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Beyond 50 2003:
A Report to the Nation on Independent Living and Disability
This Beyond 50.03 report is the third in a series of special reports to the nation on the
status of its midlife and older population. Economic security (2001) and health security
(2002) were spotlighted in the two prior reports. This year, the focus is on the range
of services that enhance the long-term independence of persons 50 and older with
disabilities. The desire for independence and being “in charge” of our own lives
spans all generations and all boundaries, whether demographic, geographic,
or bureaucratic. This story is not just about persons with disabilities. It is
about all of us—our communities, our families, ourselves.
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and long-term supportive services

The desire for independence is

of life for persons with disabilities.

important to people of all ages.
Toddlers struggle to walk unaided,

play key roles in influencing quality

Scope of the Report

teenagers rebel against parental

This report:

restraints, adults decide where they

• Presents the perspective of persons

will live or work—all of us want

with disabilities about what would

control over what we do, when and

make their lives better garnered

where, and with whom. We want to

from the first national survey of

be in charge of our lives.

persons 50 and older devoted to

What happens, then, when
disabilities early or late in life
threaten our independence and
require us to rely on others for help
with the ordinary routines of life?
This year’s report in AARP’s Beyond

this topic;
• Presents newly available estimates
of levels of disability and the use
of supportive services among
persons 50 and older from the
most reliable national data sources;

Fifty series takes an in-depth look at
the roles of supportive services, family
and community, and our social and
physical environments in helping
individuals 50 and older live with
dignity and independence as they age.
The vast majority of persons 50
and older do not require long-term

independent living available
to persons with disabilities,
challenging outdated stereotypes
of long-term care as synonymous
with nursing home care; and
• Discusses the roles of housing,

assistance at any given time. However,

communities, and transportation

most people will require assistance at

in creating a livable and

some point in their lives, and most

accessible environment that

families will face these issues with

supports the independence of

their older members. In the struggle

persons with disabilities.

to live with independence and dignity
as we age, everyone has a story, and

What Do We Mean by Disability?

each story is unique and deeply

Disability has multiple meanings

personal. While most of this report

that cannot be captured in one

focuses on “numbers” rather than

definition. There are huge differences

narrative, the realities of living with

in the causes of disabilities, the age of

disabilities are its backdrop:

onset and pace of progression, and the

• Long-term supportive services often
needed by persons with disabilities
are personal and intimate.

degree of activity limitations that may
result. Disabilities may occur at birth,
suddenly, as a result of an accident,
or slowly, as a chronic condition

• The ability to be independent and

progresses. They may be sensory,

“in charge” helps to define one’s

cognitive, physical, or emotional.

quality of life.

They may be visible or hidden.

• Family life and community, our
social and physical environments,

4

• Portrays new options for

Researchers find varying rates of
disability based on the definition of
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disability they use as well as other

The independent living philosophy

factors. But despite the complexity of

sees disability not as an individual

defining and measuring the number

characteristic or “problem” but as a

of people with various types of dis-

relationship between the individual

abilities, some points are universal.

and the entire environment in

Disability usually involves difficulty

which he or she lives. The environ-

conducting daily activities, such as

ment includes everything from

bathing, cooking, or shopping, or

physical surroundings to family

getting around our communities. And

networks to quality of health and

almost all of us need some help with

long-term supportive services and

these activities at some point in our
adult lives, especially as we grow older.

Does This Report Include
Long-Term Care?
Yes, although the term “long-term
care” is used only occasionally. Longterm care has been defined by gerontologists Rosalie Kane and Robert

In the struggle to live with
independence and dignity as
we age, everyone has a story,
and each story is unique and
deeply personal.

Kane as “personal care and assistance

the federal and state policies that

that an individual might receive on a

address these issues. This report

long-term basis because of a disability

emphasizes these environmental

or chronic illness that limits his or her

factors in increasing independence

1

ability to function.” It includes not
only nursing homes, but also the
services received while living in many

and reducing levels of disability.
The independent living movement
also seeks to change social attitudes

other settings, including private
homes and apartments.
“Long-term supportive services”
is the preferred term among many
people with disabilities because the
term “care” may imply dependence
and convey paternalism.

Independent Living: The
Framework for the Report
Expectations about living with
disability have changed dramatically
in the past few decades, in large part
due to the influence of the
independent living and disability
rights movements, which seek to
integrate persons with disabilities
into the everyday life of their
communities rather than isolating

What do we mean by “activities of daily
living”? Surveys typically distinguish
between two types of disabilities:
limitations in activities of daily living
(ADLs) and limitations in instrumental
activities of daily living (IADLs). ADLs refer
to basic personal activities required for
daily life and typically include bathing,
dressing, getting in or out of bed or a
chair, using the toilet, eating, and getting
around inside the home. IADLs refer to
activities related to being able to manage
one’s affairs independently and typically
include grocery shopping, housework,
preparing meals, managing money, using
the telephone, taking medications, and
getting around outside the home.

them in medically oriented facilities.

www.aarp.org
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to recognize that persons with

patterns and new data presents an

disabilities want to remain in control

apparent paradox—recent trends and

of their lives and should receive

innovations, along with the growth

the services they need to remain

of the disability rights movements,

independent. As Judith E. Heumann

are helping many more persons with

(co-founder, World Institute on

disabilities to live independently.

Disability) has put it, “Independent

But persons 50 and older with

living is not doing things by

disabilities do not view their quality

yourself, it is being in control of

of life as improving—no aspect of

how things are done.”

life for which we have data has

Highlights of Findings

shown a positive trend over the last
four years. In addition, it appears

People’s lives are changed in

that the already large gap in life

unpredictable ways when they or

satisfaction between older persons

family members need long-term

without disabilities and those with

assistance with everyday activities.

disabilities may be growing.

Individuals with disabilities are

“Independent living is not
doing things by yourself, it
is being in control of how
things are done.”
–Judith E. Heumann

Persons with Disabilities 50 and
Older Speak for Themselves
To learn directly from those affected
by policy decisions at the federal, state,
and local levels, AARP commissioned
Harris Interactive to seek the views of
a nationally representative sample of
persons 50 and older with disabilities
on issues related to their disability,

often surprised to learn that they

quality of life, and experiences in

are largely on their own in finding,

their communities.

arranging, and paying for such
services, which are rarely considered

heterogeneous population in the

to be “medically necessary” by

types of disabilities they have experi-

health insurers.

enced, the age of onset of these

While long-term care has had

disabilities, and their life experiences.

a stereotypically negative image

For example, a sizable majority (68%)

in the past, the reality is changing.

have a long-lasting condition that

New technologies, new living

limits their physical mobility, while

environments, and new ways of

21 percent have a vision or hearing

“staying in charge” are helping

impairment, and 19 percent have a

people with disabilities to maintain

cognitive or emotional condition.

their independence. And we as a

Nearly three-quarters of persons age

society are recognizing that environ-

50 to 64 (73%) report that their

mental factors play critical roles in

disability is “very/somewhat severe,”

either facilitating or undermining

compared with 45 percent of those

the ability to remain independent.

65 and older. For a majority of persons

Our examination of historical

6

The 1,102 respondents were a

50 and older, the onset of disability
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occurred between the ages of 40

But the numbers do not fully convey

and 64, a factor that was associated

the respondents’ individuality and

with greater severity of disability.

resiliency and the centrality of

On average, the income of persons

independence and dignity in their

50 and older with disabilities was

lives. When we asked open-ended

substantially lower than for persons

questions about hopes and concerns,

50 and older without disabilities,

their number one fear was loss of

although their other demographic

independence. Control over decision

characteristics were similar, e.g.,

making also emerged as a major theme.

gender, race/ethnicity, and geographic region.
The quantitative findings from
the survey are summarized below,
along with other report findings.

Here is a sampling of verbatim responses by the 53 percent of respondents
who answered “yes” to the question, “Have there been times in the past
month when you could not do something you really needed or wanted to
do because of your disability or health condition?”

“I would like to just go for a ride.”
“Walk on the beach.”
“Pay my bills, nothing else.”
“Make a minor car repair, walk to the corner,
get something off a high shelf, tie shoes.”
“Just get out of bed.”
“Just getting back and forth to the store.
I have to wait for friends or family members.”
“I can hardly go to visit relatives because of the stairs.”
“Be able to afford food and getting here and there.”
“I could not play my violin.”
“Going fishing and being in the boat.”
“Go to the park with my grandchildren.”
These responses reflect the daily challenges faced by people with disabilities in
doing simple things that people without disabilities take for granted.

www.aarp.org
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Key Findings and
Policy Implications
Summarized below are key
findings from the entire report,
including new analyses of the
federally sponsored National LongTerm Care Surveys and the Medical
Expenditure Panel Survey, and the
new AARP survey conducted by
Harris Interactive. We also draw out
the implications of these findings for
federal and state policy makers who
wish to remove barriers to independence. (Note: Please see page 176
for a detailed list of findings that
support these recommendations.)

1. Persons 50 and older with
disabilities, particularly those
age 50 to 64, strongly prefer
independent living in their own
homes to other alternatives.
They also want more direct
control over what long-term
supportive services they receive
and when they receive them.
Loss of independence and loss of
mobility are what people with
disabilities 50 and older say they fear
the most as they look to the future.
They also say having more control
over decisions about the services and
help they receive would cause a major
improvement in their current lives.
For example, a large majority of
people with disabilities would prefer
to manage any publicly funded inhome services themselves, rather than
have an agency do so. In addition, a
majority would prefer cash payments
for such home care services over
services provided directly by agencies.

8

Policy Implication: Encourage
“consumer-directed” long-term
supportive services in publicly

funded programs such as Medicaid.
Such services would help people
“stay in charge” and would respect
their varying life experiences and
preferences. Although the Medicaid
program is administered at the state
level, federal policy could promote
more consumer choice in the types
of services offered and the settings
in which they are offered.

2. Disability rates have declined
steeply for less severe levels of
disability. This decline is good
news, because it suggests that
early interventions to avert
declines in functional status
can work. In addition, the
proportion of persons 65 and
older with disabilities in the
community who use assistive
technology but do not require
human assistance, including
people age 85 and older, has
increased dramatically since
the mid-1980s.
The proportion of persons 65 and
older reporting only limitations in
“instrumental activities of daily
living” (IADLs), such as the ability
to pay bills or go shopping, declined
nearly 40 percent between 1984
and 1999. However, the proportion
of persons 65 and older with two or
more limitations in activities of daily
living (ADLs), such as bathing and
eating, remained almost unchanged.
Interventions that do not require
ongoing human help—such as use
of equipment—are increasingly
important in helping individuals

Beyond 50 2003 A Report to the Nation on Independent Living and Disability

maintain independence. The shar e
of persons 65 and older living in
the community with at least one
limitation in any ADL who used

as providing more personal
assistance services, would
require significant resources
and our collective will.

special equipment unaided by others
has more than doubled since the

Only about half of persons 50 and

mid-1980s (from 9% to 20%). In

older with disabilities report receiving

addition, almost one-quarter of

any regular help with daily activities

persons 50 and older with disabilities

from one or more people. The vast

who do not use any special equip-

majority of such help is the unpaid

ment say that equipment such as a

assistance of family or other informal

hearing aid, wheelchair, cane, or

caregivers. In addition, only one out

walker would make their lives easier.

of three uses any community-based

Policy Implication: Encourage
the use of independence-enhancing technologies. Assistive

technologies should be more widely
available and affordable. These
technologies should be as readily
available as other forms of support,
and funding for them should be
integrated into programs providing

service. Because there is no organized
“system” for delivering services,
many individuals do not know
about sources of support or how to
find them, or if they are eligible for
any publicly funded services.
Our data indicate there are high
levels of unmet need among persons
50 and older with disabilities:

long-term supportive services. At the

• Almost one-quarter report needing

very least, “low-technology” devices,

more help than they receive now

such as canes and wheelchairs,

with basic daily activities, such as

should be available to persons 50

bathing, cooking, or shopping.

and older with disabilities who

• One-half said they were not able

need them. Because a high propor-

to do something they needed or

tion of persons with disabilities use

wanted to do in the past month

computers, new ways of using

because of their disability. These

computers to help older persons

needs were very basic, such as

with everyday activities, including

doing household chores, getting

online shopping for information

some exercise, or getting out of

and services, should be pursued.

the house.

3. Many persons with disabilities,
especially those with severe
disabilities, have unmet needs
for long-term supportive
services and assistive equipment in their homes and
communities. Some of these
needs would be relatively
simple to meet; others, such

www.aarp.org

• More than one-third of homeowners would like to make home
modifications that would make their
lives easier, such as installing grab
bars in the bathroom, but have not
done so, largely because of cost.
Policy Implication: Reorient
public funding to enable
persons with disabilities to

9
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live independently in their

transportation. Getting safely to

communities. Medicaid is the major

places they want to go is the second

public benefit program funding long-

most important concern persons

term supportive services for older

with disabilities have about their

persons with disabilities. Federal and

communities. Among persons 65

state funding for home and commu-

and older with disabilities, the

nity-based services should be expanded

perception that crime is a serious

through Medicaid, and the shift in

problem in their neighborhoods

current funding from institutional to

nearly doubled, from 4.5 percent to

community-based care in many states

8.2 percent between 1984 and 1999.

should continue. More emphasis also

Residents in federally subsidized

needs to be placed on recognizing the

housing for older persons share many

rights of older persons with disabil-

of the characteristics of those at high

ities to live in their communities and

risk of needing long-term supportive

obtain services in the least restrictive

services. Subsidized housing residents

environment possible.

are overwhelmingly female, report

Policy Implication: Develop
navigation tools and a single

point of entry in localities and states
to enable consumers to learn more
easily about the range and location

more disabilities than older persons
who do not live in subsidized housing,
and are less likely to have someone
to whom they can turn if they
become sick or disabled.

of service options and to get

Policy Implication: Provide more

assistance in determining their

supportive physical environments

eligibility for public programs.

and livable communities. To be
more “livable,” communities must

4. On average, people with
disabilities 50 and older give
their community a grade of
B-/C+ as a place to live for
people with disabilities. While
some community features
receive good marks, others are
rated poorly by persons with
disabilities, particularly public
transportation. In addition,
many older residents of
federally subsidized housing
are at risk of needing more
supportive housing environments with services.

include the physical features and
readily accessible services that enable
older residents to remain independent.

Better transportation is the top
priority; making communities safe
from crime is also important. While
much of the funding is federal and
state, housing and transportation
programs are often administered
locally. Local housing and transportation authorities should take the
initiative to find ways to serve older
persons with disabilities. Local
planning boards should be aware of
the needs of persons with disabilities
when making decisions regarding the

Barely one-third of respondents

location of services and commercial

currently give their communities

establishments.

a “B” or higher rating for having
dependable and accessible public

10
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Policy Implication: Reduce

persons 65 and older with

barriers to “aging in place” for

disabilities and their families and

persons with disabilities.

friends remains strong, it has

Funding for home modification

declined since the mid-1980s.

programs could have an immediate

Larger social trends are affecting

impact on the ability of persons

the composition of families and

with disabilities to remain indepen-

their roles as caregivers, including

dent. Incentives to builders to

the growing number of women in

incorporate universal design into

the workforce who must juggle work

homes would improve access for

and caregiving responsibilities.

persons with disabilities as well as

Among 50- to 64-year-old caregivers,

for families with young children.

60 percent are working full- or

In addition, target more funding

part-time. In addition, significant

for services to residents in federally

economic sacrifices during peak

subsidized housing. The high concen-

earning years are common among

tration of residents needing supportive

caregivers 50 and older who have

services calls for a special focus on

been in the workforce.

these settings, e.g., by including

Parents caring for aging children

service coordinators on the staff of

with cognitive and developmental

subsidized housing properties to help

disabilities represent a growing group

bring services to people so they do

in the older caregiver population. This

not have to move to obtain them.

trend reflects the emergence of twogeneration families in which parents

5. Family support remains strong,
but the impact of such trends
as greater longevity, more
women in the labor force, and
greater geographic dispersion
is now hitting home. Either in
person or “at a distance,”
families are finding themselves
with new roles as caregivers
to aging parents, spouses or
siblings, aging children with
developmental disabilities,
and other relatives and friends.
Caregivers age 50 and older
often experience considerable
stress as a result of their
caregiving roles.

among the older or oldest age groups
are caring for children who are in
their 50s and 60s.
A preference for family assistance
for help with everyday tasks is even
stronger among persons 50 and older
with disabilities than among persons
50 and older in the general population.
This preference declines somewhat
when 24-hour care is needed.
Policy Implication: Strengthen
supports for family and other
informal caregivers. As we have

seen, families and other informal
caregivers provide the overwhelming
share of long-term supportive services
for persons with disabilities. Their

Strong social support from families

unpaid efforts consume substantial

and friends can protect against func-

human resources and may result in

tional decline and help individuals

serious stresses in the caregivers’ own

cope with functional decline if it

lives. Providing respite care, adult day

occurs. While contact between

care, and tax credits makes sense for

www.aarp.org
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both ethical and economic reasons.

64 with disabilities rely much more

In addition, caregivers in the work-

heavily on Medicaid than do those

place need support, such as adequate

without disabilities, but Medicaid

family and medical leave.

budgets are being cut in many states
due to budget crises.

6. Inadequate health insurance
is at the top of the list of
problems experienced by
persons with disabilities 50
and older, including those
with Medicare coverage. In
addition to gaps in coverage,
such as the lack of coverage
for prescription drugs, problems
range from inappropriate care
for chronic conditions to lack
of coordination between
medical care and long-term
supportive services for
persons with disabilities.

Policy Implication: Focus on
functioning and health-related
quality of life, not just acute and
curative care, in our health care
system. In addition to filling gaps

in Medicare’s benefit structure,
such as prescription drugs, we need
to provide services to help persons
with disabilities maintain or restore
function and quality of life. Medicare
policies should support delivery of
health care that meets the needs of
persons with chronic illness and
disabling conditions for ongoing,
rather than episodic, health care. In

People with disabilities say better

addition, coverage for the equipment

medical insurance is the number

and therapies often needed by

one change that would be a major

persons with disabilities should be

improvement in their lives. In

expanded in both private and public

addition, one out of three persons

insurance programs. Finally, essential

with disabilities reports specific

Medicaid services, such as prescription

needs, such as for particular therapies

drug assistance, need to be protected

or equipment, not covered by health

during tough fiscal times.

insurance. Problems include delivery
as well as coverage issues: The overlap
between chronic conditions and
disabilities increases with advancing
age, but little coordination exists
between medical care and long-term
supportive services. Finally, the
trends concerning access to and
satisfaction with health care among
people 50 and older with disabilities
over the last four years are in a
negative direction. Concerns about
recent trends extend to programs that
have historically played a positive
role in the health care of people
with disabilities. Persons age 50 to

12

7. Despite some improvements,
the quality of long-term supportive services is a persistent
problem in all settings. A focus
on consumers’ quality of life is
rare. In addition, there is an
unprecedented shortage of the
frontline workers needed to
provide long-term supportive
services to persons with
disabilities, such as personal
care attendants and nursing
assistants.
While the quality of care in nursing
homes has generally improved with

Beyond 50 2003 A Report to the Nation on Independent Living and Disability

the passage of the Nursing Home

through better measures of perform-

Reform Act in 1987, problems with

ance, better systems of responding

quality of care and quality of life

to consumer complaints, and much

persist. Two-thirds of persons 50 and

stronger enforcement action against

older with firsthand experience with

those who fail to provide quality

nursing homes believe the govern-

services. Providing funding to support

ment is not doing enough to enforce

strong, independent ombudsman

quality standards. Low staffing levels

programs would supplement those

lead to poor care in nursing homes.

formal state efforts.

According to a recent report sponsored
by the Centers for Medicare and
Medicaid Services, 91 percent of
nursing homes do not provide the
minimum number of hours of care
by certified nurse assistants needed
per resident per day to avoid serious
quality-of-care problems.
Difficulty in recruiting and
retaining direct service staff, such as
nursing assistants and personal care
attendants, is growing. According to
some estimates, the need for these
workers will double over the next
decade. Unmet need for registered
nurses is also increasing. Reports
of quality problems also continue
in assisted living facilities, despite
efforts to support residents’ privacy,
choice, and independence. Efforts
to promote quality in supportive
housing other than assisted living
have been sporadic at best.

Policy Implication: Increase
the supply of frontline workers.

One way for states to improve the
stability of the workforce is to
provide reimbursements for longterm supportive services that are
adequate to pay for sufficient
numbers of suitably trained and
reasonably compensated workers.
Providers can play an important
role by developing more responsive
systems to improve morale and
reduce turnover among workers
providing long-term supportive
services in all settings.

8. The costs of long-term
supportive services, which
individuals typically need at
the time their income is most
limited, are often unaffordable
to individuals with disabilities
and their families.

Policy Implication: Improve the
quality of long-term supportive

The need for long-term supportive

services. One important element of

services can be financially catastro-

improving quality would be tools

phic to individuals with disabilities

that enable individuals to use infor-

and their families, even those with

mation on quality in selecting service

substantial income and resources.

providers. A navigation system should

A recent study estimated that only

include up-to-date reports on quality

27 percent of older persons have

based on standardized measures of

sufficient income and assets to be able

each provider’s performance. In

to withstand a long-term care “shock”

addition, states need to do a better

totalling $150,000 over three years

job of overseeing providers of services

without impoverishing themselves.
Lower- and middle-income Americans

www.aarp.org
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Executive Summary

with disabilities often find that their

Policy Implication: Insure

options are limited and out-of-pocket

individuals against the high

costs are burdensome. In the

costs of long-term supportive

AARP/Harris Interactive survey,

services. Our nation’s current

persons 50 and older with disabilities

financing structure relies too heavily

with incomes “in the middle” were

on individuals and families to bear

the income group most likely to

the financial burden of long-ter m

say that having a way to pay for

supportive services and other types

long-term supportive services (such

of assistance for persons with

as help with bathing or shopping)

disabilities. The financial burden

and equipment would be a major

can be so large that, for many

improvement in their lives.

individuals, including those with

The high costs of a long-term

middle incomes, the only alternative

disability remain largely uninsured.

is Medicaid, which requires impov-

Public programs such as Medicaid

erishment to receive benefits.

pay only after individuals have spent

Finding ways as a society to share

down their income and exhausted

these unpredictable costs more widely

their assets. Private health and long-

must become a national priority.

term care insurance account for only

Expanding independent living

11 percent of total long-term care

options for individuals will depend

expenditures in the United States.

on more societal responsibility for

Disability income insurance policies

financing—specifically our ability to

aimed at replacing lost wages usually

pool our resources and spread the

end by age 65 or earlier.

risk broadly. A social insurance

Services in a nursing home average

program for long-term supportive

$55,000 a year; hourly home care

services based on functional criteria

agency rates average $37 for a licensed

should be the core of the solution,

practical nurse (LPN) and $18 for a

complemented by private long-term

home health aide.

care insurance options, with solid

Long-term care is the single largest

consumer protections, for those who

component of direct health-related

can afford the premiums. In addition,

out-of-pocket spending by Medicare

we need a better Medicaid safety net,

beneficiaries, followed by spending

especially for home and community-

on prescription drugs. Moreover, the

based services. Medicaid’s safety net

indirect costs of providing long-term

for lower-income individuals is

supportive services in the home, borne

particularly important to persons with

by unpaid family members and

disabilities at this time of economic

friends of persons with disabilities,

uncertainty. Unfortunately, when

are immeasurable.

state budgets face shortfalls, Medicaid
home and community-based services
and other “optional” services may be
cut, since they are not mandatory.
Finally, coordination of the disparate
funding streams could lead to some
economies and efficiencies.
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Making Sense
of It All
People age 50 and older with
disabilities clearly are not satisfied
with the current limited range of
independent living options. The
desire for more and better choices
may be driven, in part, by higher
educational levels and more diversity
in today’s older population as well as
the growth of the independent living
and disability rights movements. At
the same time, innovative options for
better service delivery and financing,
being pioneered both in the United
States and abroad, could make a
dramatic difference in their lives.
While the vast majority of midlife
and older persons with disabilities
are managing to live independently,
frequently with the help of family
and friends, they often have unmet
needs. What is striking is how modest
many of their requests for assistance
are—which should help to mitigate
fears of runaway costs. It would not
take much to help many individuals
with disabilities and their families
live with more dignity and independence. Relatively small changes, such
as helping people make inexpensive
home modifications and obtain
assistive devices, can make a big
difference. Other changes, such as
finding ways as a society to pay for
more long-term supportive services
in homes and communities and
funding better transportation options,
will require more resources and
more collective will.
Our nation needs to address
the unmet needs of persons with
disabilities. While trends show such
positive changes as declining rates

www.aarp.org

of disability and more options for
independent living, many of the
most vulnerable individuals with
disabilities are being left behind,
including those with lower incomes
and more severe disabilities.
Disparities by race/ethnicity,
income, and gender persist in rates
of disability, access to health care,
family caregiving patterns, and use
of long-term supportive services.
It is critical to lay the groundwork
now for major reforms, which will
require mobilizing public as well as
private resources to invest in
independence. The harsh realities
faced today by some persons with
disabilities, along with the demand
for more and better choices for
independent living that we can
expect in the future, argue for
putting reform of disability and
long-term care policies firmly on
the nation’s agenda.
As this report goes to press, the
economic downturn has led to crises
in state budgets, and many states are
proposing to cut back home and
community-based services for older
persons and persons with disabilities. While the first priority is to “do
no harm” to such services, both
federal and state policy makers can
enhance dignity and independence
among persons 50 and older with
disabilities in many ways. Some of
the recommendations made in this
report can be implemented at
relatively low cost; others will take
substantial resources.
This story is not just about data
and numbers. It is also about our
nation’s values and vision. It is about
what we all want for ourselves—the
ability to live independently and to
be in control of our own lives. ■
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28%

26%

16

Loss of independence (28%) and loss
of mobility (26%) are what persons
50 and older with disabilities fear
the most as they look into the future.

