appendage 1008 8992 781 2189 7129 2871 4012 1372 1144 347
Stomach 583 9417 69 65 3035 254 9746 000 000 000 100 00
Stroke 250 97 50 166 28 34 483 9515 4925 000 000 5075
Thyro:d 000 10000 6317 3683 000 100 00 000 000 000 000
Tumor, cyst, cic 415 9585 7073 29 27 7.70 9230 1423 8577 N 00 000
Other 16 15 8385 6934 3066 3370 6630 372 172.04 1340 3736
Total 1230 87170 6310 3690 2830 71 60 45 60 940 1060 344)

Footnote * The number of persons with a work disability due to an injury 1s 5 1 mullhion, the total number of all working age personswith a disabilaty 12 17 9 mulhon

Source. Data analyzed by Burcau of Economic Rescarchy Rutgers Umiversity. from SIPP (1984) data.
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Table 4: Age Distribution of Persons with Major Activity Limitations, 1986
(in thousands)

Percentagz -7 Percentage of all
Persons witn Persons in Each Total Number of
Persons with Major Activity Age Group with Persons in Non-
Limitations in Limitations by Age Major Activity institutionalized
Age Group Major Activity Group Limitations U.S. Population
under 18 2,292 10.3% 3.6% 63,132
18- 64 13,730 61.6% 9.4% 145,678
65+ 6,258 28.19% 22.7% 27,538
All ages 22,281 100.9% 9.4% 236,348

Source: Nauonal Center for Health Statistics, Current Estimates from the National Health Interview Survey, United States. 1986,

Scries 10, No. 164, October 1987, Table 68, p. 111

used to measure disability among working-age and
elderly persons. As was described above, elderly
persons are judged to be disabled if they have diffi-
culty performing self-care activities while working-
age persons are judged to be disabled if their chronic
conditions interfere with employment. It is true that
the use of different criteria for measuring disability
make it difficult to compare th- size of both groups in
relation to a certain level o. _anctional limitations.
However, a measure of work disability for the work-
ing-age group is the mostrelevant determinant of their
access to health care and ameasure of self-care activi-
ties is the most relevant indicator of the long term care
needs of persons over 65 years old who are no longer
inthe labor force and who already have access to acute
care through Medicare. While there are fewer work-
ing-age persons with need for personal assistance then
elderly persons with the same level of disability (as we
see in Table 2, Section VI and VII), there are many
more working age persons with chronic impairments
which interfere with full time employment than eld-
erly persons with self-care needs. Although the preva-
lence rate of disability is greater among the elderly
than among working - age persons, there are many
more working-age persons than elderly persons ac-
counting for the larger number of working-age per-
e~1s *vith major activity limitation. The significance
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of this observation is that health insurance reforms
which are targeted to the elderly or to children will not
improve access to health care for the majority of
persons with majoractivity limitation. As will become
apparent from the tables below, the working age
population of disabled persons is at least as vulnerable
¢ icealth care financing problems as are elderly per-
sons or children with disabilities.

The age distribution of the prevalence of dis-
ability also has other implications which affect health
insurance reform. With 22.7 percent of elderly per-
sons with major activity limitation compared to 9.4
percent of working-age persons, and 3.6 percent of
children, it has been easier to mobulize political sup-
port for assisting the elderly than for recognizing the
needs of the disabled population under 65 years. The
problem of recognizing the needs of the disabled
population under 65 is further complicated by the fact
that they are a small percentage of the much larger
population of persons under 65 who lack access to
health care because of poverty. To justify singling out
for special treatment persons with disabilities requires
a complicated disability determination process to
distinquish persons with disabilities from other per-
sons who lack needed health related services because
they are poor. It also raises the important class

20



question of whether disabled persons should be en-
titled to public support when they are not poor while
so many poor persons currently lack access to public
support.

Summary:

Working-age persons account for over 60
percent of persons with major activity limitation,
while elderly persons account for less than 30 percent,
and children account for ]2ss than 10 percent,

Nev. 1 2.7 percent of elderly person
limited j jor activi mpared 4 percen
of working-age persons. and only 3.6 percent of chil-

dren,

Conclusion:

This section has reviewed various estimates of
thepopulation with severe chronic conditions in order
to define the population whose health insurance needs
will be measured. Although it is recognized that both
persons with diseases and impairments may have dif-
ficulty getting their health care needs met through a
healthinsurance systemvaichis oriented toacute care
needs, national surveys have tended to c-.llect infor-
mation on persons with disabilities. Unfortunately,
this excludes many persons with chronic diseases
which do not produce disabling effects even though
they require expensive health care services to treat.
Nevertheless, in order to make use of the existing
national s ~vey data, it has been necessary to focus on
persons ..¢h disabilities.

For the purposes of measuring health insur-
ance needs, the most relevant definition of disabilities
is based on limitation in major activity. This has the
advantage of providing a measure which permits
comparisons across age-groups. Moreover, a focus on
persons with a limitation in major actwvity also has the
advantage of excluding persons with less severe dis-
abilities while ircluding persons who are either unable
to carry on their age-appropriate major activity or
persons who are limited in the amount or kind of their
majcr activity due to achronic condition. Because the
difference between being unable to carry on one’s
major activity and being limited in the amount or kind
of ngajor activity may have more to do with the nature

©
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of one’s environment than with the severity of one’s
impairment, it is important that the definition of dis-
ability include both groups. Since access to private
health insurance in the U.S. is closely linked to em-
ployment for persons 18-64, the definition of a work
disability should also include both persons with a
chronic condition who are unable to work and those
whoare limited in the amount or kind of work they can
do.

el
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PART TWO:

ACCESS TO HEALTH INSURANCE

In the Urited States, private health insurance
is the primary mechanism for financing health care.
This section will examine the health insurance status
of persons with and without disabilities. The National
Health Interview Survey (HIS) will be utilized to pro-
vide an estimate of the number of persons who report
being covered by private health insurance, some form
of public health care coverage, or no health insurance
atall. Then the Survey of Income and Program Partici-
pation (SIPP) will be utilized to examine the relation-
ship between employment status and health insurance
status for working-age persons with a work disability.
The experience of persons with disabilities confront-
ing specific barriers to access to health insurance will
be examined in Past Four.

I

Unfortunately, this analysis of health insur-
ance status does not distinguish between different
types of private health insurance such as commercial,
or non-profitinsurers, self-insured employers, or HMO
coverage, group or individual plans, and coverage for
an individual or a family. Although the HIS survey
does collect information about the name of the private
insurance plans and the type of coverage, these data
have not been analyzed and therefore could not be
incorporated into this examination of access issues.
The SIPP survey also provides data on whether a
private insurance plar was a group plan or an individ-
ual plan, and whether the respondent was covered by
health insurance in his or her own name or in -ome-
body else’s name. While this information has impor-
tant implications for identifying avenue: and barriers
to access, it too was not examined in the preparation
of this report.

Distribution of Health Insurance in the U.S.
Population:

The type of health insurance which people
have access to varies largely by age, family income,
and employment status. Private insurance is generally
associated with employment and higher income lev-
els, and public insurance is generally associated with
being over 65 yearsold, being poor, or being disabled.
While public insurance picks up many persons who
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lack private insurance, there are many gaps in public
coverageas evidenced by the large numberof uninsured
persons.

Table 5 presents the percentage of persons
with different health insurance statuses by age group,
family income for persons under 65, and employment
status for persons 18-64 (see Table 5).With Medicare
providing health insurance to 95.6 percent of persons
over 65, uninsurance is largely a problem of the under
65 population. Among those under 65, 14.6 percent
are uninsured compared to less than 1 percent of
persons over 65 years old. For this reason, the data on
family income in Table 5 pertains to the under 65
population and the data on employment status relates
to the so-called working-age population, persons 18-
64 years old.

Private insurance varies directly with family
income among persons under 65 years old. Only 30.1
percent of persons with family incomes less than
$5,000 per year are covered by private insurance
compared to 95.8 percent of persons with family
incomes over $50,000 per year. With most private
insurance financed through employer groups, the low
rate of private insurance among persons with family
incomes under $10,000 reflects an unwillingness of
employers to contribute to the health insurance of low
wage workers.

The significance of employment for providing
private health insurance is revealed by the fact that
85.3 percent of persons who are currently employed
have private insurance compared to 47.0 percent of
those who are unemployed but looking for work.
Perhaps more surprising is that 65.2 percent of the
working-age population out of the labor force have
some private insurance, as do 73.8 percent of persons
over 65. Many working-age persons who are out of the
labor force are likely to be covered by the private
insurance of a spouse, and many persons over 65 are
likely to have private insurance as a Medicare supple-
ment.

Public health coverage provides some substi-
tution for the lack of private insurance among persons
with the lowest income levels, although a large per-
cent of the poor are not eligible for Medicaid. Wk..e
Medicaid covers 35.9 percent of persons with family

oy
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Table 5: Percent of U.S Noninstitutionalized Population by Selected Health Insurance Status, (HIS, 1984)
Types of Health Insurance
No. of Private Military-
Age Cases* Insurance Mecdicaid Medicare VA Uninsured  Total**
(thousands) (%) (%) (%) (%) (%) (%)
0-17) 62,129 72.5 10.7 0.0 238 14.0 100.0
(18-64) 141,590 78.6 4.0 1.2 10.3 14.8 108.9
65+ 25,156 73.8 6.4 95.6 5.1 0.9 181.8
Family income:
Under Age 65
Less than 5,000 12,186 30.1 359 29 1.8 31.1 101.8
5,000 - 9,999 20,423 36.7 232 3.0 22 36.6 101.7
10,000 - 19,999 50,557 724 4.1 1.5 34 20.3 101.7
20,000 - 34,999 63,842 89.6 1.1 0.6 37 7.1 102.1
35,000 -49,999 31,112 94.2 04 03 4.1 3.6 102.6
50,000+ 16,932 95.8 0.3 0.2 23 3.2 101.8
Employment
status:
Ages 18 64
Currently
employed 100,909 853 0.9 0.2 2.8 12.5 101.7
Unemployed 7,226 47.0 11.8 0.6 25 38.3 100.2
Not in
labor force 33,455 65.2 11.7 64 53 16.8 105.4
Footnotes:

* The number of cases estimated for each population category of age, family income, and employment status is arbiranly based on Table
2,(pp. 20-21) whichrepresents the numberof persons with and without private health insurance coverage. These population estimates vary
slightly in the various tables from which the actual percentages for selected health insur ances statuses were drawn due to complex estimating
procedures in the multistage probability sample for the Health Interview Survey. These procedures are used to improve the reliability of

the estimates by making the sample more closely representative of the civilian noninstitutionahzed population by age, sex, income, and
residence.

** Percentages sum to more than 100% due b ..uplicated counts when an individual has more than one type of health insurance.

Source:

National Center for Health Statistics, Health Care Coverage by Sociodemnographic and Health Characteristics, U.S., 1984, Data from the
National Health Survey, Vital and Health Statistics, Series 10, No. 162, November 1987, DHHS Publication No. (PHS) 87-1590, Tables
1,2,57,9,11,15,17.
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incomes under $5,000, as many as 31.1 percent of
persons with incomes under $5,000 remain uninsured
without public or private health coverage. For persons
with incomes between $5,000-$9,999, the percentage
covered by Medicaid drops to 23.2 percent, account-
ing for the slightly higher percentage of uninsured.
Many states do not provide Medicaid coverage to
persons with incomes below the federal poverty level'.

While Medicaid covers 4.0 percent of work-
ing-age persons, Medicare covers only 1.2 percent of
working-age persons. Among those receiving Medi-
care are only 3 percent or less of low income persons
underage 65 and less than one percent of persons with
incomes above $20,000. The othermajor public health
care program, the military-VA program, serves a
higher percentage of persons under age 65 with in-
comesover $20,000 than both Medicaid and Medicare
combined. The military-VA program provides some
health related services to veterans on the basis of
financial need and other services are entitlements on
the basis of active military service or service-con-
nected disabilities. While these distinctions can be
made from data within the V A system, they cannot be
made from the HIS and SIPP surveys on which this
section is based.

In contrast to the strong link between private
insurance and employment, public insurance is virtu-
ally unavailable to persons who are currently em-
ployed, except for those in the military. Medicaid is
primarily available to low income working-age per-
sons if they are unemployed parents who are eligible
for Aid to Families with Dependent Children (AFDC),
or if they are out of the labor force due to a severe
disability and eligible for Supplemental Security In-
come (53I) program because of low income and
limited assets. Medicare is available to working-age
persons who are beneficiaries of Social Security Dis-
ability Insurance (SSDI) as disabled workers or adult
dependents of workers who are disabled, retired, or
deceased. SSDI beneficiaries can retain Medicare for
up to two years after returning to the labor force which
accounts for the small percentage of employed and
unemployed persons with Medicare. Military-VA

“The federal poverty level for a family of four in 1984 was
‘l$10.609; in 1987, the poverty level was $11,611.

coverageservesaslightly smallerpercentageof working-age
persons who are not in the labor force than Medicare
but less than half as many persons as Medicaid.

Theuninsrred consist primarily of unemployed
persons, low income persons who are employed, and
their children. Among working-age persons who are
unemployed, 38.3 percent are uninsured as are 16.8
percent of those out of the labor force. Families with
income under $20,000 are also disproportionately
uninsured. The percentage of uninsured persons under
age 65 varies from 31.1 percent for persons with
family incomes under $5,000, to 36.6% for persons
with family incomes $5,000 - $9,999, and 20.3 percent
for persons with family incomes $10,000-$19,999.

Summary:

This overvi h 1th insuran f
UsS lation indi i heal .
jor problem fi rsons with low incom n
h nempl Children and working-

age persons are also much more likely to be uninsyred
than elderly persons who have the benefit of Medicare
coverage,

Health Status and Health Insurance:

One measure of the effectiveness of the health insur-
ance systemis the extent to which it finances the health
care of persons who need it. The HIS survey provides
dataonvariousindicators of self-reported health status
inclucing respondent-assessed health status, annual
bed days, annual physician contacts, annual hospital
episodes, and annual hospital days. Table 6 represents
the health insurance status for persons under 65 years
by different indicators of health status (see Table 6).

Three patterns quickly emerge from Table 6.
One is that private insurance covers a higher percent-
age of persons in better health than persons in poorer
health. Two is that public health insurance covers a
higher percentage of persons in poorer health than
persons in better health. Interestingly, this pattern
occurs in each of the three main public health insur-
ance programs. Three is that persons in poorer health
are more likely to be uninsured than persons in better
health. The only exception to this pattern appears to be
the higher percentage of uninsured persons with no
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Table 6: Type of Health Insurance for Persons Under 65 Years, by Selected Health Status Indicators, HIS (1984)

(percent)
Type of Health Insurance

Respondent-assessed Private

Health Status Insurance Medicare Medicaid Military-VA Uninsured

Excellent 81.6 02 4.0 29 120

Very good 80.2 03 4.7 3.0 13.0

Good 70.5 1.0 8.0 30 189

Fair 61.0 54 13.2 5.2 20.8

Poor 48.5 22.6 205 7.6 19.0
______ e T

——__None — 75.6 0.8 — 5.6 30 163

1-7 days 80.5 0.6 53 30 120

8 - 30 days 74.1 2.6 8.8 4.0 134

Over 30 days 624 119 15.5 6.6 154

b
T Neme T T T e T 09 s7 30 T T T

1 - 6 days 77.5 24 8.8 4.6 102

7 - 15 days 74.0 6.0 9.9 6.2 10.8

Over 15 days 664 13.3 13.7 8.6 11.6

Footnote: * Annual bed days refers to the number of days a person stayed in bed more than half a day because of 1llness or injury.

Souice:  National Center for Health Statistics, Health Care Coverage by Sociodemographic and Health Charactenistics, U.S., 1984, Data
from The National Health Survey, Vital and Health Statistics, Series 10, No. 162, November 1987, Tables 3, 6, 9, 13, 17.
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annual bed days and no annual hospital day: This
exception may reflect the fact that most uninsured
persons are in good health and that some persons are
uninsured because they choose not to purchase health
insurance expectirg that their health will not require
medical care. Theeal significance of Table 6 is that
persons who most need health care are least likely to
have access to private health insurance. This may be
due to lower employment rates and lower incomes of
persons with poorer health or selection criteria of
insurers tominimize their coverage of persons whoare
likely to be high health care users. If the public
insurance system could substitute perfectly for the
decline in private health insurance, then access to
health care could be maintained. However, data indi-
cate that the rates of uninsurance actually increase as
health status detcriorates. A limitation of relying on
the market to ensure access to health care is that
persons with poor health cannot afford the health
insurance premiums and that private insurers will
want to exclude them in any case.

Summary:

Private insurance ismorelikely to cover people
who are in better health than people in poorer health.
Public insurance covers a disproportionate number of

people in poorer health,

The substitution o: public for private insur-
ance is pot perfect, however, accounting for the fact

that the percentage of uninsured increases with poorer
health status,

Comparison of Health Insurance Status for Per-
sons with Limitation in Major Activity and Per-
sons without Any Limitation:

The health insurance status of persons with
disabilities differs significantly from the health insur-
ance status of the nondisabled population. This differ-
ence is represented in Tables 7a/7b (see Tables 7a/7 b)
Private insurance is utilized by a’proximately 63
percent of persons with limitation in major activity
compared to almost 80 percent for persons without
limitation. The difference between persons with and
without major activity limitation is greatest for work-
ing-age persons and least for children. The lower per-
centage of private insurance among working-age

ERIC
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persons with major limitation reflects a combination
oflow - family incomes, lower rates of employment,
and access barriers based on medical underwriting
criteria. ‘The discrepancy appears lower between
children with and without limitations, however, be-
cause many children without limitation are uninsured
when they come from low income families.

Although persons with disabilities are less
likely to have private insurance than non-disabled
persons, they are more likely to receive public insur-
ance. The largest programs of public insurance for
persons with disabilitics are Medicare, Medicaid, and
the military health care programs CHAMPUS and
CHAMPVA'which will be referred to as mi'itazy/
VA. Table 7a provides & comparison of the number of
persons with major activity limitation receiving each
type of public insurance by age group. Over 95 percent
of disabled persons over 65 receive Medicare com-
pared to only 14.8 percent of disabled working-age
persons, and virtually no disabled children. Medicaid
is the primary public insurance program for disabled
children covering as many as 22.7 percent compared
to 14.1 percent of disabled working-age persons and
12.3 percent of disabled elderly persons. The Veter-
ans Administration health insurance program covers
approximately 8.1 percent of disabled adults, 7.7
percent of disabled elderly persons, and less than one
half of one percent of disatled children.