80%
82%
96%
Spending time with family and
friends tops the list of important
activites for maintaining one’s
quality of life (96%); second is
religious or spiritual activities
(82%); and third is exercise and
physical activity (80%).

The proportion of persons 65 and
older with disabilities who used
assistive equipment unaided by
others, while small, doubled
between 1984 and 1999.

2x
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Introduction

or work—we all want some degree
of control over what we do, when
and where, and with whom. We
want to be in charge of our lives.
Psychologists tell us that having a
sense of autonomy or control is
critical to a child’s development,
to our self-esteem, our emotional
well-being, our motivation, and
our outlook on life. It influences
our decision making, how we
handle stress, and even our health
and longevity.2 Indeed, a sense of

A Report to
the Nation on
Independent Living
and Disability

autonomy, are two of the most
studied constructs in psychology,
with abundant research documenting
their roles in virtually every aspect
of life from infancy to death.3
What happens, then, when

In 2001, AARP issued its first special

disabilities early or late in life

report to the nation on the status

threaten our independence and

of America’s midlife and older

require us to rely on others for help

population. That report focused

with the ordinary routines of life?

primarily on economic security,

Beyond Fifty 2003: A Report to the

including three economic pillars

Nation on Independent Living and

of retirement security: Social Security,

Disability takes an in-depth look at

pensions and savings, and earnings.

disability among persons 50 and

Health coverage, the fourth pillar of

older as well as a range of supportive

retirement security, was the focus

services and other forms of assistance

of AARP’s second report to the

that can help them live with dignity

nation, Beyond Fifty 2002: A Report

and independence as they age.

to the Nation on Trends in Health

The vast majority of persons 50

Security. While providing some

and older do not require long-term

information on long-term care, that

assistance at any given time. On the

report identified the need to focus

other hand, most people will require

more attention on the range of

some assistance at some point in

services that can help older persons

their lives, and most families will

with disabilities to function

face these issues with their older

independently.

members. In the struggle to live with

The desire for independence is

18

control, and its near-synonym,

independence and dignity as one

manifest at every age. Toddlers

ages, everyone has a story and every

struggle to walk unaided, teenagers

story is unique and deeply personal.

rebel against parental restraints,

Losses due to disability are often

adults decide where they will live

matched by stories of the great grace
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and dignity of older persons and by
acts of sacrifice and caring by family
members. While most of this report
focuses on “numbers” rather than
narrative, the realities of living with
disability are its backdrop:
• Long-term supportive services,
often needed by persons with
disabilities, are personal and
intimate.
• Independence and being
“in charge” help define one’s
quality of life.
• Family life and community, our
social and physical environments,
and long-term services play key
roles in influencing quality of life
for persons with disabilities.

What Is Unique about This Report
• This report focuses on the

term care as synonymous with
nursing home care.
• It discusses the roles of housing,
communities, and transportation
options in creating a livable and
accessible environment that
supports the independence of
persons with disabilities.

challenges faced by a diverse

Scope and Methodology

group of individuals 50 and older

What do we mean by disability?

with disabilities, diverse not only
in their disabilities but in their
life experiences as well.
• It presents the perspective of

Disability has many meanings that
cannot be captured in one definition.
There are huge differences in the
causes of disabilities, the age of onset

persons with disabilities about

and pace of progression, and the

what would make their lives

degree of activity limitations that may

better, from the first national

result. Disabilities may occur at birth,

survey of persons 50 and older

suddenly, as a result of an accident,

devoted to this topic.

or slowly, as a chronic condition

• It presents newly available

progresses. They may be sensory,

estimates of levels of disability

cognitive, physical, or emotional.

and the use of supportive

They may be visible or hidden.4

services among persons 50 and

Hence, there are multiple definitions

older from the most reliable

and little consensus on the meaning

national data sources.

of terms, a situation that has led the

• It portrays many of the new and
emerging options for independent living available to persons
with disabilities, challenging

World Health Organization to refer to
disability as “an umbrella term for
impairments, activity limitations or
participation restrictions.”

outdated stereotypes of long-

www.aarp.org
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Differences across surveys in how

daily life and typically include

questions are worded, the specific

bathing, dressing, getting in or out

activity limitations included, and

of bed or a chair, using the toilet,

other measurement differences

and eating, and getting around

contribute to the conflicting

inside the home. IADLs refer to

evidence about the prevalence of

activities related to being able to

5

disability. Yet, despite the com-

manage one’s affairs independently,

plexity of defining and measuring

and typically include grocery

the number of people with various

shopping, housework, preparing

types of disabilities, some points are

meals, managing money, using the

simple. Disability usually involves

telephone, taking medications, and
getting around outside the home.
The report relies on many different
data sources, which use varying
definitions of disability according to
types of activity limitations, the
duration of disability, the degree and
type of assistance required, and other
factors. Therefore, we use different
definitions, depending on context,
the question being discussed, and
the sources of our data. Please refer
to the Appendix for a detailed
description of the definitions of
disability used in the primary
national data sets analyzed specifically for this report. We also make
extensive use of endnotes to define
terms precisely and to help readers

difficulty conducting daily activities,

compare and interpret data from the

such as bathing, cooking, or shopping,

various data sources used in the report.

or getting around our communities.
And almost all of us need a little

Beware of Labeling

help with these activities at some

Many people who “fit” certain

point in our adult lives, especially

definitions of disability do not

as we grow older.

consider themselves to be “disabled.”

What do we mean by “activities

20

For example, some people who are

of daily living”? Surveys typically

born deaf do not consider them-

distinguish between two types of

selves to be disabled because they

disabilities: limitations in activities

speak American Sign Language and

of daily living (ADLs) and limita-

participate fully in a distinct culture.

tions in instrumental activities of

And up to 20 percent of persons

daily living (IADLs). ADLs refer to

who use a manual wheelchair do

basic personal activities required for

not consider themselves disabled.6
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Does this report include
long-term care?

of art. In addition, we occasionally

Yes, although the term “long-term

refer to “long-term services” as a

care” is used only occasionally.

shorter version of “long-term suppor-

Long-term care has been defined by

tive services” for ease of exposition.

gerontologists Rosalie Kane and

to a specific data source or is a term

While long-term supportive

Robert Kane as “personal care and

services can be central to the ability

assistance that an individual might

to remain independent, they are not

receive on a long-term basis

necessarily sufficient. Like everyone

because of a disability or chronic

else, persons with disabilities want

illness that limits his or her ability

to be part of livable communities

7

to function.” It includes not only

that are safe and easy to navigate.

nursing homes, but the services

They want accessible housing and

received while living in many other

dependable transportation. They

settings, including private homes

want meaningful paid or unpaid

and apartments and “a wide array
of congregate living settings with
services that have sprung up, in part,
because of consumer demand for a
place more habitable than the
typical nursing home.” 8
“Long-term supportive services”

Many people who “fit”
certain definitions of disability
do not consider themselves to
be “disabled.”

is the preferred term among many

work and close relationships with

people with disabilities because

family and friends. Hence this report

“care” may imply dependence and

addresses a range of topics that

convey paternalism. Regardless of

influence the independence and

which term one prefers, these

quality of life of persons 50 and

services are personal and intimate and

older with disabilities.

carry the cultural associations with
relationships, privacy, and dignity.9

Independent living:
The framework for the report

In this report, we typically use the

Social attitudes play a key role in

term “long-term supportive services.”

defining disability. For centuries,

However, in some cases, we use the

“disability has delineated categories

term “long-term care” when it refers

of people meriting assistance—

home-autonomy, familiarity, history,

The independent living movement focuses on social attitudes
and other barriers to independence rather than on a person’s
limitations. There are also over 600 federally and state
funded “Independent Living Centers” and satellite centers
around the country that encourage better accessibility and
empowering persons with disabilities to make their own
decisions.10 In this report, “independent living” refers more
broadly to the independent living movement.

www.aarp.org
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Introduction

includes everything from physical
surroundings to family networks to
quality of health and long-term care
and the federal and state policies that
address these issues. This report
emphasizes these environmental
factors in increasing independence
and reducing levels of disability.
The independent living movement
also seeks to change social attitudes
to recognize that persons with disabilities want to remain in control of their
lives and should receive services
alms, food, and shelter . . . Separating

they need to remain independent.

the deserving from the undeserving

As Judith E. Heumann (co-founder,

disabled, therefore, fell to doctors

World Institute on Disability) has

and their theoretically objective

put it, “Independent living is not

medical evidence.”11 In more recent

doing things by yourself, it is being

years, advocates in the independent

in control of how things are done.”

living and disability rights movements have criticized this approach

Methodology

to defining disability as emphasizing

The report documents trends in

professional control, institutional

disability and independent living

solutions, and consumer disempow-

among America’s midlife and older

erment. In contrast, the independent

population and explores the factors

living movement stresses advocacy,

that enhance their independence

peer counseling, self-help, consumer

and quality of life. The most current

control, and the removal of barriers

data available are used throughout

12

to independence.

In large part due to the influence of

22

the report, and trends over time are
reported when possible. Data are

the independent living and disability

presented for all persons age 50 and

rights movements, expectations about

older when possible; however, in

living with disability have changed

some parts of the report, we have

dramatically in the past few decades.

relied on the National Long-Term

These movements seek to integrate

Care Survey, one of the richest data

persons with disabilities into the

sets for tracking disability trends

everyday life of their communities

over time, which includes only

rather than isolating them in

persons 65 and older.

medically oriented facilities. The

Findings are presented for age

independent living philosophy sees

subgroups (50 to 64, 65 to 74, 75 to

disability not as an individual

84, and 85 and older) when possible

characteristic or problem but as a

and relevant; the term “older” refers

relationship between the individual

to different age groups at various

and the entire environment in which

points in the report, with the text

he or she lives. The environment

and figures clarifying the specific
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group to which we refer. We also
present findings for subgroups based
on characteristics such as gender,
race/ethnicity, income, functional
status, and living arrangements. In
some cases, we examine the
combined effects of two or more
characteristics associated with
vulnerability, such as disability and
race, socioeconomic status, or age.
The authors conducted or
commissioned original research and
data analysis for this report and

For analysis conducted or

synthesized a wide array of previously

commissioned by AARP, results are

published data and literature. The

reported only if the number of

sources of primary data analyzed for

observations in cells is considered

this report are the following

to be sufficiently large for estimates

nationally representative surveys:

to be reliable under standard research

• Surveys conducted by the Agency

protocol. Statistically significant

for Healthcare Research and Quality
(AHRQ) on the financing and use

findings (at 5% or below) are reported.
In addition to these primary data

of health care in the United States,

sources, we have used data from a

the 1998 Medical Expenditure Panel

host of federal agencies and other

Survey (MEPS), and the 1997 Long-

groups that produce statistical data

Term Care Supplement. Unless

on the older population, including:

otherwise indicated in the report,

• The Current Population Survey

data presented for 1998 and 1997

(Bureau of Labor Statistics);

come from Project HOPE’s analysis

Medicare Current Beneficiary

of these data sources for AARP.

Survey (Centers for Medicare

• The National Long-Term Care

and Medicaid Services); National

Surveys (NLTCS), conducted in

Health Interview Survey and

1984, 1989, 1994, and 1999 by

National Nursing Home Survey

Duke University for the National

and the National Home and

Institute on Aging, of Medicare

Hospice Care Survey (National

beneficiaries age 65 and older

Center for Health Statistics);

with chronic disabilities. Unless

Census 2000 (U.S. Census Bureau);

otherwise indicated in the report,

and the Survey of Income Program

information from the NLTCS comes

Participation (U.S. Census Bureau).

from the Urban Institute’s analysis
of these data sources for AARP.
• A telephone survey of 1,102 persons

• Surveys of consumer attitudes
conducted by polling organizations
for a variety of foundations and

with disabilities age 50 and older

other organizations, such as the

conducted by Harris Interactive

Henry J. Kaiser Family Foundation

for AARP, September 16–29, 2002.

and National Organization on

www.aarp.org
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Disability. Data for persons age 50

in the middle 50 percent of the

and older from these surveys were

distribution, and the upper-income

analyzed by AARP research staff.

quartile refers to the 25 percent of

Consistent with previous editions

individuals with the highest income.

of Beyond 50, a convention of
“quartiles” is used when analyzing
income in the primary national data
sets used for analysis, i.e., MEPS and
NLTCS. In this edition, all individuals

Organization and Scope
of the Report
The report is divided into several
sections. The introduction includes
a brief historical overview and
examination of factors likely to drive
change in the future. We then begin
the core of the report, in which we
analyze data on socioeconomic trends
and disability rates. Next, we examine
the roles of environmental factors—
health coverage and services, family
and social support, long-term supportive services, and the physical
environment—in facilitating
independence. Following a brief
look at the costs of independent
living, we present data from a survey

in the age group being discussed
(e.g., persons 50 and older, 65 and
older, 50 to 64, 65 to 74, 75 to 84,
85 and older) are arrayed by family
income and divided into four quartiles,
each representing 25 percent of the
population in that age group. (In
earlier editions, persons age 50 and
older in various age subgroups were
arrayed by income distribution for the
total population of persons 50 and
older.) The lowest-income quartile
refers to the 25 percent of individuals
with the lowest incomes, the middleincome group refers to individuals

conducted recently for AARP by
Harris Interactive on what people
50 and older with disabilities
perceive as impeding or facilitating
their independence. To give readers
a sense of what is possible, we then
give examples of some innovations
in services and programs for independent living. We also present a brief
international overview. Our concluding sections review the evidence
about the current challenges faced
by persons with disabilities in the
context of their own attitudes,
preferences, and desires for independent living. Finally, we draw out
the implications of our findings for

Citations: For specific data sources and
notations about the data presented in
the tables and figures throughout the
report, please refer to the Appendix.
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public policy.

A Brief Look at the Past
Deeply rooted in welfare policy,
U.S. long-term care policies have

Beyond 50 2003 A Report to the Nation on Independent Living and Disability

been intertwined with provisions

income to beg on the streets. At

for poverty and dependency in

the same time, religious and

general, observed a report to the

benevolent organizations were

Organization for Economic

establishing voluntary homes to

Cooperation and Development

keep “respectable” persons, such

(OECD) by the U.S. Department of

as widows and never-married

Health and Human Services. The

women, out of almshouses. 15

health or social service needs of

• The original provisions of the

older persons with disabilities have

1935 Social Security Act, in the

only recently been recognized as

form of “Old Age Assistance”

distinct from the housing and

grants to the states, prohibited

income needs of the destitute.13

payments to “any inmate of a

• Shelters for the aged were built in

public institution,” thereby

England during the 12th to 15th

contributing to the decline of

centuries for “the aged, those with-

publicly funded almshouses and

out means of support in their own

the growth of proprietary homes

homes, and the handicapped.” In

for the elderly.16 By the 1950s and

1601, Queen Elizabeth I required

1960s, “Mom and Pop” homes

each local community to care for

served older persons who needed

the elderly in their own homes as

assistance and could afford to

long as possible, then to provide

purchase care with their Social

care in a facility. The enactment of

Security checks. The Hill Burton

the Poor Law in 1722, however,

legislation in the 1950s “offered

reflected the belief that the sick

attractive subsidies to anyone

and poor elderly could be better

who would erect a nursing home,

cared for in institutions than at

setting off a building boom that

home. American colonies followed

produced thousands of nursing

the English pattern, with most

homes.”17 Because that legislation

American counties establishing

fell under the jurisdiction of the

almshouses or “poor farms” in

Public Health Service, it also

the 18th and 19th centuries,

established nursing home care as

continuing the focus on poverty

part of health, and not just

14

and local responsibility.

• Poorhouses came under increasing

welfare, policy.
• When Medicare was enacted in

scrutiny for squalid conditions by

1965, its framers were not eager

reformers in the mid to late 19th

to include public coverage of

century. By the end of the 19th

nursing home care for budgetary

century, locally funded almshouses

reasons.18 Nursing home care was

had begun to change their names

included only in the form of

to “homes for the aged and

convalescent “posthospital

infirm,” and institutionalization

extended care,” considered to be

was actively promoted by welfare

less expensive than keeping

workers as an alternative to leaving

patients in hospitals for lengthy

older persons without family or

periods. Medicaid, also enacted

www.aarp.org
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in 1965, expanded the 1960 Kerr-

source of public long-term care

Mills program, which had enabled

financing, and states continue to

states to provide means-tested

play key roles, as they have done

medical assistance for the aged,

throughout most of the 20th

along with “skilled nursing home

century. Criticism of the quality

services.” Home health services

of care, fragmentation in service

were covered for the first time

delivery, and inadequate financing

under both Medicare and

continue. In the words of Rosalie

Medicaid, although Medicare’s

Kane, “long-term care fails the

coverage was limited to short-

quality, access, and cost tests.”19

term postacute services.
• In more recent years, options for
home and community-based

What Will Drive Change
in the Future

services have expanded under the

While each person’s story is unique,

Medicaid program, particularly

major changes in demographics,

through the waiver process and

economics, and policy set the stage

growing state coverage of personal

on which each person’s story is

assistance benefits. However,

acted out. Some changes open up

there have been few other major

new options for services and new
possibilities for independence for

In the words of Rosalie Kane,
“long-term care fails the
quality, access, and cost tests.”

changes raise new concerns and
challenges regarding our nation’s
ability and commitment to provide
quality services that promote the

changes in either benefits or

independence of the diverse

financing of long-term services.

population of older persons with

(Efforts to expand medical and

disabilities in the future. This

long-term care coverage in the

background section highlights some

late 1980s by the Pepper Commis-

of the forces driving these changes.

sion, as well as in the proposed
1993 Health Security Act, failed.)
In summary, most changes in
long-term care policy have been
incremental and were often the
by-product of broader changes in
health or social welfare policy.
• Today, various types of group
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persons with disabilities. Other

First, the good news
Independent Living: It’s Not Just
a Good Idea, It’s the Law
Expectations about living with
disability have changed dramatically
in the past few decades, due in large
part to the influence of the
independent living and disability

residential housing with and

rights movements, which have

without services, including assisted

underscored the importance of

living, are proliferating, although

integrating persons with disabilities

only limited public or private

into the normal life of their

insurance covers these alternatives.

communities. Rather than isolating

Medicaid remains the primary

persons with disabilities in medically
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oriented facilities, the independent

as reshaping attitudes about

living model works to adapt the

persons with disabilities and their

social and physical environment of

participation in our communities.

communities to accommodate the
desire of persons with disabilities
to participate in the work, social,
recreational, and services aspects
of those communities. The independent living movement seeks to
change social attitudes to recognize
that persons with disabilities want
to remain in control of their lives
and the services and supports they
may need to remain independent.
Perhaps the most tangible
successes of the independent living

New Options Promote Independent
Living in the Community
Hand in hand with legal changes
has been development of new
service options, building designs,
and technologies designed to
promote independence of persons
with disabilities. Services in the
home and in community settings are
increasingly available to persons
with disabilities of all ages, both
those that are paid for privately and

movement have been through
enactment of major civil rights
protections for persons with
disabilities. In particular, the Fair
Housing Amendments Act of 1988
protects the right of a person with
disabilities to live in regular housing
in the community with reasonable
accommodations for his or her
disabilities. The Americans with
Disabilities Act (ADA) provides
additional protections for persons
with disabilities regarding employment, transportation, and public
accommodations. In its Olmstead
decision (Olmstead v. L.C. by
Zimring, [1999] 527 U.S. 581),
the Supreme Court ruled that the
unnecessary institutionalization
of persons with disabilities may
constitute illegal discrimination
under the ADA. Olmstead also
places an affirmative duty on states
to move persons with physical or
mental disabilities into integrated
settings in the community. Together,
these laws are reshaping the physical
environment of communities to
make them more accessible as well

www.aarp.org

those funded by public programs.
States have focused efforts particularly
on providing home and communitybased services to younger persons
with developmental disabilities,
mental illness, and physical disabilities. For example, both the number
of individuals with developmental
disabilities living in the community,
and the public funding devoted to
services for these individuals, now
far surpass that devoted to institutional care. 20 Most states also have
targeted programs to provide home
and community-based alternatives
for older persons with disabilities,
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including home care, assisted living,

are showing increasing interest in

adult foster care, and hospice services.

extending the same benefits to older

Indeed, three states (Oregon, Vermont,

persons.21 Preliminary findings from

and Alaska) now spend half or more

a demonstration of a model of

of their Medicaid long-term care

consumer direction for older persons

dollars on home and community-

in three states reveal that most older

based options. On the private pay

persons choose to hire family and

side, assisted living residences with

friends to provide services, with high

a philosophy of independence and

levels of satisfaction. 22

residential living comprise one of

The physical environment is

the most rapidly growing services

also being adapted for persons with

for older persons with disabilities.

disabilities. Individual homes, multi-

Consumer direction, a concept

family apartments, and public

pioneered by disability rights

buildings of all sorts are built with

advocates, is increasingly incorporated

or modified to include “universal

into state plans for publicly funded

design” features such as ramps, grab

services to persons with disabilities.

bars, and wider doors to accommo-

The premise of consumer direction

date persons with disabilities.

is that consumers with disabilities

Specialized facilities such as assisted

best know their own needs and

living and nursing homes are paying

should be able to determine the

increasing attention to design features

supports they need and control the

that promote independence and a

services they receive. While state

more residential environment.

programs vary, consumers typically

Community planners are paying

receive cash or vouchers to purchase

more attention to the needs of

services and they are free to hire,

persons with disabilities in creating

train, and fire workers to provide

more “livable communities” with

such services. Consumer-directed

transportation, services, and living

service programs have been

spaces designed to maximize

especially targeted to younger

accessibility for all persons.

persons with disabilities, but states

Technology also plays a role in

What is “consumer direction”?
Consumer direction, as used in this report, refers to programs
and services that give individuals with disabilities maximum
choice and control. 23 In such programs, consumers can choose
to select, manage, and dismiss their workers. They can decide
which services to use, which worker to hire, and what time of
day the worker will come. They can decide to spend available
funds on such things as home modifications or equipment,
rather than on services. While persons paying privately have
these options, states are only recently incorporating the
concept into publicly funded programs.
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promoting independence. Assistive

who provide the overwhelming

technologies such as motorized

majority of long-term services

scooters and specialized wheelchairs

received by persons with disabilities,

can help people with disabilities

are staggering.

get out into their communities.
Communications technologies can
assist with bringing services and
technical support into people’s
homes. Pharmaceutical and medical
technologies can reduce chronic
pain, replace arthritic joints, and
treat chronic disabling diseases
better than ever.
Health Is Better and Disability
Is Declining (for Some of Us)
As last year’s Beyond 50 report
highlighted, life expectancy has
increased, and the self-reported

Families and Caregiving:
“Everyone Has a Story”

health of older persons has improved

Providing long-term assistance to

steadily, at least for those persons

family and friends with disabilities

under age 85. Longevity gains have

is increasingly common for women

been even more rapid for men than

in midlife and for many men as

women over the past two decades.

well. Families and other informal

Disability rates for less severe disabil-

caregivers provide an overwhelming

ities have declined substantially in

amount of support received by

recent years, especially among those

persons with disabilities. Many

with higher incomes and higher

persons 50 and older simultaneously

levels of education. Rates of nursing

juggle jobs, caregiving responsibil-

home use among older whites have

ities for aging parents or other

also declined substantially since the

relatives, and the need to provide

mid-1980s, although they have

financial and other help to their

increased for blacks.

adult or younger children. Whether
with colleagues at work, during

Now for the challenges
The Costs of a Long-Term
Disability Can Be Catastrophic
The high costs of a long-term
disability remain largely uninsured—
private long-term care insurance is
unaffordable to many, and the
Medicaid program pays only after

social events with friends, or at
kitchen tables around America, the
most intense conversations are often
about finding resources to help with
caregiving responsibilities. Programs
to support informal caregivers
remain limited in the public and
private sectors.

individuals have depleted their
income and assets. The hidden costs
borne by individuals and families,
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Attitudes toward Aging and
Disability Are Changing Only Slowly

The Economy Is a Wild Card

The belief that aging and disability

in this report pertain to 1994–2000,

are individual problems rather than

a period of robust economic

events that involve social attitudes

expansion, we are now confronting

and environmental barriers is

a weak economy. The longer-range

changing slowly as a result of the

implications of this economic

ADA and a civil rights approach to

uncertainty are unclear, but persons

disability policy. And although there

close to retirement age and older

have been many positive strides in

persons face significant risks to their

combating ageism in our society, a

retirement income. The fluctuating

2002 Senate Special Committee on

economy affects the stability of

Aging hearing underscored the

retirement income, including

adverse effects of negative market

pensions and the value of assets,

and media images of aging on older

with consequences for their ability

While many of the data presented

to purchase services to enhance
independence. Low interest rates
and a three-year decline in equity
markets affect their ability to sustain
consumption in retirement. Public
programs that help fund services to
support independent living also
face tough trade-offs among many
vulnerable groups, and are in a period
of retrenchment on multiple fronts—
from health care to housing and
transportation. And there is no relief
in sight from shortfalls in state budgets,
which play a central role in funding
persons. Stereotypes of dependent,

long-term supportive services for

unproductive, and demanding older

persons with disabilities, particularly

persons, for example, have been

through their Medicaid safety nets.