A comparison between Tables 7a/7b reveals
thata higher percentage of persons with major activity
limitation are covered by the public health insurance
programs than persons without limitations. For ex-
ample, among persons with major activity limitation,
Medicaid covers 22.7 percent of children, 14.1 per-
cent of working-age persons, and 12.3 percent of
persons over 65 years. By contrast, for those without
Limitation Medicaid covers only 10.2 percent of chil-
dren, 2.8 percent of working-age persons, and 3.7
percentof elderly persons. Similarly, Medicare covers
14.8 percent of working-age persons with a major
activity limitation compared to only 0.2 percent of

18 CHAMDUS is the abbreviation for Civil:an Health and Medi-
cal Program of the Uniformed Services and CHAMPVA is the
abbreviation for Civilian Health and Medical Program of the Vet-
erans Administration,
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Table 7a: Profile of Health Insurance Status of Persons with Limitation ofMajor Activity due to
Chronic Condition by Age Group, (HIS 1984)

All Ages Under 18 18-64 Over 65 Under 65
Million % Miliion % Milhion % Milion % Million %
140 631 14 63.6 84 62.2 42 64.6 9.8 62.0
32 14.4 0.5 227 19 141 08 123 24 152
82 369 0.0 00 20 14.8 62 954 20 127
1.7 7.6 0.009 04 1.1 8.1 05 717 1.2 7.6
24 10.8 03 136 2.1 15.6 .07 1.1 24 152
22.2 100.0 22 100.0 135 100.0 6.5 100.0 158 1000

Pnivate
Insurance

Public

Insurance
Medicaid
Medicare
Mt «ary-VA

L.

TG,

All Ages

Milhon

1545

100
156
57
265
197.3

%

78.3

51
79
29
13.4
100.0

Source for Tables 7a and 7 Derived from N

to Chronic Condition by Age Group

(in mullions and pereentages)

Under 18

Muhion %
430 73 4
60 102
0.0 00
1.6 2.7
83 14.2
58.6 100.0

18-64 Over 65
Milhon % Mihon %
992 809 124 770
3.4 2.8 06 37
03 0.2 153 95.0
24 28 Y6 37
18.1 148 0.1 0.6
122 6 1000 161 1000

Footnote: Persons with more than onc t/pe of insurance are cou nted more than cnce

Norember 1987, DHHS Publicauon Vo. (PHS) 87 - 1590; Table 4, 6, 9, 13, 18

Table 7b: Profile of Health Insvrance Status for All Persons Without Limitation of Major Activity due

Under 65
Million %
1422 785
9.4 52
0.3 02
50 28
263 14.5
181.2 1000

ational Center for Health Staustics, Health Care Coverage by Sovodemographic and Health
Charactenstcs, Un:ted States, 1984. Tuta fror 1 the National Health Survey, Vital and Health Staustcs, Serics 10, No 162,

ERIC
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working-age persons without major activity limita-
tion.

The percent of persons who are uninsured is
remarkably similar between persons with limitationin
major activity and pcrsons withoutlimitations, Among
children with limitation in major activity, 13.6 percent
are uninsured compared to 14.2 percent among chil-
dren without limitations. Among working-age per-
sons, 15.6 percent with major activity limitation are
uninsured compared to 14.8 percent without limita-
tions. These statistics are slightly misleading, how-
ever, because one-third of all uninsured working-age
persotis are 18-24 years old. When persons between
ages 25-44 are compared, the percent uninsurd is
actually 19.0 percent for persons with major activity
limitation compared to 13.6 percent for persons with-
out any limitations. Likewise, among the population
45-64. the percent of uninsured drops to 12.8 percent
for those with major activity limitation compared to
8.5 perceat for those without any limitations'”. These
statistics suggest that a greater percentage of working-
age persons with limitation in major activitvy face
barriers to access than do persons withowt limitations.

While the percent uninsured among working-

age persons with limitation in major activity may be
higher than the percent uninsured among persons
without limitations, it is important to recognize that
he actual number of so-called standard risk persons
wit’ out health insurance is much greater than the
rar ber of uninsured persons with pre-existing condi-
tions. Tables 7a/7b indicate that the number of
uninsured persons in 1984 was 2.4 million persons
with limitation in major activity and 26.5 million
persons without limitation. Of the total 29.8 million
uninsured persons in 1984, people with limitation in
major activity representapproximately 8 percent. This
is one of the reasons that persons with disabilities are
notdriving the health insurance reform debate. Never-
theless, a large proportion of persons with disabilities
experience the limit~tions of private and public health
insurance which make them a logical leader to close
the gaps of under-insurance.

7 Nationa' Center fc= Health Statistics, “Health Care Coverage

by Sociodemographic and Health Characteristics, United States,

1984", Data From the National Health Survey, Vital and Health

Statistics, Series 10, No. 162, November 1987, Table 17, p. 43-
Q
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Summary:

Approximatelv 63 percent of persons with
mitation in maior activity have some form of nrivate ve som f v
i T l t 80 perce
i limitat

el , ¢ £ cublic
mwmmmm&mmn ;

s limitati Fi rmpl
n hildren with lim ior activity
re¢xive Medicaid compared to 10.2 percent of chil-
dren without limitation,
With he g ilabili in-
ran iliti
r ities

Mmmmw] limitation . ity is higt
than the percent uninsured among_persons without
limitati ons with limitation i 3 -
representonlv 8 percent of the total uninsured popula-

fion,
Employment and Health Insurance:

With most 7rivate health insurance linked to
employment in the U.S., SIPP data provide a unique
opporunity to examine the relationship between health
insurance status and employment for working-age
persons with a work disability. Of the 17.9 million
persons with a work disability, 7.6 million are em-
ployed full time or part-time, 4.7 million are not
employed and not receiving SSI or SSDI, and 5.7
million are neither employed nor receiving SSI or
SS¢  These categories provide a useful framework
for analyzing the health insurance status of persons
aged 18-64 with a work disability.

As can be seen in Table 8, private insurance
ranges from 82.6 percent of persons with a work
disability who are employed full time, to 65.0 percent
who are employed part-time, to 39.5 percent who are
not working atall. The 82.6 percent with private insur-
ance is slightly less than the 85.3 percent of persons
with private health insurance who are currently em-
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Tabte 8:
Type of Health Insurance by Employment Status for Working Age Persons with & Work Disabitity, 1984
(in millions of persons and percentagas)

Employment Status

Empl oyed

Wot Employed

Kealth Insursnce Status Full Time | Part Time

Private Only 4.65 82.6%
Private and Medicare 0.05 0.9%
Private and Medicaid . 1.1%
Medicare Only

Medicaid Only

Medicaid and Medicare

Qther . . . 1.5%

No Insurance 0.67 11.9% 0.42 21.0% 1.09 14.3%

Adjusted Totals * 5.63 100.0% 2.00 100.0% 7.63 100.0%

footnote:

teceiving SSI | Not Receiving |
or SSO1 §St or 3SD!

2.90 51.3% . . 10.03 55.9%
0.1 1.9% . . 0.98 5.5%
1.2% . . 0.31 1.7x
0.75  4.2%
2.42 13.5%
4.4% 0.50 2.8%

0.1 . . 1.6% 0.30
1.52 26.9% . 20.5% 3.21 17.9%

$.65 100.0% 10.34 100.0% 17.95 100.0%

* All percentages are based on sdjusted totals rather than on the actual sum of the heelth insurance statuses represented in this

tabte. In this preliminary analisis of the SIPP dats,

the sdjusted totals, based on the single estimate of employment status,

sre tikely to be more reliable than the sctual sum of ths suttiple health fnsurancs statuses. Although the health insurance
categories were selected to be mutustly exclusive, there my ke some duplication accounting for this srell discrepancy. For this
resson, percentages total siightly more than 100 percent because the adjusted totals range from 1.8% to 4.2X less than the sum

of the health insurance statuses.

Source: Calculated from SIPP (1984) data analyzed on special request by the Buresu of Economic Ressarch, Rutgers University, 1988.

ployed as reported in Table 5. This may indicate that
persons with a work disability who are employed full
time may not have much more trouble getting health
insurance than persons without a disability.

Unfortunately, the HIS data reported in Table
5 did not break-out part-time employment or self-
employment for the percentage of persons with pri-
vateinsurance. Itis well known that part-time employ-
ees are less likely to be el’gible for private insurance
than full time employees in employer sponsored group
health insurance plans. This would suggest that the
percent of employees with pr'-'ate insurance should be
higher for full time employees than for part-time
employees. As a result, the 82.6 percent of private
insurance for full time employees with a work disabil-
ity may actually indicate greater barriers to access than
would be experienced by full time employees without
Ji work disability. Moreover. since self-employed

Aruitoxt provided by Eic:
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persons would likely have to purchase an individual
policy subject to strict medical underwriting criteria,
it is likely that a full time employee with a work
disability would have a harder time obtaining private
insurance asaself-employed person. While the Health
Insurance Association of American (HIAA) reports
that the number of insured persons with individual
policies under age 65 has dropped to 4.6 percent in
1986, it has not been possible to identify the number
of persons with disabilities who have individual poli-
cies.

Another factor which might disguise differ-
ential treatment of employees with a work disability is
the fact that many persons with a work disability who
do not have access to private health insurance may not

'8 Health Insurance Association of America,

1988 Updare:Source
Book of Health Insurance Data, Washington, D.C., Table 1.4,
p. 6.
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be working at all for fear of jeopardizing eligibility
for public health insurance. For the most part, Medi-
caid and Medicare have not been available to persons
with disabilities who are working full time or part-
time if they earn more than $300 per month. This
measure of “substantial gainful activity”, which is
used by the Social Security Administration as part of
its legal definition of disability, is little more than half
of minimum wage and is certainly not a reasonable
indicator of a person’s capacity to be self-sufficient at
all much less afford all of the costs associated with a
disability. This can present a major disincentive to
work when private health insurance does not cover
many of the health related services needed by a person
with a chronic condition.

As noted above, public insurance is primarily
available to persons with a work disability who are not
employed. Medicaid coverage is reported by 26.0
percent of persons not employed compared toonly 6.2
percentof persons working full time and 9.5 percent of
persons working part-time. Likewise, Medicare is
reported by 20.0 percent of persons who are not
employed compared to 1.8 percent of persons working
fulltimeand 3.5 percent of persons working part-time.

Uninsured persons with a work disability
appeer to range from a low of 11.9 percent among
those employed full time to a high of 21.0 percent
among those employed part-time. Interestingly, the
percent uninsured is slightly higher among those
employed part-time than among those not working
(20.5%). For those not working, an important differ-
ence exists between persons receiving SSI or SSDI
and persons notreceiving SSIor SSDI. Almost half of
the 3.2 million uninsured persons with a work disabil-
ity between 18 64 are neither work. 2 nor receiving
SSTor SSDI. It would be interesting to see how many
of these 1.5 million persons reported in the SIPP
survey that they have the capacity to work full time
even though they were currently unemployed. This
inforr. ..tion would provide a basis for an estimate of
the extent to which lack of health insurance may be
discouraging employment. In any case, developing a
strategy to provide health insurance to this group
remains one of the major challenges for health insur-
ance reform.

Among the 5.7 million persons with a work
ab111ty who are neither employed nor receiving SSI
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or SSDI, as many as 51.3 percent appear to receive
some form of priv.ate insurance. It remains to be seen
whether they are covered by a continuation of the
group plans which they may have had when they were
employed, or by the insurance of a spouse, or by an
individual plan. Answers to these questions can be
learned from further analysis of the SIPP data.

Another question concerning the category of
persons neither employed nor receiving SSI or SSDI
is why as many as 17.7 percent report receiving Medi-
caid when this group is supposed to exclude persons
who receive SSI. Although this estimate is somewhat
suspect, it is conceivable that a certain percentage of
these persons became eligible for Medicaid through a
medically needy program. Thirty - five states have a
medically needy program which extends Medicaid to
persons with incomes above the poverty level if their

medical expenses drop theirincome below the poverty
level.

Werile only 12.8 percent of those rec2iving SSI
or SSDI are uninsured, the fact thatany of these recipi-
ents of the two major disability programs admini-
stered by the Social Security Administration are
uninsured deserves some attention. In practically all
states, SSI recipients are automatically eligible for
Medicaid immediately. In a few states, the so-called
209(b) states, there are some additional state require-
ments, but the vast majority of SSI recipients even in
the 209(b) states receive Medicaid. For the federally
administered Medicare program, however, persons
who are determined to be too disabled to work are
required to wait for two years after qualifying for
SSDI payments before they become eligible for
Medicare. This can impose a substantial burden on
persons who have become recently disabled, espe-
cially when they face expensive initial rehabilitation
costs associated with their disability. Some of these
SSDI recipients are able to continue receiving private
health insurance coverage, but many are uninsured at
some time during their two year waiting pericd for
Medicare.

SSA has recently reported from SIPP (1984)
data that 6 percent of all disabled worker beneficiaries
of SSDI are uninsured'®. With 2.4 million disabled

¥ Social Security Administration, Sogial Security Bulletin; Annyal
Statistical Supplgmgn; 1987, December, 1987, p.92, Table 18.
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worker beneficiaries, the total number of uninsured
would bc approximately 143,280 persons. If the
number of new beneficiaries who are on their two year
waiting period is approximately 449,748 persons [twice
the number of disabled worker new beneficiaries
reported by SSA between July 1980 and June 1981 in
the General Accounung Office report Social Secyrity
Di : Dem ind Economic Ch ris-
tics Qf [\_Jg}y B;ngflgiarigs, January 1988], then the
number ~f uninsured disabled workers could be as
high as one-third. Further analysis could reveal how
many SSDI beneficiaries appear not to be uninsured
because they have had to spend down to poverty in
order to qualify for Medicaid coverage during their
two year waiting period for Medicare.

This section has focused on the health insur-
ance status and employment status of persons aged 18-
64 with a work disability. Persons were classified as
having a work disability if they reported a chronic
condition which either made them unable to work or
which limited the amount or kind of work they could
do. The determination of employment status was
based on whether a person was employed during a
certain period prior to the SIPP interview. This clas-
sification gives a primacy to the labor force attach-
ment of persons with work disabilities because both
private and public health insurance are highly depend-
ent on employment status.

This approach has been criticized, however,
for obscuring the severity of limitation by failing to
distinguish between people with a chronic condition
who are unable to work and those with a chronic
condition who are unemployed for other reasons?.
Surprisingly, the Bureau of the Census estimates from
the SIPP survey that only 8 million persons aged 16-
64 reported that they were “prevented from working”
because of a chronic condition?, rather than the 10.3

» Mitchell P. LaPlante, “Disability and Health Insurance in the
United States,” Unpublished paper prepared for the National
Invitational Working Group Meeting on public and private
health insurance policies and practices affecting persons with
disabilities, spousored by the National Institute on Disability and
Rehabilitation Research, Washington, D.C., June 14-15, 1988.
Revised August 15, 1988, pp. 10-11.

21U.S. Bureau of the Census, Current Population Reports, Series

P-70, No. 8, Disability. Functional Limitation, and Health Insur-
auc;_C_o_mgg_]_%_[&i U.S. Goverament Printing Office,
shington, D.C., 1986, p. 26.
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million persons identified in Table 8. It was decided
touse the higher estimate of 10.3 million persons in
thisreport, however, because 2.3 million working-age
persons with a work disability were not employed
during the criterion period even though they reported
that they were “able to work”. LaPlante believes that
this response may indicate a lower level of severity
and that persons who report being “able to work” are
likely to be unemployed for reasons other than their
impairment. The interpretation used in this report is
that the impairment might be an obstacle to employ-
ment because of job discrimination or an unwilling-
ness of an employer to modify the workplace to
accommodate a person’s impairment regardless of a
person’s perception of his or her ability to work. Itis
therefore reasonable to group together working-age
persons with a work disability who are not employed
whether or not they indicate that their chronic condi-
tion prevented them from working. Further research
should explore whether disabled persons who report
that they are not prevented from working because of a
work disability have different disabling conditions,
levels of severity, age of onset for the disability, and
work histories than persons who report that they are
prevented from working because of a work disability.

Summary:

rking- ns with a work
ili tv | | i ns wh
r n ivin I or SSDI

Ame hali of 1h§ uninsured persons with a work

ili in thi egory,

mon

DI beneficiaries ar 1 hihlvlnrl

rin ear waiti for Iti
estimated Ihat as manv as one- thlrd of new SSDI

neficiaries ar red tim ing th
required two year waiting period for M

Part-time employees are another group with a
employees are slightly more likely o be uninsured
than persons who are not employed,

Full time empl ih work disabili
h t in m T
m:haﬂg disability, HQWQVQL itis notclear to what
i nj full
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im es with rk disability, Moreover
it is not known how many full time employees have
n uded lover- insyr-
n lan f medical conditi
Conclusion:

Part Two has reviewed national survey data on
access to private health insurance, public health insur-
ance, and uninsurance for persons with limitation in
major activity and persons without limitatior. Private
health insurance is more available to persons who are
employed, have higher family incomes, and have
better health status and no limitations. Public insur-
ance is more available to persons who are unem-
ployed, have incomes below poverty, and have poorer
health and limitation in major activity. Nevertheless,
the substitutior of public for private health insurance
is far from perfect, as rates of uninsurance remain high
for persons with incomes below poverty and for per-
sons with limitation in major activity, and appear to
incr.ase for persons with poorer health.

The problem seems to stem from the failure of
many employers to provide private health insurance to
their employees and their dependents, and the failure
of public insurance to cover persons who do not have
access to private health insurance whether they are
employed, unemployed, or not in the labor force.




PART THREE:

ADEQUACY OF HEALTH INSURANCE FOR
PERSONS WITH DISABILITIES AND PER-
SONS WITH CHRONIC ILLNESS

The types of health insurance which people
with himitationin majoractivity have access towas ex-
amined inPart Two. This section will focus on the
adequacy of healthinsurance tomeet the special needs
of persons with disabilities and persons with chronic
illness. Adequacy refers to the extent to whicha health
insurance policy meets an individual’s health
related needs. Among the special needs which will be
described are rehabilitation, maintenance therapies,
personal assistance services, durable medical equip-
ment, disposable medical supplies and drugs.

Unlike health insurance siatus, itis difficult to
generalize about the adequacy of health insurance
plans for several reasons. First, health insurance plars
differ widely in scope and depth of coverage, price,
enrollment requirements, etc. Most comparisons of
health insurance plans concentrate on basic acute care
hospital and medical services such as inpatient hospi-
tal services, inpatient physician services, and physi-
cian office visits. These surveys have revealed impor-
tant differences in the range of covered services and
cost sharing requirements between group plans and
individual plans, self-insured employers and group
plans, and group plans for different size firms?.

Some surveys have focused on the adequacy
of coverage for specific services in different health
insurance plans. The most notable example is the
survey of the American Psychiatric Associationwhich
examined the availability and depth of coverage for
mental health benefits in various insurance plans.
Among the insurance plans systematically surveyed

2 U.S. Department of Labor, Bureau of Labor Statistics, Em-
Washington, D.C.,

ployee Benefits in Medium and Large Firms,
June 1987; WyaltCompany, Q:Qun Bgngﬁjs SnerL A Su rvey

Em,n_qym Washmgton DC 1984 Heallh InsuranceAssocla-
tion of America, fi ical Expense ]

m_tmﬂnmd_s_la_ Washmgton DC 1980 Chollet, Deborah

- 1 v vi

aud_RQLQy_Is_s_ugﬁ, Washington, D. C Employee Benefit Re-
Q

E119

rch Institute, 1984,
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were employer-sponsored benefit plans, Federal
Employees Health Benefits Program, HMOs, Medi-
care, Medicaid, State Employee Insurance
Plans,County Employee Insurance Plans, Municipal
Employuee Insurance Plans and state mandates for
psychiatric insurance coverage?.

A few studies have begun to look at the range
of services which are likely to be needed by persons
with disabilities or persons with chronic illness. Fox
and Yoshpe’s study of sixty employer health insur-
ance plans looked at benefits for occupational therapy,
physical therapy, speech therapy, outpatient mental
health treatment, home care services as well as labo-
ratory and X-ray services, prescription drugs, and
medical supplies and equipment®,

Besides cataloguing the covered benefits, Fox
and Yosphe described the copayment requirements,
various limits on the level of reimbursement, the
number of visits, types of service providers eligible for
reimbursement, lifetime maximum benefits and an-
nual out-of-pocket limits. On the basis of a telephone
survey with ihe employee benefit administrators in
sixty relatively \.osperous firms randomly selected
from the Dunx: 2ad Bradstreet U.S. Business Direciory
and the Business Insurance Directory, Fox and Yosphe
describe a trend toward expanded comprehensive
benefits and greater flexibility through individual
benefits management which could provide greater
protection against expenses for high cost chronic
conditions. This optimistic assessment downplayed
the fact that many of these benefits would only be
provided if they afforded a lower cost alternative to
hospitalization and would not be available on a main-
tenance basis. The study also did not measure trends
toward more restrictive eligibility criteria for private
healthinsurance coverage. Fox and Yosphe did recog-
nize, however, that the recent trend toward increased
use of cost-sharing requirements will substantially

2 American Psychiatric Association,The Coverage
log:Cov for Mental and Nerv i 1$:A
ndium of Public and Pri or Health rance Plans an

v
An_Annotated Bibliography on the Financing of Psychiatric

Care, American Psychiatric Press, Washington, DC, 1986.

* Harriette B. Fox and Ruth Yoshpe, “Private Health Insurance
Coverage of Chronically Il Children”, Fox Health Policy Con-

sultants, Washington, D.C., March 1936.
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raise the out-of-pocket expenses of families with
persons with disabilities.

There are many problems in gauging the
adequacy of health insurance coverage for persons
with severe chronic needs. Firstly, many of the serv-
ices which are needed by persons with severe chronic
conditions are not explicitly described in insurance
plans. Moreover, the Department of Labor which
monitors various characteristics of employer group
policies does not monitor “rehabilitation” even when
it is provided as a covered service.

Secondly, even if a service is listed in a health
insurance policy asa “covered service” there are many
conditions which will determine whether the service is
actually reimbursed. There are often dollar limits on
the amount of certain services which will be reim-
bursed during a year as well as life-time maximums
and annual maximums for all services. In addition, an
insurer will typically have policies which restrict the
providers who are eligible to be reimbursed. These
criteria may include licensing or certification stan-
dards, or the type of setting in which a service is
provided. The insurance company will also have poli-
cies which determine the conditions under which a
policy holder is eligible to receive a specific service.
For example, an insurance company may limit reim-
bursement for home care to persons who have been
recently discharged from a hospital or would require
hospitalization if the home care was not provided.
While this limitation is likely to be specified in the
insurance policy, there are other limitations which
may not be apparent from the policy. For example,
insurers may limit reimbursement to services which
are “medically necessary”, and it is the insurance
company which determines the definition of “medical
necessity”.

It is difficult to determine the adequacy of
health insurance without examining the actual experi-
ence of the policyholder in getting covered for certain
services. National survey data is available on the
health care costs and utilization patterns by sources of
payment for a representative sample of the noninstitu-
tionalized population, but the number of persons with
severe chronic conditions is too small in these na.’onal
samples to examine the adequacy of health insurance

for specific chronic conditions. Moreover, these na-
Q
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tional surveys have not collected sufficient informa-
tion about many of the health related services which
people with disabilities or chronic illness need be-
cause they tended to be guided by what is generally
covered by private health insurance. Asa result, it has
not been possible to use national survey data to iden-
tify the number of persons who need specific types of
services or the amount or cost of delivering those
services. In addition, private insurers claim that they
cannot break-out the claims experience for selected
services for persons with specific chronic conditions.

While this type of information might be useful
to develop actuarial estimates about the cost of build-
ing these services into a health insurance policy, the
aim here is to highlight the absence of current financ-
ing mechanisms for certain services which are essen-
tial to the health care of many persons with severe
chronic conditions. The purpose of this section is to
highlight a need, not to emphasize that all of these
services should necessarily be covered through exist-
ing health insurance plans.

In the absence of adequate financing for these
health related services, many persons with severe
chronic conditions are forced to pay a disproportion-
ate amount of their income for essential health related
services, orto sustain a diminished quality of life when
they cannot afford to pay for certain essential services.
Sometimes the lack of affordable health care for
person. with a very thin margin of health leads to
unnecessary medical complications resulting in costly
rehospitalizations.

Interdependence o¢f Acute Care, Rehabilitation,
and On-going Maintenance Needs:

For persons with severe chronic conditions,
there are at least three interdependent stages in the
health care process: acute care, rehabilitation, and on-
going maintenance. The goal of acute care is to stabil-
ize the health condition of a person affected by a
disease, injury, or a congenital disorder. Stabilization
may involve primary care, trauma care, and diagnostic
services for early detection of health problems. The
goal of rehabilitation is to improve an individual’s
functional capacity which has been limited by an
illness or impairment. On-going maintenance serv-
ices are provided to enable a person to maintain a

a)
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maximum level of independence and self-sufficiency
and to prevent an exascerbation of the chronic cor -
tion.

With improvements inacute care and advances
in medical technology there are more persons who
survive acute conditions. These persons contribute to
the growing demand for rehabilitation and on-going
maintenance services. The recent emphasis on cost-
containment among governmental and employer
payors of health insurance has limited reimbursement
in hospitals thus acceleratating the demand for outpa-
tient, clinic-based, and in home services for rehabili-
tation and on-going maintenance. But at the same time
there is strong resistance among both private and
public insurers to include rehabilitation and on-going
maintenance services as mandated benefits for com-
prehensive health insurance.

The source of this resistance among private
insurers is directly related to the structure of the health
insurance marketplace. Private insurers argue that
health insurance should protect people against short-
term, uncertain risks for acute care rather than provide
a financing mechanism for long term, predictable
risks. Once a chronic condition develops, the rehabili-
tation and on-going maintenance needs become both
predicrable and long term, generating costs beyond
what private insurers may be able to collect from poli-
cyholders in a limited employer group. With premi-
ums based on the claims experience of each group
sep-rately, insurers are concerned that they cannot
raise their premiums in a competitive situation with-
out driving lower risk groups to insurers with lower
premiums. To ensure the viability of financing acute
care through employer groups, insurers want to limit
their liability for chronic conditions. In a competitive
marketplace, private insurers also have an incentive to
resist providing long term benefits in order to discour-
age the enrollment of persons with severe chronic
conditions whoare viewed as high cost users (see Part
Five for examination of health care costs and utiliza-
tion). Insurers also claim that on-going maintenance
services which they call “custodial care”, are not
“medically necessary”. While the debate swirls around
the definition of “medical necessity”, the real issue is
who will pay for the range of health-related services
which are needed by persons with disabilitics and
persons with severe chronic illness.

ERIC
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Broadening Definition of Health Care to Reduce
Its Acute Care Bias:

Private health insurance has largely evolved to
finance the provision of primary care for acute condi-
tions. The acute care bias in the U.S. health care
financing system was shaped by the interests of hos-
pitals and physicians who originally developedhealth
insurance during the Great Depression to ensure pay-
ment for the services which they provided . This acute
care bias has been reinforced by the major payors of
health insurance, both employers and the govern-
ment, to limit their immediate costs. But the develop-
ment of effective primary care and the advance of
medical technology has increased the survivability of
many persons who would previously have died and
ensured that increasing numbers of persons live long
enough to develop various chronic conditions. Even
the medical technology which was previously avail-
able only in a hospital setting can now be delivered in
a clinic office or in a person’s home. These medical
advances have made it possible to overcome or at least
reduce the disabling effects of many chronic condi-
tions, but it also raises the questions: who will pay for
these health related services, who will be allowed to
provide them, and should there be any limits on the
services which a person should be entitled to receive?
These are difficult questions for a society to confront,
but they are inescapable whether the health care sys-
temis operated on a market basis, or through a national
health insurance system, or a national health service.
[WID will seek funding to examine health care cover-
age for persons with chronic conditions in different
countries.]

Moving beyond acute care needs toinclude re-
habilitation and on-going maintenance needs is one of
the major priorities of persons with disabilities or
chronic illness and remains one of the greatest cnal-
lenges to health care financing policy. To the extent
that the mechanism of health insurance can be used to
address these rehabilitation and long term support
needs, it is necessary to broaden the definition of
health care. One measure of the need for on-going
maintenance services can be found in the National
Health Interview Survey, 1979 - 1980 Home Care
Suppiciment.  According to this survey, there are
approximately 3.5 million persons who need personal
assistance or special equipment to perform basic

33,
35




WORLD INSTITUTE ON DISABILITY

physical activities of daily living (ADL). Activities of
daily living include walking, eating, going outside,
bathing, dressing, using the toilet, and getting out of
bed. Table 9 provides prevalence of limitations in
activities of daily living due to chronic health prob-
lems by age and type of limitation (see Table 9).

According to Table 9, there are 2.5 million
persons whe ~annot walk without assistance, 314,00
persons whocannot eat without assistance, 2.2 million
persons who cannot go outside without assistance, 1.4
million who cannot bathe unassisted, 1.1 million who
cannot dress without assistance, 914,000 who cannot
use the toilet without assistance, and 786,000 who
cannot getout of bed without assistance. Foreach type
of basic ADL, Table 9 provides an estimate of the
number of persons who reyuire special equipmer...
need personal assistance, or need both special equip-
ment and personal assistance due to their chronic
health conditions. In the sections which follow, vari-
ous needs will be described which are essential to
maintain the health of persons with disabilities and
chronicillness but are often not adequately covered by
health insurance.

Rehabilitation

Under hospital care, most health insurance
plans will cover rehabilitation in an acute care hospi-
tal. As long as a person needs to be hospitalized, his or
her health insurance is likely to pay for certain reha-
bilitation services including physical therapy (PT),
occupational therapy (OT), and speech-language and
hearing therapy. Some private insurance plans will
also provide rehabilitation in a specialized rehabilita-
tion facility. The greatest problem, however, is that
many insurance plans will not provide post-acute re-
habilitation after a person is discharged from an acute
care hospital or a rehabilitation ficility and returns
home to live.

Resistance by insurers to paying forrehabilita-
tion in a clinic or in home is based or. their perception
that this is an extension of the definition of health care.
To the extent that the goal of rehabilitation is to in-
crease functional capacity rather than toreduce illness
or to increase survivability, it can be argued thatreha-
bilitation is not “r "I+ necessary” and therefore
should not be paw for v ruugh health insurance. The

ERIC
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issue here is not whether rehabilitation can improve
functicnal capacity or whether improved functional
capacity contributes to greater independence and
quality of life, but how rehabilitation should be paid
for.

One of the major problems which insurers
have with reimbursing rehabilitation is how to distin-
guish it from on-going maintenance services. For
persons with chronic conditions which carnot be
cured, it is difficult to determire when enough reha-
bilitation scrvices have been provided and when the
financial obligation of the insurer should cease. While
insurers are generally willing to rely on physicians to
determine what is appropriate medical treatment for
acute care conditions, insurers appear less willing to
rely on the professional judgment of rehabilitation
professionals for chronic conditions. Some of the
skepticism of insurers is based on the financial incen-
tives which rehabilitation professionals have to pro-
vide as many services as they will be reimbursed for.
While this financial incentive is similar for physi-
cians, the environment in which some independent
rehabilitation professionals operate may lack well-ac-
cepted standards of appropriate practice, well-estab-
lished outcome measures to demonstrate thatrehabili
tation has occurred, or well-established administra-
tive mechanisms for utilization review. Meanwhile,
rehabilitation professionals contend that quality of
care suffers when reimbursement decisions of insur-
ers determine which rehabilitation services a con-
sumer can receive.

While some insurers are willing to reimburse
for rehabilitation services which are provided to per-
sons with acute care problems, they have been less
willing toreimburse forrehabilitation when a person’s
acute care nexd has ended. This creates a probler.
because mostrehabilitation is provided after a person’s.
acute care needs have been stabilized. Persons recov-
ering from a stroke or traumatic b ais: injury may have
to relearn basic skills in walkir 2, tarking, or acting in
socially appropriate ways after :ae onset of a disabil-
ity. Persons with spinal cord injury may have to
relearn how to feed and wash themselve: and how to
get around both inside and outside of their homes. The
rehabilitation process involves learning new and old
behaviors, learning how to use technical aids like
wheelchairs and braces, and modifying the environ-
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Table 9: Prevalence of Limitations in Activities of Dail
Limitation, United States Civilian Noninstitutionalized

;Living (ADL) Due to Chronic Health Problems by Age and Type of
opulation, 1979-1980 (Two-Year Average)

Age Group Age Group

Type of ADL and All Type of ADL and All
Nature of Limitation Ages 6-17 18-44 4564 65-74 75-84 85+  Nature of LimHiation Ages 6-17 18-44 45-64 65-74 75-84 85+

Number of persons in thousands Numbaer of persons in thousands
Walking: Dressing:
Completely unable 3 *16 61 55 66 58 54  Completely unable 57 ‘3 *12 ‘6 ‘14 ‘6 14
Special equipmentonly 1168 23 126 281 267 308 162  Special equipment only ‘1 ‘0 ‘0 ‘5 ‘2 ‘3 ‘1
Receives help only 276 ‘7 40 " 59 59 39  Receives help only 946 59 128 243 176 209 130
Equipment and help 680 *16 42 170 163 181 110  Equiprwnt and help 56 ‘2 ‘7  *18 *15 ‘8 ‘5
Unknown nature 68 ‘4 ‘16 ‘16 ‘11 ‘15 ‘6  Unknown nature ‘11 ‘1 2 ‘2 2 ‘3 ‘1
Total 2503 66 285 593 566 621 371  Total 1081 65 149 274 203 231 151
Eating: Using the Tollet:
Completely unable 22 ‘1 ‘6 2 ‘6 ‘1 ‘5 Completely unable 133 ‘8 22 ‘17 24 25 36
Special equipment only ‘8 ‘0 2 ‘5 “1 ‘1 ‘0.0  Special equipment only 240 ‘5 30 60 55 54 36
Receives help only 251 20 39 54 37 58 43  Recsives help only 260 25 35 60 47 53 40
Equipment and help 30 ‘1 ‘5 *7 ‘9 ‘5 ‘2 Equipment and help 268 ‘6 30 60 60 79 34
Unknown nature 3 1 ‘0 ‘0 2 ‘0 ‘0 Unknown nature ‘13 ‘0 ‘2 ‘1 “1 7 *2
Total 314 23 52 68 55 65 50 Total 914 44 119 198 187 218 148
Golng Outside: Getting Out of Bed:
Completely unable 275 7 22 36 59 80 71 Completely unable 62 '3 ‘11 10 12 ‘11 16
Special equipment only 534 ‘11 74 123 123 129 75  Special equipment only n “1 ‘10 20 15 15 N
Receives help only 520 ‘18 52 118 109 126 96  Receives help only 463 21 73 127 80 103 60
Equipment and help 852 23 62 187 205 231 145  Equipment and help 177 ‘4 20 52 39 44 ‘18
Unknown nature 41 ‘0 ‘8 5 10 12 ‘6 Unknown nature ‘13 ‘0 “ ‘6 ‘3 3 ‘0
Total 2222 59 218 469 506 578 392 Total 786 29 115 215 149 176 105
Bathing: Source: National Health Interview Survey, 1979-1980 Home Care
Compleiely unable 65 ‘5 ‘13 ‘8 ‘10 ‘13 ‘15 Supplement; unpublished tabulations from public use
Spe-ial equipment only 85 ‘1 ‘14 25 ‘16 22 7 tapes by Mitchell P. LaPlante, Director, Disability
Receives help only 1050 55 105 219 206 272 192 Statistics Program, University of California, g
Equipment and help 209 ‘4 22 59 44 47 33 San Francisco, for paper on "Personal Care Assistance
Unknown nature 20 ‘1 ‘2 ‘3 ‘3 ‘10 1 and Age: Data from National Surveys" presented at the
Total 1429 66 156 314 279 364 248 10th Annual Pew Health Policy Fellows Conference,

Napa, California, May 27, 1988.
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ment to accommodate one’s impairments. Insur-
ers are also willing to reimburse for rehabilitation as
long as a “patient” is continuing to make progress.
The problem is how to determine when the recovery
process has stopped. Since rehabilitation services may
be reimbursed only as long as the functional capacity
of the person continues to improve, the decision that
the recovery process has stopped will determine the
termination of reimbursement for rehabilitation serv-
ices. Medicare uses a 30 day period for recertifying an
outpatient plan of care and a 60 day recertification
period for home care services. If a person is not
making progress during that period, Medicare reim-
bursement will be terminated. For certain disability
groups like traumatic brain injury, however, it may
take a longer period of time to demonstrate improve-
ment in functional capacity. For other disabilities like
rheumatoid arthritis or multiple sclerosis, it may be
difficult to demwonstrate improvement in functional
capacity where the prognosis is for degeneration. For
these groups, it would be more appropriate to measure
progress in terms of preventing or postponing ex-
pected deterioration rather than improving functional
capacity.

Another issue related to how progress is to be
measured bears on what is considered an appropriate
form of rehabilitation for a person with a chronic
condition. Forexample, for a person who cannot speak
because of cerebral palsy, no amount of speech ther-
apy may be effective in improving his or her capacity
to speak. But a speech therapist can also assist in
providing that person with an augmentative commu-
nication device. Equipped with an electronic key
board which activates a voice synthesizer, the com-

 The term “patient” is deliberately used because health care
financing in the U.S. continues to revolve around the physician
as gatekeeper. This is objectionable to health care consumers for
three reasons. First, it reinforces a dependent role for the health
care user with chronic health care needs, who, unlike the person
with a short-term acute care problem, is often very knowledge-
able about his or her chronic condition. Moreover, for a person
with long term limitations, it is more important thathe or she feels
in control as much as possible. Secondly, it legitimates the phy-
sician as the expert in rehabilitation though rehabilitation in-
volves functional adaptation to the environment. Thirdly, it dis-
guises the fact that the professional judgement of physicians has
become significantly constrained by reimbursement considera-

Jirns in the health care marketplace.
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munication skills of a person with the most severe
speech impairment can be greatly improved.