found to seriously affect self-image.
perceptions of aging, measured

Who Will Provide
Long-Term Services?

many years earlier, have been found

Recruiting and retaining the para-

to contribute to increased longevity.

professional workers needed to

In a recent study of persons 50 and

support persons with disabilities,

older, those with more positive self-

including nursing assistants, home

perceptions about aging lived 7.5

care aides, and personal assistance

years longer than those with less

attendants, involve serious problems.

positive perceptions, an advantage

These frontline workers, who are

that remained after controlling for

often are poorly paid and subject to

age, gender, socioeconomic status,

difficult working conditions, are the

and functional health. 24

cornerstone of the paid workforce

At the same time, positive self-
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providing services to persons with

information may cause consumers

disabilities. On top of the unprece-

and those charged with ensuring

dented long-term supportive services

quality and safety to reach the

workforce shortage, there is a serious

wrong conclusions or to spend

shortage of all geriatrics—prepared

dollars to solve less urgent problems.

health care professionals—from social

In addition, because any quality

workers to nurses to physicians.

improvement system is only as good

These crises in both the health and

as the data that are fed into it, it is

long-term services workforce are

critical to ensure the data’s accuracy.

affecting the quality of care and

Increasingly, attention also is being

the quality of life of persons with

focused on promoting consumer-

disabilities and their families in

centered care and respecting the

multiple settings—in their homes,

right of consumers to identify the

in assisted living communities,

outcomes that matter most to them,

in hospitals, and in nursing homes.

such as emotional well-being,
dignity, and independence, as well

Higher Quality and Greater
Safety Are Hard to Achieve

as improved physical health and
functioning. Respecting consumer

Quality problems with long-term

choices that enhance dignity and

supportive services in both institu-

independence may sometimes require

tional and community settings are

accepting decisions that carry some

pervasive and persistent, although

increased risk to safety. Creating the

progress is being made on some

right balance between consumers’

fronts. For example, as technology,

rights and preferences on the one

particularly the transmission and

hand, and reasonable limits on risky

processing of data, improves, systems

behaviors on the other, involves

are being developed to link

difficult legal and operational issues.

individual outcomes to particular care
practices. Several quality measures
have been identified in nursing
homes that gauge the quality of these
facilities based on resident care, such
as inadequate pain management.25 In
addition, a set of outcome measures
for home health care has been
developed,26 and efforts are underway
to measure and promote better
quality in assisted living settings.
Quality outcome measures have
heightened consumers’ and providers’
attention to quality; however,
developing the right tools to measure

These are some of the key forces
that serve as the backdrop for the
unique stories that we will write
about our own aging process.
What is written largely depends
on choices we make as individuals
and as a nation today. To make
certain that those stories are filled
with as much independence and
dignity as possible will require
concerted effort to change attitudes,
redirect resources, and create new
opportunities for independent
living for persons with disabilities. ■

quality and provide accurate,
meaningful results remains a major
challenge. Too little or too much
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s40%
9%

5%
The proportion of persons 65 and
older with less severe levels of
disability, such as limitations in the
ability to go shopping, declined
nearly 40 percent between 1984
(9%) and 1999 (5%).
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Demographic
Trends and
Disability Rates

force participation among persons
50 and older, especially among
women.28 Since 2000, however, the
economic picture for older adults
has become somewhat bleaker, due

We begin with an overview of some

to such factors as a declining stock

of the general demographic trends

market, which reduced pension

affecting persons 50 and older to

portfolios; low interest rates, which

provide context for the report.

depress interest income; rising debt
levels; and higher unemployment.

Population Aging

Earlier economic gains have been

The 50 and older population is

spread unevenly among the older

growing rapidly and will continue

population. For example, women’s

to do so because of the aging of

income is significantly lower than

the Boomers.

men’s in every age group over 50

In 2002, almost 80 million
27

Americans were over age 50.

(as well as under 50).29
Of

those, more than half, 57 percent,

between the incomes of older

were age 50 to 64, and 43 percent

whites and older persons of color.

were 65 and older. The 50 and older

“The median income of black elders,

population is projected to nearly

for instance, which was 70 percent

double by the year 2030.

of their white counterparts in 1967,

Economic Well-Being

has since fallen to less than 60 percent
of whites; poverty rates among

The 50 and older population is

black and Hispanic elders are today

becoming wealthier, but income

2.5 times those of whites.”30 When

disparities are growing.

gender disparities are added, these

During the last two decades of

34

Moreover, large disparities persist

differentials are even greater.

the 20th century, older people made

Among the reasons for the lack of

significant gains by most measures

retirement security among many

of income security, including

older people of color are low wages,

income, net worth, poverty, and

intermittent work histories, family

homeownership. These gains were

responsibilities, inadequate pension

due in large part to increased labor

coverage, poor financial literacy,
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Source:AARP Public Policy Institute analysis of Current Population Survey, 1980 and 2000,March Supplement

and discrimination.31 In addition,

living alone among women 85 and

health and income status are

older in the future (see Figure 1).

intertwined, and poor health and
disability are more common among

Urban/Rural Residence

older persons of color. “I can’t

An increasing proportion of people

work, but I can’t retire either” is

who live in rural areas are age

a commonly heard concern.

50 or older.
Most Americans live in urban

Living Arrangements

areas; in 2002, only 19 percent of

Reflecting cohort differences in rates

the total U.S. population lived in

of widowhood and divorce as well as

rural areas.32 In comparison, among

preferences to remain independent,

persons age 50 and older, the

the share of those living alone

proportion living in rural areas was

increased slightly for both women

22 percent, and rose to 24 percent

and men ages 50 to 64 but increased

among persons age 65 and older.

sharply for women 85 and older

Although trend data show a

between 1980 and 2000. Declining

general population decrease in rural

rates of widowhood have contributed

areas, the number of older persons

to lower rates of living alone among

in rural areas is increasing. From

the cohorts of women age 65 to 84

1992 to 2002, the rural population

in 2000 and may lead to declines in

decreased nearly 4 percent in the

www.aarp.org
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non-Hispanic white will fall from
80 percent in 2000 to an estimated
69 percent by 2030. 34

Life Expectancy
Life expectancy at birth increased
from 49 years in 1900 to 77 years in
2000.35 Until fairly recently, the
accepted wisdom among social
scientists was that longevity gains
were due almost entirely to declines
in infant mortality. In the past several
decades, however, that accepted
wisdom has given way to new data
total U.S. population, declining by

indicating impressive gains in

about 15 percent among those

longevity in the later years of life.

under age

50.33

However, among

persons age 50 and older, the rural

increased from 21 years in 1900 to

population increased approximately

30 years in 2000.36 At age 65, average

9 percent during the same period.

life expectancy increased from 12 years

The increase was even greater at age

in 1900 to 18 years in 2000.37

75 and older—17 percent.

Racial and Ethnic Composition

Most of these improvements in
life expectancy during the second
half of life have occurred since

The 50 and older population is

1950.38 Among those aged 45 to 64,

becoming more racially and

death rates due to all causes fell by

ethnically diverse. In 1990, racial

nearly half (48%) between 1950

and ethnic minorities accounted for

and 1999.39 Among those aged 65

13 percent of the population age 65

and older, the overall death rate

and older—and rose to 16 percent in

decreased by one-third (34%).40

2000. According to the 2000 Census,

The declines in death rates were

the non-Hispanic white population

particularly pronounced for heart

is significantly older than other

disease, stroke, and lung diseases.

ethnic groups. The percentage of
whites age 65 and older was almost

Disability Rates and Trends

twice (14%) that of blacks (8%) and

Disabilities are complex, with

Asians (7%) and almost three times

many causes and manifestations.

that of Hispanics or Latinos (5%).

In measuring levels of disability,

The older population will become

researchers often choose to focus

increasingly diverse over the next

on whether individuals have

two decades as the number of older

difficulties in specific types of

minorities grows more rapidly than

functioning and whether they

does the population of older whites.

need various forms of assistance.

The proportion of the population
age 50 and older that is

36

Life expectancy at age 50 has

Surveys typically distinguish
between two types of disabilities:
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higher level of disability than IADL
limitations. However, multiple IADL
limitations can indicate high levels
of disability, including moderate or
severe cognitive or mental disabilities. Disparities in estimates of rates
of disability are due, in part, to
differences in the types of activities
included in ADLs and IADLs in
various surveys, in the duration of
assistance, and in the degree of
assistance required in each area.41
limitations in activities of daily

One recent nationally represen-

living (ADLs) and limitations in

tative survey, the 1998 Medical

instrumental activities of daily living

Expenditure Panel Survey, indicates

(IADLs). ADLs refer to basic activities

that almost 87 percent of the

required for daily life and typically

population age 50 and over has no

include bathing, dressing, transferring

limitations in ADLs or IADLs.

in and out of bed or a chair, using

However, those 65 and older age

the toilet, eating, and mobility

are substantially more likely to

around the home. IADLs refer to

have some limitations than 50- to

activities related to being able to

64-year-olds—they are 2.4 times more

manage one’s affairs and typically

likely to have only some limitations

include shopping, housework, meal

in IADLs, four times more likely to

preparation, managing money, using

have at least one limitation in ADLs,

the telephone, taking medication,

and 5.4 times more likely to require

and mobility outside of the home.

assistance in ADLs (see Figure 2).

ADL limitations generally indicate a

Source:Project HOPE analysis of 1998 Medical Expenditure Panel Survey for AARP Public Policy Institute
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in MEPS. As indicated in Figure 3,
rates of disability vary geographically. The share of persons 50 and
older with disabilities ranges from
highs of 17 percent to 18 percent in
West Virginia, Arkansas, and
Mississippi to lows of 8 percent in
Alaska and Vermont. As indicated,
states with the highest rates of
disability are concentrated in the
South and East, particularly in the
Southeastern U.S. (For detailed data
on rates of disability by state, as
well as state-specific data on many
aspects of long-term care, see Across
the States 2002: Profiles of Long-Term
Care by the AARP Public Policy
In addition, data from the 2000
Census Supplementary Survey
indicate that, across the United States

Institute, http://research.aarp.org/
health/d17794_2002_ats.html.)
Because disability is much more

as a whole, 13 percent of persons

prevalent among persons 65 and

50 and older have a limitation in

older than among those age 50 to

mobility or

self-care.42

This is a

64, and because more detailed data

roughly comparable rate of disability

that allow us to look more closely at

to that reported above, although

trends in rates of disability are only

the mobility and self-care measures

available for persons age 65 and

in the Census are somewhat different

over, we focus on the 65 and older

from the ADL and IADL measures used

age group below.

Source:AARP Public Policy Institute analysis of Census 2000 Supplementary Survey
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Active Life Expectancy
and Disability
More years of life expectancy do not
necessarily translate into more years
of active life expectancy, the number
of years one might expect to live
without a disability. The increased
risk of disability that comes with
advancing age has led to concerns
that increased longevity will only
increase the years of disability at the
end of life. Evidence from the 1970s
and early 1980s seemed to support
these fears, leading to dire predictions
of increasing numbers of older
persons with disabilities requiring
ever higher levels of services.43
These fears have proved to be
largely unfounded. Despite growth
in the older population and the
unprecedented skewing of that
growth toward the oldest old in the
1990s, data from the National LongTerm Care Survey indicate that the
number of persons age 65 and older

Source:Urban Institute analysis of 1984 and 1999 National Long-Term Care Survey
for AARP Public Policy Institute

reporting a limitation in any IADL
or ADL increased only slightly, from
6.6 million to 6.8 million between
1989 and 1999. 44 Rates of chronic

Declining mortality and disability
rates mean that older persons
are enjoying more active years
in the United States.
disability declined among all age
categories in the older population, as
indicated in Figure 4. 45 If 1984 rates
had remained constant, the expected
number of older persons with a
disability would have been 8.3
million, 1.5 million more than the
actual number.46 Declining mortality
and disability rates mean that older
persons are enjoying more active years
in the United States; this is also the
case in other industrialized nations.
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40 percent between 1984 and 1999
across all older age groups. On the
other hand, the percentage of older
persons with two or more ADL limitations has remained almost unchanged,
also illustrated in Figure 5.
Despite declines in the prevalence
of chronic disabilities, the prevalence
of some chronic illnesses and
conditions has increased, such as
diabetes, arthritis, and cancer,
meaning that many older persons
are leading active lives despite their
illnesses.48 Other chronic conditions
have decreased substantially. For
example, data from multiple surveys
have found that the prevalence of
cognitive impairments has declined
more rapidly than have overall
disability rates. 49
Finally, it is important to note
that, despite the declines in rates of
disability, the lifetime probability of
experiencing disabilities remains
high. By one estimate, the lifetime
probability of a 65-year-old becoming
disabled in at least two activities of
daily living or of being cognitively
impaired is 44 percent for men and

Types of Disability and
Chronic Illness

72 percent for women. 50 By another

Overall declines in chronic disability

is 68 percent for all persons age 65

(a limitation in any IADL or ADL

and older.51

estimate, the risk of such disabilities

lasting three months or longer) do
not mean uniform declines in all
types of disability or in the chronic
illnesses often related to disability.

Major differences in disability rates

Most national surveys tracking

remain among various demographic

disability, including the NLTCS,

groups. The following sections look

have found that declines have been

briefly at some of these differences.

most pronounced for persons with
IADL limitations only.47 As shown
in Figure 5, decreases in IADL
limitations have been quite dramatic,
showing relative declines of roughly
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Disability Rates and
Socioeconomic Characteristics

Gender and marital status
Older women have higher rates of
disability than men at all ages and
at all levels of disability. Moreover,
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Source:Urban Institute analysis of 1984 and 1999 National Long-Term Care Survey for AARP Public Policy Institute

NLTCS data indicate that disability

rates have declined more for those

rates have generally decreased

who are married than for other

more for men than for women.

groups. Disability among married

The percentage of men reporting a

persons declined from 14.5 percent

chronic disability declined from

in 1984 to 12 percent in 1999,

17.7 percent in 1984 to 14.5

a relative decline of 19 percent.

percent in 1999, a relative decline

Among those who were widowed,

of 18 percent. Among women, the
improvement was more modest,
from 25.0 percent in 1984 to 23.4
percent in 1999, for a relative
decline of 6.5 percent.52
Marital status is also related to
disability (see Figure 6). Older
persons who are married report
lower rates of disability than do
those who are widowed or who
never married. Moreover, disability

www.aarp.org
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the rates declined much more

4 percent. Among those who were

modestly, from 32 percent to

unmarried, the rate declined from

31 percent—a relative decline of

27 percent to 24 percent—a relative
decline of 12 percent.53

Race and ethnicity
Older blacks continue to have higher
rates of disability than do whites
and others. For older blacks, the
reported rate of disability declined
from 30 percent to 25 percent—
a relative decline of 17 percent. For
whites and others, the decline was
from 21 percent to 19 percent—a
relative decline of 10 percent.54 The
NLTCS sampling design did not
include enough Hispanics, Asians,
or Native Americans to do analyses
of those groups. Data from other
sources indicate that disability rates
for older Hispanics and Asians may
be somewhat lower than for whites,
while disability rates for Native
Americans and Alaskans are much
higher than for other groups.55
Source:Urban Institute analysis of 1984 and 1999 National Long-Term Care Survey
for AARP Public Policy Institute
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Education
Educational levels are strongly
associated with disability rates.
Education can influence the
likelihood of having a disability,
and having a disability can
influence educational opportunities. Education is also related to
other factors that affect disability
rates, such as income, exposure to
occupation-related risks, insurance
coverage and access to health care,
and likelihood of health-related
behaviors such as smoking and
alcohol consumption. In addition,
education appears to have direct
effects on some disabling conditions, most notably the significant
declines in cognitive disability in
recent years.56 Data from the NLTCS
demonstrate the strong relationship
between education and disability, as
illustrated in Figure 7.
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Source:Urban Institute analysis of 1999 National Long-Term Care Survey for
AARP Public Policy Institute
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Income
Having a low income is also related
to higher rates of disability. Like
education, income is related to both
exposure to risk factors associated
with disability and access to health
care and insurance. In addition,
income for persons 65 and older,
most of whom are retired, derives
from the cumulative work history
and savings of a lifetime. Because
health and functioning have been
shown to affect earnings, persons
who experienced some disability
during their life before age 65 are
likely to have lower incomes. In
addition, some persons with disabilities may have depleted their assets
to cover out-of-pocket expenses for
needed services.
Source:Urban Institute analysis of 1999 National Long-Term Care Survey for
AARP Public Policy Institute
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The data in Figure 8 indicate
that, among older persons living in
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Persons 65 and Older with
2 or More ADL Limitations Are
More Likely to Live with Adults
Other than Spouse
Living Arrangements of Community
Residents 65 and Older with
Disabilities, 1999

TABLE 1:

IADL or
1 ADL
%

2+ ADLs
%

Lives alone

44

34

Lives with others

56

66

Lives with adults
other than spouse

23

34

10

23

8

9

Because of health
To share living
expenses

Source:Urban Institute analysis of 1999 National LongTerm Care Survey for AARP Public Policy Institute

the community, those in the
lowest income quartile were almost
three times as likely to experience

Source:Urban Institute analysis of 1999 National Long-Term Care Survey for
AARP Public Policy Institute

a disability as those in the highest
income quartile.

or to share living expenses (9%).
In contrast, persons with less severe

Living arrangements

levels of disability (IADL limitation

Almost two-thirds of persons

only or one ADL) were less likely to

65 and older with two or more

be living with adults other than a

limitations in ADLs lived with

spouse due to health problems

others in 1999. As illustrated in

(10%) (see Table 1).

Table 1, most of these individuals

The shares vary substantially

were living with adults other than

by race and gender, as indicated

a spouse, primarily because of a

in Figure 9. ■

health or physical problem (23%)
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37%

In 1999, 37 percent of disabled Medicare
beneficiaries under age 65 lacked any
prescription drug coverage.

47

Health Services and Independence

The Role of
Health Services
in Facilitating
Independence
Health security for persons age 50
and older was addressed in depth in
the 2002 edition of AARP’s Beyond
Fifty. This section focuses attention

adults in general. Nonetheless, some
general observations will place the
needs of this population in a broader
context. According to disability
researchers Gerben DeJong, Susan
Palsbo, Phillip Beatty, and colleagues,57
compared with persons without
disabilities, people with disabilities
often (but by no means always):
• Have a “thinner margin of health,”

on some of the health-related

which makes them more vulnerable

services and issues that are most

to some health problems;

relevant for persons with disabilities,

• Do not have the same opportu-

many of which relate to the

nities for health maintenance

intersection between health and

and preventive health as people

long-term supportive services.

without disabilities;

It is almost as dangerous to

• Experience an earlier onset of

generalize about the heterogeneous

chronic health problems

health needs of persons with disabil-

(particularly if they acquired

ities as it is about the needs of older

their impairment early in life),
and these problems lead to
additional functional losses;
• Require more complicated and
prolonged treatment, as well as
a longer recovery period for a
health problem;
• Require ongoing prescription drug
therapy, particularly in the case of
long-term mental illness;
• Require durable medical
equipment as well as assistive
technologies; and
• Require long-term services, such
as personal assistance, which
while rarely considered to be
“medically necessary,” is essential
to maintaining health and, in
some cases, to remaining alive.
In addition to having greater
health care needs, persons with
disabilities often face more barriers
to obtaining the health care they
need than do those without
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“Medical necessity is an important issue. Most definitions of medical necessity
use an acute model of health care and do not consider the ongoing health
and functional maintenance needs of persons with disabilities. Thus, most
definitions of medical necessity recognize the need to restore function
following the onset of a major disabling condition but do not recognize the
need to maintain function or enhance function in persons with progressive
conditions who want to function more independently in their homes and
communities…” Gerben DeJong et al.

disabilities. These hurdles involve

health coverage they have, however,

financial barriers, such as being low

varies dramatically. The great majority

income or unemployed; obtaining

of persons in this age group without

any health insurance or not having

disability (79%) have some form of

adequate coverage, especially for

private coverage, predominantly

medical equipment and prescription
drugs; and environmental barriers,
such as inaccessible physician offices
or medical equipment. 58

Health Coverage among Persons
Age 50 to 64 with Disabilities

Persons with disabilities are
not “sick,” but their health
needs are often greater.
from employers, compared with less

Adequate insurance coverage for and

than half of those with disabilities.

access to health care are important

In contrast, public coverage was

not only to health status but to

substantially higher among those

remaining functionally independent,

with disabilities, e.g., roughly one-

and can substantially reduce the

quarter of persons age 50 to 64

“odds of transition” by older persons

received Medicaid in 1998.

from independence to disability.59

Medicaid forms a critical safety

In 1998, about the same share of

net for persons with disabilities with

persons age 50 to 64 with and without

income and resources sufficiently low

disabilities lacked any form of health

to qualify for Supplemental Security

insurance (see Table 2). The type of

Income (SSI) in most states, as well

Persons with Disabilities Age 50 to 64 Less Likely
to Have Private Health Coverage
Share of Persons Age 50 to 64 Living in Community by Type of Health Insurance, 1998
TABLE 2:

Type of Disability

Private

Medicaid

Other public
(Medicare, VA)

Uninsured

%

%

%

%

None

79

4

4

13

IADL,no ADL

42

26

18

13

Any ADL

52

24

15

9

Source:Project HOPE analysis of 1998 MEPS for AARP Public Policy Institute
Note:Categories are mutually exclusive in this order:any private, Medicaid,other public,and no insurance in December 1998.
Other public includes Medicare, state-specific programs, CHAMPUS/CHAMPVA/TRICARE,and other public insurance.
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Gaps in Coverage
Having some form of health insurance
by no means assures its adequacy; gaps
in coverage can be especially problematic for persons with disabilities.
In 2000, almost one out of three
persons with disabilities age 50 and
older reported having specific needs,
such as for particular therapies,
equipment, or medicine, not covered
by health insurance (see Figure 10).
This share was only slightly higher
among persons age 50 to 64 (31%)
than among those 65 and older
(28%), almost all of whom have
Medicare coverage.62
Lack of coverage for prescription
drugs is one of the most pressing gaps
in Medicare. In fall 1999, 37 percent
of disabled Medicare beneficiaries
under age 65 lacked any prescription
Source:National Organization on Disability/Harris Survey of Americans with
Disabilities,2000
Question,“Do You have Any Special Needs—Such as Particular Therapies,
Equipment,or Medicine—That Are Not Covered by Your Health Insurance?”

drug coverage, about the same
proportion as the entire Medicare
population.63 (Nearly half of disabled
beneficiaries who did have prescrip-

as for certain other low-income

tion drug coverage received it from

individuals. Persons age 50 to 64

Medicaid, compared to about 11%

comprise a large share of those

of aged beneficiaries.) High drug costs

receiving SSI on the basis of

and low incomes combine to make

disability (39%).60 For those who

out-of-pocket spending on prescrip -

qualify, Medicaid provides relatively

tion drugs burdensome for disabled

comprehensive health care coverage,

Medicare beneficiaries. For example,

including coverage for prescription

27 percent of all disabled Medicare

drugs and home care. For individuals

beneficiaries under age 65 spent 5

with somewhat higher incomes and

percent or more of their income out-

resources, however, health coverage

of-pocket on prescription drugs in

options are limited. Only persons

1998, with the proportion rising

who have worked in Social Security-

steeply for those with drug coverage

covered employment and who have

for only part of the year (36%) or

disabilities severe enough to meet

with no coverage at all (44%).64

the stringent definition of disability

Historically, Medicaid has been one

under the SSDI program qualify for

of the few options for stable and

Medicare coverage 24 months after

adequate drug coverage. Moreover,

they begin to receive SSDI benefits.61

many state pharmaceutical assistance
programs do not include disabled
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Medicare beneficiaries.65 Gaps in

with major mobility impairments

Medicare’s coverage can be especially

have significantly lower rates of Pap

problematic for disabled beneficiaries

smears and mammograms than

under age 65 who do not qualify for

women in the general population,

Medicaid and do not have access to or

even after controlling for demo-

cannot afford private supplemental

graphic characteristics and access

coverage, such as Medigap.

factors, such as health insurance.66

Access to Health Care
Medicare beneficiaries age 50 to 64,

These findings may be due in part
to inaccessible examining rooms
and inadequate equipment.

who qualify on the basis of disability,
are a particularly vulnerable group
of beneficiaries. The good news is
that the share of beneficiaries in
this age group with functional
limitations who delayed care due to
cost dropped dramatically between
1992 and 1998—from 49 percent to
26 percent for beneficiaries with
limitations in one or more ADLs,
and from 32 percent to 18 percent
for beneficiaries with limitations in
IADLs only (see Figure 11). The bad
news is that roughly one out of five
beneficiaries with functional
limitations was still postponing
needed care due to financial barriers.
Access to health care by persons
age 65 and older with disabilities is
also improving, at least by one
measure, i.e., seeing a doctor when

Source:Project HOPE analysis of 1992 and 1998 Medicare Current Beneficiary Survey
for AARP Public Policy Institute

needed. However, there are still
troubling differences in access by

Access to Physicians by Older Adults
with Disabilities Improves, but Differences
in Access by Race Persist

TABLE 3:

race, as shown in Table 3.

Environmental barriers
to health services for persons
with disabilities

Persons 65 and Older with Any IADL or ADL Limitation Who Did
Not See a Doctor When Needed in 1984 and 1999,by Race

Inadequate transportation can limit
health care options for some older
persons with disabilities. In addition,
physically inaccessible care sites
and equipment may compromise

1984

1999

%

%

Black

18

8

White

13

5

Total

14

5

Source:Urban Institute analysis of 1984 and 1999 National Long-Term Care Survey
for AARP Public Policy Institute

their care once they arrive at their
destination. For example, women
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Mental Health: An Important
Intersection of Disability,
Chronic Illness, and Expectations
about Aging

pains and depression may be less
likely to seek help for these and other
medically treatable conditions.”71

The burden of psychiatric conditions,

And some older patients may deny

including major depression, bipolar

psychological symptoms of depression

disorders, and schizophrenia, as

or refuse to accept the diagnosis

leading causes of disability in the

because of the stigma attached to it.

United States and worldwide has

Other barriers involve public

been greatly underestimated.67 These

programs at both the state and

conditions can occur for the first

federal levels. For example, Medicare’s

time in later life, or at earlier ages

coverage of mental health services

and persist into later life. According

has restrictions and coinsurance

to the 1999 Surgeon General’s Report

differentials that do not apply to

on Mental Health, “a substantial

physical health services. Moreover,

proportion of the population 55 and

although Medicaid law permits states

older—almost 20 percent of this age

to cover a comprehensive set of com-

group—experience specific mental

munity-based services for adults with

disorders that are not part of ‘normal’

serious mental illness, many do not

aging.”68 Such disorders may not only

do so. Also, in spite of the 1999

lead to psychiatric disability, they

Supreme Court Olmstead decision

also may exacerbate other chronic

and the growing impetus toward

conditions and physical disabilities.

community integration, coordination

For example, clinical depression can

between aging and mental health

sometimes accompany stroke. But

agencies may be difficult, and in-

“without treatment, such depressions

home mental health services may be

tend to persist, become chronic, and

underfunded and/or unavailable in

lead to further disability and

some communities.72

impairments in general health,

52

accompanied by increasing aches and

Additional barriers to treatment

including alterations in endocrine

may be present for the 1.6 million

and immune function.”69 Although

nursing home residents, many of

treatment success rates are high,

whom could benefit from mental

depression among older persons often

health services. Nursing home

goes undiagnosed and untreated.70

reform legislation has helped ensure

There are many barriers to

more appropriate placements for

adequate mental health care for

individuals whose primary health

older persons. For example, the signs

concerns are mental disorders not

and symptoms of major depression

related to dementia. However, some

may be too quickly attributed by

individuals have conditions, such as

health professionals to “normal

severe depression, that could benefit

aging,” Alzheimer’s disease, or any

from mental health services but do

of a host of other age-associated

not receive them. The lack of

conditions. In addition, one recent

services may be related to low

study found that “seniors who

Medicaid reimbursement rates.

believe that normal aging is always

Funds for non-drug forms of
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treatment are usually scarce, and

funding streams, consumers generally

residents may be at particular

encounter multiple problems:

risk for adverse drug reactions.

• The general health care system,

Furthermore, while some facilities

including the Medicare program,

have special Alzheimer’s units, there

has been structured to provide care

is a growing array of treatment

for acute episodes through short-

approaches that may not be

term interventions rather than to

available routinely to nursing

provide ongoing care required for

home residents with cognitive or

serious chronic conditions.

mental disorders.

• Many of the services that sit at the
intersection of medical care and

Lack of Coordination between
Chronic Medical Care and LongTerm Supportive Services

long-term supportive services are

There is strong overlap between

ple, Medicare does not support

chronic conditions and disabilities

many functional and quality-of-life

with advancing age, but little

needs, e.g., eyeglass and hearing

coordination between medical car e

aids due to sensory loss; many

and long-term supportive services.

rehabilitative services to maintain

(See Beyond Fifty 2002 for a more

or slow the deterioration of func-

complete discussion of chronic

tion; medical equipment needed

conditions and disability.) In a survey

to function outside the home; or

of adults with chronic conditions

home health services for persons

conducted in 2000, seven out of

who are not “homebound.” 76

10 chronically ill respondents 50

• There is no “system” of long-term

not adequately covered. For exam-

and older said no one helps to

supportive services, which presents

coordinate their care, such as help

major obstacles for consumers

making appointments and getting

who need to identify, arrange,

services they need; roughly 38 percent

and manage a range of services.

of persons 50 and older said it would
be important to have one person who
could coordinate both their medical
and non-medical care, if such help
were available. 73 A large majority of
physicians (85%) said that lack of
coordination of medical and longterm care for chronically ill patients
results in serious problems.74 Further,
two-thirds (66%) of physicians
reported that their training did not

• Other problems range from
inadequate clinical information
systems and professional training
for health professionals in chronic
care management to different
eligibility and coverage standards
for various long-term supportive
services to inadequate attention
to the role of family caregivers as
providers of both health and
long-term supportive services. ■

prepare them adequately to coordinate
in-home and community services
for patients with chronic conditions.75
In trying to navigate the maze of
fragmented service delivery and
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Among caregivers age 50 and older, 58 percent
reported making a change in their work schedules
and 19 percent have experienced physical or
mental health problems as a result of caregiving.

54

58%

19%
55
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The Role of Family
and Social Support
in Facilitating
Independence
Changes in Family Structure

family has a story of caregiving needs
and extraordinary efforts made to
provide that support. But these stories
are also part of larger social trends
that are changing the composition of
families and their roles as caregivers.

Disabilities affect not only individuals

Changes in rates of widowhood

but their families as well; families

Having a surviving spouse can be

are the primary providers of support

critical for continued independence,

when disability occurs. Family

especially when a disability occurs.

support is often critical to staying in

Improvements in longevity, especially

the community when a disability

among men, have resulted in lower

occurs.77

rates of widowhood over the past

According to the National

Academy on Aging, only 7 percent

two decades. As Table 4 indicates,

of older persons with long-term

widowhood has declined for both

supportive services needs who have

genders and for all age groups 45 and

family supports live in nursing

older, though the declines have been

homes, compared to 50 percent of

most pronounced for women. At the

those without family

supports. 78

Changes in families can greatly
affect their ability to provide support

56

to members with disabilities. Every

same time, the rates of widowhood
for women continue to be more
than double those of men.
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Widowhood Has Declined Dramatically
for Women over the Past Two Decades
Percent Widowed, by Gender and Age, 1980, 1990,and 2000
TABLE 4:

Men

Women

1980

1990

2000

1980

1990

2000

%

%

%

%

%

%

45–54

1

1

1

7

5

4

55–64

4

4

3

18

16

12

65–74

9

9

8

40

35

31

75–84

21

20

18

65

61

55

85+

44

41

35

82

81

72

Source:AARP Public Policy Institute analysis based on U.S. Census population characteristics for 1980,1990,and 2000

Changes in rates of
childlessness

Changes in workforce
participation by women

Having adult children to provide

Changes in mortality and fertility

support can also be critical to

have meant greater availability of

independence when disability occurs

potential family caregivers for older

in later years. Recent decades have

persons with disabilities over the past

seen major changes in rates of child-

two decades. But the ability of those

lessness among older persons. Women

family members to provide assistance

who reached age 75 in the 1970s and

may be tempered by the changing

1980s not only experienced high

role of women, the primary caregivers

rates of disability and widowhood,

in most cases. An unprecedented

they also had high rates of childless-

number of women are entering and

ness. Having come into adulthood

remaining in the workforce. According

during the Great Depression and

to the U.S. Bureau of Labor Statistics,80

World War II, a period not conducive

nearly 80 percent of women between

to family formation, today’s oldest

the ages of 25 and 54 participate in

cohorts were the parents of the

the labor force. The proportion of

Birth Dearth Cohorts (born 1926–

women involved in paid work today

1945). In contrast, subsequent
cohorts born during the Birth Dearth
years reached adulthood in the
post-World War II era and are the
parents of the baby boom (born
1946–1965). Rates of childlessness
that exceeded 22 percent among
women aged 85 and older in 2000
dropped to less than 13 percent
among women age 55 to 74.79 But
childlessness has been rising again
among Boomers.
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is almost three times that in 1950.

age because of the higher remarriage

More than half (64%) of family

rates among men.

caregivers are employed part- or

Higher divorce rates have two

full-time, meaning they have to

major effects on potential support

juggle their work and caregiving

for older persons as they age.

responsibilities.81

Women’s greater longevity and the
high proportion of women who

Divorce: Blended families
and step kin

remain divorced mean that they
are far more likely to remain

While rates of widowhood declined,

without the support of a spouse

rates of divorce increased substantially

in later life than are men. But

during the 1970s and 1980s before

higher divorce rates also affect

leveling off at a high plateau during

relations with adult children and

the 1990s.82 As Table 5 shows, rates

stepchildren. Research indicates

of divorce or separation are higher

that men are especially likely to

for women than men until very old

be estranged from their children

Divorce Rates Have Increased Substantially for
Men and Women over the Last Two Decades
Percent Divorced (including Separated) by Gender and Age, 1980, 1990, and 2000
TABLE 5:

Men
1980

1990

Women
2000

1980

1990

2000

%

%

%

%

%

%

45–54

9

15

17

13

19

21

55–64

8

11

15

9

13

19

65–74

5

7

10

6

8

11

75–84

4

5

6

4

5

6

85+

3

3

4

2

3

4

Source:AARP Public Policy Institute analysis of Census Data for 1980,1990,and 2000
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after a divorce,83 and stepchildren
in blended families are less likely to
provide support to stepparents.84
Differences in the rates of fertility,
widowhood, and divorce among age
cohorts affect the potential availability of family caregivers. The parents
of the Boomers, who are now age
55 to 74, have relatively low rates
of childlessness and widowhood.
The Boomers themselves, however,
have fewer children and higher rates
of divorce, making the availability
of family caregivers less certain in
the future.
In short, while families continue
to provide the bulk of support
and services to older persons with
disabilities, the increasing complexity
of family relationships, changing
roles of women, and geographic
mobility are placing more strains
on family caregivers.

Family Caregiving
The backbone of the long-term
supportive services system in the

Sources:1994 National Health Interview Survey, Disability Supplement,Phase I,
National Center for Health Statistics;1994 National Long-Term Care Survey;AARP Public
Policy Institute Analysis of data from W. Spector, J. Fleishman,L. Pezzin,et al.,
The Characteristics of Long-Term Care Users, Agency for Health care Research and
Quality Research Report,August 2000

United States today is the informal,
unpaid support provided by family

incomes, and have less than a high

members and friends. In 2001, about

school education than are caregivers

one in five (19%) people age 50

65 and older.86 And while younger

and older said they or their spouse

caregivers are more likely to be

provided help with daily activities,

caring for a parent (typically their

including bathing and dressing, to

mother), older caregivers more often

a relative or friend with a

disability.85

are caring for a spouse. Informal

Among people age 50 to 64 receiving

caregivers also come from myriad

long-term supportive services,

racial and ethnic backgrounds, and

84 percent rely on informal supports

one’s racial and ethnic background

only, compared to 57 percent of

may affect the likelihood of providing

those 65 and older (see Figure 12).

services to a loved one. For example,

Informal caregivers are a diverse

a 2001 AARP survey revealed that

group. About 75 percent of caregivers

more than one-fifth (22%) of people

age 50 to 64 and 65 and older are

age 45 to 55 provide supportive services

women. Caregivers age 50 to 64 are

to their parents or other older rela-

less likely to be widowed, have lower

tives. Forty-two percent of Asians age
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45 to 55 provided supportive services,

numbers of caregivers who live “at a

while 34 percent of Hispanics of

distance,” there are geriatric care

the same age group provided these

managers in many parts of the country

services. Caring for a parent or older

who (typically for a fee) will assess a

relative was less likely among blacks

client’s needs, arrange services, and

(28%) and whites (19%).87

monitor them on an ongoing basis.

The living arrangements of
caregivers and their care recipients

roles of caregivers age 50 to 64 are in

vary, but the majority (of caregivers

many ways quite different from those

and care recipients) live either in the

65 and older. For instance, caregivers

same household or in close proximity

age 65 and older were more likely

Changes in work life can have
a serious impact on caregivers’
current incomes and their
future retirement security.

60

The caregiving experiences and

to provide services for more than
40 hours per week than were those
caregivers age 50 to 64 (41% and 21%,
respectively). The average number of
hours of services provided per week
was higher for caregivers 65 and older
(31 hours) than for caregivers age 50

to each other. A 1997 survey showed

to 64 (20 hours). 89 This difference is

that among care recipients age 50 and

probably due to the work responsibil-

older, 21 percent lived with their

ities many caregivers age 50 to 64

caregiver and more than half (55%)

juggle along with their caregiving

lived within 20 minutes of their

responsibilities. Among those 50 to 64,

caregiver.88 Some caregivers, however,

60 percent were working either full-

provide support at a distance. The

or part-time, compared to 12 percent

same survey revealed that 6 percent of

of caregivers 65 and older.

care recipients age 50 and older lived

Furthermore, among those who

more than two hours away from their

had ever been in the workforce while

caregiver. Long-distance caregiving can

caring for their primary care recipient,

be challenging for a caregiver, especially

many had made significant economic

if that individual is the primary

sacrifices during their peak earning

caregiver. In response to the growing

years (see Figure 13). More than half
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of all caregivers age 50 and older

The direct and indirect costs of

(58%) reported having made a

caregiving can be high. Personal

change in their work schedules

assistance provided to persons 65

to accommodate their caregiving

and older with disabilities amounts

responsibilities.90 Such changes

to 11.6 billion hours of assistance

can hold serious consequences for

annually, with an economic value

caregivers’ current income as well

in 1996 approaching $100 billion,

as their future retirement security.

according to one estimate.92

It is no great surprise that many

A growing group of older caregivers

caregivers experience physical and

care for children and adults with cog-

mental health problems as a result of

nitive and developmental disabilities.

their caregiving tasks. Almost one in

Developmental disabilities refers to a

five caregivers age 50 and older (19%)

group of conditions or disabilities that

said he or she experienced physical

occur before or at birth, or during

or mental health problems as a result

childhood, and interfere with normal

of caregiving. Fifteen percent had

growth and development. People with

experienced physical strain, and 29

such disabilities have special needs

percent reported caregiving to be very

and many have lifelong limitations

or somewhat stressful. About one in

in living independently, so they

five caregivers (18%) said he or she

need ongoing support from family

sought assistance from a counselor

members or friends.

or other professional to deal with the
demands and strain of caregiving.91

An estimated 1.9 million people
with developmental disabilities live

Question:In Your Experience as Both a Worker and a Caregiver, Did You Ever...?
Source:National Alliance for Caregiving/AARP Family Caregiving Survey, 1997,previously unpublished data of caregivers 50 and older
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with an informal caregiver, usually

with developmental disabilities

a parent and more often than not,

outliving their family caregivers has

an older parent. Research has shown

increased substantially.

that 1.1 million adults with develop-

Informal caregivers are the

mental disabilities age 40 and older

primary source of support for people

live with their parents or other

with disabilities, both young and old.

informal caregivers age 60 and older

They are a diverse group whose roles

in the United States. Of this number,

and experiences vary by age group,

about 665,000 are adults age 41 to 59,

particularly around workplace

and about 480,000 are adults age 60

issues, as well as by race/ethnicity.

and older.93 This reflects emergence

Will informal caregivers by able to

of a special group of at-risk families

continue providing their current

called two-generation elderly families

level of support in the future?

in which the parents are among the

Demographic factors point in

older or oldest old groups and are

different directions. Lower rates

caring for their children who are in

of widowhood and childlessness

their 50s and 60s. 94

among persons currently age 55 to

Today, people with developmental

74 point to greater availability of

disabilities live longer, so they

caregivers in the future, while

require services and support for a

increasing divorce rates and greater

longer period of time. And in recent

participation of women in the

years, the likelihood of older persons

workforce point to even greater
strains on the individuals who
provide informal support to
relatives and friends.

Social Support
A wide body of literature has
demonstrated that strong social
support has positive effects on health
and functioning.95 Having strong social
ties with friends or relatives and/or
through community group involvement is not only good for quality of
life but also for health and longevity,
according to a large-scale study of
male health professionals age 42 to
77. Men who were socially isolated
were more likely to die from any
cause, including heart disease, cancer,
accidents or suicide, than their peers
with large social networks.96 These
findings likely apply to women as
well, according to the researchers.
Strong social ties also can protect
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Source:Urban Institute analysis of 1984 and 1999 National Long-Term Care Survey for AARP Public Policy Institute

against functional decline, especially

in ADLs reported regularly seeing

among males, according to a recent

or talking with relatives, compared

study of persons age 70 to

79.97

with 88 percent of persons without

In addition, psychosocial factors,

disabilities. Similarly, 64 percent of

including emotional support,

those with two or more limitations

influence patterns of changes in

in ADLs said they regularly see or

physical functioning among older

talk with friends, compared with 84

conditions. 98

percent of those with no disabilities.

persons with chronic

Maintaining social contact seems

In addition, as Figure 14 illustrates,

to be somewhat more difficult for

although social contact of older per-

older persons with disabilities than

sons with disabilities with family and

for those without disabilities. In

friends remained high in 1999, it has

1999, 80 percent of persons 65 and

declined substantially since 1984. ■

older with two or more limitations
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33%
Younger users of in-home services
are almost twice as likely as older
users to have low incomes. Among
home care users age 65 and older,
33 percent fall into the lowest
income quartile. Among those
receiving services at age 50 to 64,
61 percent fall into the lowest
income quartile.
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The Role of
Long-Term
Supportive Services
in Facilitating
Independence
Overview
Receiving home and community
services can mean the difference
between staying at home and having
to enter a nursing home. Most of us
want to preserve our independence
by staying in our own homes,
surrounded by neighborhood friends,
familiar objects, and local amenities
such as libraries and retail stores. We
also value making our own decisions
about when and what we eat, what
time we go to bed, whether we share
a bedroom, and so forth—decisions
that generally are made by others in
nursing homes. Rather than lose
their autonomy and ability to make

66

decisions, many Americans are
willing to go without services or to
settle for inadequate services rather
than enter a nursing home.
The good news is that more people
are finding ways to receive supportive
services, either in their own homes,
or in community-based settings such
as adult day centers, or in more
homelike environments such as
assisted living facilities. Nursing
home occupancy rates have dropped
in recent years—not only because of
declines in disability rates but also
because more people with disabilities
receive help with health and personal
assistance needs at home or in other
settings than ever before.99
The bad news is that many people
with disabilities stay at home even
without all the help they need. Lack
of adequate services can compromise
personal safety and negatively affect
the management of health problems.100
For example, persons with inadequate
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There Is Great Diversity in the Types of Services Needed
Annie is an 87-year-old woman with Alzheimer’s disease. She lives with the
family of her 62-year-old daughter because she requires constant supervision
to make sure she doesn’t accidentally start a fire or wander off. Because her
daughter works full-time, Annie attends an adult day center three days
per week, where she receives some health care services and participates in
activities designed to stimulate cognitive functioning. The other two days, a
home health aide comes to the house and assists Annie with eating, bathing,
and managing incontinence.
Brian is a 52-year-old man who has used a wheelchair for 20 years, after
suffering a spinal cord injury in a car accident. Because Brian is a quadriplegic,
he requires a personal attendant to assist in feeding, bathing, and dressing
him as well as to help manage toileting needs and transferring to and from
bed to chair. His personal attendant also performs tasks such as paying bills,
moving him in his chair regularly to avoid tissue breakdown, dialing the
telephone, and helping him to use public transportation. Because Brian has
a full time personal attendant who accompanies him wherever he goes, he
is able to continue working and participating in social activities.

assistance in transferring from bed

disabilities remain in their own

to chair are more likely to fall, and

homes—the first choice of nearly all

those with inadequate help with

persons with disabilities. Home care

shopping have trouble filling prescrip-

services include skilled medical care

tions and buying medical supplies. 101

provided by a nurse, therapist, doctor,

While we have already seen the

social worker, or other provider;

critical role family members and other

personal assistance, such as bathing,

informal caregivers play in helping to

dressing, or getting around the

keep persons with disabilities at home,

home; household chore services

the next line of defense is so-called

such as cooking and cleaning;

“formal” home care services—those

companionship services such as

provided through home care

reading, talking, or going outside

agencies and other paid providers.

the home for recreational purposes;

Depending on level and type of

and other types of home care as

disability, availability of informal

needed. So home care services can

providers, and financial options,

encompass both home health care

formal services can run the gamut of

(usually confined to skilled care)

occasional help with housework and

and a broad range of non-medical

shopping to round-the-clock support.

services. While 4.6 million persons

In-Home Services

age 50 and older used formal (paid)
home care services in 1998, this

Home care services play a critical

represented just 6 percent of persons

role in helping persons with

age 50 and older.102 The likelihood
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Source:Project HOPE analysis of 1998 Medical Expenditure Panel Survey for AARP Public Policy Institute

of using home care services increases

the highest quartile did so.104 Factors

dramatically with age. Figure 15

such as physically demanding jobs

illustrates the percentage and

and inadequate access to health

number of persons who used paid

care can contribute to higher rates

home care services in

1998.103

of disability among those with low
incomes. Moreover, once an

The role of income

individual becomes disabled and

Persons with the lowest incomes are

needs home care services, his or her

most likely to use home care services.

earning power often is diminished.

While nearly 10 percent of persons

Looking at the role of income

age 50 and older in the lowest-

another way, older persons (age

income quartile used home care

65 and older) who use home care

services, only 2 percent of those in

services are less likely to have low
incomes than are younger service
users (those age 50 to 64).105 Among
home care users age 65 and older,
33 percent fall into the lowest-income
quartile.106 In comparison, among those
receiving services at age 50 to 64,
nearly two-thirds (61%) fall into the
lowest-income quartile.107 Persons who
use home care services at age 50 to
64 are more likely to have become
disabled at a younger age, with the
resulting negative impact on earning
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power. Figure 16 illustrates the

(those age 50 to 64). One reason for

income distribution of persons who

this disparity may be that younger

use paid home care services by age.

persons are more likely to have
informal helpers such as spouses,

Most Home Care Users Are Female

adult children, or even parents

Women age 50 and older are more

available to provide assistance. At

likely than men to use home care

older ages, one is more likely to have

services. Less than 5 percent of men

lost a spouse to death or divorce or

age 50 and older use home care,
compared with nearly 8 percent of
women.108 Overall, more than twothirds of home care users age 50 and
older are female (68 percent). 109

Disability and use of home care
Not all persons with limitations in
ADLs and IADLs use formal home

Not all persons with limitations
in ADLs and IADLs use formal
home care services, but the
likelihood of using home care
increases with disability.

care services, but the likelihood
of using home care increases with

to have a spouse who is unable to

disability. Among all persons age 50

provide assistance. Moreover, older

and older, 21 percent of those with

persons may be eligible for a broader

limitations in IADLs use home care

range of public programs, such as

services, compared to 44 percent of

those provided through the Older

those with ADL limitations. 110 Even

Americans Act, that can help pay

among persons with comparable

for and deliver home care services.

levels of disability, older persons

In addition, due to their relatively

(those age 65 and older) are consid-

higher incomes, older persons with

erably more likely to use home care

disabilities may be more able to pay

services than are younger persons

out-of-pocket for home care services.