Recognizing the potential costs associated with
rehabilitation, many insurers prefer to provide reha-
bilitation on an extra-contractual basis. This enables
the insurer to determine the extent to which rehabili-
tation services will be reimbursed beyond what may
be specified in the contract. Rather than specifying in
the insurance contract the level of services which will
be paid for, an extra-contractual arrangement holds
the policy holder hostage to the insurer’s calculation
of whether itis cheaper for the insurer to provide more
rehabilitation now to reduce subsequent health care
costs in the future. Providing rehabilitation on an
extra-contractual basis also avoids attracting the en-
rollment of persons with severe chronic conditions
who are generally regarded as high health care users.

Unlike workers’compensation or no fault auto
insurance, where the scope and level of rehabilitation
benefits are specified in the contract, health insurance
does not generally specify the level of benefits for re-
habilitation. On the other hand, some health insurers
specify a level of benefits which may not be adequate
in a particular case. For example, health maintenance
organizations (HMO’s) which comply with the Fed-
eral HMO Act of 1973 are required to offer up to two
months of inpatient rehabilitation. The willingness of
insurers to cover rehabilitation appe .rs to be related to
whether they decide in a particular case that rehabili-
tation wiil reduce subsequent hea':h care costs which
the insurer is contractually resprinsible for.

Maintenance Therapies:

Some persons with severe chronic conditions
need Physical Therapy (PT), Occupational Therapy
(OT), or Speech-Language or Hearing Therapy on a
maintenance basis in order to maintain their capacities
forindependence and self-sufficiency. Althoughthese
servicesareoften listed as “covered services” in health
insurance plans, they may actually be available under
very restrictive conditions. These conditions might
include that the therapies are available only if “medi-
cally necessary” or only if the person is expected to
increase his or her functional capacity. Rarely will a
health insurance plan provide therapies on a mainte-
nance basis, such as for one or two hours a week, in
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order to prevent the deterioration of existing capaci-
ties.

While HMO’s and other insurers increasingly
recognize the cost-effectiveness of “wellness” cam-
paigns, this concept has not been extended to persons
with disabilities or persons with chronic illness. Some
insurers wili require lower premiums or reimburse
policy holders for participation in physical fitness
clinics if certain functional outcomes are achieved.
Persons with disabilities, however, are usually denied
reimbursement for mainterance therapies which can
improve their functional capacity or prevent deterio-
ration. It would be useful to be able to demonstrate that
maintenance therapies can reduce the health care
utilization of persons with disabilities or chronic ill-
ness in order to weaken the resistance of insureis to
this expanded concept of health care.

Personal Assistance Services:

Many persons with disabilities or chronic ill-
ness need the assistance of another person to live in
their own home. Personal assistance may be needed
with housework, meal preparation, getting arcund in
the home, or personal care. Personal care refers to
assistance with activities of daily living (ADL's) such
as bathing, dressing, feeding, toileting, and transfer-
ring. Most of this assistance is provided by speuses,
adult children, other relatives, neighbors, or friends
without payment. In the absence of informal supports
who can provide personal assistance, some persons
with disabilities are forced tc enter nursing homes.
While relying on family members is often the pre-
ferred solution for persons on a short term basis, the
consequences of exclusive dependence on informal
suppc..ts for chronic conditions over the long term can
be very disruptive to the famly. Being expected to
provide extensive personal assistance on acontinuous
basis can generate tensions and interfere with fanily
members working outside the home. Dependence of
disabled adults on their parents oron their children can
also disrupt normal family relationships under certain
conditions and undermine the independence of the
person with a disability. For all these reasons, having
access to paid personal assistance services can be very
important for the independence of persons with dis-
abilities as well as for sustaining the viability of
& “rmal supports.
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Unlike many of the other health related needs
described in this section, national survey data can pro-
vide an estimate of the need for different torins of
personal assistance for persons with specific health
conditions?®. According to data from the Survey of
Income and Program Participation, 15.3 percent of
working-age persons with a work disability need some
form of personal assistance services to mee their daily
needs (see Table 10)%.

The row percentages indicate the percentage
of persons with each health condition reporting aneed
forpersonal assistance services, while the column per-
centages indicate the size of each health condition
group among those with personal assistance needs.
Comparing the different forms of personal assistance
in Table 10, 12.1 percent of working-age persons with
a work disability need assistance with housework, 8.1
percent need assistance with meals. 6.1 percent need
assistance getting around in their homes, and 4.7
percent need assistance with personal care. Unfortu-
nately, the SIPP survey did not collect information
about the number of hours of personal assistance
services rneeded or received.

Based on cxtensive research on the need for
personal care among working-age persons in Massa-
chusetts and other states, DeJong estimates that the
number of working-age persons (who are non-cogni-
tively impaired) needing two or more hours of per-
sonal care each day is approximately 150 per million
persons in the total population?,.

% An expanded analysis of the demand for personal assistance
services based on the SIPP data is contained in “Towards an
Understanding of the Demand for Personal Assistance.” This
recent pamphlet produced by a joint research effort of Rutgers
University-Bureau of Economic Research and the Worid Insti-
tute on Disability is available from the World Institute on
Disability.

%7 This data was based on persons with a work disability because
it was erroneously assumed that only working-age persons with
a work disability would need personal assistance services for
chronic conditions. Subsequent examination of the SIPP data re-
ealed, however, that at least 178,987 persons reported needing
personal assistance services because of a chronic condition even
though they did not report a work disability.

% Personal communication.
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Table 10: Type of Personal Assistance Needed by Working-~Age Persons with a Work Disability
by Hea.ch londition Responsible for Work Disability (SIPP, 1984)
vealth Type of Personal Assistance Muaber of parsons
Condition needing essistencs
Hainiy Totat Cetting Perscnsl by haslth
Responsible for Growp colum Aroud row column Nousework row column Mesis row coluan Care row column condition row colum
Vork Lieitation pet pet  pet pet  pot pet pet pct  pet pet  pet
Arthritis or rheumstisa 1,800,000 10,03 107,05 5.9 9.7 255,307 14,18 1. 77 140,449 7,80 9.7 {103,532 S5.75 12.30 305,307 16.98 11.11
Back or spine problems 3,880,000 21.61 166,377 4.29 15.08 423,142 10.91 19.50 204,074 S.26 14.11 {100,289 2,58 11.92 487,340 12.56 7.7
Slindness or visfon probtens 480,675 2.68 69,585 14.48 6.3Y 54,549 11.35 2.5 40,683 8.46 2.81 | 11,928 2.48 1.42 91,425 19.02 3.33
Cancer 327,454 1,82 49,066 16.98 4.45 97,049 29.64 4.47 60,881 21,04 4.76 | 47,615 14.5¢ 5.8 110,791 33.83 4.03
Deafness 295,144 1.6 0 0.00 0.00 0 0.00 0.00 0 0.00 0.00 0 0.00 0.00 0 0.00 0.00
Disbetes 614,478 3.42 29,580 4.81 2.48 59,776 9.73 2.76 49,969 8.13 3.45 | 25,749 4.19 3.0 76,736 12.49 2.79
j4eart trouble 2,274,000 12.67 87,048 3.83 7,89 230,674 10.14 10.63 113,706 5.00 7.8 ) 59,765 2.63 7.10 | “277,6!% 12.21 10.11
Aernie 161,174 0.90 0 0,00 0.00 t,085 1,29 0.10 2,085 1.29 0.14 3,966 2.46 0.47 6,052 3.75 0.22
High biood preisu-e 665,564 3. 19,421 2,92 1.6 . 129 11,44 3,51 15,335 2.30 1.06 3,521 0.53 0.42 84,049 12,63 3.06
Kidney stones or probtems 222,604 1,20 31,873 14.32 2.89 4,186 15.36 1.58 23,605 10.60 1.83 | 15,760 7.08 1.87 38,292 17.20 1,39
Lung or respiratory problems | 1,202,000 6.70 45,086 3.75 4.09 119,883  “.97 S.52 60,474 5,03 4.18 7,55¢ 0.63 0.90 137,893 11.47 5.02
Nental jtlness 408,528 2,28 26,810 6.07 2.2 32,832 8.0 1.51 51,318 12.56 3.55 | 20,539 S.03 2.4 71,156 17.42 2.59
Kental retardation 319,326 2.39 41,217 7,95 3N 115,088 22.16 5.30 167,282 32.21 11.56 | 97,864 18.84 11.63 199,814 38.48 7.27
Missing sppendeges 156,567 0.87 17,5064 11,18 1.5¢9 22,637 14.46 1.04 22,637 .46 1.56 | 14,179 9.06 1.68 39,207 25.04 1.43
Nervous or emotional problems 560,653 3.12 20,869 3,72 1.89 46,980 3.34 2.17 42,968 7.66 2.97 | 16,875 3.01 2.01 55,966 9.98 2.04
Paralysis (any type) 254,829 1,42 78,567 30.83 7.12 78,176 29.89 3.51 61,433 2411 4.25 | 49,48 19.60 5.93 101,509 39.83 3.70
Senility 31,568 0.18 13,703 43.41 1.2 13,703 43.4) 0.63 23,343 73,95 1.61 | 12,983 41.13 1.5 W3 73.95 0.8
Stifiness of appandags 925,054 5.18 33,221 3,59 3.00 70,322 7.59 3.2 39,743 4.9 2.75 | 31,803 3.4 3.9 ,581 10.43 3,52
Stomach trouble 274,283 1.53 10,722 3.91 o0.97 17,290 6.30 0.%0 17,290 6.50 1,20 0 0.00 0.00 21,051 7.67 o0.77
Stroke 383,431 2.% 86,133 22.46 7.81 | 133,919 34.93 4.17 95,209 24.83 £.58 | 90,639 23.64 10.77 { 151,187 39.43 S.50
Thryoid trouble 36,482 o0.20 + 0.00 0.00 4,361 11,95 0.20 4,361 11.95 0.3 0 0.00 0.00 £,361 $1.95 0.16
Tumor, cyst, of growth 104,459 0.9 26,28 25,14 2,38 39,1 37.52 1.81 36,212 34.67 2.50 | 25,519 24.43 3.03 47,243 45.23 1.2
Other 2,372,000 13.21 U5, 173 6.12 13.16 244,286 10.30 11, 165,439 6.97 11,44 [101,497 £.28 12,06 | 320,247 13.50 11,46
TARSARSRERIISSE INREN I
Totsl 17.951.273 100X 1,103,359 6.1% 100x 2,169.5¢8 12. LX100X 1,446,476 8,1 100X 841,615 4. 72100% 2,747,161 15,37 00%

RIS SAS A YARARRRVANSAELLSRASANAARRRIANG AT RANS

Source: Data generated by Bureau of Economic Research, Rutgers University from SIPP

This estimate is based on the need for the more
narrowly defined ADL personal care services instead
of the range of personal assistance services repre-
sented in Table 10. Assuming areimbursement rate of
five dollars per hour, the annuai cos. for personal care
alone would range from about $3650 for two hours per
day to $14,600 for eight hours per day when the
service *< paid for. Since versonal assistance services
are rarely covered by private health insurance on a
maintenance basis in one’s own home, the cost for
personal assistance services can becor.c unaffordable
for many working-age persons with disabilities who
would be required to pay for personal assistance
services entirely out-of-pocket.

Nationa! sutvey data from both SIPP and HIS
estimate that personal assistance s¢ rices are needed
by as many as 9.9 percent of all peisons 65-74 years
old and 28.1 percent of all persons 75 years and over.
While it is certainly cost-effective for these persons to
live in their own homes rather than in medica] institu-
tionsinorder toreceive assist . e with their activities
of daily living, neither private health insurance nor
Medicare provide personal assistance services in one’s

©_me on a maintenance basis.
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(1984).

Both private health insurance and Medicare
will generally pay for home health care to provide
skilled nursing care in the home for a short-term
recuperative period for an acute health problem if the
alternative is a more expensive hospitalization. How-
ever health irsurance will not pay for personal assis-
tance services to increase a person’s funciional capac-
ity to live at home. Medicaid is the only health related
payment system which in certain states has been used
to finance personal assistance on a maintenance basis
outside of a medical institution.

Greater attention is needed on how access to
paid personal care car: increase independence and
improve one’s long-term health prospects. Personal
assistance services are an important aid to the user in
carrying ut health maintenance activities and in de-
tecting health problems at an earty stage. Personal
assistance can also be a cost-effective service for
many persons withdisabilities or chronic illness viewed
as an alternative to medically managed institutional
C.. *. To ensure that personal assistance services are
COi.samer-directed, it is important that the financing
of personal assistance services be channeled through

8 the person with a disability to increase accutintability
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of the individual provider to the consumer and to
strengthen the consumer’s independence?®.

Durable Medical Equipment and Assistive
Devices:

Persons wii1 severe chronic conditions often
depend on various assistive devices to live normal
lives and prevent medical problems. These products
consist of mHbi’ .y aids, seating and positioning aids,
prosthetics(e.g. artificial limbs), orthotics (e.g. braces),
sensory and communication devices, and various forms
of environmentai modification in the home, school,
workplace, or vehicle. Needed because of a chronic
medical condition, these assistive devices can greatly
contribute to a person's independence, functional ca-
pacity, and maintenance of health. The problemis that
health insurance will only pay for assistive devices
under certain conditions.

While durable medical equipment is often in-
cluded as acovered benefit inmajormedical insurance
plans, insurers generally resist paying for assistive
devices which are not considered medically neces-
sary. The determination of what is medic~lly neces-
sary and what is needed to improve functional capac-
ity is often an arbitrary decision based on historical
precedence. When the Medicare program was estab-
lished in 1966, wheel chairs were considered to be
medically necessary for persons who would otherwise
be confined to a bed or chair. Augmentative commu-
nication devices, however, were not widely used at the
time, 2nd it has been difficult to get them covered as
medically necessary, even for persons who do not
have the capacity to speak without ther... Recognizing
that health insurance will often cover prostheses as a
replacement for a body part, there is growing interest
in viewing communication devices as communication
prostheses in order to make them eligible for reim-
bursement through health insurance.

» World Institute on Disabiiity has produced several reports on
the role of personal assistance for independent living. Among
WID’s reports .re: Attending to America: Personal Assis. ..e
for Indeprndent Living: Repor: of the National Survey of Atten-
dant Services Programs in the United States, Berkeley, Califor-
nia, April 1987; and “The Per:onal Assistance For Independent
Living Act of 1988: A Model Bill and Commentary,” February

1988.
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To determine whether an assistive device is
“medically” necessary or a "convenience item" which
will be denied for reimbursement, insurers generally
rely on "certificates of medical necessity" submitted
by appropriate physicians to document the severity of
a person's disability and to prescribe the use of a
specific form of durable medical equipment as medi-
cally necessary. Even when durable medical equip-
ment is deterr .ned to be medically necessary, a prob-
lem sometimes arises in determining whether the
insurer will pay for one type of durable medical
equipment which greatly enhances functional capac-
ity when a cheaper one can also meet medical needs.
With incentives to contain costs, insurers find them-
selves weighing the difference between a power wheel
chair which cost $5,000 and a manual whrel chair
which cost $500.

In addition to the insurer's requirements for
documenting "medical necessity", another problem
with durable medical equipment coverage is unrealis-
tic reimbursement limits imposed by the insurer for
specific types of equipment. With reimbursement
guidelines geared to the average costs for different
types of durable medical equipment needed mostly by
persons with acute care needs, Medicare will often pay
less for durable medica. equipment than the market
price. This is especially a problem for persons with
severe chronic disabilities who often need customized
durable medical equipment because they will need to
depend on it for many activities on an on-going basis.
While Medicare determines maximum allowable
charges for specific types of durable medical equip-
ment for which it pays 80 percent, private insurers wil!
generally pay a cert'.in percentage of the market price,
such as 80 percent, for durasle medical equipment.

Another problem with coverage for durable
medical equipment may occur if the insurer does not
pay costs associated with the use of durable medical
equipment such as repair, maintenance, replacement,
and delivery. With most durable medical equipment
used by persons with acute care problems on a tempo-
rary basis, the reimbursement policies of insurers
often involve rental arrangements rather than the out-
right purchase of durable medical equipment. While
rental arrangements usually include the cost of repair,
maintenance, and replacement, these are likely to be
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additional costs which are not included in the purchase
price of durable medical equipment .

Many health insurance policies do not specify
durable medical equipment coverage but will cover
medically necessary expenses associated with home
health care. This benefit is defined as a time-limited
convalescent period following discharge from a hos-
pitalor nursing home. By narrowly defining the home
care benefit, insurers can exclude coverage for health-
related services and products needed on a mainte-

nance basis in one's home for a chronic health condi-
tion.

A survey of policyholders with disabilities
would be needed to measure the frequency of each of
these adequacy problems with different types of du-
rable medical equipment and assistive devices for
persons with different types of health insurance cov-
erage. The Health Interview Survey (HIS) collected
some data on the utilization of mobility aids in 1977.
In addition, the National Institute for Disability and
Rehabilitation Research is planning to add some
questions to the 1990 HIS Supplement on utilization
of various forms of durable medical equipment and
general sources of payment. However, this data will
ot identify costs or sources of payment for specific
typesof durable medical equipment, nor will it collect
information on out-of-pocket expenses for durable
medical equipment. To some extent, this type of data
will be available for certain kinds of assistive devices
in the soon to be released National Medical Expendi-
ture Survey (1987).

Because of the limitations in insurance cover-
age, many persons with disabilities must pay out-of-
pocket for all or a significant portion of the durable
medical equipment and assistive devices necessitated
by their severe chronic condition. While insurers have
been willing to pay for standardized types of durable
medical equipment needed by persons with acute care
needs, it has been more difficult to ge: coverage forthe
customized types of durable medical equipment often
needed by persons with severe chronic conditions.
There has alsc been resistance to broadening the defi-
nition of durable medical equipment to include prod-
ucts such as environmental control and safety equip-
ment, architectural modifications such as ramps,
elevator lifts, and home modifications, sensory and
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communication aids, vehicle transportation aids, and
assistive devices for recreational, educational, and
vocational purposes.

Disposable Medical Supplies

Thecareof a disabling impairment or the treat-
ment of a chronic disease often requires the routine use
of disposable medical supplies. These include colos-
tomy supplies, diabetic testing supplies, catheters,
dressings, supplies forincontinence, etc. Even though
the use of disposable medical supplies are necessitated
by a health condition and have an important role in
prevention of health risks, the expenses for disposable
medical supplic are often not covered by insurance
plans. Used on a daily basis, disposable medical sup-
plies can generate substantial costs ran ging from sev-
eral hundred to several thousand dollars that many
persons with severe chronic conditions have to pay
out-of-pocket.

Surveys are needed on the average out-of-
pocket costs associated with disposable medical sup-
plies for persons with different types of health insur-

ance by level of severity and for specific chronic con-
ditions.