Source:Project HOPE analysis of 1998 Medical Expenditure Panel Survey for AARP Public Policy Institute
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Types of In-Home Service Providers
Some persons who need home care
services prefer to contract with an
agency that supplies workers trained
in providing personal care and
housekeeping services. When services
are paid for by public programs,
such as Medicare or Medicaid, they
often require workers from certified
home health agencies. The majority
of persons age 50 and older using
home health agencies are age 65 and
older (86%), but 14 percent are age
50 to 64.111 Among persons age 50
and older who receive home care,
78 percent receive services from an
agency.112 Figure 18 illustrates the
types of services persons age 50
and older received from home health
Source:Project HOPE analysis of 1998 Medical Expenditure Panel Survey for
AARP Public Policy Institute

agencies in 2000.113
There also is a growing trend in

Figure 17 illustrates the percentage
of persons who use home care
services by age and disability.

public programs toward permitting
people with disabilities to hire their
own workers rather than requiring
that all care be purchased through an

Source:National Home and Hospice Care Survey, 2000;unpublished data analyzed by AARP Public Policy Institute
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agency. Among persons age 50 and

Many persons with disabilities

older who receive home care, 16

believe that the individual receiving

percent use independent providers.114

services should be the one to

There are advantages and disadvan-

determine what constitutes quality.

tages of each method: Services

A worker may be technically

provided through an agency generally

proficient at performing personal

are more expensive, and there is less

assistance tasks, but if the services

flexibility in scheduling the time of

are not delivered in a respectful and

service delivery. However, if the home

caring manner they fail to enhance

care worker is absent, the agency

the life of the recipient. A great

can arrange for a back-up worker.

proportion of home care services are

Independently hired workers are

highly personal in nature—bathing,

more likely to work the hours the

dressing, using the toilet, and

person with disabilities prefers, but

grooming. Persons who require these

if they fail to show up for work, it

types of personal services want to

can be difficult or impossible to find

retain their dignity and to be treated

a replacement worker at a moment’s

with respect.

notice. Those choosing an indepen-

In part, concerns like these have

dent provider are, on average, as

fueled the movement to promote

disabled as those using an agency—

consumer-directed services. Many

61 percent of persons receiving

individuals believe they are more

home care from an independent

likely to be satisfied with the quality

provider have limitations in ADLs,

of the services they receive if they

compared to 57 percent of those

are able to hire their own workers—

with limitations in ADLs who

rather than using workers provided

receive services from an agency.115

through an agency. That way, they
are more likely to be able to schedule

Home care quality

tasks at the times they prefer, rather

Ensuring the delivery of quality

than at the agency’s convenience.

services in home care is a thorny

Consumers of home care services also

issue. The quality of home care is

prefer to have the continuity of a

monitored primarily by regulating

single service provider who can

home care agencies, through a com-

become familiar with their needs

bination of state licensure, Medicare

and preferences, rather than having

certification, and accreditation by

to retrain a changing array of workers

private, nongovernment organiza-

that may be sent by an agency.

tions. Yet, none of these measures
can observe the quality of services

Community Services

provided in hundreds of thousands

Staying active and independent in

of private homes across America.

the community often requires more

Moreover, as persons with disabilities

than home care services. A range of

take a more active role in the services

community services, such as transpor-

they receive, the entire paradigm

tation, meal programs, adult day

of what constitutes “quality” is

services, or senior centers, can help

being reevaluated.

persons with disabilities to remain
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independent. The likelihood of using

services live alone.120 Not surprisingly,

these services increases dramatically

use of community services increases

with age.116 For example, while just

with level of disability.

1 percent of persons age 50 to 64
use community services, they are
used by 13 percent of persons age
85 and older.117
Given the increase in use of services

Disability and use of
community services
Among persons age 50 and older
with moderate disabilities (limitation

with age, it is not surprising that,

in 1 ADL or any IADL), fewer than

among persons age 50 and older, 81

30 percent use community services,

percent of those who use community

and even among those with severe

services are age 65 or older.118 Persons

disabilities (limitations in 2+ ADLs)

who use community services differ

only 38 percent use any community

from those who do not use services

services.121 Figure 19 illustrates the

in several ways: they are more likely

percent of persons with disabilities

to have low incomes and to be

age 50 and older who use community

female.119 Persons who are black or

services and the types of services

Hispanic are more likely than non-

they use. Among the most important

Hispanic whites to use community

services in helping persons with

services, and more than half (53%)

disabilities remain at home are trans-

of those age 50 and older who use

portation, home-delivered meals,

Source:Project HOPE analysis of 1998 Medical Expenditure Panel Survey for AARP Public Policy Institute
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adult day services, and respite services.
In addition, case management
services help to link persons with
available services and manage public
expenditures for long-term services.

Types of services used
Transportation
Human service and nonprofit
agencies may offer transportation
so that their clients can reach their
services. As Figure 19 illustrates, only
10 percent of persons age 50 and
older with 2 or more ADL limitations
receive transportation services. In
2000, assisted transportation under
the Older Americans Act programs
provided 2.7 million trips for persons
age 60 and older.122
Home-Delivered Meals
Shopping for food and preparing
meals can be a significant hardship
for persons with disabilities. There
are both public and private programs
that deliver hot meals to persons
who are unable to leave their homes
without assistance. As illustrated in
Figure 19, 12 percent of persons age
50 and older with 2 or more ADL
limitations had meals delivered to
their homes. The largest public
program, funded through the Older
Americans Act (OAA), serves persons
age 60 and older. In 2000, some
144 million meals were delivered
under this program.123 Whereas
funding for congregate meal
programs under the OAA has barely
grown over the past decade—
increasing from $367 million in
1992 to $390 million in 2002—
funding for home-delivered meals
has grown from just $90 million in

Adult Day Services
Adult day services are communitybased group programs with specialized
service plans designed to meet the
needs of individuals with functional
and/or cognitive impairments. More
than 3,500 adult day centers provide
care for 150,000 older persons each
day.124 Nearly 7 percent of persons
age 50 and older who have two or
more ADL limitations used adult day
services (see Figure 19). The Older
Americans Act provided nearly 9
million hours of adult day services to
persons age 60 and older in 2000.125
Adult day centers, which provide
structured and comprehensive
services in a group setting, generally
operate during normal business
hours five days a week. Many centers
include non-medical services such
as transportation, meals, and social
and therapeutic activities. Other
centers also offer a range of health
services, such as weight and
blood pressure monitoring and
administration of medications.

1992 to $177 million in 2002.
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Adult day services can help people

7 percent of persons age 50 and

with disabilities live at home and

older with two or more ADL

postpone or avoid nursing home or

limitations received respite services

assisted living services. The centers

to relieve their caregivers.

also provide respite to informal
caregivers. This respite is especially

Supportive Housing with Services

important for working caregivers

Most people with disabilities prefer to

who must arrange for services and

live in their own homes, but when

supervision during the working day.

that is no longer possible, most older
people prefer to live in housing that

Respite Services

provides supportive services rather

Research on informal caregiving has

than in an institutional environment.

highlighted the extensive emotional

Supportive housing can provide a

and physical strains experienced by

more residential living arrangement

many

caregivers.126

Caregivers may

turn to respite services for temporary

a range of services such as meals,

relief from their responsibilities in

housekeeping, personal assistance,

caring for persons with functional

transportation, and activities.

and/or cognitive limitations or with
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than institutions while still providing

The variety of supportive housing

other special needs. Respite care

options (sometimes known as

services are offered in out-of-home

residential care) has grown rapidly

and in-home settings depending

in recent years with differing costs,

on the needs of the caregiver and

services, and living arrangements.

family. Despite the benefits of such

Although definitions vary by state,

services, however, few actually use

four major types of supportive

them. As Figure 19 illustrates, just

housing can be described.
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Disability and use of
supportive housing
Subsidized Housing Programs
Although federally subsidized housing
for renters with low incomes is not
often thought of as part of the
system of long-term supportive
services, many older persons and
persons with disabilities live in
such housing. According to research
by AARP’s Public Policy Institute,
roughly 1.7 million older households

Although federally subsidized
housing for renters with low
incomes is not often thought
of as part of the system of
long-term supportive services,
many older persons and
persons with disabilities live
in such housing.

(approximately 1.9 million persons)
live in federally subsidized housing.127
Two national surveys in the mid-

Personal Care, or Board
and Care Homes

1990s found that substantial

Board and care homes provide

numbers of older residents in

protective oversight, meals, and

subsidized housing reported that

limited assistance with activities of

they had some difficulty (40%) or

daily living, and residents often live

needed help (32%) with an ADL or

in shared rooms. According to a

IADL—roughly twice the rate

1995 study, as many as one million

reported by older homeowners.128

people may live in board and care

The Section 202 Elderly Housing

homes, though the methods used in

Program is the primary federal

arriving at that number may include

program to construct subsidized

some residents in apartment buildings

rental housing for older adults;

as well as assisted living.130 Board

Section 811 is a similar program for

and care homes have been classified

people with disabilities. The public

as three basic types:

housing and Section 8 rental assistance programs also serve large
numbers of older persons and persons
with disabilities. Because disproportionate numbers of residents in
subsidized housing have disabilities

1. homes serving residents with
mental retardation or
developmental disabilities;
2. homes serving residents with
mental illnesses; and

and little family support, more focus

3. homes serving mixed resident

has been placed on providing services

populations including older

in these settings. Many housing

persons with physical and

facilities have service coordinators on

cognitive disabilities and persons

staff and substantial numbers provide

with mental illnesses.

supportive services to residents, such

Most homes fall into the latter

as group meals, housekeeping, and

category, and most have 10 or fewer

transportation. A few facilities are

beds, though more than three-fourths

beginning to offer more intensive

of the residents live in homes with

personal assistance services as a result

11 or more beds.131 Adult foster care

of a federal program to convert

homes are separately licensed in

select facilities to assisted living.129

www.aarp.org

75

Long-Term Supportive Services and Independence
some states to provide services to

19 percent during this time, from

two to five residents in a small,

1,615,686 to 1,928,714.135 As of 2002,

homelike environment.132

state licensing agencies reported

According to the 1995 study,

over 36,000 licensed assisted living

22 percent of residents were age

and board and care facilities with

18 to 64 and 64 percent were age

over 900,000 units or beds.136

75 or older. Two-thirds were female

Assisted living residences

(66%) and 91 percent were white.

emphasize a “philosophy of

Roughly one-third of board and care

independence, privacy, dignity and

residents had some mental or

autonomy.”137 Using a fairly broad

Assisted living residences
emphasize a “philosophy
of independence, privacy,
dignity and autonomy.”

definition, a national survey of
assisted living facilities in 1999
found that 73 percent of all resident
units were private rooms or
apartments.138 Generally, assisted
living residences offer a higher
level of services than board and

emotional disability, 10 percent had

care homes.139 For example, the

a diagnosis of mental retardation or

1999 survey found that 71 percent

developmental disability, and 40

of assisted living residences had a full-

percent had moderate to sever e

or part-time licensed nurse on staff,

cognitive disabilities. Roughly one-

a rarity in board and care homes.140

fourth of residents had urinary

Assisted living is typically much

incontinence and 15 percent used a

more expensive than board and care

wheelchair, but only 12 percent had

homes, averaging $2,242 per month

three or more ADL assistance needs.

in charges, according to a 2000

In roughly one out of four licensed

industry survey.141 The vast majority

board and care homes (23%), more

of assisted living residents pay

than 80 percent of residents relied

privately. Industry surveys indicate

on the Federal Supplemental Security

that roughly two-thirds of residents

Income program and State Supple -

have annual incomes of less than

mental Payments. Another 38 percent

$20,000,142 suggesting that they are

of board and care homes had between

using assets and family supports, as

20 and 80 percent of their residents

well as income, to cover the fees.

using such payments.133

In 1998, only 8.9 percent of assisted
living residents reported receiving

Assisted Living
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SSI assistance and 7.2 percent

Assisted living has been one of the

reported Medicaid assistance;

most rapidly growing types of service

64.8 percent reported receiving no

for older persons with disabilities.

assistance from family members or

From 1991 to 1999, the number of

government programs.143 Medicaid

assisted living beds increased by an

waiver authority and housing assis-

estimated 115 percent, from 362,014

tance programs have been used

to 777,801.134 In contrast, the number

more extensively in recent years to

of skilled nursing beds grew by just

make assisted living services affordable

Beyond 50 2003 A Report to the Nation on Independent Living and Disability

to residents with very low incomes

all residents pay privately, at least in

and assets. 144 For example, the

the independent and assisted living

number of assisted living residents

sections. In 2001, nearly 2,200

receiving Medicaid assistance more

CCRCs in the United States served

than doubled between 1998 and

approximately 650,000 residents, of

2002—from approximately 40,000

whom roughly half (320,000) were

to 100,000 residents. 145 Most assisted

in independent apartments, 115,000

living residences are for-profit.

were in assisted living units, and

While people with a wide range

215,000 were in nursing home units.150

of disability levels and types are
served in assisted living, the disability

Quality in supportive housing

levels tend to be intermediate to

In 1989, Representative Claude

those receiving home care and those

Pepper, chairman of the House

receiving nursing home services.

Aging Committee’s Subcommittee

Comparing research from three

on Health and Long-Term Care,

different surveys, the National Center

issued a benchmark report that

for Assisted Living reports that

characterized the quality of care

residents in assisted living needed

in board and care homes as

assistance with 2.3 ADLs (out of five),

“a national tragedy.”151 That report

compared to 3.8 ADLs for residents in

documented instances of inadequate

nursing homes and 1.6 ADLs among

administration of medications,

those receiving home health services.146

sexual abuse, and neglect.

In the most comprehensive survey

Unfortunately, most states have

of assisted living, facility admin-

done little in the intervening years

istrators estimated that 24 percent

to improve the regulation of board

of their residents had limitations in

and care homes; a 1995 review of

three or more ADLs, 147 considerably

state regulations noted that in those

lower than the 74 percent of nursing

states that did have extensive

home residents with a similar level

regulatory systems, such systems

of disability in the 1999 National
Nursing Home Survey.148
Continuing Care Retirement
Communities (CCRCs)
CCRCs are usually campus-like
settings that include private apartments and/or freestanding homes,
assisted living, and skilled nursing
services. Approximately 80 percent
of CCRCs are sponsored by notfor-profit organizations, and more
than two-thirds include substantial
up-front fees with guarantees of
increasing levels of services as
residents’ needs change. 149 Almost
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“were effective in promoting better

stakeholders to develop recommen-

safety, quality of life, and quality of

dations for ensuring quality in

care.”152 The board and care homes

assisted living. As a result, a group

in those states had more safety

of about 50 national organizations

features, greater availability of services,

(including providers, consumer

lower use of psychotropic drugs and

advocates, health care professionals,

drugs that are contraindicated for older

direct care staff, regulators, and

persons, and better-trained staff.153

others) formed the Assisted Living

While the assisted living movement has espoused a philosophy of

(April 2003), the ALW plans to

privacy, choice, and dignity in a

prepare a report with consensus

setting designed to minimize the

recommendations to present to the

need to move, many facilities fail to

committee at a hearing scheduled

meet these goals and states do not

for April 2003.

consistently enforce standards that
support this philosophy. Assisted
living has no consistent definition
across states. Thus, although supportive housing facilities increasingly use
the term “assisted living,” they do
not necessarily offer either the
environment or the higher level of
services consistent with the assisted
living philosophy.154
Quality-of-care problems have
also been found in assisted living
facilities. Frequently identified
problems include155:
• high staff turnover and

Services in Nursing Homes
Nursing home use and disability
Consumers Can’t Always Get What
They Want (But Sometimes They
Get What They Need)
While a full 90 percent of Americans
express some reluctance about moving
into a nursing home, 156 more than
seven out of every 10 long-term care
dollars are spent on nursing home
care.157 This level of spending fuels
the mistaken belief that most longterm care is provided in nursing
homes. Fewer than 4.2 percent of
individuals age 65 and older live in a

insufficient, unqualified, and

nursing home at any one time, and

untrained staff;

among individuals under age 65,

• errors in administering
medications;
• incomplete or misleading
marketing materials and contracts;
• providing insufficient care to
meet residents’ needs; and
• not following admission and
discharge policies required by
state regulations.
In response to these problems, in

78

Workgroup (ALW). As of this writing

that figure drops to .06 percent.158
Approximately 46 percent of
individuals who turn 65 during the
next 20 years will spend some time
in a nursing home. 159 Some enter
nursing homes for short stays after
a hospitalization or to recuperate
from a serious illness. Others stay
for a year or more.
In 1999, there were approximately
1.6 million nursing home residents

2001 the Senate Special Committee

living in 18,000 nursing homes.160

on Aging asked assisted living

The total number of nursing homes
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beds increased 15.7 percent between

likely to be female (72%), widowed

1985 and 1999.161 At the same time,

(57%), and over age 85 (46%). Most

nursing home occupancy rates dropped

nursing home residents (85%) are

from 91.8 percent to 86.6 percent.

white. While the percent of black

Voluntary nonprofits and govern-

nursing home residents increased

ment-owned nursing homes continued

(from 6% to 10%) between 1985

to have slightly higher occupancy

and 1999,165 Asians and Hispanics

rates than proprietary (for-profit)

account for only 1 percent of the

nursing homes.162 One possible

nursing home population.166

reason may be that proprietary

Despite an almost universal prefer-

nursing homes may be expanding

ence for receiving services in their

faster than voluntary nonprofits and

own homes,167 when people are

government-owned nursing homes.

admitted to nursing homes, they

Another may be the perception that

usually have multiple limitations

nonprofit nursing homes offer better-

that make living at home difficult

quality nursing home services.163

or nearly impossible (see Figure 20).

Almost half of all nursing home

Among all newly admitted residents,

residents enter a nursing home after

93 percent need help bathing, 86

a hospitalization.164 An individual

percent need help dressing, 56

who needs nursing home care is

percent need help using the toilet,

Source:Urban Institute analysis of the National Long-Term Care Survey for AARP Public Policy Institute
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and 47 percent need help eating.168

and for a short time. To qualify, a

Almost a third of new residents

nursing home resident must need

need help with a combination of

daily skilled nursing or rehabilitation

four activities of daily living. A full

services and have had a recent

14 percent had a primary diagnosis

inpatient hospitalization of at least

of a disease of the central nervous

three days. Even if these conditions

system (including Alzheimer’s

are met, the number of nursing

disease, Parkinson’s disease, or

home days provided under Medicare

multiple sclerosis),169 and almost

is limited to 100 days per spell of

50 percent were incontinent.170

illness. After the first 20 days, the

Nursing home care is costly; in
2001 the average annual cost was

co-payment; in 2003, the co-payment

$55,000.171 Forty-six percent of those

is $105 per day.174

polled said it would be impossible

Because of the limitations described

for their family to pay $60,000 for

above, most long-term nursing home

a year of nursing home care. An

residents either fail to qualify for the

additional 46 percent said it would

Medicare benefit when they are

be very difficult or impossible to

admitted to a nursing home or they

afford $60,000 for three years.172

exhaust the benefit quickly after

Even individuals with a friend or

80

beneficiary must pay a substantial

admission. Most long-stay nursing

family member in a nursing home

home residents rely on a combination

have misconceptions about who

of personal resources (both assets

pays for nursing home care: Almost

and income) and Medicaid. Of the

21 percent mistakenly believed that

total amount expended on nursing

Medicare pays for extended nursing

home care in 1996, Medicaid paid

home care.173 In fact, Medicare

for approximately 44 percent,

provides coverage for nursing home

private sources paid for 33 percent,

care only under limited conditions

and Medicare paid for 19 percent.175
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Quality in nursing homes

have a family member or friend in

Historically, nursing home residents

a nursing home believe the homes

have been vulnerable to poor care.

are doing a good job.180 Although

In 1986, the Institute of Medicine

fewer than one in 10 individuals

found that residents of nursing

has complained to state or federal

homes were being abused, neglected,

government about a nursing home,

and given inadequate care. These

among those who have, 90 percent

findings formed the basis of the

complained about the quality of care.181

1987 Nursing Home Reform Act.

In November 2002, the Centers

The basic objective of the Act is to

for Medicare and Medicaid Services

ensure that nursing home residents

made public reports on the quality

receive quality care that will result

of care at every Medicare- and

in their achieving or maintaining

Medicaid-participating nursing

their “highest practicable” physical,

home in the country. These reports,

mental, and psychosocial well-being.

designed to inform consumers about

The Nursing Home Reform Act

quality problems in nursing homes,

requires states to conduct unan-

focus on residents who had an

nounced inspections of nursing

unexpected loss of function in

homes, including resident interviews,

some basic daily activities, and on

at irregular intervals at least once

residents with pressure ulcers, pain,

every 15 months. Those inspections

physical restraints, infections, and

reveal some troubling lapses in care—

delirium (see Figure 21).

in 1999, 21 percent of homes were

What these reports do not address

cited for failure to ensure quality of

is the quality of life in nursing

care, 18.7 percent for failure to remove

homes. Quality of life is important

accident hazards, and 18 percent for

to nursing home residents and their

failure to prevent pressure sores.176

families, and according to those who

Fifty percent of those polled believe

were interviewed, there is room for

there is not enough government

improvement: only 14 percent

regulation of nursing home quality,
while only 22 percent felt there was
enough.177 Sixty-six percent of
those with firsthand experience
with nursing homes believe the
government is not doing enough
to enforce quality standards.178
In 2000, the Institute of Medicine
revisited the question of nursing
home quality and concluded that the
quality of care has generally improved,
largely as a result of the Nursing
Home Reform Act.179 Nonetheless,
problems with quality persist. Only
32 percent of individuals who have
been in a nursing home or who

www.aarp.org

Source:Centers for Medicare and Medicaid Services, Nursing Home Compare
Web site www.medicare.gov
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believe that almost all nursing home

Medicaid Services revealed a direct

residents are treated with dignity by

relationship between low staffing

the staff, and only 10 percent believe

levels and poor care in nursing homes.

that nursing home residents have

The study found that providing

enough privacy.182

adequate care in a nursing home

Staffing for Long-Term Supportive
Services: A Crisis in All Settings?

requires a minimum of 2.8 to 3.2
hours of certified nursing assistant
time per resident per day to provide

The workforce crisis in the provision

routine but essential services, such

of long-term supportive services to

as dressing, grooming, exercising,

persons with disabilities spans all

feeding, toileting, and repositioning.184

settings, including nursing homes,

Without this level of staffing, nursing

assisted living facilities, group homes,

home residents are at risk of serious

adult day programs, and private homes.

quality-of-care problems. The study

Most direct care service workers—

found that more than 91 percent of

often termed “nurse aides,” a

nursing homes failed to provide this

category that includes home health

level of staffing.

aides, and personal and home care

Despite the link between staffing

aides—are women, and nearly half

and the quality of care, many long-

of all nurse aides work in nursing

term supportive service providers have

homes (see Figure 22). One-third are

difficulty recruiting and retaining

African-American and 15 percent are

adequate numbers of qualified workers.

Hispanic; one in five does not have a

Several factors contribute to the

high school diploma; and the average

difficulty in recruiting and retaining

age is 37 for nursing home workers

direct service staff.

and 41 for home care workers.183
The connection between staffing

Low Wages and Lack of Benefits

and the quality of care has never

On average, nurse aides receive

been clearer: A March 2002 study

lower wages and fewer benefits than

by the Centers for Medicare and

do other workers.185 According to a
General Accounting Office (GAO)
report, one in three aides earned less
than $10,000 per year, and almost
one in five aides had a household
income below the poverty level.186
Fewer than one in four nurse aides
has health or retirement benefits,187
and in most states, nurse aides earn
little more than fast food cooks and
housekeepers.188
Among nurses, wages have not
been identified as the primary reason
for job dissatisfaction.189 Between 1989

Source:General Accounting Office, “Nursing Workforce:Recruitment and Retention of
Nurses and Nurse Aides is a Growing Concern”(GAO-01-750T),May 17,2001
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and 2000, the earnings of registered
nurse kept pace with inflation.190

Beyond 50 2003 A Report to the Nation on Independent Living and Disability

While 61 percent of nurses were
satisfied with their total
compensation, a much lower
percentage was satisfied with the
level of recognition they receive
from their employers. 191
Growing Support Needs
More individuals with more complex
care needs, along with more sophisticated technology, has increased the
demand for nurses with special
training.192 Expansion of home and
community-based health care has
also increased the need for direct
service workers.193
High Turnover Rates
Providers have difficulty retaining

the turnover rate was 21 percent.198

staff. Annual turnover rates among

The difficulty in recruiting and

aides working in nursing homes are

retaining staff is likely to continue.

reported to be from about 40 percent

Over the next decade, the need for

to more than 100 percent, much

nurse aides, home health aides, and

higher than in the labor force in

personal and home care aides is

general (13% to 18%) or in the

projected to double. 199 An unmet

service workforce (20%).194 High

need for registered nurses is also

turnover has been attributed to low

likely. By 2020, the total number of

wages, lack of benefits, inadequate

registered nurses is projected to fall

training, numerous work-related

short of actual need by 20 percent.200

injuries, limited career advancement,

Ensuring a sufficient supply

little respect from administrators,

of long-term supportive service

heavy workloads, inadequate staffing

workers, both nurses and nurse

levels, and limited participation in

aides, represents a major challenge.

decision making.

Enrollment in nursing programs

High turnover and attendant job

continues to decline, the average age

vacancies perpetuate a cycle of

of nurses is increasing, and there is

deteriorating job quality.195 Among

a growing demand for health care

nurses, inadequate staffing, heavy

workers who are able to address the

workload, and too much overtime

needs of individuals who require

contribute to job dissatisfaction. 196

more complex care.201 Failure to

Turnover rates reflect this dissatis-

address labor supply issues could

faction; a survey of 13 national

compromise efforts to improve both

nursing home chains identified

the availability and quality of

a 51 percent turnover rate.197

long-term supportive services. ■

Among home health care nurses,
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In an AARP survey, an overwhelming number of older
Americans somewhat or strongly agreed with the statement,
“What I’d really like to do is stay in my current residence as
long as possible.” Among persons age 55 to 64, 83 percent
agreed or strongly agreed, compared to 92 percent of persons
age 65 to 74 and 95 percent of persons age 75 and older.
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83%
92%

95%
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The Role of
the Physical
Environment
in Facilitating
Independence

access to public transportation) was
more than twice that of persons who
reported no such problems, even
after adjusting for demographics and
preexisting health conditions. 202
Physical environment can
contribute to healthy and satisfying
“aging in place” in a number of

How older persons interact with

ways. One is to provide community

their physical environment can have

services and design that are safe and

important consequences for their

accessible for persons with a range

ability to age in place and remain

of abilities; another is to provide

independent. Barriers between the

assistive technology tailored to

individual and environment can

the specific needs of individuals.

result in a sense of isolation and can

Together, these strategies help to

make it difficult for an older person

strengthen the link between persons

to have the social interaction and

and their community.

services that contribute to a healthy
lifestyle. In fact, evidence suggests

Livable Communities

that a poor-quality physical

A livable community actively

environment is not only a barrier

promotes inclusion of all of its

to independence, but may actually

residents in its social and economic

increase the risk of functional loss

life. Hence, it should have the

among older adults. For instance,

physical features, programs, and

one study found that the risk of

readily accessible services that enable

functional loss among persons 55

older residents and persons with

and older who reported certain

disabilities to remain independent

neighborhood problems (such as

and actively engaged in community

poor lighting, heavy traffic, and

life. The elements of a livable
community include supportive
services, community walkability,
security, universal new home
design and home modification,
and transportation choices.
Surveys show that older persons
generally are satisfied with their
neighborhoods; however, there are
notable differences when viewed by
a respondent’s level of disability.
For instance, 61 percent of older
residents (age 65 or older) without
a disability report they are very
satisfied with their neighborhood,
but only 52 percent of residents
with a disability indicate they are
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very satisfied.203 Black residents

comes a significant reduction in

are much less likely to indicate they

community travel; nondrivers 75

are very satisfied with their neigh-

and older are 12 times as likely as

borhood than are white residents.

drivers not to leave home at all in

Overall, 76 percent of older residents

a typical week.206 Because women

without a disability indicate their

live longer than men, driving

location is convenient to a pharmacy

cessation puts older women at risk

or drugstore, compared to 69 percent

of significantly reduced community

of older persons with a disability

mobility for considerably longer

living in the community. Respondents

than older men—seven years for

in rural areas are much less likely

men, compared to 10 for women.207

to indicate there is a convenient
pharmacy or drugstore.204

Not surprisingly, disability plays a
role in whether older individuals
drive. More than 10 percent of

Transportation

persons 65 and older say that an

Transportation is an important

impairment prevents them from

component of a livable community

driving, as do nearly 20 percent of

because it physically connects people
with their communities. People use
a variety of modes of transportation
to stay connected to shopping,
social activity, health care, and
learning opportunities—all essential
to good quality of life.
Most adults, with or without
disabilities, drive cars as their primary
mode of transportation. People

The elements of a livable
community include supportive
services, community walkability,
security, universal new home
design and home modification,
and transportation choices.

age 65 and older make more than
90 percent of their trips in cars,

persons 75 and older.208 Furthermore,

as either drivers or passengers. But

persons with disabilities are more

as people move from their 70s into

likely than those without disabilities

their 80s, the proportion of licensed

to live in households with no

drivers drops from more than

vehicle: one-third of community

90 percent to just over 50 percent.

residents age 65 and older with a

The drop in licensing is even more

chronic disability have no vehicle in

dramatic for women, with licensed

the household, compared to one out

women drivers comprising 82 percent

of ten of those without disabilities.209

of all women age 65 to 69, but

In addition, many more drivers with

comprising only 36 percent of

poor health and disability status

women age 85 and older. Male

report having problems with driving

licensed drivers age 65 to 69, on the

than do drivers with excellent health

other hand, represent 95 percent of

and disability status. 210 One option

men of that age group, compared

for assisting people with driving

with 78 percent of men age 85 and

disabilities is adapting cars with

older.205

special equipment to accommodate

With driving cessation

www.aarp.org
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the specific disabilities. However,

depend on others for rides rises to

very few people with disabilities

more than one-third. Among those

have such equipment; among those

with ADL limitations, more than

50 and older with one ADL or

half depend on friends and family.212

IADL, less than 1 percent (.47) use

Other research indicates that

special equipment or a modified

relying upon personal relationships

vehicle to drive, while only 2 percent

to secure rides is not a desirable

of those with two or more ADLs

situation for many people; nearly

use special equipment or a modified

half of all people 50 and older say

vehicle to drive.211

feeling dependent or imposing on

After driving themselves, the next
most common way people get around

88

others is a problem for them.213
A community that supports

in their communities is through rides

independence and good quality of

from friends and family. Eight and

life offers a range of transportation

a half percent of persons age 50 and

choices for those who either cannot

older (more than six million individ-

drive or choose not to drive.

uals) depend on family and friends

Transportation choices may include

for rides due to an impairment, with

buses, paratransit, walking, and

much higher rates among persons

taxis. Under the Americans with

75 and older, those with low incomes,

Disabilities Act, public transportation

those with less than a high school

must ensure that its fixed-route

degree, and females. Among individ-

vehicles are accessible for people

uals with a limitation in an IADL,

with disabilities and must provide

the share of people 50 and older who

complementary paratransit
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(demand-responsive curb-to-curb

Numerous factors influence

transportation) for people whose

whether a community offers a range

disability prevents them from using

of transportation options needed

or getting to a fixed-route bus.

to serve diverse residents. Availability

Nonetheless, nearly one out of

of public and private funding is one

three individuals 65 and older with

such factor, as is the willingness of

a disability (32%) reports that

officials to support innovative

inadequate transportation is a

programs and services. The population

problem, compared with fewer than

density of a community also influences

one out of 25 (4%) individuals 65

the kinds of transportation options

and older without

disabilities.214

available. Bus and paratransit services

Another transportation resource may

are more economically efficient in

be offered by human service and

communities with high population

nonprofit agencies in some areas,

density, providing a broader range

usually to assure access to their

of transportation choices. However,

services. However, the percentage

most older people live outside of

of individuals who use these

central cities in communities where

community transportation services

public transit is found least often.

is low, even among those with the
most severe disabilities; 8 percent

Walkability

of those 50 and older with one

Walking is second only to the car as

limitation in an ADL or any IADL

the most common form of transpor-

use community transportation

tation for making local trips. Zoning

services, compared with 10 percent

laws and poor land use planning

of those with two or more ADLs.215

have resulted in many communities
where residential and commercial

www.aarp.org
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areas are widely separated and people

from full and productive use of their

must drive to get to shopping or

community. Although victimization

entertainment or medical services.

rates for older people have remained

More than one in five individuals

low for at least the past decade,

age 50 and older identify “everything

nearly one in three persons age 50

being too far away” and the lack of

and older avoids going outside at

sidewalks, or their poor condition,

night because of crime concerns, and

as problems with walking. 216 Use

one-fifth avoid using public transpor-

of more than one mode increases

tation because of concern about

mobility; people age 50 and older

crime.218 Furthermore, more than

who drive and walk have greater

35 percent of persons 50 and older see

mobility than do people who only

crime as a problem for walking and

drive or ride with others.217

using public transportation.219 And
among older persons with disabilities,

Crime

perceptions of neighborhood crime

An individual’s sense of personal

have risen. Between 1984 and 1999,

security can also influence indepen-

the share of persons with any ADL or

dence and quality of life. Perception

IADL limitation age 65 and older who

of crime can discourage older persons

reported that “crime is a serious
problem in the neighborhood” rose
from 4.5 percent to 8.2 percent
(see Figure 23), even though the
national crime rate fell 15 percent
during that time.220
Appropriate community design
can help to promote a sense of safety
and security for residents. For instance,
well-lit streets, sidewalks, and bus
stops can improve visibility and
discourage theft. Neighborhood
watch programs can help monitor
suspicious activity and serve to
increase interaction among
neighbors. Programs that increase
interaction between residents and
police can help disseminate
information about local crime
activity and crime prevention.

Housing
Housing plays a unique role in the
livability of a community. The home
serves as shelter, offers a sense of
Source:Urban Institute analysis of 1984 and 1999 National
Long-Term Care Survey for AARP Public Policy Institute
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comfort and security, and figures
prominently in a family’s lifestyle
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and memories. It provides wealth

income on housing, compared to

and equity for the 80 percent of

38 percent of renters age 65 and

older Americans who own their

older.223 For many of these house-

homes. And it is often a recognized

holds, opportunities provided by

symbol of comfort and independence

various federal rental programs (such

for the person who lives there. In an

as Section 202 Supportive Housing

AARP survey, an overwhelming

for the Elderly) can be critical. In

number of older Americans somewhat

fact, research indicates that there is a

or strongly agreed with the statement,

high concentration of older persons at

“What I’d really like to do is stay in

risk of needing long-term supportive

my current residence as long as

services in the 1.7 million units of

possible.” Among persons age 55 to

federally subsidized rental housing

64, 83 percent agreed or strongly

for older persons. Older subsidized

agreed, compared to 92 percent of

housing residents are overwhelmingly

persons age 65 to 74 and 95 percent

female, report more disabilities than

of persons age 75 and older.221

older persons who do not live in

Surveys show that rates of disability

subsidized housing, and tend to

vary between owners and renters.

have no one to whom they can

For instance, 18 percent of older

turn if they become sick or disabled.

owners reported difficulty with an

Because the residents in federally

ADL or IADL activity, compared to

subsidized housing must have very

30 percent of older renters.222 For

low incomes to qualify for assistance,

the most part, this is probably not

they are also very likely to require

due to the housing, but to the

assistance from public programs in

characteristics of the residents who

the event of a disability.224

are served by those types of housing.

The mismatch between the

For instance, older owners are twice

needs of residents and a home’s

as likely as renters to be married and

architectural features can result in

have higher incomes. Older owners

barriers that make it difficult for

have nearly twice the income of

older persons to age in place. Part of

older renters, which may correlate

the dilemma is that many homes are

with the work history (which, in

built for younger adults and lack the

turn, correlates with functional

architectural features appropriate to

status) of the resident. Whatever

persons with a range of ages and

the reason for the differences in

abilities. Consequently, surveys of

rates of disability between owners

older persons with chronic

and renters, the data indicate that

disabilities (any IADL or ADL

a high proportion of older renters

limitation that lasts three months or

could benefit from supportive

longer) reveal they have lower levels

housing environments.

of satisfaction with their home than

Cost is a significant barrier to

do those without disabilities. For

adequate housing for a large number

instance, among nondisabled persons

of Americans, especially older renters.

age 65 and older, 62 percent are very

In 2001, 18 percent of owners age 65

satisfied with the place in which they

and older spent more than half their

live. But among those with chronic
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“With the aging of the baby boomers, housing developers are likely to pay
more attention to the physical design of homes, and there may be more
pressure to construct homes in which people can ‘age in place.’ Ramps
instead of steps, grab bars in the bathroom and door handles that
accommodate arthritic fingers may become the norm rather than the
exception. Technological advances, ranging from telemedicine in rural
areas to robots performing personal care functions, may enhance the
ability of disabled elders to remain independent in their own homes.”228
–Robyn I. Stone, the Institute for the Future of Aging Services, Washington, D.C.

disabilities, 51 percent are very satisfied

for persons with wheelchairs to

with the place in which the live.225

navigate, and a ramp can help a

Home modification is one method

frail person get into and out of

to make a home more compatible

the home. However, these features

with the needs of older persons with

are often missing in the homes of

disabilities. For instance, securely

persons who could most benefit from

installed grab bars can promote safety

them. Nearly one in five persons

in bathing, wider doors make it easier

age 65 and older with a disability

Source:Urban Institute analysis of 1984 and 1999 National Long-Term Care Survey for AARP Public Policy Institute
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features in the design of new homes
can be less expensive than making
home modifications. Incorporating
accessible design features is generally
easier as a home is being built,
rather than trying to retrofit those
features at a later date. One concept
that can guide builders and architects
is universal design, which refers to
attractive design concepts that
increase the usability of a product
by people of all ages and abilities,
indicates that extra handrails or grab

and that allow people to remain

bars would make things easier or

independent for as long as possible.

more comfortable, but were not

In the context of home design,

presently in the

home.226

Seven

universal design features include

percent reported that a ramp would

architectural elements such as no-

make things easier, but was not

step entry, wide interior doorways

present. In fact, nearly a third

and passages, maneuverable kitchen

of persons 65 and older with
disabilities identified at least one
home modification that would make
things easier or more comfortable,
but that was not present in their
home. Minorities with disabilities
tend to be more likely to have such
unmet needs: 39 percent of older

Including a variety of
accessible features in the
design of new homes can be
less expensive than making
home modifications.

black respondents with disabilities
identified home modifications that

and bathroom layouts, easy-to-use

would make things easier or more

cabinets and sinks, contrasting

comfortable (but were not present in

colors, and a variety of other features.

the home), compared to 24 percent
of older white

respondents.227

Despite

Universal design is voluntary and
is not required for new construction,

these problems, there is reason to

so consumer awareness is important

believe that home modifications

in promoting the principle. The

are increasingly recognized as an

federal government does require a

important method to promote

limited set of accessibility features

independent living. Between 1984

in new multifamily rental buildings;

and 1999, the number of persons

however, nearly three-quarters of

with chronic disabilities (any IADL or

people over the age of 65 live in

ADL limitation) who reported having

single-family housing not subject to

“none” when presented with a list

federal requirements. In the 1990s,

of accessible features fell from 67

several state and local governments

percent to 49 percent (see Figure 24).

began to offer a variety of incentives

Including a variety of accessible

www.aarp.org
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features in new single-family homes.

Assistive Technologies

These typically take the form of

Long-term care traditionally is

“visitability” features. Although the

thought of in terms of medical and

term, “visibility,” refers to design

social programs that provide suppor-

elements that enable mobility-

tive services. However, there has been

constrained neighbors and relatives

ongoing and rapid progress in the

to visit socially, the features also

degree to which new technologies

allow for some degree of aging in

can assist persons in living independ-

place and are relatively low cost.

ently and in the provision of long

Visitability features include widened

term supportive services. Assistive

doorways and corridors on the first

technologies also have the potential

level of a home, a no-step entrance,

to relieve the effects of shortages of

electrical outlets that are slightly

allied health and services personnel.

higher than standard, electrical

For example, one study found that

switches slightly lower than standard,

use of canes and crutches reduces

and easily usable climate controls.

the use of both informal and formal

In all, visitability features typically

supportive services, with cost savings

are geared to making it easier for a

to consumers for formal services.229

disabled person to access the main

Yet, adoption of these technologies

level of a home. A limited set of

is not well integrated into traditional

features is not, however, a compr e-

programs directed at independent

hensive solution to a diverse set of

living/long-term supportive services.

needs. Thus, state and local incentives

As shown in Table 6, almost

for a narrowly targeted set of design

one-third of persons age 50 and over

features are probably best viewed as

with one ADL limitation or IADL

one component in a broad strategy

limitations only use some type of

of public awareness and acceptance

assistive technology, a proportion

for universal design features.

that rises to almost two-thirds for
persons with higher levels of disability.

A Wide Range of Technology Assists
Persons with Disabilities
Percent of Population Age 50 and Older Using Assistive
Technology, by Disability Level, 1997
TABLE 6:

Percent of Population
50+ Using

technology typically use special
equipment and technologies in more
than two categories. Furthermore,

IADLs
or 1 ADL

Two or
More ADLs

%

%

32.7

64.7

24.2

44.7

8.6

35.7

ADL aids such as grab
bars and raised toilets

14.4

43.3

Orthopedic equipment

2.5

8.4

their independence. The most

Oxygen

2.4

9.8

common types of assistance are

Railings, ramps, lifts

6.9

20.8

Other

4.4

9.8

Any special equipment
or technology
Walker, cane, crutches
Wheelchair, scooter

more than one technology may be
adopted within a category (e.g.,
both grab bars and raised toilets).
Therefore, a significant proportion
of persons with more sever e
disabilities make extensive use of

Source:Project HOPE analysis of 1997 Medical Expenditure Panel Survey for AARP
Public Policy Institute
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Those who do use assistive

nonhuman assistance to maintain

walkers, canes, or crutches; ADL aids
such as grab bars and raised toilets;
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Source:Project HOPE analysis of 1997 Medical Expenditure
Panel Survey for AARP Public Policy Institute

Source:Urban Institute analysis of the National Long-Term
Care Survey for AARP Public Policy Institute

wheelchairs or scooters; and railings,

the number of persons who had

ramps, and lifts.

a limitation in at least one ADL

Not surprisingly, given the

and used only special equipment

relationship between age and

for assistance (rather than human

disability, use of special equipment

help by itself or in conjunction

or technology increases with age

with assistive technology) increased

(see Figure 25).

dramatically (see Figure 26). The rate

Women are more likely to use

of increase in the use of assistive

assistive technology than men.

technology alone in living with a

More striking, persons living alone

disability is related to age, and the

are roughly twice as likely to use

age group with the most rapid

assistive technology as persons not

growth in the use of assistive

living

alone.230

This fact may

technology alone is persons 85

indicate some substitution between

and older. Whether these trends

assistive technologies and unpaid

represent increasing substitution of

human help. Such a possibility may

assistive technologies for human

be supported by the finding that the

assistance, and whether there are

differential between living alone versus

any accompanying shifts between

not living alone is greatest for the

paid versus unpaid assistance,

categories, “walkers, canes, crutches,”

requires further research. ■

and for orthopedic equipment, indicating a focus on mobility problems.
There is evidence of the growing
role of assistive technology over
time. Between 1984 and 1999,
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Private health and long-term
care insurance cover just 11 percent
of the nation’s total long-term
services expenditures.

96

11%
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The Costs of LongTerm Supportive
Services

blood pressure, and depression have
become increasingly important
elements in improving the quality of
life of many persons 50 and older with

Determining the costs of independent

chronic conditions that otherwise

living and institutional services for

might have resulted in increased

older persons with disabilities is a

disability, institutionalization, or death.

daunting task. People may experience

Even excluding medical treatment,

long-term difficulties in functioning

a wide range of potential services and

from any number of causes: congenital

activities contribute to independence.

and childhood conditions, accidents,

Take, for example, a person who has

residual impacts of acute illness

had a stroke. Following an acute

episodes, chronic conditions, and

inpatient hospital stay, a person may

what simply might be called frailties

receive lengthy rehabilitation services

brought on by the aging process.

in a subacute or even a community-

So from the broadest perspective,

based environment. In addition,

activities or services obtained on a

services may be provided on a long-

long-term basis that serve to preserve

term basis. These may be medical

or help restore functioning might

in nature—they may also include

be considered to contribute to inde-

services such as housekeeping or

pendent living. In addition, certain

home-delivered meals. At the same

other activities of shorter duration

time, modifications may be made

that represent “investment” in long-

to the person’s home, and any

term independence also contribute.

number of assistive technologies

Some of these services are medical

may be adopted. There are also

and therefore traditionally are not

newer residential approaches, such as

considered under the term,

assisted living, that attempt to bridge

“independent living and long-term

the divide between a traditional

services.” For example, over the past

residence and a nursing home.

decades, prescription medicines for

98

conditions such as heart disease, high

No single program, public or
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private, pays for all of these services
and activities, and sources of payment
vary according to a person’s age,
income, work status, and, possibly,
family and disability characteristics.
Because of the many types of services
(including medical services) that
promote independent living and
their multiple sources of funding,
it is very difficult to present a
complete picture of the magnitude
of spending in the United States on
independent living. Nevertheless, one

Source:Long-Term Care:Aging Baby Boom Generation Will Increase Demand and Burden
on Federal and State Budgets, General Accounting Office, (GAO-02-544T),March 2002

attempt to measure long-term care
expenditures, albeit incomplete,

Medicare is a federal entitlement

finds that these expenditures for all

program that finances health-related

ages totaled about $137 billion in

services to persons 65 and older and

2000. As illustrated in Figure 27, more

to persons with disabilities under

than 60 percent of these expenditures

age 65. Covered services particularly

were funded by public sources, with

important to older persons with

Medicaid funding 45 percent and

disabilities include skilled nursing

Medicare another 14 percent.

facility care and home health care.

Medicaid is a federal/state-funded

However, nursing facility care

entitlement program that provides

requires a preceding hospital stay of

medical assistance to low-income

at least three days and a continuing

persons with limited assets who are

need for skilled care, and the

aged, blind, disabled, or members of

number of covered days of care is

families with dependent children,

limited for a given episode. Home

and, in most states, for certain

health care can include a range of

individuals with large medical care

services as long as skilled care is

costs who are “medically needy.”

required and the beneficiary is

With respect to long-term services,

generally homebound. However,

most of the services provided by

the skilled care must not be needed

Medicaid fall into four categories:

on a full-time basis. These limitations

1. nursing facility services

mean that Medicare coverage for

(mandatory) and other

these services is rarely long-term.

institutional (optional) services;
2. home health services (mandatory);
3. personal care services, which are
covered in about half the states; and
4. home and community-based

Given the various qualification
requirements and service coverage
limitations of Medicaid and
Medicare, it is not surprising that
out-of-pocket sources account for
a large percentage of payments for

services waiver programs that

long-term supportive services.

exist in all states (and are

Specifically, private out-of-pocket

discussed briefly below).

sources funded 23 percent of the

www.aarp.org
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*These are for Home Health Services not covered by Medicare.
Source:Centers for Medicare and Medicaid Services, Facts and Figures Chart Series, Medicare Program Information,June 2002
http://www.cms.gov/charts/series/sec3-b1-9.pdf;data from the Medicare Current Beneficiary Survey (MCBS),1999
Notes:1) Data are for all beneficiaries, both fee-for-service and Medicare+Choice enrollees. 2) Total per capita direct out-of-pocket spending is $1,825.

total cost of these services in 2000

(as opposed to health insurance),

as shown in Figure 27. Furthermore,

and disability income insurance

these out-of-pocket expenses

focuses on replacing income streams

comprised the largest single segment

that are lost as a result of a disability.

of all health-related out-of-pocket

These latter two types of insurance

expenses for Medicare beneficiaries

are discussed specifically at the end

in 1999, as shown in Figure 28.

of this section.

Although private insurance is a
major source of funding for health

ment of the costs of independent

care, it plays a more minor role

living and institutional care is

with regard to long-term services,

difficult, it is clear that these costs

paying for only 11 percent of

are substantial. Two researchers have

total expenditures for long-term

noted that elderly persons have to

supportive services. More than one

prepare for “four key ‘aging shocks”:

type of insurance is involved. Private

1. uncovered costs of prescription

health insurance can pay for shortterm use of skilled nursing homes
and home health care. And Medigap
policies can pay for some portions of
the costs of skilled nursing facility
services and home health services

100

Although comprehensive measure-

drugs;
2. the costs of medical care that
are not paid by Medicare or
private insurance;
3. the actual costs of private

not covered by Medicare. Long-term

insurance that partially fills in

care insurance is focused more

the gaps left by Medicare; and

directly on paying for services to

4. the uncovered costs of long-term

support activities of daily living

care.” They conclude that “the
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long-term care burden is the

of Americans age 45 and older

worst by far.”231 The two largest

erroneously believe that a long-term

categories of formal, paid long-

care stay in a nursing home is covered

term care spending are nursing

by Medicare.233

home care and home care,
discussed below.

Because of the limitations of
Medicare coverage and the requirements for Medicaid that limit eligibility

Nursing Home Care

to persons with low incomes and few

Nursing home care is expensive, and

assets, out-of-pocket payments remain

many people either inaccurately

a substantial source of funding for

perceive these costs or do not know

nursing home care. In 1996, almost

enough to hazard a guess. Roughly

one-third of payments were self-pay,

half of Americans age 45 and older

amounting to roughly $21 billion.

estimated costs as 20 percent or more

Compared to both blacks and Hispanics,

below the actual national average

whites and others paid for a substan-

of $4,654 per month. Another 24

tially greater proportion of nursing

percent were not even able to

home expenses out-of-pocket, in part

provide an estimate .232

a reflection of whites’ higher average

Medicaid is the primary payer for

economic status.234

nursing home care, funding almost
half of such care. There was also a

Home and Community-Based Care

notable increase in Medicare funding

With the increasing emphasis on

between 1987 and 1996 (see Figure

avoiding institutionalized care, a wide

29). Medicare funding tends to pay

range of services has evolved to help

for shorter stays, often in hospital-

people maintain their independence

based nursing facilities. However,

in the community, including:

Americans appear to believe incorrectly

• case management;

that Medicare plays an even larger

• skilled nursing and home health

role than it does. More than half

aide services;

Source:Rhoades, J.A.,and Sommers, J.P.,Nursing Home Expenses, 1987 and 1996,MEPS Chartbook No. 6,2002,
Agency for Healthcare Research and Quality
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• a range of therapies, including
physical, occupational, speech,

independent living, rather than on
health per se.

and respiratory;
• homemaker and personal care
services;

Home care services
As described earlier, the services
listed above are funded by a wide

• attendant and companion services;

range of programs and sources,

• delivered and congregate meals;

which makes it difficult to calculate

• transportation services;

overall spending levels. One national

• adult day services and respite
services;

data source, the 1998 Medical
Expenditure Panel Survey, does allow
us to look at many of the services

• counseling and family training;
• housing modifications and services

described above—in particular,
skilled nursing and home health

to advise how to reduce the risk of

aide services; physical, occupational,

fall or injury in the home; and

and other therapies; homemaker and

• assistive equipment and devices
Some of these services relate
directly to amelioration of a health
condition. However, it is also clear
that many of these services focus
on enabling noninstitutional and

personal assistance services; and
attendant and companion services.
These data show that almost half of
all persons age 50 and over with a
limitation in at least one activity
of daily life used formal (paid) home
care in 1998.
In-home services can be
expensive, especially if they are
needed for an extended period.
Hourly home care agency rates
average $37 for a licensed practical
nurse (LPN) and $18 for a home
health aide.235 As a result, not only
does the probability of needing
supportive services increase with
level of disability, but the level of
spending from public and private
sources also increases, from an
average of $1,250 for users with no
functional limitations to $5,824 for
users with at least one ADL
limitation (see Figure 30). The level
of out-of-pocket spending per user of
paid home care services also increases
with the level of disability, averaging
$706 for persons with ADL
limitations. However, many users

Source:Project HOPE analysis of 1998 Medical Expenditure Panel Survey for AARP
Public Policy Institute
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pay much more out of their own
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pockets as a result of high hourly
costs and intensive and/or extensive
needs for services.
In terms of income levels, persons
in the highest-income quartile paid
out-of-pocket for a much larger
percentage (31%) of their paid home
care than did persons in the other
quartiles, with both the middle half
and the lowest-income quartile
paying for between 8 percent and
9 percent of their home care.