Drugs, Biologicals, and Medical Foods:

Many of the advances in survivability of per-
sons with severe chronic conditions have occurred
because of the development of new drugs, biologicals,
and medical foods. Many persons with severe chronic
conditions require drugs on a daily basis to maintain
their bodily functioning, reduce disabling effects, and
prevent medical complications. Drugs can control
epileptic seizures, prevent infections, enable a person
with diabetes to metabolize food, reduce pain, relax
muscles, lower blood pressure, and avoid depression,
etc. As with durable medical equipment and dispos-
ablemedical supplies, there is great variation in whether

insurers will pay for drugs, biologicals, and medical
foods.

While insurers will pay for the cost of drugs
administered in a medical setting like a hospital or
nursing home, some insurers ill not cover those
same drugs on an outpatient basis. Until the recently
passed Meuaicare Catastrophic Coverage Act of 1988,
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Medicare, like many private insurers, would not pay
for drugs on an outpatient basis.

Insurers wili generaily refuse to pay for drugs
which have not been officiaily approved for a specific
health condition by the Food and Drug Administration
(FDA). This cancreate a real problem for persons with
rare disorders who may need experimental treatments.
Some drugs which are used in other countries lack
FDA appioval for treating specific conditions because
private drug companies do not have a sufficient finan-
cialincentive to invest in the complex and costly FDA
approval process when the anticipated market is rela-
tively small. Moreover, many insurers will not pay for
drugs which are not listed as standard medical treat-
ment for specific chronic conditions in various tex:s
including the U.S. Pharmacopoeia Dispensing Infor-
mation, the American Medical Association Drug
Evaluaiions, and the A merican Hospital Fermulary
Services Drug Information. The National Organiza-
tion for Rare Disorders (NORD) monito:s proble.s
associated with getting treatment for rare disorders®.
Some insurers have been known to exclude coverage
forspecific drugs, like AZT, in order to discourase the
enrollment of persons who might develop AIDS.

Tn addition, many insurers will only pay for
drugs which are medically prescribed, thus eliminat-
ing many over-the-counter (OTC) drugs which per-
sons with severe chronic conditions may depend on.
Among the OTC drugs which may aot be covered by
some insurers are such basic items as insulin for dia-
betics, pain medications, muscle relaxants, vitamins
and other medical foods.

Even for drugs that an insur.r will cover, there
are significant variat'ons in the size cf the deductible
for this specific benefit, the percentas . of reimburse-
ment for drug expenses, and annudl limits for drugs
within the insurance policy. For example, Medicare
will require a $589 deductible for outpaticnt drugs and
willreimburse at only 50 percent of drug costs in 1990.

%' NORD publishes the "Orphan Discase Update” to call attention
to the problems associated with treating rare disorders and
maintains a Rare Disease Database on standard and investiga-
tional treatments for various chromc disorders. NORD can be
QO “edat P.O. Box 8923, New Fairfield, Connecticut 06812.

ACCESS TO HEALTH CARE VOL.1,NO.1 &2

The percentage of reimbursement for outpatient drugs
by Medicare will rise to 80 percent by 1993,

A survey is needed to measure the extent to
which drugs are adequately covered by different types
of health insurance for persons with severe chronic
conditions. Many persons with severe chronic condi-
tions face continuously high drug expenses, some
exceeding several thousand dollars each year, which
they cannot get private insurance to pay for because
they are subjected to pre-existing condition exclu-
sions.

Need for Further Research;

It would be useful for national disability and
chronic disease organizations to sponsor or conduct
research on the adequacy of health insurance for cov-
ering various health related needs of their constituen-
cies. [deally, the research d=sign would stratify samples
on the basis of age group and level of severity for
specific chronic conditions. This research, which
could be standardized across groups, should measure
the types and levels of health related services needed,
the costs for providing the service, current sources of
payment, and the consequences of either receiving or
not receiving the service. Without this information, it
isdifficultto move the health insurance debate beyond
the priority of providing health insurance to the
uninsured. Unless the health related needs of persons
with severe chronic conditions are better recognized,
the type of health insurance which is eventually de-
signed for the uninsured may not cover many of the
health related needs of persons with disabilities or
chronic illness. Moreover, if the problems of the
under-insured are not raised at this time, a strategic
opportunity may be missed for appealing to a broad
range of groups who would have an interest in modi-
fying health care financing policy.

Part Three has focused on the adequacy of
health insurance to meet certain special needs of per-
sons with disabilities and persons with chronic illness.
Another approach to the study of adequacy of health
insurance would be to use existing national survey
data to examine general indicators of health care
udlization for persons with disatilities who have dif-
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ferent types of health insurance. By controlling for
such factors as age, degree of activity limitation, na-
ture of health status, and perhaps even specific chronic
conditions, it would be possible to compare the
adequacy of different types of health insurance in
providing access to specific health services like short-
stay hospital visits or physician visits. Depending on
which characteristics of the health insurance plansare
retrievable from 2 national survey like the Health
Interview Survey, it might be possible to compare
health care utilization for uninsured persoss and per-
sons in group plans of different sizes, HMOs, individ-
ual plans, etc. at different deductible levels. While
focusing on health care utilization might identify per-
sons with disabilities who are most vulnerable to not
getting their health care needs met, it would not indi-
cate whether the cause of the low health care utiliza-
tion was an adequacy problem reflecting coverage
restrictions, low reimbursement level for providers, or
highdeductibles, or was the result of health care deliv-
ery problems such as lack of transportation to the
heaith care provider or limited number of health care
providers in the area. As an example of a recent study
of access to health care, the Robert Wood Johnson
Foundation sponsored a telephone survey of a strati-
fied sample of the national population in order to
measure the consequences of having or not having
health insurance. The survey found that among re-
spondents with a serious or chronic medical illness,
working-age adults were 3.5 times as likely as the
elderly to ha\ : needed supportive medical care,
medications, or supplies, without getting them, and
3.4 times as likely to have major financial problems
due to their illness®. Although there are problems
with the definition of persons with “serious or chronic
medical illness” and with the small sample size and the
use of a telephone survey, this type of study provides
an important measure of the adequacy of health insur-
ance.

Conclusion:

Part Three has discussed some of the limita-
tions of health insurance for responding to various

% Rodney A. Hayward, et.al., “Incquities In Health Services
Among Insured Americans: Do Working-Age Adults Have Less
Access To Medical Care Than The Elderly?”, New England

l{llC of Medicine, Vol. 318, No. 23, p. 1510.
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health related needs necessitated by severe chronic
conditions. The needs which have been highlighted
include rehabilitation, maintenance therapies, per-
sonal assistance services, durable medical equipment,
disposable medical supplies, and drugs. These serv-
ices are either not provided in an insurance plan, or
when covered may actually be available in limited
amounts under very restrictive conditions.

Additional research is required to measure the
adequacy of health insurance plans in terms of cover-
age limits and reimbursement policies which affect
the range of services which persons with disabilities or
chronic illness need. Besides the health related serv-
ices described abeve, it is important to also include
such services as psychological counseling which per-
sons may need to cope with severe chronic conditions.
Itis also important to measure the extent to which out-
of-pocket expenses n_cessitated by severe chronic
conditions constitute an economic handicap which
could bereduced through alternative financing mecha-
nisms. Moreover, it is important to estimate to what
extent limited access to appropriate health related
services for persons with severe chronic conditions
contributes to preventable medical complications,
distuptive social burdens, and expanded public
disability costs which might not otherwise be needed
if access to affordable health care was available to all
persons with severe chronic conditions, regardless of
their capacity to work.

Finally, it would also be useful to compare the
health care utilization patterns of persons with dis-
abilities with different types of health insurance starus
in order to measure the adequacy of different types of
health insurance and to identify other barriers to nealth
care delivery.
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PART FOUR:

BARRIERS TO ADEQUATE AND AFFORD-
ABLE HEALTH INSURANCE FOR PERSONS
WITH DISABILITIES AND PERSONS WITH
CHRONIC ILLNESS:

There are three distinct but overlapping barri-
ers which prevent persons with severe chronic condi-
tions from meeting their health care needs through
adequate and affordable health insurance. Part Two
described the various types of health insutrance that
persons with disabilities have access to. Part Three
explored certain types of rehabilitation and health
related maintenance services which people with se-
vere chronic conditions often need but which health
insurance, which is predominantly oriented to acute
care, generally does not cover. Part Four will explore
in greater depth some of the barriers to access, afforda-
bility, and adequacy which confront persons with dis-
abilities and persons with chronic illness when they
seek health insurance.

Barriers to Access:
Barriers to access exist when persons with

disabilities or chronic illness cannot purchase private
health insurance on the same terms as so-called stan-
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dard risk persons because of the presence of pre-
existing conditions. Insurers have the option of reject-
ing a person for insurance, rating up the premium, or
limiting the coverage which an ir lividual can pur-
chase based on the insurer’s perception of anticipated
costs. Insurers can establish their own medical under-
writing criteria toreflect their assessment of the proba-
bility of risk and the costs associated with that risk. In
this market system, health care is a commodity and
health insurance is a productrather than an entitlement
to essential sa1vices which citizens have a right to on
the basis of need.

Insurance companies are free to determine
their own medical underwriting criteria for assessing
risk. Table 11 presents the risk classification by com-
mercial health insurers reported in a recent survey of
the Office of Technology Assessment. (See Table 11)
This risk classitication scheme represents the basis on
which a representative sample of commercial health
insurers require a higher premium, exclusion waiver,
or denial of individual coverage. Without reviewing
the actuarial statistics on which these underwriting
criteria are presumably based, it is difficult to evaluate
their reasonableness. However, data from the Na-
tional Health Interview Survey (1983-1986) presented
in Table 1 indicates the wide variance in disabling
effects and in the need for personal care associated

Table 11: Risk Classification by Commercial Health Insurers:
Common Conditions Requiring a Higher Premium, Exclusion Waiver, or Denial

Higher Premium Exclusion Waiver Denial

Allergies Cataracts AIDS

Asthma Gallstones Ulcerative colitis

Back strain Fibroid tamor (uterus) Cirrhosis of liver
Hypertension (controlled) Hemia (hiatal / inguinal) Diabetes mellitus
Arthritis Migraine headaches Leukemia

Gout Pelvic inflammatory discase Schizophrenia

Obesity Spine / back disorders Emphysema
Psychoneurosis (. sild) Hemorrhoids Stroke

Kidney stones Knee impairment Obesity (severe)
Emphysema (mild-moderate) Asthma Angina (severe)
Alcoholism / drug abuse Allergies Coronary artery disease
Heart murmur Varicose veins Epilepsy

Peptic Ulcer Sinusitis, chronic or severe Lupus

Colitis Fractures Alcohol / drug abuse
Source: Office of Technological Assessment. AIDS and Health Insurance: An OTA Survey, February 1988, p. 12, also included in U.S.
Congress, Office of Technology Assessment. Medical Testing and Health Insurance, OTA-H-384 (Washington, DC. U.S. Government Printing

Office, August 1988) p. 60.
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with various impzirments and chronic conditions. For
example, there is no limitation in major activity for 71
percentof people withepilepsy, 72.1 percentof people
with d*abetes, 70.2 percent of people with emphy-
sema, 91.1 percent of people with hypertension, 65.0
percent of people with ischemic heart disease, and
82.7 percent of people with breast cancer (see Table
1). It remains to be seen whether the medical under-
writing criteria used by private insurers are sensitive to
the v aric - ‘ons in severity among persons with specific
chronic conditions or whether the underwriting crite-
ria are used to discriminate against persons in certain
diagnostic categories on the grounds thatit is difficult
to predict which persons within a diagnostic category
will become high health care users. Anecdotes abound
about persons who were denied private health insur-
ance coverage because of pre-existing conditionseven
thoughthey claimthat their health status was excellent
and their health care utilization was standard.

People with disabilities or chronic illness are
vulnerable to medical underwriting criteria whenever
their health insurance plan changes. This may occur
when a person changes jobs, seeks a new insurance
policy because the insurer has changed the benefit
package or price of the previous insurance policy, or
when a family insurance policy is altered because of
age, divorce, cr the death of an insured spouse. A
person with a preexisting condition may also become
vulnerable if an employer changes group coverage
from one insurance company to another. The Depart-
ment of Health and Human Services estimates that
there are as many as 7 million “insured uninsurable”
persons who would not be able to purchase a new
heaith insurance policy because of pre-existin gcondi-
tions if they lost their present insurance®.

The discretion which insurers can use in as-
sessing risk is ultimately dependent on public policy.
Until states outlawed the practice, many insurance
companies refused to automatically cover newborn
infants as dependents under group or family health
insurance plans until the insurer could determine that
the infant was healthy and thus constituted a good in-

%2 Department of Health and Human Services, Insuring Cata-
strophic Iliness for th neral Population; Technical Report,
Office of Health Policy and Office of the Assistant Secretary for

Planning and Evaluation, Washington, D.C., 1987, p. i.
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surable (i.e. profitable) risk. A few states have also
prohibited insurers from using pre-existing condition
clauses when taking over an existing group which has
been insured by another insurance carrier.

Insurers can erect different barriers to access
for persons in large groups vs. small groups, and per-
sons seeking individual health insurance policies. In
larger groups, health insurers do not generally con-
sider the health status of individuals, choosing instead
to distribute the costs for individuals among all
members of a large natural group®. Nevertheless, in-
surers may require ne'w employees to be medically
underwritten even when joining a large existing group.
Private insurers resort to medically underwritin gindi-
viduals to limit their financial risk when they cannot
readily distribute the individual cost within a large

group,

Competition among insurers based on experi-
ence rating also creates a financial incentive for pri-
vate insurers to avoid coverinyg persons who may need
a high level of health services. Various strategies
utilized by private insurers to discourage the enroll-
ment of so-called high risk individuais and the impli-
cations of these practices for governmental costs will
be analyzed in a subsequent policy bulletin.

The health insurance industry estimates that
only one percent of the U.S. population under 65 year
old is “uninsurable”. One percent of the under 65
population represents around 2.1 million persons,
This is approximately two-thirds of the 3.2 million
uninsured working-ag ~ persons with a work disability
estimated from SIPP survey (see Table 8). If there is
any merit to the health insurance industry estimate,
then many of the uninsured persons with disabilities
would not technically be “uninsurable”.

The health insurance industry’s definitica of
“uninsurable” ignores two critical facts. One is that
the determination of “uninsurability” has more to do
with the size of the group with which one shares risk

3 From an insurer’s point of view, a group is considered “natural”
if it was created for purposes other than to purchase health insur-
ance and therefore is more likely to represent a cross-section of

the risks in the general population,
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than with the health status of the individual. The
second is that as long as insurers can choose their own
medical underwriting criteria, they can greatly expand
the size of the so-called “uninsurable” population
when it is in their interest to do so.

Although the experience with health insur-
ance of persons with disabilities has not been well
studied, some insights into access barriers can be
gleened from existing surveys. For example, a Louis
Harris survey of disabled Americans for the Interna-
tional Center for the Disabled (ICD) found that 13
percent of persons with disabilities aged 16 and over
reported that they have been refused health insurance,
or had it cancelled, because of their disability*.

The National Health Interview Survey pro-
vides an estimate of the number of all uninsured
persons under age 65 by the main reason reported for
not having health care coverage (see Table 12).

Table 12: Estmate of all uninsured persons
under 65 by main reason reported for not having
health care coverage, (HIS, 1984.)

Too expensive 17.9 miluion (63%)
Job layoff, job loss 4.2 million (15%)
Healthy haven't needed it 1.8 million 6.2%)
Don't believe in insurance 0.5 million (1.7%)
Can’t obtain because

of poor health 0.3 million (1.0%)
Other reasons 3.3 million (11.8%)
Unknown 1.3 million

All main reasons 29.6 million (100%)

Source: National Center for Health Statistics, "Health Care
Coverage by Sociodemographic and Health Characteristics,
United States, 1984", Data From the National Health Survey,
Vital and Health Statistics, Series 10, No. 162, Table C, p. 11.

u Louis Harns and Assocuates, Inc. The ICD Survey of Disabled

in ng in instr
New York, March 1986, pp. 86-87.
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From Table 12, it appears that economic fac-
tors accounted for at least 78 percent of the reasons
that persons were uninsured, while inability to obtain
health insurance because of poor health accounted for
only 1 percent of the total uninsured. Since the number
of those who reported not being able to obtain health
insurance because of poor health was only around
300,000 persons, it appears that many uninsured per-
sons with disabilities attributed their lack of health in-
surance to economic factors. This interpretation is
supported by the SIPP survey which asked working-
age persons without health insurance to identify the
reason for lack of health insurance coverage. Re-
sponses for working-age persons with a work disabil-
ity who do not nave any health insurance are presented
below (see Table 13).

Table 13: Working-age persons w"h a work dis-
ability who donot have any healthinsuranceby the
reason reported for the lack of coverage (SIPP,
1984)

Reasons f' r lack of coverage:

Too costly 73.0%
Veterans or military coverage 8.8%
Poor health 8.5%
Not working 6.6%
Healthy 1.8%
Distrust of system 1.1%
Other 0.3%
100.0%

Source: 1984 SIPP data generated on special request by
Rutgers University-Burcau of Economic Research,1988.

Interestingly, almost three-quarters of this
uninsured group of persons with a work disability
reported that they lacked health insurance because it
was “too costly”. Unfortunately, from this response it
caanot be determined whether they were denied pri-
vate insurance because of their pre-existing condition,
offered insurance at a higher rate than they could
afford, or were offered insurance with pre-existing
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Table 14: Working-age persons with a work disability by self-reported

health status and by health condition (SIPP, 1984)

Self-reported 1ealth Status

Health

Condition

Nawnly

Responsible for Total colum Excetlent row colum Very fow colum Good rox  colum farr row colum Poor row colum
Work Limitation pct pct  pct good  pct  pet pct pet pct  pet pct ;:Cl

2x3xx === S==SIs==SIzz=I=sos=2iscs Iz 2zTEs =S=EXz==z=zpocazx
Arthritts or rheunatism 1,799,570 10.03 | 20,742 115 218 | 160,153 8.90 8 35 | 443,350 24 64 9.20 721,560 40.10 12 38 | 453,765 25.22 10.26
Back or spine problems 3,880,419 21.63 | 211,902 5.46 22.31 | 559,504 14.42 29.18 |1,192.000 30.72 20.73 1,132,000 29.17 19.42 | 785,013 20.23 17.75
BlLindness or vision problems 480,673 2.68 | 73,144 15.22 7.70 51,165 10.64 2.67 | 130,847 27,22 2 7 135,273 28.14 2.32 90,24 18.77 2.04
Cancer 327,452 1.83 4,923 1,50 0.52 8,034 2.45 0.42 49,291 15,05 1,02 98,714 30.15 1.69 | 166,490 50.84 3.77
Deafness 295,141 1,65 | 48,301 16.37 5.08 79,216 26.8 4.13 | 123,872 41.97 2.57 38,918 13,19 0.67 4,83 1.64 0.01
Drabetes 605,230 3.37 1,027 0.17 o 32,827 5.42 1.7 75,661 12.50 1.57 260,587 43.06 4.47 235,128 38.85 5.32
Heart trouwble 2,271,992 12.66 35,816 1.58 3.77 102,741 4.52 5.36 467,742 20,59 9.70 795,811 35,03 13.65 859,882 38.29 19.67
Hernta 161,172 0 90 822 535 0.91 36,714 22.78 1.91% 31,682 19.86 0,86 35,917 22.28 0.62 48,237 29.93 1,09
High blood pressure 665,562 3.7 18,833 2.8« 1.99 37,562 5.64 1.96 154,940 23,28 3.2 301,696 45.33 5.17 152,481 22,91 3.45
Krdney stones or problems 222,603 1.2 4,177 1.88 0.44 0 0.00 0.00 64,008 28.75 1.33 81,438 36,58 1 40 72,980 32.78 1.65
Lung or resprratory problems | 1,202,101 6.70 | 56,408 4.69 5.9 | 122,269 10.17 6.38 282,304 23.4% 5.86 [ 379,725 31.59 6.51 | 361,395 30.06 8.17
Mental yliness 408,526 2.28 15,389  3.77 1.62 45,252 11.08 2.36 119,572 29.2  2.48 47,512 36,11 2.53 80,801 19.78 1.83
Mental retardation 519,325 2.89 | 100,297 19.31 10.56 67,530 13.00 3.52 195,456 37.64 4.05 108,244 20.84 1.86 47,800 9,20 1,08
N15$1Ng appendages 156,565 (.87 | 27,567 17.57 2.50 32,793 20.95 1.7 46,979 30.01 0.97 35,724 22.82 0.61 13,562 8.66 0.3
Nervous or emotional problems 560,652 3.13 22,272 3.97 2.3 41,166 7.34 2.15 132,604 23.65 2.75 223,425 39.85 3.83 141,187 25.18 3.19
Paralysis (any type) 254,827 1.42 29,564 11.60 3.1 2,980 9.80 1.30 856,719 34.03 1.80 68,817 27.01 1.18 44,767 17.56 1.00
Semiity 31,568 0.18 0 0.00 0.00 0.60 0.00 9,831 31.30 o0.20 3,803 12.05 0.07 17,884 56.65 0.40
Stiffness of appendage 926,052 5.16 66,027  7.13 6.95 148335 16.02 7.74 356,341 38.48 7.39 232,779 25.14 3.99 122,570 13.24 2.77
Stomech trouble 274,280 1.53 4,808 1.75 0.51 6,697 2.44 0.35 29,910 10.90 0.62 174,772 63.72 3.00 58,093 21.18 1.3
Stroke 383,428 2.1 4,908 1.28 0.52 19,2% 5,01 1.00 65,091 16.98 1.35 122,691 32.00 2.10 171,526 44.73 3.88
Thryord trouble 36,481 0,20 4,162 1141 0.4 0 0.00 0.00 17,496 47.96 0.36 4,575 12.54 0.08 10,248 28.09 0.23
Tumor, cyst, or growth 104,457 0.58 5,055 4.84 0.53 18316 17.53 0.96 14,329 13.72 0.30 8,830 8..5 0.15 57,927 55.46 1.31
Other 2,372,335 13.22 | 186,038 7.84 19.58 | 323,173 13.62 16.85 | 730.365 30.79 15.15 717,628 30.25 12.31 | 415,131 17.50 9.39
Total 17,940,411 100x 949,972 5.37 100% 1,917,639 10. 77 100X 4,820,438 26.97100% 5,830,439 32.57100% 4,421,923 24 .67100%

Source: Data generated by Bureau of Economic Research, Rutgers University, from SIPP (1984) data.

condition exclusions which would ensure that the
insurance would not cover the health related services
which they were most likely to need.

Itis likely that a sizeable percentage of the 8.5
percent of respondents who reported that they lacked
insurance because of “poor health” were actually
rejected by private insurers for reasons of poor health.
The SIPP survey permits an examination of self-
reported health status of working-age persons with a
work disability by the health condition mainly respon-
sible for the work limitation (see Table 14).

From Table 14, it appears that 24.6 percent of
working-age persons with a work disability report that
their health status is “poor” and another 32.5 percent
report that their health status is “fair’. The health
conditions which appear to be mosi associated with
poor health status are cancer and other tumors, senil-
ity, diabetes, and heart trouble followed by stomach
trouble and high blood pressure. Among the 16
percent of the working-age disabled population who
reported “excellent” or “very good” health status are
persons with mental retardation, missing appendages,
deafness, blindness, paralysis, and thyroid trouble.

ERIC
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It is also possible that a portion of the 6.6
percent of respondents in Table 13 who reported that
they lacked insurance because they were not working
may have lost group coverage when they lost their jobs
and may not have been able to purchase individual
coverage because of underwriting criteria of private
insurers or the high premiums,

More surprising, was the 1.8 percent of the
uninsured who reported that they lacked insurance
because they are “healthy”. Almost half of these
persons (table not shuwn) identified chronic condi-
tions like back or spine problems, arthritis or rheuma-
tism, or stiffness of appendages which are high preva-
lence conditions which often interfere with certain
kinds of work but may notrequire active medical care.

This analysis of the SIPP data is not necessar-
ily inconsistent with the one percent estimate of so-
called “uninsurable” persons claimed by the health in-
surance industry. Itis important to note however, that
the one percent estimate does not include the sizeable
number of persons with disabilities covered by public
insurance (see Table 7a). Moreover, the one percent

a6 estimate covers less than two-thirds of the uninsured
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Table 15: Percentage of Families (Head less than 65) with Expenses exceeding Various
Out - of Pocket Thresholds from NMCES (1977)

Expenses

Thresholds Total Population Any Limitation Major Limitation No Limitation

$2200 4.2% 7.0% 9.6% 3.6%
5%($11,000* 2.6 4.7 6.6 2.2
25%/$11,000* 1.5 3.0 37 1.2

$4400 1.5 2.5 36 13

$6600 09 1.5 _ 0.7
5%{$11,000* 0.7 13 _ 0.6
25%/311,000* 04 0.9 - 03

Income

5% 11.0 17.6 214 9.7

15% 4.0 7.7 9.2 3.9

25% 29 4,7 5.1 25

*This expense threshold represents a fixed amount (e.g. $2290 or $6600) plus 5% or 25% of income over $11,000.

Source; Department of Health and Human Services, Insuring Catastrophic Illness for the General population: Techmcal Report, Office of
health Policy and office of the Assistant Secretary for plannimng and Evaluation, Wa,hington, D.C., 1987, p. 3.9

population ages 16-64 with a work disability. Further-
more, the one percent estimate does not include a
sign.ficant proportion of the population with disabili-
ties or chronic illness who face the twin barriers of
health insurance affordability and adequacy.

Summary:

Persons with severe chronic conditions are
vulnerable to medical underwriting criteria whenever
their health insurance plan changes.Insurers may re-

ject an application, charge a higher premium, or ex-
clude coverage for pre-existing conditions,

Most working-age persons with a work dis-
ability who are uninsured report that health insurance
is 100 expensive for them rather than that it is not
available,

More research is needed on the problems that
people with pre-existing conditions have in applying
forhealth insurance and in renewing their healthinsur-
ance plans,

Barriers to Affordability:

The problem of affordability refers to the cost
that persons must pay for health related services in
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relation to their incon.e. At issue is not the total
charges for health care, some of which may be paid by
third party re;mbursement, but the costs to the health
care user. The actual burden of out-of-pocket costs
will depend on the cost of the health care, the level of
income, and the adequacy of a health insurance plan.
If the total out-of-pocket expenses exceed a certain
percentage of a person’s income, it can be assumed
that the health care costs constitute a “catastrophic”
expense.

The Department of Health and Human Ser-
vices analyzed the best available data on health care
costs and sources of payment from the 1977 National
Medical Care Expenditure Survey (NMCES) to pro-
jectout-of-pocketcosts for different populations. Table
15 presents the percentage of families (with head of
household less than 65 years of age) with health care
expenses exceeding various out-of-pocket thresholds
(see Table 15).

The Department of Health and Human Ser-
vices used three different types of thresholds: fixed
amounts (e.g. $2,200, $4,400, $6,600); fixed percent-
ages of family income (e.g. 5%, 15%, 25%), and a
combination of fixed amounts plus percentages of
income above a certain level (e.g. $2,200 plus 5% of
income above $11,000). Based on these thresholds, it
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was found that families with individuals having activ-
ity limitation experienced almost twice a higher inci-
dence of catastrophic out-of-pocket expenses, regard-
less of the threshold level*,

According to Table 15,9.6 percent of families
with a family member with a limitation in major
activity had out-of-pocket expenses of atleast $2,200
in 1977, and 21.4 percent had out-of-pocket expenses
exceeding five percent of their family income. As will
be explained in the Part Five on health care costs and
utilization patterns, these figures underestimate fami-
lies’ exposure to catastrophic out-of-pocket expenses
because they provide little information on non-hospi-
tal, non-physician costs, and they exclude the costs of
persons who are institutionalized.

This section will describe three components of
out-of-pocket expenses for healthcare which are highly
significant for persons with severe chronic conditions
and then consider the income level of persons with
work disabilities.

Out-of-pocket expenses for health related services:

There are three types of out-of-pocket ex-
penses facing persons with severe chronic conditions.
One is the cost of health insurance including the pre-
mium, deductible, and copayments. The second type
of cost is the out-of-pocket expenses for services
which exceed the limits of a health insurance policy
for “covered services”. There might also be a differ-
ence between a fixed dollar amount which an insur-
ance plan will pay and the amount that the health care
provider wili charge for a specific service. Some
insurance plansreimburse atthe “usual and customary
rate” while others provide a fixed dollar amount which
is frequently undisclosed at the time that the insurance
plan is purchased. The third type of cost is the sum of
the out-of-pocket expenses for health-related services
which are not covered at all by the health insurance
policy. While low users of health care services may be
affected only by the cost of health insurance, persons
with severe chronic conditions who are high health

3 Department of Health and Human Services, Insyring Cata-
hi neral lation; Technical R ,

Office of Health Policy and Office of the Assistant Secretarv for

Planning & Evaluation, Washington, D.C., 1987, Chapter 3.
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care users may be affected by all three types of health
care costs.

The cost of health insurance generally in-
cludes a premium, deductible, and copayments. For a
health insurance plan to take effect a premium must be
paid to the insurer. In addition to the premium, there
is the cost of the deductible which the consumer must
pay to the health care provider before the insurer will
pay anything. Finally, there isthe cost of co-payments,
which consumers may be required to pay, ensuring
that the consumer shares a percentage of the cost,
generally around 20 percent, of what the insurer is
expected to pay. Interestingly, coverage limits and co-
payments are more likely to be imposed on ancillary
health care services such as mental health counseling,
visiting nurses services, or speech therapy which
persons with disabilities may need than on major
health care services which all health care users may
use. Insurers prefer to impose co-payments on con-
sumers in order to discourage utilization of so-called
“‘unnecessary” services asindicated by the fact thatthe
consumer would prefer to forego the service rather
than pay the co-payment. While many standard risk
persons can avoid the costs of deductibles and co-
payments for services which they do not need, persons
with chronic conditions who must rely on certain
health related services will often have to pay the
combined cost of the premium, deductible, and co-
payments. The amount of the co-payments may be
limited by acatastrophic protection provision in many
insurance policies.

Theextentto which persons with severe chronic
conditions are protected by catastrophic protection
provisions is important to examine. In 1977, the per-
centof the privately insured population under 65 with
no out-of-pocket limit on hospital and medical ex-
penses was found to be 64.5 percent for persons in
poor health status and 54.2 percent for persons in fair
health status. By 1984, it was estimated that the per-
centage without limits on out-of-pocket expenses for
catastrophic illness was reduced to 48.2 percent for
persons with poor health and 40.6 percent for persons
with fair health. Although self-reported health status
is not equivalent to severity of a disability, approxi-
maizly 57.1 percent of working-age persons with a
work disability identified their health status as pooror
fair according to the SIPP survey (See Table 14).
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Using the National Medical care Expenditure
Survey (NMCES) of 1977, Farley calculated that
among the privately insured vopulation under 65 years
oldthat31.2 percent of persons with poor health status
and 22.9 percent of persons with fair health status had
at least a one percent chance of out-of-pocket ex-
penses greater than 10 percent of family income. This
calculation was made to estimate the number of per-
sons who are potentially underinsured whether or not
they had high medical expenses in a particular year.
Among the 21.4 million persons with poor or fair
health status, there are 2.4 million (11.2 percent) who
are uninsured all year, 2.5 million (11.9 percent) who
are uninsured part of the year, and 2.6 million (12.2
percent) who are underinsured inspite of their private
health coverage®. These estimates based on the 1977
NMCES data have been adjusted to reflect assump-
tions about the expansion of catastrophic protections
in group major medical plans as of 1984 but do not
include the out-of-pocket expenses for health related
services which private insurance tends not to cover.

The cost of health related services which ex-
ceed the limit of a health insurance plan is important
to consider for persons with severe chronic condi-
tions. Even if they have the protection of a stop-loss
for catastrophic expenses, the stop-loss only protects
against out-of-pocket expenses for “covered serv-
ices”. The stop-loss will not extend to out-of-pocket
expenses for health care services which may be ex-
cluded through a compulsory rider for treatment of
health conditions which existed prior to the beginning
of the health insurance policy. In the absence of an
exclusion of treatment for specific conditions, it has
been reported that some insurers will challenge the
reimbursement of claims on the grounds that a rider
would have been required had the person disclosed a
pre-existing chronic condition at the time of applica-
tion. This can putpeople with a pre-existing condition
into a frustrating dilemma . Ca the one hand, if they
choose to disclose a pre-existing condition they can

3 PpamelaFarley, ““Vho Are the Underinsured?”, paper presented
atthe 1984 meetingsof the American Public Health Association;

derived from Table 7, p. 39; revised version in Milbank Memo-
mmummmmmmu 63(3):476-503, Suminer
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expect a rejection of the health insurance policy or an
exclusionary rider on the health care services which
are most likely to be needed. On the other hand, if they
fail todisclosethe presence of a pre-existing condition
at the time of application,the insurance company can
invalidate the entire health insurance policyat the time
of reimbursement.

The third type of out-of-pocket expense in-
cludes the health related costs of services which are
not “covered” in a health insurance policy. As de-
scribed in Part Three, health insurance generally does
not cover such health related services as personal as-
sistance services, on-going maintenance services, cer-
tain types of durable medical equipment, disposable
medical supplies, etc.

Research is needed to identify the average
annual costs associated with each of these health care
costs for persons with specific chronic conditions at
different levels of severity.

Summary:
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Table 16: Distribution of personal income for working-age persons 18 - 64 with and without work limitations, who
have any private insurance compared to those who are totally uninsured, SIPP (1984)

(percent)
Total .. ..
Population Not Work Limited Work Limited
Not Work Not Work Not Work Work Work  Work
Limited Limited & Limited & Limited Limited & Limited &
Any Private Uninsured Any Private  Uninsured
Insurance Insurance
Total Monthly
Personal Income
$400 ¢ ess 31.1% 2€.2% 24.1% 4939 44.3% 35.7% 61.2%
$401 - $800 16.4% 15.5% 13.5% 24.4% 22.1% 16.3% 23.0%
$801 - $1,600 26.9% 27.9% 30.3% 19.4% 19.9% 26.6% 11.7%
$1,601 -$2,4%0 14.3% 15.3% 17.4% 4.5% 7.8% 12.0% 2.5%
More than $2,400 11.4% 12.2% 14.4% 2.4% 5.8% 9.3% 1.5%
Total 100.0% 100.0% 100.0% 100.0% 100.0% 100.0% 100.0%

Source: SIPP (1984) data analyzed by the Bureau of Economic Research, Rutgers University, 1988.

Health User’s Capacity to Pay:

The affordability of health care costs must be
judged in relation to the health user’s capacity to pay.
While a private insurer will assess the “reasonable-
ness” of a health insurance premium in relation to
anticipated health care costs, the affordability of health
insurance must be judged by the health care user in
relation to his or her discretionary income. The Survey
of Income and Program Participation provides some
data on the personal incomes of working-age persons
with and without a work disability (see Table 16).

Table 16 shows that persons with a work dis-
ability have significantly lower personal incomes than
persons withouta work disability. Moreover, Table 16
indicates thatuninsured persons with a work disability
have an even lower level of personal income than
persons with a work disability who have private insur-
“nce.

50

Ifitis assumed that many persons with limita-
tion in major activity have higher health care utiliza-
tion and higher health care costs than persons without
limitations (see Part Five), then clearly an affordabil-
ity problem will exist for persons with low incomes.
Forlow income workers whose employers donot con-
tribute to their health insurance premiums, it is not re-
alistic for them to spend at least $175 a month on
health care coverage for their families which might
representaround ore-third of the gross monthly salary
of a minimum wage worker. [Bureau of Labor Statis-
tics data indicate that in 1985 the average monthly
premium cost for family coverage was $178 for self-
insured coverage, $175 for commercial coverage, and
$165 for Blue Cross-Blue Shield plans.] These statis-
tics suggest that low income workers with a severe
chronic condition will not be able to afford private
health insurance even ifitis available to them, as well
as absorb the additional out of pocket expenses for

-
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health related services often needed by persons with
disabilities or chronic illness. ‘The affordability prob-
lem for the health care consumer is shaped by the
problem of adequacy of health insurance benefits.

Summary:

Persons with a work disability are likely to

INECS

ility is ev for

ixty in 4
month,

Barriers to Adequacy:

The adequacy of health insurance depends on
the nature of health related needs and the criteria for
eligibility. Rather than view all persons with severe
chronic conditions as a homogenous group, this sec-
tion will briefly consider how barriers to adequacy
vary with different age groups.

Children are highly vulnerable to inadequate
health insurance in three ways. A large percent of
children with severe chronic conditions are infants
needing short-termintensive medical carein aspecial
ized hospital setting in order to survive. This medical
care can create a catastrophic financial crisis for al-
most any family regardless of their health insurance
status. Apj ropriate medical care to these infants can
oftenelir- .ate or greatly reduce the long term effec*s
of thedisat lity orthe chronicillness. A second grow.,
consists of children who are uninsured even though
their parents have health insurance. Surprisingly, 29
percent of uninsured children live in families headed
by someone with employer-based health insurance
which does not provide dependent coverage®. The
third group consists of children whose health insur-

37 Deborah Chollet, “Uninsured in the United States: The Non-
elderly Population without Health Insurance”, Employee Benefit

Rescarch Institute, March 4, 1987, p. 2.
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ance coverage is not sufficient to meet their long term
support needs. Many of these children are technologi-
cally dependent or have unstable medical conditions
which require various home care services on a main-
tenance basis. Several reports have focused on the
technologically dependent children who are cared for
ininstitutions because the funding sources will not pay
for their care in their family homes®, In addition to
health care services, many children with severe chronic
conditions may have special developmental needs as
a result of their chronic conditions.