Other community-based services
In addition to the home care services
discussed immediately above, there is
a wide range of potentially available
services to help persons retain their

and long-term services provided
directly by state and local government
employees are difficult to obtain.

independence in the community in
the face of functional limitations. While
costs of all of these additional

Medicaid home and
community-based services
waivers

services, they are substantial, as

There has been increasing interest in

evidenced by the data that are

the recent past in providing assistive

available for some specific services.

services to persons in the community

it is not possible to estimate the overall

For example, State Units on Aging

rather than in institutional settings.

and local Area Agencies on Aging

This interest reflects the desire of

reported that in 2000, their

most people to live as independently

expenditures (including both Older

in the community as possible as well

Americans Act and other sources of

as support for the approach of

funding) included $563 million for

assisting persons in the least restric-

congregate meals and $534 million

tive environment. In addition, for

for home-delivered

meals.236

Estimates

many people receiving assistance in

derived from the U.S. Census Bureau’s

the community, such services may

Economic Census indicate that in

cost less than in an institution.

1997, over $1 billion was spent on

However, for a community-based

special needs transportation for the

approach to work, a range of services

elderly and

handicapped,237

and just

must be covered and coordinated, and

under $2 billion was spent on home

as we have seen, this generally does

health equipment rental for persons

not reflect the current reality of

of all ages.

coverage and funding for commu-

Aggregate estimates of spending
specifically for assistive technologies,

nity-based service.
As a result, several programs are

home modifications, adult day care and

attempting to provide coordinated,

respite services for persons 50 and older,

comprehensive, and cost-effective

www.aarp.org
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Source:AARP Public Policy Institute calculations based on “Medicaid Expenditures for Long-Term Care Services:1989-2001”
www.hcbs.org/data/medicaid_lte2001.htm

long-term services to aged and

have grown from $5.4 billion in

disabled residents in the community.

FY1995 to $12.7 billion in FY2000,

Medicaid waiver programs represent

an average annual growth rate of

one important effort to cover and

18 percent over this period. In 1999,

coordinate a much fuller range of

there were almost 700,000 participants

services in the community over the

in these HCBS waiver programs.

long term for persons who otherwise

Of the total waiver expenditures,

would likely be in an institutional

approximately one-quarter was for

setting. Waiver programs are

programs for the elderly and/or

optional, but such programs are

disabled, with the remaining majority

operating in every state, totaling

for programs targeted to persons

more than 260 throughout the

who are mentally retarded or

country.238

developmentally disabled.

These Home and

Community-Based Services 1915(c)

104

In combination with Medicaid

Waivers under Medicaid have been

spending on home health care

one particular source of growth

services and personal care services,

in community-based services.

the rise in Medicaid spending on

Expenditures under these waivers

home and community-based waiver
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programs has resulted in a clear

level of services and the cost of

and continual shift away from

living in such residences. One source

institutional services in Medicaid

reports estimates for 2000 of roughly

funding of long-term supportive

33,000 assisted living residences that

services. The percentage of Medicaid

house close to 800,000 people, and

long-term services spending devoted

that the average monthly cost was

to home and community-based

roughly $1,900.239

services has increased from 13

While assisted living has been

percent in 1989 to 30 percent in

shown to be the preference of a

2001 (see Figure 31).

good number of older persons for
maintaining community residence,

Assisted living facilities

this choice unfortunately remains

Assisted living facilities are a relatively

one that is strongly affected by a

recent approach to bridging the gap

person’s ability to pay for it.

between completely independent

Figure 32 shows that in both

living and institutions such as

absolute amount and as a percentage

nursing homes, in terms of both the

of total health care expenditures,

Source:Centers for Medicare and Medicaid Services, Facts and Figures Chart Series, Medicare Program Information,June 2002
http://www.cms.gov/charts/series/sec3-b1-9.pdf;data from the Medicare Current Beneficiary Survey (MCBS),1999
Notes:1) Because a skilled nursing facility stay can be a Medicare covered benefit,Medicare covers a large portion of the
expenses for beneficiaries in this group, 2) Assisted living also includes Domiciliary Care Homes, Board and Care Homes, and
Independent Living Units—all of these arrangements offer some level of assistance to the beneficiary.
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out-of-pocket expenses are greatest

they are in their 60s, when the

for Medicare beneficiaries residing in

possible need for long-term services

assisted living facilities.

starts to feel closer at hand. For

Unpaid Support—The Hidden Cost

those still in their 50s, needing longterm services seems remote, and

The total cost of efforts to preserve

there are conflicting demands on

independent living and provide

their income, including saving for

long-term care to older persons

retirement; paying for life, health,

is increased substantially if one

and disability insurance; and

incorporates the many hours of

sending their children to college.

unpaid care provided by family
One recent study estimated the

Private long-term care
insurance

magnitude of personal assistance

In 1999, more than 750,000 long-

services and found that at any given

term care insurance policies were

time, 6.2 million persons age 65

sold. By the end of 1999, more

and older receive personal assistance

than 6.8 million policies had been

services, paid, unpaid, or both, with

cumulatively purchased, although

an average of 36 hours per recipient

the number currently in force is

per week. Over a year, this amounted

between 3.5 and 4 million.240 The

to 11.6 billion hours of personal

average age of buyers of individual

assistance services provided to older

policies in 1999 was 65.241

members, friends, and others.

persons. In this study, paid assistance
amounted to $23.7 billion annually.
If the 9.4 billion annual hours of
unpaid personal assistance services
were valued at the same payment
rate as paid services, these unpaid
hours would represent roughly an
additional $100 billion of resources
used (see Figure 33).

The Limited Role of
Private Insurance
As noted earlier, private health and
long-term care insurance pays for
just 11 percent of all long-term
supportive services expenditures in
the United States. Although the sale
of long-term care policies has grown
in recent years, insuring against the
cost of long-term supportive services
is still a relatively new concept. Most
persons who do purchase private
long-term care insurance wait until
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Source:Public Policy Institute analysis based on LaPlante
M.,Harrington, C.,& Kang, T. “Estimated Paid and Unpaid
Hours of Personal Assistance Services in Activities of
Daily Living Provided to Adults Living at Home,”
Health Services Research, Vol.37,No. II,April 2002
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The cost of long-term care

While premiums are much lower

insurance increases with the age

if policies are purchased at a younger

at time of purchase and varies

age, earlier purchases raise concerns

according to the policy features

that policy premiums might be

selected. Table 7 below presents

increased at some point for a group

average annual premiums for a

as a result of the insurer’s under-

policy with a daily benefit amount

writing experience, or that the

of $100. It should be noted that the

policy might not cover services that

average daily cost of nursing home

become available in future decades.

care is closer to $150 per day. As
a result, even with their private

Long-Term Care Insurance Premiums
Increase Dramatically with Age
Average Annual Premiums for Leading Long-Term Care
Insurance Sellers in 1999*
TABLE 7:

insurance, these purchasers would
have to pay for approximately onethird of their nursing home costs
out-of-pocket.
Not only do premiums rise

Age

With 5% Compounded
Inflation Protection

Base Premium

50

$409

$881

65

$1,002

$1,802

purchasers are less likely to meet

79

$4,166

$5,895

medical underwriting standards

Source:Coronel,Susan A. Long-Term Care Insurance in 1998-1999,Research
Findings, Health Insurance Association of America, February 2002
*Premiums are generally for a $100 daily benefit amount,four years of coverage,
and a 20-day elimination period

dramatically after age 50, but older

that could disqualify them from
eligibility. Also, inflation protection
against future increases in the cost
of long-term supportive services is

Private disability insurance

expensive. Historically, long-term

Disability income insurance provides

supportive service costs have

partial replacement of earnings

increased faster than the overall

when a worker becomes disabled

rate of inflation. Consequently, for

and unable to work due to an illness

persons under age 70, who are not

or injury. While disability income

likely to use benefits for 15 to 40

insurance policies vary widely, they

years, a policy without inflation

usually replace between 50 percent

protection almost certainly will

and 70 percent of an insured’s

result in serious erosion in the

pre-disability income. Because the

adequacy of coverage.

objective is income replacement,

Among younger persons (those

payments under these policies are

under age 65), the seemingly remote

not dedicated to health or social

possibility of needing long-term

services. By the same token, payments

supportive services and competing

usually end by age 65 or earlier,

demands on income contribute to a

depending on the features of the

reluctance to purchase private long-

policy and age at onset of disability.

term care insurance. Among persons

In 2000, roughly 34 million

age 65 and older, the high cost of

disability income insurance policies

coverage and an inability to meet

were in force, costing almost

underwriting standards contribute to

$11 billion in premiums.242

low market penetration.
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The Potential Financial
Impact of Disability

by both age and the presence of

As we have seen, long-term

disabilities and functional limitations.

supportive services are varied, and

Age has little effect in and of itself;

include both institutional and

however, the presence of an

community settings as well as some

increasing number of chronic

settings (such as assisted living

conditions is associated with higher

facilities) that are “in between.”

health expenditures. And adding

Aggregate expenditures on these

severe disabilities and functional

services are substantial, amounting

limitations to three or more chronic

to well over $100 billion in payments,

conditions results in a sharp increase

which do not count the indirect

in health expenditures (see Figure

costs of unpaid personal assistance

34). For the 45 percent of persons

and caregiving. In addition, severe

age 50 and older who have one or

disabilities and functional limitations

more chronic conditions but no

affect overall health care expenditures

accompanying disability or

as well. Figure 34 shows the variation

functional limitation, total health

in average expenditures for the

expenses averaged just over $3,000,

noninstitutionalized population

but for the 2.4 percent with a severe

chronic conditions and severe

Source: Partnership for Solutions, Johns Hopkins University analysis of Medical Expenditure Panel Survey 1996 for AARP Public Policy Institute
Note:Expenditures include home health care but not nursing home care.
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disability and/or functional
limitation in addition to multiple
chronic illnesses, average health
spending reached almost $17,000.243
The spending estimates for
various services are averages, so they
can conceal a varied cost picture
at the individual level. Some
proportion of the population age 50
and over will not use long-term
supportive services significantly
during their lifetimes. Others will
use services at levels below or near
average expenditure levels. However,
a significant proportion will incur
substantial expense in trying to
maintain their functioning and
independence as a result of some
combination of high intensity of
service use and many months,
even years, of use. For a variety
of reasons, privately insuring for
such catastrophic levels of need
occurs infrequently.
One study analyzed the impact
on the elderly of a long-term
supportive services cost “shock” of
$150,000 over a three year period.
It estimated that for 2000, fully
45 percent would need to rely on
Medicaid to pay for their long-term
services. An additional 28 percent
have moderate levels of income and
wealth that would be exhausted by
the expense of substantial long-term
services needs. Only 27 percent of
the elderly have sufficient income
and assets to be able to withstand
the burden of substantial expenses
to restore and maintain functioning
and independence without
impoverishing themselves.244 ■
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32%
Far more persons 65 and older with disabilities (32%)
report that inadequate transportation is a problem than
do their counterparts without disabilities (4%).

4%
111
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Summing Up

likely play an important role,

This section summarizes some of

including access to appropriate

the key findings in the first part

health services. The wide variation

of the report, which provided an

in rates of disability in different

overview of the roles of health

states and among different

services, family and social support,

subgroups of the population age

long-term supportive services,

50 and older underscores the

and the physical environment in

importance of the relationship

facilitating independence among

between individuals and the

persons 50 and older with disabilities.

environment in which they live

While there have been large
declines in the prevalence of

112

others, but environmental factors

in increasing independence and
reducing rates of disability.

limitations in IADLs among persons

The health care environment

65 and older, such declines have not

is not well structured to meet the

occurred in limitations in ADLs.

needs of persons with disabilities.

Lower rates of disability are occurring

People 50 and older with disabilities,

disproportionately among men, those

including those with Medicare

who are married, whites, and those

coverage, continue to face many

with more education and higher

barriers in securing adequate health

incomes. But a different pictur e

care. “Underinsurance,” with such

emerges for women and blacks, among

crucial services as prescription drugs,

whom the prevalence of severe

assistive equipment, and mental

disability (two or more limitations in

health care not covered or covered

ADLs) is not declining significantly.

inadequately, is especially pronounced

Researchers do not yet know why

for individuals with disabilities and

declines in disability have been so

serious chronic conditions. Even

much greater for some groups than

individuals with good health
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insurance coverage must overcome

caregiving also varies by racial/

many other barriers—in their physical

ethnic group. And the experiences

environment and in inadequate

of the growing group of older

professional training in the

caregivers providing support to adult

management of chronic conditions.

children with cognitive and

On top of all this, the lack of formal

developmental disabilities differ

mechanisms for coordinating health

from those of spouses caring for

and long-term services and supports

loved ones with Alzheimer’s disease.

places this often-complex

While some trends, such as lower

responsibility on individuals with

rates of widowhood and childless-

disabilities themselves—or on their

ness in future cohorts of persons 65

family members or friends.

and older, point to greater availability

Family members and other

of potential informal caregivers in

informal caregivers are the primary

the future, other trends, such as

source of support when disabilities

increasing divorce rates and greater

occur, and their caregiving experiences

labor force participation among

are as diverse as the life experiences

women, point in the opposite

of persons with disabilities. A wide

direction. Social contact between

body of literature has documented

persons 65 and older and families

the stresses experienced by caregivers

and friends remains strong, although

as well as the multifaceted ways in

it has declined substantially since

which they provide support, ranging

the mid-1980s.

from hands-on personal assistance to

After families and other informal

arranging services at a distance.

caregivers, the next line of support

The experience of caregivers age 50

in helping older persons with

to 64 differs from that of caregivers

disabilities remain independent are

65 and older, especially around

the so-called formal home care

workplace issues. Involvement in

services. The likelihood of using
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formal home care increases steeply
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A variety of supportive housing

with age and level of disability.

options with services have grown

People age 50 to 64 are less likely to

rapidly for persons who either

use home care services than are

cannot or do not wish to remain in

persons 65 and older with comparable

their own homes. Many federally

levels of disabilities, possibly because

subsidized housing projects have

of differences in informal support

added supportive services to assist

available or eligibility requirements

the large number of persons with

for publicly funded in-home services.

disabilities, mostly older women

In addition to in-home services,

with few family supports. Board

a range of other community-based

and care facilities serve many adults

services can help people with

of all ages with mental and cognitive

disabilities maintain independence,

disabilities, often with funding

including transportation, adult day

limited to SSI and state

services, respite services, home-

supplements. Most assisted living

delivered meals, and senior centers.

residents pay privately and live in

Far less than half (38%) of persons

private apartments or rooms.

50 and older with severe disabilities

Assisted living residents generally

(two or more ADL limitations) used

need assistance with fewer personal

even one of these community

care activities, such as eating, than

services in 1997, and less than

do nursing home residents.

12 percent used any specific service.

Continuing care retirement

Such utilization rates suggest that fears

communities (CCRCs) typically offer

about excessive demand if such

independent living apartments,

services become more widely available

assisted living rooms, and nursing

and affordable may be unwarranted.

home beds on the same campus—
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usually paid for with large initial
fees as well as monthly payments.
Although nursing home use and
occupancy rates have been declining
nationally in recent years, the
probability of being in a nursing
home for at least some time remains
high for individuals. Approximately
46 percent of persons turning 65
will spend some time in a nursing
home. Because most nursing home
residents fail to qualify for Medicare
payment upon admission, or exhaust
their benefit quickly after admission,
most long-stay residents rely on a
combination of personal resources
(income and assets) and Medicaid.
The quality of services, despite

in recruiting and retaining qualified

some improvements, is a persistent

frontline workers, such as nursing

problem across settings, including

assistants and home care aides.

services delivered in nursing homes,

Low wages, lack of benefits, and

assisted living and other residential

higher turnover among direct care

environments, and in the home.

staff, as well as the increasingly

Moreover, attention to quality-of-

complex support needs of persons

life issues, such as treating persons

receiving assistance, are contributing

receiving long-term supportive services

factors. Failure to address these labor

with dignity and encouraging privacy,

supply issues could undermine efforts

seems to be sporadic at best. One

to improve not only the quality

overarching challenge is the difficulty

of services and quality of life, but
also broader efforts to increase
the availability of long-term
supportive services.
The physical environment directly
influences the ability of persons with
disabilities to remain independent
and to participate actively in the
social and economic life of their
communities. Physical environment
includes transportation and housing
options as well as availability of
assistive technologies. A range of
public transportation options is
crucial for person with disabilities,
especially those who do not drive,
to prevent isolation. Adapting cars
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with special equipment could be

uses attractive designs that could

an option for some individuals.

help people of all ages to remain

Currently only a tiny minority (2%)

independent.

of persons 50 and older with two

Rapid progress is being made

or more ADL limitations have such

in the degree to which assistive

equipment. More than half of

technologies can help persons with

persons 50 and older with ADL

disabilities to live independently.

limitations say they rely on family

Today, among a significant proportion

and friends for rides. In addition,

of persons with two or more ADL

far more persons 65 and older with

limitations, as well as those who live

disabilities (32%) report being

alone, use of nonhuman assistance

dissatisfied with public transportation

to maintain independence is

choices than do their counterparts
without disabilities (4%).
Remaining in one’s home is a
recognized symbol of independence
and comfort among older Americans,
the overwhelming majority of whom
want to remain there as long as
possible. Home modifications,
such as extra handrails, grab bars,
and ramps, can make homes more
compatible with the needs of older
persons with disabilities, but often
are not present in the homes of
those who say they need them.
Universal design, which is voluntary
and not required in new construction,
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extensive, and there has been a

27%) have been estimated to

dramatic increase since the mid-

have sufficient income and assets

1980s in the number of those relying

to be able to withstand the burden

exclusively on these technologies.

of a $150,000 “long-term supportive

The most commonly used

services cost shock” without

technologies are relatively low-tech

impoverishing themselves.

aides to mobility such as walkers,

In summary, the findings convey

canes, and crutches, basic ADL aids

a mixed picture of the factors

such as grab bars and raised toilets,

affecting the long-term independence

and higher-tech aids to locomotion

of persons 50 and older with

such as wheelchairs and scooters.

disabilities. On the positive side,

Finally, affordability of long-term

family members continue to provide

supportive services and supports is

high levels of support, and new

perhaps the most crucial variable in

technologies and supportive housing

an individual’s ability to maintain

options are helping more persons

independence. Such services and

50 and older with disabilities to live

supports are largely uninsured.

independently. On the negative side

Private health and long-term care

inadequate health coverage is a

insurance cover just 11 percent of

pressing concern, individuals and

the nation’s total long-term services

their families face burdensome costs,

expenditures. Given the various

staffing issues are a grave problem,

qualification requirements and

and concerns about quality of

coverage limitations of Medicare and

services persist.

Medicaid, it is not surprising that

We now turn directly to the

out-of-pocket spending accounts for

source—the views of persons 50

a large percent of total expenditures

and older with disabilities about

for such services. Relatively few

what they need and want to remain

individuals 65 and older (around

independent. ■
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49%
Only about half of persons 50 and older with
disabilities (49%) say they receive any regular
assistance with basic daily activities, such as
bathing, cooking, and shopping. Most of the
help they do receive is the assistance of family
and other informal caregivers (88%).
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88%
25%

About one-quarter of persons 50 and older with
disabilities report needing more help than they
receive now with basic daily activities.
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Persons 50 and Older with Disabilities
Speak for Themselves
Scope and Methodology of the Survey
The voices of persons 50 and older with disabilities can help inform decisions
about matters that affect their lives very directly and personally, including
those made by community leaders and by state and federal public
policymakers. To help their voices be heard, AARP commissioned Harris
Interactive to conduct a survey of persons 50 and older with disabilities to
better understand their views on issues related to their disability, quality of
life, and experiences in their communities. Interviewing was conducted by
telephone between September 16 and 29, 2002, among a prescreened sample
of 1,102 people with disabilities age 50 and older. Data were weighted to
represent the national population of people with disabilities age 50 and older
living in the community.245
In this report, we discuss key findings for the entire sample and, where
appropriate, important variations among different subgroups, such as
persons of different ages, socioeconomic characteristics, and type and
severity of disabilities. (Only differences that reached statistical significance
are reported.) In addition, we present data on trends over time where
the data are comparable, based on similar surveys conducted by Harris
Interactive for the National
Organization on Disability.
These findings paint a rich
and poignant picture of the needs
and aspirations of persons with
disabilities. They remind all of us,
with and without disabilities, of
how much we have in common.

Persons with Disabilities 50 and
Older: Who Are They?
Description of characteristics
of the sample
Persons 50 and older with disabilities
are as diverse a group as their peers
without disabilities. In some ways,
they are an even more heterogeneous
population because of wide
variations in the types of disabilities
they experience, the age of onset
of these disabilities, and their
life experiences.
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Compared with persons 50 and older in the total population, persons 50 and
older with disabilities:
• have much lower incomes;
• are less likely to have a college degree or more;
• are less likely to be married, more likely to be widowed, and more likely to live
alone; and
• are similar with respect to gender, race and ethnicity, and geographic location.

Variations within the population of persons 50 and older disabilities with respect
to income and other characteristics are also pronounced, and are discussed below.

Disability status

Of Those 50 and Older Who Report Having
a Disability, 68 Percent Have a Condition
That Limits Their Physical Mobility

TABLE 8:

Total

50–64

65+

%

%

%

Vision or hearing impairment

21

15

26

Limited physical mobility

68

81

57

Cognitive or emotional condition 18

23

15

Q. Do you or does anyone aged 50 or older in your household have any of the following
long-lasting conditions?
Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities,
September 2002

Total %
50–64
Slight/moderate

26

Very/somewhat severe

73

65+
Slight/moderate

54

Very/somewhat severe

45

Q. How severe would you say your disability or health condition is? Would you say it is slight,moderate, somewhat severe,
or very severe?
Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities, September 2002
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For a Substantial Minority, the Onset
of Disability Occurred during Middle Age

TABLE 9:

Total

50–64

65+

Slight/ Very/Somewhat
Moderate
Severe

%

%

%

%

%

At birth

2

3

2

3

2

During childhood (0–11)

2

3

2

3

2

During adolescence (12–19)

2

2

1

1

2

Young adulthood (20–39)

13

20

8

11

15

Middle age (40–64)

53

68

40

40

63

Age 65–74

17

0

32

27

10

7

1

13

10

5

Age 75 and older

Q. At what age did your disability or health condition begin?
Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities, September 2002

Q. Now, I’m going to read a list of daily activities. For each one, please tell me if you have any difficulty performing the activity due
to your disability or health condition.
Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities, September 2002
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Demographic Profile of Survey Respondents Age 50 and Older with
Disabilities Compared to the General 50 and Older Population, 2002

TABLE 10:

50+ Population
with Disabilities
Gender
Race/Ethnicity

%

%

Female

54

54

Male

46

46

White

81

86

Black/African American

10

9

Asian or Pacific Islander

1

3

Native American or Alaskan Native

2

1

Other Race

4

––

Hispanic
Education

Household Income

Marital Status

5

8

High School or less

57

55

Some college/2-Year degree

25

22

College degree or more

17

23

< $15,000

23

16

$15,001–$35,000

33

27

$35,001–$50,000

11

15

> $50,000

18

42

Not reported

14

––

Married

58

64

7

6

10

12

Single, never married
Divorced
Separated

2

2

Widowed

21

17

1

––

Living with partner
Number of Adults
in Household

1

28

23

2

55

57

3

11

14

4

5

5

5 or more
Region

General 50+
Population

1

2

East

22

24

South

34

33

Midwest

26

23

West

18

20

Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities, September 2002.CPS March Supplement,2002
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Personal Assistance, Caregiving, and Unmet Needs
About Half of All People with Disabilities Age 50 and Older
Receive Help with Daily Activities from One or More People

TABLE 11:

# of People
Who Help

Total

50–64

65+

Slight/
Moderate

Very/Somewhat
Severe

%

%

%

%

%

0

51

44

57

72

36

1

35

39

31

22

43

2

9

12

7

3

14

3 or more

5

6

4

2

7

MEAN

1

1

1

0

1

Q. How many people regularly help you with everyday activities like bathing,dressing,cooking and shopping because of your
disability or health condition?
Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities, September 2002

FIGURE 37:

Of Those Who Receive Help, Vast Majority Receive Help from
an Unpaid Family Member (Spouse or Child)

Paid vs. Unpaid

Family Member Who Provides Help
Total %

Total %

Paid

13%

Spouse or partner

67%

Unpaid

86

Child

19

Sibling

3

Daughter or son-in-law

3

Mother or father-in-law

2

Relationship of Caregiver
Total %
Family member
Friend
Other relationship

80%
8
10

Q. Is the person who provides the help to this person with a disability or health condition paid or unpaid? Base: Those who
receive help.
Q. Is the person a family member or friend or some other type of relationship? Base: Those who receive care.
Q. What type of family member provides you with this help? Base: People who receive care from a family member.
Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities, September 2002
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• Among family members providing care (80% of all caregivers), only 17
out of 410 are paid (4%). In contrast, most caregivers who are not family
members are paid.
• Those who are most likely to receive paid help are those with multiple
disabilities (vision or hearing problems with additional physical limitations),
those with the most severe problems, and those who were disabled in
childhood to young adulthood (25% of whom receive paid care).
• Those age 75 and older are most likely to receive care from their children.