At the other end of the age spectrum, elderly
persons with severe chronic conditions face twomajor
problems in meeting their health related needs. One
stems from the failure of Medicare to provide protec-
tion fromout-of-pocket expenses associated with acute
care needs. The recently passed Catastrophic Insur-
ance bill to expand Medicare coverage for hospitaliza-
tion. physician services and out-patient drugs should
prevent many elderly persons from having to impov-
erish themselves or do without needed health services
when faced with frequent acute care needs. The sec-
ond problem which continues to grow reflects the
failure of financing mechanisms to provide for long
term support services which an increasing number of
eiderly persons need to remain in their own homes. In
the absence of adequate private or public financing for
community based long term support services, elderly
persons, who are living longer and developing more
chronic impairments, face the growing prospect of
costly and depersonalized nursing home care. This
institutionalized option for long term care quickly
depletes their lifetime savings causing them to spend
down to poverty, expands Medicaid costs for institu-
tional services, and isolates elderly persons from their
family and friends and from the resources, like hous-
ing, which they have had access to.

% Foundation for Hospice and Homecare, “The Crisis of Chroni-
cally Il Children in America: Triumph of Technology - Failure
of Public Policy”, Washington, D.C., March 23, 1987; U.S.
Cungress Office of Technology Assessment Ig;hnglggy_DL
hildren; Hospital v e A

mnqum OTA-TM-H-38, Washington, D.C., U.S. Govemment
Printing Office, May 1987; Task Force on Technology-Depend-
ent Children, Fostering Home and Community-Based Care for
Technology-Dependent Children, Department of Health and
Human Services, April 7, 1988.
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Working-age persons with severe chronic
condiu :ns face the twin problems of underinsurance
and uninsurance. A large percentage of working-age
persons with severe chronic conditions are underin-
sured because of the limitations of their private or
pablic insurance in meeting their on-going mainte-
rance needs as described in Part Three. Working-age
persons with a work disability are most likely to be
uninsured when they are working part-time, are on the
two year weiting period for Medicare, or are neither
employes nor on SSI or SSDI as seen jn Part Two.
Moreover, by limiting eligibility for p 'ic' - subsi-
dized health care to persons who canno ,:ather
than to persons who do not have access to adequate or
affordable private health insurance, public policy has
created a major disincentive to work for working-age
persons with a severe disability.

Summary:

p " hrom... conditions #

healthrelated needs, The adequacy of health insurance

lepends on the stability of lical condition. d

nature of the impairments. and the types of support
, , hicl ted |

services and prod, r
with severe chronic conditions to maintain their health,

1tk insurance i

Conclusion:

The primary barriers to adequate and afford-
able health care coverage for persons with severe
chronic conditions stem from the acute care orenta-
tion of health insurance and from the lack of financing
mechanisms to distribute costs in an equitable way
between higher users and lower users. As a resul,
health insurance usually does not cover on- going
maintenance services, except as a lower cost alterna-
tive to hospitalization, and many persons with pre-
existing conditions face eitherrejection, higher premi-
ums, or pre-existing condition exclusions from private
insurers.

The private and public health insucance pro-

grams in the U.S. provide different types of coverage
‘epending on age, income, employment status, and
thecondmons surroundingthe onse: of a severe chronic

condition. This contrasts with many cther industrial-
ized countries in which access to health care is pro-
vided as an entitlement of citizenship hasea on health
care needs. The evolution of the private and public
health insurance programs in the U.S. will be exam-
ined in the next policy bulletin.
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PART FIVE:

MEASURING HEALTH CARE UTILIZATION
AND COSTS FOR PERSONS WITH DISABILI-
TIES AND PERSONS WITH CHRONIC ILL-
NESS:

Lack of access to private health insurance
largely reflects the systemic problems of low labor
force participation and reduced ability to pay for
premiums. For persons with disabilities and persons
with chronic illness, however, there is the additional
problem of various selection practices of private
insurers who have a financial incentive to avoid cov-
ering high users of health care. This section will
review national survey data on health care utilization
and costs in order to consider whether private insurers
have reason to avoid covering persons with disabili-
ties. The limitations of this data will then be analyzed
and suggestions for further resear :h proposed.

Sources of Data:

Estimating the health care utilization and costs
for persons with disabilities or chronic iliness is very
difficult. First, most health care users do not kno w the
cost of the services which they consume. This occurs
because they do not pay those charges directly as they
haveheeninsulated by acomplex system of third party
payors. Secondly, whenconsumers are asked toreport
their health care costs or utilization patterns there is a
lot of missing information and inaccurate reporting. It
is very time-consumir.g and costly, however, to verify
the self-reported health care costs or utilization pat-
terns which respondents nrovide on various surveys
because of the fragmertation of the health care sys-
tem. This tends to limit che size of the sample in most
surveys which does not permit reliable estimates of
costs or utilization patterns for persons with specific
chronic conditions. This is particularly problematic
ior measuring the health care costs and utilization
patterns of persons with severe disabilities because
the most disabling conditions are the ones lowest in
prevalence (see Table 1). Thirdly, while almost two-
thirds of persons with limitation in major activity have
some private health insurance coverage, private insur-
ers treat the claims experience of specific categories of
persons as proprietary information and have not been
&ling to report it even in an aggregated form that

ACCESS TO HEALTH CARE VOL. 1, NO.1 &2

disguises the identity of specific insurers. For all these
reasons, data on the health care costs and utilization
patterns of persons with disabilities have been diffi-
cult to measure.

Nevertheless, tnere are four national surveys
which provide different types of data cn various indi-
cators of health care utilization and costs. The Na-
tional Health Interview Survey provides self-reported
data on selected health services but does not collect
data on health care costs. The primary sources of data
on health care costs, utilization, nd sources of pay-
ment come from three national surveys of representa-
tive samples of the noninstitutionalized U.S. popula-
tion. These include the National Medical Care Expen-
diture Survey (NMCES,1977), Nutional Medical Care
Utilization Expenditure Survey (NMCUES,1980),
and the National Medical Expenditure Survey
(NMES, 1987) which is currently in preparation for
analysis.

Though eleven years old, NMCES provides
the most statistically reliable estimates of health care
cost and utilization patterns to date with a sample of
approximately 14,000 households which includes
40,000 persons. In zddition to the realatively large
sample size, the information reported by respondents
was subjected to verification through a companion
survey of insurers and employers which greatly in-
creased the accuracy of the household survey and
reduced missing information. Although the data from
this 1977 survey can be weighted to reflect recent
changes in health care costs and in the age distribution
of the noninstitutionalized population, the primary
limitation of continuing to rely un the NMCES survey
is that it does not reflect recent changes in insurance
policies,such as increased deductibles and copay-
ments and expanded use of pre-existing condition
clauses, orreflect recent advances in medical technol-
ogy since 1977. By contrast, NMCUES (1980)
used a relatively small sample (approximately one-
third the size of the NMCES sample) and relied
exclusively on self-reported data which was not veri-
fied by a survey of employers and insurers. Asaresult,
the NMCUES data though - »e recent are less reli-
able than NMCES data for . .timating the health care
costs and utilization patterns because of greater miss-
ing data and inaccuracies reported by respondents.
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Table 17: Health Care Utilization by Degree of Activity Limitation and Age Group in the United States, (HIS, 1979)

Limited, but Limited in Kind Unable to
No Limitation Not 1n Major or Amount of Carry On
All Persons of Activity Activity Major Activity M.jor Acuvity
No. of discharges frem
short-stay hospitals per
100 persons, per year
All ages 13.9 9.8 20.8 343 64.1

Under 17 6.5 5.5 212 343 927
Ages 17-44 14.1 12.1 212 35.1 685
Ages 45-64 16.6 32 18.7 ) 65.8
Age 65 and older 27.0 148 23.0 318 61.1
Average number of days spent
in shont-stay hospitals for
persons discharged

All ages 7.8 5.5 82 10.2 13.6

Under 17 5.6 4.8 57 10.4 109
Ages 17-44 6.2 4.8 82 102 16.0
Ages 45-64 9.4 66 8.1 10.0 13.6
Age 65 and older 10.8 8.6 9.7 10.3 13.0
No. of physician visits
per person, per year

All years 4.7 39 6.5 9.8 119
Under 17 years 4.1 39 52 13.0 15.1
Ages 17-44 4.5 4.0 7.1 10.0 16.0
Ages 45-64 52 37 6.6 10.5 12.7
Age 65 and older 6.3 43 6.3 84 10.1

Source: Nation
Data from the ! tonal Health Survey, Vital
Tables 2, 7, 8.

“enter for Health Statistics, "Health Characteristics of Persons with Chronic Activity Limitation: United States, 1979,"
and Health Statistics, Series 10, Nc. 137; December 1981, DHHS Publication No. (PHS) 82-1565;

The new survey, NMES (1987), used a sample
of 14,000 households among the noninstitutionalized
population which oversampled certain groups inc’ud-
ing persons with funciional limitations. In addition,
the NMES survey included 13,000 persons in nursing
and personal care homes and facilities for the mentally
retarded. Moreover, the NMES survey provided a
more exiensive probe of the range of health care and
support services which respondents need to live in the
community including home health services, special
equipment or aids, medical supplies needed for self-
~are, therapies, and various forms of personal assis-

54

tance. Although still limited in the numbers of persons
with specific chronic conditions, the NMES survey
will be better able to provide some data for comparing
the health care costs and utilization patterns of persons
with and without functional limitations associated
with selected chronic cornditions.

Health Care Utilization:

The measurement of health care utilization is
usually preseated as a comparison of the average
number of health care services utilized by persons
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with and without disabilities. Table 17 presents 1979
HIS data on health care utilization by degree of activ-
ity limitation for each age group (see Table 17).

Hospital utilization can be measured by the
number of discharges from short-stay hospitals per
100 persons per year and the average length of stay in
short-stay hospitals for persons who are discharged.
Table 17 indicates that the average number of dis-
charges from short-stay hospitals is 13.9 per 100
persons per year for persons of all ages. This includes
6.5 discharges for children under 17 years, 14.1 dis-
charges for persc 1s 17-44 years old, 16.6 discha.ges
for persons 44-64 years old and 27.0 discharges for
persons 65 years and over. While the number of
discharges rises with age, degree of activity limitation
has an even more powerful effec. n the number of
hospital discharges. Among all ages, tnhe number of
chargesrises from 9.8 for persons with no limitationin
activity to 20.8 for persons limited, but not in major
activity, to 34.3 for persons limited in the amount or
kind of major activity to 64.1 for persons unable to
carry on their major activity. While the rise in the
number of short-stay hospital discharges is most pro-
nounced among children under 17 years, the similar-
ity in health care utilizatior. patterns within each level
of activity limitation suggests that the degree of dis-
ability may be a more important predictor of health
care utilization than is age.

The pronounced effect of disability can alsobe
seen in Table 17 for average lengths of stay in short-
term hospitals. Persons unable to perform their major
activity have an average length of stay of 13.6 days
compared to 5.5 days for persons without activity
limitations. Although average length of stay increases
with age for the total population, within disability
groups itremains fairly constant. Ina similar fashion,
the average number of physician visits per person per
yearincreases from 3.9 visits for persons withoutlimi-
tatiui to 11.9 visits for persons unable tocarry on their
major activity.

Theextent to which persons with activity limi-
tations utilize more acute health care services than
persons without limitation can also be measured inthe
NMCES and MNCUES surveys. Table 18 compares
the means of different measures of hospital care,
physician care, and prescribed medications for per-
g3 with and without activity limitations by age

ACCESS TO HEALTH CARE VUL. 1,NO.1 & 2
group constructed from the NMCES and NMCUES
data (see Table 18).

In every case, the means for health care utili-
zation of persons with activity limitation are greater
than the means for persons without activity limitation.
Variations in the means for different indicators of
hospital care are most revealing. Persons with any
activity limiiation are about 2.1 - 2.5 times morelikely
to be admitted to a hospiia' than persons without
limitations. For workir g-age persons with severe
disabilities (i.e. unable to work) the mean jumps t0 9.4
times for the average number of hospital days among
those who have been hospitalized during the year.
Meanwhile, working-age persons with partial dis-
abilities (i.e. limited in the amount or kind of work
they can do) have an average number of hospital days
thatis 3.1 times the average for persons without limi-
tations. The size of the difference seems to vary with
the nature of the health care indicator, the severity of
the activity limitation, and the age of the group.
National Health Interview Survey data also indicate
that persons with disabilities under 65 years of age are
more likely to have multiple hospital admissions during
the year than persons without disabilities®. Whether
these costly rehospitalizations could be prevented by
better primary care delivery cannot be determined
from this survey.

Table 19 providesadditional confirmation from
the NMCES data that working-age persons with dis-
abilities are more likely to utilize hospitals, ambula-
tory physician contacts, non-physician health care
personnel contacts, prescribed medicines, and medi-
cal equipment and supplies than persuns without
limitations. Butinstead of presenting only an average
level of service utilization by disability group, Table
19 also highlights the percentage of persons who are
likely to use selected health services (see Table 19).

It is important to measure how many persons
with disabilities are expected io utilize various health
care services in order to recognize that only a small
percentage are likely *o oe very high users. For ex-
ample, 30.1 percent of persons who are unable to

¥ National Center for Health Statistics, Hospitalization of
Persons under 65 Years of Age, United States, 1980-81, Vitaland
Health Statistics, Data From the National Health Survey, Series
10,No. 152, (DHSS Publication No. (PHS) 85-1580), September

5 1985, Tables 19-20.
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Table 18
Use of Salected Haalth Services by age Group With and Without Activity Linitstions Due to Chroni~= Health Conditions
from NNCES (1977) end NMCUES (:980)

Mean for Nean for Ratio of Parsons with
Parscns With Persons Without Limitetions to Persons
Nospital Cere Age Group Limitetions Limitetions without Limftations Survey Refarenca

No. of hospital visits 18-64 L. ten 1.9
for persons with one or 1864 3.5 o 1.9
more hospital episodes

NMCUES  Daen, Table 3
NMCUES  Dasn, Table 3

Average no. of hospital 18-64 6.6 e 0.7 9.4
days for persons with one 18-64 2.2 ** 0.7 3.1
or mora hospital episodes

NMCUES  Dean, Tabla 3
NMCUES  Dasn, Tsbla 3

Hospital sdmissions 0-21 269.0 * 123.5 2.2

NMCUES  Newacheck, Tabla 3
per 1000

Hospitsl days per 1000 0-21 1,739.1 * 441.9 3.9 NMCUES  Newacheck, Table 3

Parcent with et laast 0-64 25.8 * 9.6 2.5

NMCES Serk, Table 6
one hospital admission 65+ 28.0 * 13.5 2.1

KMCES Serk, Tabla §

Physiclian Care

No. of physician visits 1864 11.5 woe 4.7 2.4 NMCUES  Dean, Table 4
" 1 64 7.6 ** 4.7 1.5 WHCUES Dean, Table 4
" 921 5.1 * 2.8 1.8 NMCUES  Newacheck, Table 3
" 064 9.4 * ‘.7 2.0 RKCES Berk, Table 6
b 65+ 8.9 * 6.3 1.4

NHCES 8erk, Table 4

No. of prascribed medicines 18+64 21.5 *** 5.9 3.6 NMCUES  Dean, Table 5
L 1864 11.8 ** 5.9 2.0 UNCUES Daan, Tahie 5
" 021 4.0 * 2.0 2.0 NNCUES  Newacheck, Table 3
" 0-64 153~ 5.2 2.9 NMCES  Berk, Table §
. 65+ 18.3 * 10.8 1.7 NMCES Berk, Table 6
Footnotess

*** saveraly disabled persons who are unable to work
** Partially disabled persons who are Limiced 1n the ~mo* or kind of work they can do
* Persons with any functionsl imitations dus to ch . conditions

Sources:

Dean, David and Yates, Steven, "Medical Care Costs for Dissbled persons,»
unpublished paper, Bureau of Economic Research, Rutgers University, August 16, 1984,

Newacheck, Paul ., and NcManus, Margaret A., “Financing Health Care for Disabled Children,"
Pediatrics, vol. 81, No. 3 March 1983, Tabte 3, p. 388.

Berk, Nerk L., Cafferata, Gail L. and Hagan, Michael, "Persons with Limitations of Activity:
Health Ingurence, Expenditures and Use of Services, Data Preview 19, Nationat Center for
Heatth Services Research, October 1984, Tabla 6, p. 9.

carryon their major activity had at least one hospital  chronic conditions will be high health care users.

admission during the year compared to 11.8 percent  However, from the point of view of a consumer with

for persons without activity limitations. What this  severe chronic conditions, being denied access to

means is that on the average as many as 70 percent of  health insurance because a minority of persons with

working-age persons, who are unable to carry on their ~ disabilities may be high health care users can be

major activity because of a chronic condition, arenot  viewed as a violation of civil liberties.

expected to enter a hospital in the course of a year.

Whether they are more likely to enter a hospital in a  Sources of Misleading Data:

subsequent year cannot be ascertained from this sur-

vey.  From the insurers’ point of view, it may be Data on the health care costs and utilization

preferable to exclude the entire group, especially if it patterns for persons with disabilities can be highly
@ ‘s not possible to predict which persons with severe misleadins.gFirst, by averaging high users and low
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Table 19:Annual Health Care Utilization by Degree of Activity Limitation for
Selected Health Services for Persons between 19 - 64 Years (1977)

Not Limited

Hospital admissions

with at least one event 11.8%

with three or more ev>nts 0.4%
Ambulatory physician contacts

with at least one event 74 4%

mean events per person 4.9 visits
Non-physician health care
personnel contacts

% with at leasto  event 24.5%

mean events per person 4.5 visits
Prescribed medicines

with at least one event 60.5%

mean events per person 6.1 drugs
Medical equipment and supplics

% with at least onc event 57%

1nean everts per person 1.3

Not Limited in

Major Activity Limited in Unable ¢
but Otherwise Amount or Kind Carry On
Limited of Major Activity Major Activity
19.3% 24.6% 301%
1.2% 2.0% 3.9%
89.8% 89.. % 86.2%

8.0 visits 9.0 visits 11.1 visits
36.6% 23.9% 29.8%

5.3 visis 7.9 visits 8.9 visits
80.0% 83.7% 85.0%
12.4 drugs 15.7 drugs 20.4 drugs
10.7% 14.2% 13.8%

14 1.6 15

* Data from National Medical Care Expenditure Survey (1977) analyzed on special request the Center for Health Services Research.

users, a statistical profile is created that exaggerates
the health care utilizatioa of many persons with dis-
abilities. Various rehospitalization studies of persons
with spinzl cord injury and other high risk populations
have found that a small percent of persons with dis-
abilities account for a major proportion of health care
expenditures. Forexample, Young and Northrup found
in the second and third years following spinal cord
injuries that 20 percent of their sample accounted for
about 80 percent of the care®,

Furtherinore, siudies which present health care
costaverages forall persons by degree of activity limi-
tation without distinguishing between those who util-
ize a service and those who do not will underestimate
the costs for those who actually use the service and ex-
dggerate the costs of those who do not. This is evident
in Table 20

“*Young, J. and Northrup, N. “Re-Hospitalization in Years Two
and Three Following Spinal Cord Injury”, Model Systems’

Spinal Cord Injury Digest, 1980, Winter: 21-26.
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Table 20: Annunal Health Care Expenses by Degree of Activity Limitation for Selected Health
Services for Persons between 19-64 Years (1977)*

Health Services Not limited Not lu.ited Limited in Unable to
in major amount or carry on
activities but kind of major
otherwise major activity
limited activity

Inpatient hospital $154.00 $519.00 $622.00 $935.00

Ambulatory physician contacts $98.00 $187.00 $215.00 $269.00

Non-physician ambulatory care $17.00 $27.00 $37.00 $58.00

Prescribed medicine $22.00 $62.00 $87.00 $112.00

Medical equipment and supplics $3.00 $9.00 $12.00 $18.00

Source: Data from National Medical Care Expenditures Surve~ (1977), analyzed on special request by the National Center for

Health Services Research.

which provides annual health care expenses for se-
lected health services by degree of activity limitation
for working-age persons from the NMCES data. (see
Table 20). As seen in Table 20, the average costs for
inpatient hospitalization aremore than six times greater
for persons unable to carry on their major activity than
for persons without limitation. Inaddition, the average
costs fo- ambulatory physician contacts are almost
three times greater, the non-physician ambulatory
care contacts are almost three and one-half times
greater, the prescription drugs are five times greater,
and the medical equipment and supply rosts are six
times greater for persons unatle to carry on theirmajor
activity compared to persons without limitation.

A second way that the health care cost and
utilization data can be misleading is that they typically
ignore many of the health related serices which are
not generally covered by traditional health insurance
policies. As a result, the total costs for heaith related
services and the out-of-pocket expenses which a per-
son with disabilities must pay are not reflected in the
national survey.

A third way thathealth care cost and utilization
data are misleading is that they cannot differentiate

not occur under conditions of appropriate health care
and health related services which are likely to be
necessary for specific chronic conditions. These data
are not available not just because it calls for a hypo-
thetical judgement, but becavse the health care costs
and utilization patterns are based on an aggregation of
different chronic conditions in order to generate a
sufficiently large sample to minimize standard error
estimates. By grouping together persons with differ-
ent chronic conditions on the basis of level of disabil-
ity, one loses important differences in health status (as
was seen in Table 14) which are likely to affect health
care utilization. Moreover, studies which identify
persons with severe chronic conditions on the bas‘s of
higher than average lengths of stay in a hospital or
higherthan average charges per stay, (such as based on
data from the National Hospital Discharge Survey),
are often 1 mited to the charges in the hospital and may
not permit one todetermine how many cases are read-
missions or how many diagnoses are chronic or acute
conditions.

Need for Further Research:

Measuring the insurance claims experience of
persons with specific chronic conditions could pro-

© _etween “preventable” complications which would 58vide an important source of data on health care costs
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and utilization. The problem is that in experience-
rated group coverage, the insurer has no incentive to
track the claims history of specific individuals. The
premium which the insurer charges the employer is
calculated on the basis of the :otal experience of the
group with the cost of individuals shared within the
whole group. Although a diagnostic code is attached
toeachmedical claim, the diagnostic code refers to the
immediate condition for which treatment is given,
rather than identifying an vnderlying chronic condi-
tion. For small group and individual coverage, on the
other hand, insurers have a powerful incentive to
identify all pre-existing conditions and to monitor the
costs associated with each insured person. To examine
the claims experiencz of persons with specific chronic
conditions in large group plans would probably re-
quire additional information from employers about
the specific chronic conditions of individuals within
thelarge group and afinancial incentive for insurers to
retrieve the claims experience for selected individu-
als.

One way that the private claims experience of
persons with disabilities or chronic illness could be
measured is through the cooperation of self-insured
employers. Since most state governments are not only
large equal opportunity employers but also self-in-
sured employe-s, they are in a good position to be able
to require the insurance carriers with which they
contract for administrative services t2 break-out the
claims experience of state employees and their de-
nendents who have disabilities or chronic illness. This
information can begin to fill an important information
gap in the level and types of services which are utilized
by person: with specific chronic conditious.

Another source of data which has not becn suf-
ficiently tapped is the Health Care Financing Admini-
stration data on Medicare and Medicaid utilization.
Studies are beginning to link the Social Security
Administration data on disability status for persons on
SSDIwith the Health Care Financing Administrtation
data on Medicare to examine the health care use of
Medicare’s di.abled enrollees by diagnostic groups
using the ICD codes from the International Classifica-
tion of Diseases®.

A crucial study that the author has propo. .d to
the Social Security Administration is to look at the
adequacy of private health insurance for a sample of

Toxt Provided by ERI

ERIC
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new disabled workers who become SSDI beneficiar-
ies but are required to wait for .wo years before
becoming eligible for Medicare. This study would not
only reveal how many disabled workers are uninsured
during some portion of the iwenty-nine month period
since the onset of their disability, but would also
provide very important new information about the
adequacy of existing private insurance for covering
rehabilition needs which is difficult to measure in
other ways. In addition, this type of study could probe
into the employer’s concerns about the future health
care costs associated with the health care needs of the
disabled employee and the anticipated costs of a
workplace modification that would enable the dis-
abled employee to continue employment. Remember-
ing from Table 3 that 63.1 percent of working-age
persons with a worl: disability were employed at the
onset of their disability, this information may be
crucial to the employer’s willingness to accommodate
the disabled employec during a transition back to the
workplace after the onset of a severe disability.

Another type of study could look at the health
care utilization of SSIdisabled recipients. An explora-
tory study by Wisconsin's Department of Health and
Social Services was able to link the diagnostic codein-
formation in the Vocational kehabilitation system
with Medicaid costs for specific health related serv-
ices through the use of social security numbers of one
hundred and four SSI disabled recipients who had
been referred to the Vocational Rehabilitation sys-
tem®,

Although the size of the diagnostic groups was
too small to generalize to other persons with ihe same
chronic condition and degree of severity, this method-
ology was able to generate a suggestive profile of
health care utilization and costs by diagnostic group
and by status in the Vocational Rehabilitation systen:.

4 James Lubitz and Penelope Pine, “Health Care Use by
Medicare’s Disabled Enrollees”, Health Care Financine T gview,
Vol.7,No.4, Summer 1986, pp. 19-31; Barry Bye, Gerald Riley,
and James Lubitz, “Medicare Utilization by Disabled-Worker
Beneficiaries: A Longitudinal Analysis”, Social Security Bulle-
tin, Vol. 50, No. 12, December 1987, pp. 13-28.

‘2 Bob Griss, “Report on Hea. : Care Coverage for Working-age
Persons wich Physical Disabilities: A Key toReducing Disincen-
tives t0 Work”, Office for Persons with Physical Disabilities,

Madison Wisconsin December 1985, pp. 31-35.
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Data on the health care utilization of SSI and SSDI
recipients, however, is likely to represent the experi-
ence of persons with the most severe disabilities.
While this information may be useful to dispel some
of the myths that most persons with disabilities have
high health care needs, it is important toremember that
less than one-third of working-age persons limited in
major activity and less than ten percent of children
with major activity limitation receive either Medicaid
or Medicare (see Table 2).

A third source of data which is beginning to be
tapped are purposive surveysof arepresentative sa «ple
of persons with specific chronic conditions. The
Health Care Financing Project at Albert Einstein
College of Medicine has targeted the health care needs
of a national sample of children with severe mental
retardation, autism, hemophilia, cystic fibrosis, spina
bifida, and ventilator dependency randomly selected
through special education programs in a representa-
tive sample of school districts®. The Paralyzed Vet-
erans of America is currently financing a national
survey of the economic consequences of spinal cord
injury. To determine the precise incidence and preva-
lence of spinal cord injury within the U.S., researchers
are using a probability sampling design of 120 geo-
graphical areas within wiich neighborhoods and
housing units will be randomly selected to identify
approximately 1,600 persons with spinal cord injury.
An institutional saraple will also be selected using
probability techniques from a comprehensive list of
nursing homes and long term care facilities in which
persons with spinal cord injury reside®. These sur-
veys are collecting health care utilization and cost data
from a large number of persons with specific chronic
conditions which will provide a much more meaning-
ful profile of their health care needs, costs, sources of
paymert, and the variety of direct and indirect eco-
nomic and social consequences to the individual with
a disability, to the family, and to society.

* See Arnold Birenbaum and Dorothy Guyot, Reality and Policy

in_the Health Care of Developmentally Disabled Children angd

Young Adults, American Association on Mental Retardation,
for theoming monograph.

“ Tom E. Stripling, “The Econc 1ic Consequences of Spinal
Cord Injury”, Research Brief No. 3, Paralyzed Veterans of

America, Washington, D.C., April 1988.

A fourth source of data on health care costs is
available from health care providers. Hospitals can
provide the average costs of care for persons by
diagnostic category. Forexample, the National Asso-
ciation of Children’s Hospitals and Related Institu-
tions (NACHRYI) keeps track of the hospital costs for
children with specific diagnoses treated at various
Children’s Hospitals. At a recent Senate Finance
Committee hearing on catastrophic health care, a
NACHRI representative reported that the care of a
child for one hospitalization of acute leukemia with
complications cost about $16,170in 1986 and the care

of a child for one episode of cystic fibrosis was about
$10,450.

In a study sponsored by the National Associa-
tion of Rehabilitation Facilities (NARF) regarding a
prospective payment system for inpatient medical re-
habilitation services, a comparison was made of the
rehabilitation costs and average lengths of stay in
hospitals or rehabilitation units for specific chronic
conditions. Using the Health Care Financin g Admini-
stration (HCFA) diagnostic categories, the average
charge in 1983 for a spinal cord injury was $20,768,
while the ave.age charge for a seroke was $14,401, and
the average charge for a brain injury was $21,140%.
The Ranc Corporation has also produced a cost study
of rehabilitative care distinguishing between first time
hospitalization and return hospitalizations*

While these health care costs represent the
average charges for specific health care services pre-
vided by hospital providers to persons with specific
conditions, these charges do not represent the total
range of costs which the person with a severe chronic
condition might be expected to pay. In its overview of
the financial implications of experievcing a traumatic
brain injury, the National Head Injury Foundation
estimates that the average costs for acute medical care
for 60-90 days is $150,000, the acute rehabilitation
costs for 90-120 days is $60,365, and extended reha-
bilitation costs for an average of 15 months is

* National Association of Rehabilitation Facilities, A_Study
R i tive Paym

Regarding A Prospective Payment System for Medical Inpatient

Rehabilitation Services: Final Report, December 1985, p. 47

“Rand Corporation, Susan Hosek, et.al., Charges and Qutcomes
’ o~

habilitativ re: licati r th

om.c_m_Sxmg_m, November 1986
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$195,000.47 These costs do not include the costs of a
residential program that might be needed for the
remainder of a person’s life which could cost between
$60,000-$125,000 per year.

Summary:

3 revi fth ilabl
nangnaunmmdam_hcahh_cam_unhzamn_and
costs for persons with disabilities, There are numbers
hich show that heald izt 1
any i i r TSOnS
vary with the nature of the health care indicator, the
_severity of the activity limitation, and the age of the
group, While the data on average levels of service
utilization is usually presented by level of disability,
this has the effect of greatly exaggerating the health
care needs of the majority of persons with disabilities
and underestimating the heaith care needs of a minor-

medic;
appropriate health care delivery,

Bo
=]

Instead of relying on average levels of service
utilization by level of limitation, greater attention
Nt € DEerce f persons with
v i h Ith
rabl health

- X .
i i vail in th re-
However, there are inherent limitations in relying on
r iv f la-

PSS ithdisabilities orchroni

the high utilization of acute health care by persons

47 Nauonal Head Injury Foundation Insurance Commmee

: A Revi lem

Insuranc > Coverages, Framingham, Mass., February 1988, p. 3
Q
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variations in utilization mon fficient!
large num f persons with ific chronic condi-
tions, What is needed are studies of health care costs
and utilization patterns for persons with specific chronic
onset,

Among some o) the important data sources
that could be used for this purpose are the claims
xperien i i rs. th 1 re Fi-
in mini ion Dlan ipien
new pm_‘pgswg surveys of a Qp resen xa; ve sample of
rson ifi n ns. an

rom health care pr I

CONCLUSION

This nolicy bulletin ha: focused on measuring
the health insurance neads of persons with severe
chronic conditions. The objective was to examine the
health insurance status of persons withdisabilitiec and
to consider the adequacy of health insurance to meet
the range of health related needs of persons with
severe chronic conditions. Anemphasis was placed on
the methodology of examining the health insurance
status and health care needs of persons with severe
chronic conditions in order to assist federal and state
policy makers, service providers, and consumer advo-
cates to interprete current data and plan additional
research to more adequately documernt the nature of
the problem and to design appropriate solutions.

Most people with disabilities have some form
of healtn insurance. Of the 37 million persons who are
uninsvred in the United States, the percentage who are
disabled probably does not excee~. 3-4 million per-
sons. Many of these persons are working-age persons
who are neither employed nor on SSIor SSDI, persons
who are working part-time, self-employed, or work-
ing for small employers, and disabled workers receiv-
ing SSD1 during the required two year waiting period
for Medicare. In addition, children (with and without
disabilities) are often uninsured when their parents are
employed in low wage jobs which do not provide
employee health insurance or family coverage.

While uninsurance is a major problem for a
small percentage of persons with disabilities, a large
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percentage of persons with severe chronic conditions
face the problem of under-insurance. For persons with
disabilities or chronic illness, the problem of under-
insurance reflects the fact that health insursnce was
historically developed in the U.S. to finance acute
medical care but has not been extended to outpatient
rehabilitation, oron-going maintenance services which
are necessitated by severe chronic conditions. This
failure to cover chronic conditions imposes a severe
burden on many persons with disabilities and chronic
illness who do not have access to affordable and
adequate services for their health related needs.

The problem of under-insurance is greatly
expanding due to two major factors. One is the grow-
ing need for long term support services as the popula-
tion ages with greater susceptibility to chronic condi-
tions, and as medical and other technological ad-
vances have increased the survivability of persons
who would have previously died. The other signifi-
cant contributor to the problem of under-insurance is
the recent emphasis on cost containment among the
major payors of health insurance. The pressures for
costcontainmentamong the payors of health care have
created new incentives for insurers and health care
providers to minimize cost-shifting between hi ghusers
and low users and have reduced the capacity of health
care providers to provide uncompensated care to per-
sons who cannot pay. The emphasis on cost contain-
ment by health care payors has also increased cost-
shifting to the health care user who now faces higher
premiums, deductibles, and co-payments. While these
changes in health care financing affect all persons,
those with severe chronic conditions are most vulner-
able because of their greater health care utilization and
their long term support needs. Instead of health care
financing policy discriminating in Jfavor of persons
with special health care needs, public policy allows
the health care marketplace to discriminate against
persons with disabilities or chronic illness. Mean-
while, less than one-third of working-age persons
limited in major activity and less than ten percent of
children with major activity limitation receive either
Medicaid or Medicare.

The efficiency, effectiveness, and equity of
current health care financing policies are called into
question by the failure to control medjcal ~osts in the
highly fragmented health care system coupled with
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the increasing number of persons who are uninsured
and the growing number of persons who are under-
insured. Various legislative .nd regulatory proposals
are being considered at the federal and state levels to
modify reimbursement incentives, expand access to
appropriate health care, and distribute costs in a more
equitable way. Whether people with disabilities and
chronic illness will benefit or suffer from these health
care financing reforms will depend on our effective-
ness in clarifying the special health care needs of
persons with severe chronic conditions, and in show-
ing how it is in society’s interest to change the way
health care is defined and financed in the U.S.

People with disabilities or chronic illress have
aunique perspective to contribute to the health care fi-
nancing debate.In some ways they are in a better po-
sition to identify the limitations in current health care
financing policy and to generate support to establish
precedents for entitlement to health care that other
groups can build on. But what is regarded as an
appropriate solution to the health care financing crisis
depends on how the problem is defined. Some persons
with severe chronic conditions view the major prob-
lem as one of “actuarial discrimination”. If only pri-
vate insurers could be made to look at true actuarial
statistics in the medical underwriting process which
take account of recent technological or treatment
breakthroughs, then private insurers should be willing
and able to sell affordable health insurance to many
persons with severe chronic conditions. For others
concerned about the range of health-related services
which many persons with severe chronic conditions
may need, the primary problern. is not ending actuarial
discrimination but creating a social insurance mecha-
nism which can more equitably distribute the higher
costs for appropriately serving the healthrelated needs
of all persons including those with severe chronic
conditions.

The evolution of health insurance in the U.S.
has created certain distinctions between acute careand
long term care and between medical necessity and
functional necessity. These distinctions serve to limit
the liability of insurers and to protect the viability of
employment-;inked health insurance. Oneconsequence
of these distinctions, however, is to limit the pooling
of risk among the broadesi population for finanucing
many health related services which are neeaed by

)
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persons with severe chronic conditions. As a society,
we have to deci-le whether health insurance or some
other financing mechanism it appropriate to ensure
thatall persor s, including persons with severe chronic
conditions, have access to affordable and adequate
health related services which affect their functional
capacity and the quality of their lives as well as their
acute medical needs.

While this policy bulletia has focused on the
health care needs of persons with disabilities orchronic
illness, the next policy bulletin will analyze the his-
torical evolution of the private and public health insur-
ance system in the U.S. and explore its consequences
for society. This will lead to an examination of the
limitations of both private and public insurance for
meeting the health care needs of persons with severe
chronic conditions. Against this backdrop, various

o
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policy options will be examined at the federal and state
levels for bolstering the private system, modifying the
current public system, or creating a new public sys-
ten1. These alternatives will be compared in terms of
current feasibility and in terms of providing stepping
stones toward larger systemic changes. There will
always be a creative tension between what incre-
mental changes are perceived as possible within exist-
ing constraints and whatchanges are ultimately neces-
sary in order to ensure « cess to adequate and afford-
able health care for all persons who need it.

As a preview of the issues to be examined in
the next policy bulletin, we will conclude this report
with a political cartoon characterizing the policy di-
lemmas represented by the current momentum for
high risk pools.

HEALTH INSURANCE REFORM

W ——=

/Kl National Health Insurance j

ect Disabled irom Private lnsunncLE

& Long Yerm Care Benelits.

HIGH RISK POOLS

PRIVATE
INSURERS

costs among all citizens on an ability to pay basis."

BEWARE OF GIFTS

*Is this the best horse to ride? Should the disability movement support a high-risk poo! which offers only major medical banefits to individuals
with chronic conditions who can afford $3,000 to $4,000 per year, or should we hold out for something harder to win which provides
comprehensive coverage fincluding acute care, prevention, rehabilitation, and maintenance service) for everyone who needs it and distnbute
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