Q. Does this person live with you? Base: People who receive help on a regular basis.
Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities,
September 2002
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Unmet need for personal assistance services
In addition to having more severe disabilities, persons who reported
unmet need for help with daily activities were more likely to:
• be age 50 to 64 (30%) rather than 75 and older (13%);
• have one or more caregivers (29%) versus no caregivers (16%);
• have an unpaid
caregiver (82%)
versus a paid
caregiver (18%);
and
• have income
under $15,000,
be non-Hispanic
black, or live in
an urban area.

Q. Do you need more help than you receive now?
Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities,
September 2002

TABLE 12:

Cost Is the Main Barrier to Getting More Help
Total

50–64

65+

Slight/
Moderate

Very/Somewhat
Severe

%

%

%

%

%

It is too expensive
or you can’t afford to
pay for more help

64

68

57

67

63

You cannot find
anyone reliable to
provide the help

12

9

18

11

13

You do not want to
ask your family or
friends for more help

7

8

7

7

7

It is too much trouble
to arrange

5

7

3

8

5

Another reason not
mentioned

8

7

10

4

9

Q. What is the main reason why you do not receive enough help? Base: People who need more help.
Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities, September 2002
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Cost is the primary barrier reported by persons in all income groups,
including those with incomes of $50,000 or higher. This finding suggests that
paying for personal assistance services can be unaffordable even at middle
and higher income levels. The second most common barrier, not being able
to find anyone reliable to provide the help, was a greater concern among
persons age 65 and older.

Doing what you need
or want to do
More than half of the sample
(53%) of respondents say they
were not able to do things
they wanted or needed to do
in the past month. This share
is higher among persons
with very/somewhat severe
disabilities, among 50- to 64year-olds, those with either
low or middle incomes, and
those living in suburban areas.
The distinction between
“need” and “want”is highly
subjective and dependent
upon socioeconomic status
and other factors, e.g., one
person’s “need” is another
person’s “want.” See sampling
of verbatim responses to this
question on pg. 152 to get a
Q. Have there been times in the last month when you could
not do something you really needed or wanted to do because
of your disability or health condition?
Source:AARP/Harris Interactive Survey of Persons 50 and Older
with Disabilities, September 2002

sense of how respondents to
this survey perceive their
“needs and wants.”

The voices of persons 50 and older with
disabilities can help inform decisions about
matters that affect their lives very directly
and personally, including those made by
community leaders and by state and federal
public policymakers.
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TABLE 13: In Most Cases, Respondents’ Needs and Desires Are Fairly Basic:
They Would Like to Exercise, Do Household Chores, or Just Get Out of the House,
but are Unable To Do So Because of Their Disability

Slight/
Very/Somewhat
Moderate
Severe

Total

50–64

65+

%

%

%

%

%

20

22

18

21

20

13

13

12

11

13

Exercise or participate in sports

7

7

6

9

6

Go fishing/hunting

3

2

3

1

3

Clean the house/housework/chores (net)

17

14

21

22

14

Entertainment/leisure activities (net)

15

16

13

9

17

Be able to get out of the house/
spend time outside

6

6

5

4

6

Attend entertainment or cultural events

5

7

3

2

7

Travel/go on vacation

4

2

5

3

4

11

11

11

10

12

5

3

8

7

5

Exercise/physical activities (net)
Go for a walk

Go shopping
Move around without difficulty

Q. What did you want or need to do but could not do?
Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities, September 2002

TABLE 14: Getting More Personal or Financial Assistance or Better
Transportation Would Help Respondents Do What They Need or Want to Do

Total

50–64

65+

Slight/
Moderate

Very/Somewhat
Severe

%

%

%

%

%

Getting personal assistance/
help from someone else

9

10

6

11

7

Having more money/
financial assistance

8

10

5

8

8

Having better transportation

7

5

9

6

7

Having special equipment/
assistive technology

4

5

3

3

5

42

39

46

45

41

None/no answer

Q. Other than a change in your disability or health condition,what would have enabled you to do what you needed or wanted to do?
Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities, September 2002

Four out of 10 (42%) cannot think of anything, other than a change in their
condition, that would have enabled them to do what they needed or wanted
to do. High income respondents ($50,000 and over) are the subgroup most
likely to say they could not think of anything.

Many midlife and older persons with disabilities, particularly
those with severe disabilities, have unmet needs— needs that
are basic and modest. For example, they most frequently
mentioned wanting to go for a walk or engage in other physical
exercise, do household chores, or just get out of the house.
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Access to and Satisfaction with Health Services

It is disturbing that growing numbers of persons 50
and older with disabilities report not getting and/or
postponing needed health care in the past 12 months.
Persons age 50 to 64, and those with severe disabilities, are the most likely to
report putting off health care. A large minority (43%) of those with incomes
under $15,000 also reported postponing care.

Q. In the past 12 months, have you ever put off seeking health care that you felt you
needed because you could not afford it,or not?
Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities,
September 2002;National Organization on Disability/Harris Surveys of Americans with
Disabilities, 1998 and 2000
Note:Responses to the above question for June 1998 and June 2000 are from
NOD/Harris Surveys of Americans with Disabilities in those years. The AARP/Harris survey
in 2002 included the following screening question:“Does a health problem,disability, or
handicap currently keep you from participating fully in work,school,housework,or other
activities, or not?” The prior NOD surveys also included that question,permitting
comparison of responses by subsamples of persons 50 and older who met the same
screening criteria across the three years.

www.aarp.org
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Q. In the past 12 months, have you ever put off seeking health care which you felt you needed
because you could not afford it,or not?
Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities, September 2002

Q. Overall,how do you feel about the health care services that you have used in the last few years?
Would you say you are very satisfied,somewhat satisfied,neither satisfied nor dissatisfied,
somewhat dissatisfied,or very dissatisfied?
Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities, September 2002;
National Organization on Disability/Harris Surveys of Americans with Disabilities, 1998 and 2000
Note:Responses to the above question for June 1998 and June 2000 are from NOD/Harris Surveys
of Americans with Disabilities in those years. The AARP/Harris survey in 2002 included the following
screening question:“Does a health problem,disability, or handicap currently keep you from
participating fully in work,school,housework or other activities, or not?” The prior NOD surveys
also included that question,permitting comparison of responses by subsamples of persons 50 and
older who met the same screening criteria across the three years.
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Quality of Life: What Makes the Difference?
Respondents were asked a series of questions to identify key factors in their
personal lives and in their communities that contribute to their current
quality of life as well as what could make their lives better in the future.

Satisfaction with current quality of life
Those who are most satisfied are persons with a visual or hearing impairment
and no other physical or cognitive impairment, those age 75 and older, those
who were not disabled until age 65 and older, and those who are non-Hispanic
white or black. Those with incomes in the middle ranges of $15,000 to $50,000
are the most satisfied, not those with the highest incomes.
The least satisfied individuals are those with a cognitive/emotional
condition in addition to any other disability, persons age 50 to 64, those
with severe disabilities, Hispanics, and those whose onset of disability
occurred in middle age.

Q. How satisfied are you with life in general—very satisfied,somewhat satisfied,neither
satisfied nor dissatisfied,somewhat dissatisfied,or very dissatisfied?
Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities,
September 2002
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Q. How satisfied are you with life in general—very satisfied,somewhat satisfied,neither
satisfied nor dissatisfied,or very dissatisfied?
Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities,
September 2002;National Organization on Disability/Harris Surveys of Americans with
Disabilities, 1998 and 2000
Note:Responses to the above question for June 1998 and June 2000 are from
NOD/Harris Surveys of Americans with Disabilities in those years. The AARP/Harris survey
in 2002 included the following screening question:“Does a health problem,disability, or
handicap currently keep you from participating fully in work,school,housework or other
activities, or not?” The prior NOD surveys also included that question,permitting
comparison of responses by subsamples of persons 50 and older who met the same
screening criteria across the three years.
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TABLE 15: In Addition, the Gap between Persons 50 and Older with
Disabilities and Persons 50 and Older without Disabilities Who Are Very
Satisfied with Their Lives Widened between 1998 and 2000

NOD 2000:

With Disabilities

Without Disabilities

Gap

%

%

%

Very Satisfied

32

70

-38

Somewhat Satisfied

32

19

13

5

2

3

18

3

16

9

3

6

With Disabilities

Without Disabilities

Gap

Neither
Somewhat Dissatisfied
Very Dissatisfied
NOD 1998:

%

%

%

Very Satisfied

37

70

-33

Somewhat Satisfied

35

23

12

6

2

3

14

3

11

9

1

7

Neither
Somewhat Dissatisfied
Very Dissatisfied

Q. How satisfied are you with life in general?
Source:National Organization on Disability/Harris Interactive Surveys of Americans with Disabilities, 1998 and 2000

In 1998, 72% of those with disabilities said they were very or somewhat
satisfied with their lives, while 93% of those without disabilities were very or
somewhat satisfied (difference of 21%). In 2000, 64% of those with disabilities
were very or somewhat satisfied, compared with 89% of those without
disabilities (difference of
25%). In addition, more
persons with disabilities
were somewhat dissatisfied
in 2000 than in 1998.

Being prevented from
reaching full abilities
Those who feel most blocked
by their conditions are those
whose disability began in
middle age (40 to 64); those
with a cognitive/ emotional
disability in addition to any
other disability; and those
age 50 to 64. Also, those who
had some college feel more
blocked than those with
other levels of education.
Hispanics are also much
more likely to feel blocked
than any other group.
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Q. Do you feel that your disability or health condition has in any way prevented you from
reaching what you feel are your full abilities as a person,or not?
Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities,September 2002
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Q. Do you feel that your disability or health condition has in any way prevented you from
reaching what you feel are your full abilities as a person,or not?
Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities,
September 2002;National Organization on Disability/Harris Surveys of Americans with
Disabilities, 1998 and 2000
Note:Responses to the above question for June 1998 and June 2000 are from NOD/Harris
Surveys of Americans with Disabilities in those years. The AARP/Harris survey in 2002
included the following screening question:“Does a health problem,disability, or handicap
currently keep you from participating fully in work,school,housework or other activities,
or not?” The prior NOD surveys also included that question,permitting comparison of
responses by subsamples of persons 50 and older who met the same screening criteria
across the three years.

Expectations about quality of life in the future
Those who are working full-time, those with moderately severe disabilities,
and non-Hispanic blacks are the most optimistic. Hispanics, those who live
in rural areas, and those with incomes under $15,000 are least optimistic.
In 2000, 50 percent of persons 50 and older without disabilities expected
their life to get better over the next four years, compared with 28 percent of
those with disabilities.

And Just over Half of All People Age 50 and Older with Disabilities
Feel Their Quality of Life Will Worsen Over the Next Four Years

TABLE 16:

Total

50–64

65+

Slight/
Moderate

Very/Somewhat
Severe

%

%

%

%

%

Will get better

21

22

20

24

19

Will get worse

55

57

53

39

66

No change

16

14

18

27

9

Q. Do you expect your quality of life will get better or worse over the next four years?
Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities, September 2002
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Across all age groups and levels of disability, the proportion of persons who
expect their quality of life will worsen in the next four years was higher than
those expecting either no change or positive change.

Biggest worries and concerns
about the future

People with Disabilities Age 50 and Older
Are Also More Pessimistic about Their Future
Quality of Life Than They Were Four Years Ago

TABLE 17:

Loss of independence is the most
common concern. There is little

June 1998

June 2000

Sept.2002

%

%

%

variation by age group, by level of
severity of disability, or by almost

Will get better

36

28

22

any other variable among those

Will get worse

51

44

60

who fear loss of independence,

No change

14

16

12

underscoring its wide salience.

Q. Do you expect your quality of life will get better or worse over the next four years?
Base:All respondents
Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities,
September 2002;National Organization on Disability/Harris Interactive Survey of
Americans with Disabilities, 1998 and 2000
Note:Responses to the above question for June 1998 and June 2000 are from
NOD/Harris Surveys of Americans with Disabilities in those years. The AARP/Harris
survey in 2002 included the following screening question:“Does a health problem,
disability, or handicap currently keep you from participating fully in work,school,
housework or other activities, or not?” The prior NOD surveys also included that
question,permitting comparison of responses by subsamples of persons 50 and older
who met the same screening criteria across the three years.

Concerns about loss of mobility,
the second most common concern,
are more pronounced among those
with higher incomes. The next most
common worries are financial:
inability to pay for the cost of care or
services and loss of financial assets.

Worries about loss of financial assets (but not inability to pay for the cost of
care) vary by income, with persons with incomes under $35,000 being the
most concerned.

TABLE 18: When Asked an Open-Ended Question about
Their Worries and Concerns, Respondents Say Loss of Independence
and Mobility Are Their Greatest Concerns for the Future

Total

50–64

65+

Slight/
Moderate

Very/Somewhat
Severe

%

%

%

%

%

Loss of independence

28

24

32

27

29

Loss of mobility

26

27

25

23

29

Being unable to pay for
the cost of care of services 10

12

9

9

11

Loss/decrease of
financial assets

8

10

7

6

10

8

8

7

5

10

Becoming housebound,
confined to living quarters

Q. Looking to the future, what are your biggest worries or concerns about having a disability or health condition?
Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities, September 2002
Note: Percentages do not total 100% because of “other”responses.
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Maintaining quality of life as one grows older
Spending Time with Family and Friends Tops the List of Somewhat or
Very Important Activities for Maintaining One’s Quality of Life; Second Is
Religious or Spiritual Activities; and Third Is Exercise and Physical Activity

TABLE 19:

Total

50–64

65+

Slight/
Moderate

Very/Somewhat
Severe

%

%

%

%

%

Spending time with
friends or family

96

96

95

95

96

Religious and spiritual
activities

82

81

83

84

81

Exercise and
physical activity

80

78

81

83

78

Travel to visit people
and places outside
your community

78

80

77

81

77

Hobbies like crafts,
gardening or music

78

79

76

78

77

Going out to eat at a
restaurant

69

66

72

70

69

Shopping, for example,
at a mall or store

66

66

66

66

67

Going to outdoor places
in the community such as
the park or the beach

61

68

54

59

63

Entertainment or cultural
activities such as attending
concerts, movies, sports
events, or museums
59

62

55

63

55

Community involvement
or volunteer activities

58

63

53

61

56

Intimacy with spouse
or partner*

58

70

47

55

60

Work

46

58

35

48

45

*79% of all respondents who had a spouse or partner rated intimacy as important
Q. Now, for each of the following items, as I read them,please tell me how important each of these items is to you in order to
maintain your quality of life as you grow older.
Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities, September 2002
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What would make life better

Q. For each item I list,do you think it would cause a major improvement,a minor improvement,or no improvement at all in your quality of life?
Source:AARP/Harris InteractiveSurvey of Persons 50 and Older with Disabilities, 2002

#1 Change for Major Improvement in Quality of Life: Receiving Better
Insurance for Medical Needs
The number one change that would cause a major improvement in
respondents’ lives would be better insurance for their medical needs. Indeed,
a majority of midlife and older respondents with disabilities (55%) confront
this problem. Not surprisingly, more persons 50 to 64 (63%) than 65 and
older (48%) say this would cause a major improvement in their lives.
However, better insurance for medical needs is still the number one change
persons 65 and older say is needed. Given that virtually all respondents age
65 and older have coverage under Medicare, as well as almost half (46%) of
respondents 50 to 64 with disabilities in this sample, this finding points to
serious problems in how well Medicare is meeting the medical needs of
beneficiaries with disabilities. The issue is most acute for those with very
severe disabilities, more than two-thirds of whom (67%) say this change
would result in a major improvement in their lives, as did 74 percent of
non-Hispanic blacks, 63 percent of 50 to 64 year olds, and about 60 percent
of persons with incomes below $50,000.
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#2 Change: Getting Safely to Places I Want to Go
Almost half of the entire sample (48%) say “getting safely to places you want
to go, like stores, restaurants, work, places of worship, and entertainment,”
would result in a major improvement in their lives. These results again vary
by age and severity of disability, with 56 percent of 50- to 64-year-olds,
compared with 38 percent of those 75 and older, concerned about this issue,
as are 55 percent of those with very severe conditions. Persons with middle
incomes are more concerned about this issue than those with either lower or
higher incomes. Non-Hispanic blacks and residents in urban areas are also
particularly concerned.

#3 Change: Having More Control over Decisions
“Having more control over decisions about the services and help you need”
closely followed getting safely to destinations in importance to respondents.
Although less tangible than many of the more concrete items about which
they were queried, this item was very important to 46 percent of respondents,
particularly those age 50 to 64 (57%) and those with very severe disabilities
(62%). Again, persons with middle incomes are more concerned about this
issue than those with either lower or higher incomes. Non-Hispanic blacks
and residents in urban areas are also especially concerned.

#4 Change: Being Able to Pay for Long-Term Supportive Services
Four out of 10 respondents said that “having a way to pay for long-term
services (such as help with bathing or shopping) and equipment” would
result in a major improvement in their lives. These individuals are
disproportionately persons 50 to 64 (48%) and those with severe disabilities
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(51%). Moreover, persons with some college or a two-year degree are more
likely to rank having a way to pay for long-term services as a major
improvement than those with either less or more education, as are those at
all income levels except the highest, suggesting that this is a major issue for
lower and middle income individuals. (In fact, those with incomes in the
middle are the most concerned of all of the income groups.)

Having a way to pay for long-term supportive services is of greatest concern
to persons with incomes in the middle.

Level of control and disability
Having more control over important decisions emerged as one of the top
changes that would represent a major improvement in respondents’ lives, as
discussed above. We also inquired about how disability has affected their level
of control over various aspects of their lives.
Persons with low incomes are more likely to say they had a lot less control
over how they spend their money as a result of their disability than are those
with high incomes.

TABLE 20: About One-Third of People with Disabilities Age 50 and
Older Say Their Disability Has Caused Them to Lose Control over How
They Spend Money and Who Provides Their Services

Total

50–64

65+

Slight/
Moderate

Very/Somewhat
Severe

%

%

%

%

%

A lot less control

20

27

14

9

27

Somewhat less control

15

18

12

11

18

More control

10

10

9

7

12

Had no effect on control

53

43

62

70

41

A lot less control

15

20

11

9

19

Somewhat less control

21

21

20

17

23

9

9

8

5

11

51

46

56

64

42

How you spend money

Who provides
services to you

More control
Had no effect on control

Q. How much has your disability or health condition affected your level of control in the following areas? Has your disability or
health condition caused you to have a lot less control,somewhat less control,more control,or has it had no effect on your
control over...?
Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities, September 2002
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TABLE 21:

More Than One Out of Two Say They Have Lost Control
over When and Where They Go Out
Total

50–64

65+

Slight/
Moderate

Very/Somewhat
Severe

%

%

%

%

%

A lot less control

14

18

11

9

18

Somewhat less control

21

23

18

17

23

9

9

9

6

11

55

50

59

67

47

A lot less control

27

32

23

13

37

Somewhat less control

28

30

27

26

30

8

9

7

5

10

36

27

43

55

22

When and
what you eat

More control
Had no effect on control
When and where you
are able to go out

More control
Had no effect on control

Q. How much has your disability or health condition affected your level of control in the following areas? Has your disability or
health condition caused you to have a lot less control,somewhat less control,more control,or has it had no effect on your
control over...?
Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities, September 2002

Loss of control over when and where they go out is a concern to 56 percent
of all respondents. However, more than half of respondents report that their
disability has had no effect on their control over the other areas about which
they were queried: who provides services to them, when and where they eat,
and how they spend their money. The respondents who reported less control
tended to be low income, black or Hispanic, unable to drive, and under age 75.
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A Report Card on Livable Communities

TABLE 22:

On Average, Respondents Give Their Community a Grade of
B-/C+ As a Place for People with Disabilities to Live
Total

50–64

65+

Slight/
Moderate

Very/Somewhat
Severe

%

%

%

%

%

A (Excellent)

19

13

24

24

15

B (Very Good)

27

26

29

26

29

C (Satisfactory)

36

40

33

36

37

D (Below Average)

10

13

7

7

12

F (Terrible)

5

6

4

4

5

MEAN

3.5

3.3

3.6

3.6

3.4

Q. Overall,how would you rate your community as a place to live for people with disabilities or health conditions like yours?
Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities, September 2002
Note:Responses were arrayed on a five–point scale where A=5;B=4,C=3;D=2,and F=1.

Overall, respondents rate their communities as meriting only a B-/C+ as a place
to live for people with disabilities or health conditions such as theirs. Persons
age 50 to 64 and those with very severe disabilities are the groups most likely
to give their communities a D or “below average.”

While Some Community Features Receive High Marks, Transportation and Availability
of Services for the Aging to Enhance Independence Are Viewed Much Less Positively
% A or B rating

TABLE 23:

Total

50–64

65+

Slight/
Moderate

Very/Somewhat
Severe

%

%

%

%

%

Providing parking for people with
disabilities or health conditions like yours

57

53

61

58

57

Being able to get to most of the
places you wish to go safely

55

50

60

56

55

Providing bathrooms accessible to people
with disabilities or health conditions like yours

52

49

54

52

52

Providing safe and well-run parks,
community centers, and recreation centers

50

46

53

57

45

Providing information about services and
activities available in your community

48

40

55

56

43

Providing a wide variety of services to help you
maintain your independence as you grow older

37

31

43

42

34

Offering accessible public transportation for people
with disabilities or health conditions like yours

37

33

42

38

36

Offering dependable public transportation

35

31

38

37

33

Q. For each item,please give your community a grade from A to F where an “A” represents “excellent,” “B”represents “very good,” “C”represents
“satisfactory,” “D”represents "below average," and “F”represents “terrible”for people with disabilities or health conditions like yours. What grade
would you give your community?
Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities, September 2002
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How did communities fare on specific features important to persons with
disabilities? The lowest rating overall is on “offering dependable public
transportation, followed by “offering accessible public transportation for
persons with disabilities or health conditions like yours.” Persons living in
rural areas are the group most concerned about the lack of dependable or
accessible public transportation in their communities.
Compared to those in urban or rural areas, those living in suburban areas
give their communities higher ratings on:
1. providing safe and well-run parks, community and recreation centers;
2. providing parking and accessible bathrooms;
3. being able to get to places they wanted to go safely; and
4. providing information about services and activities available in their
communities.
Those in urban areas give lower ratings on providing parking for people
with disabilities like theirs. Persons who drive are more likely to rank their
communities more highly as a place where one can get to most places one
wants to go safely.

Making communities a better place to live
When Asked an Open-Ended Question, Respondents Say Transportation
Is the Number One Feature They Would Like Changed in Their Community

TABLE 24:

Total

50–64

65+

Slight/
Moderate

Very/Somewhat
Severe

%

%

%

%

%

15

19

11

14

15

Better public transportation

9

11

7

9

9

Improve accessibility of

6

8

4

6

6

Community offerings (Net)

Transportation (Net)

8

6

10

8

9

More community/recreational

5

3

7

4

6

Better shopping areas/more accessibility to

2

2

2

2

1

More/better communication about
community services

2

2

1

2

2

Improve safety/reduce crime

8

9

7

9

6

Roads and public walkways (Net)

8

10

6

6

9

Better parking/enforce designated parking

3

4

1

2

3

Better roads/traffic

3

2

3

3

2

Increase accessibility of

2

3

2

2

3

Improve accessibility of

6

8

4

3

8

Q. If there were one thing that could be changed in your community to make it a better place for you to live, what would it be?
Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities, September 2002
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Making home modifications

Q. Do you own your own home?
Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities,
September 2002

The majority of people with disabilities age 50 and older own their own
home (61% of 50- to 64-year-olds and 80% of those 65 and older).

Types of Modifications: Top 5
Total %
Grab bars in bathroom

27

Accessible shower with no shower lip 25
Ramp(s)

25

Extra-wide doors/halls

23

Extra handrails in hall/stairs

22

Other accessible bathroom features

18

Q. Are there any modifications or home improvements you would like to make to your home that would make it easier for you
to live there? If yes, what modifications or home improvements would you like to make?
Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities, September 2002

www.aarp.org

143

Speaking for Themselves: AARP/Harris Interactive Survey
Overall, 36 percent would like to make modifications to their homes that
would make it easier for them to live there. More who are age 50 to 64 (45%)
and have severe disabilities (47%) would like to make such improvements.
In contrast, only 17 percent of persons 75 and older would like to do so.

TABLE 25:

Cost Is the Biggest Barrier to Making
Needed Home Improvements
Total
%

You cannot afford these improvements
or the improvements cost too much.

69

You are unable to do it yourself.

10

You are currently making these modifications,
but they are not yet finished.

6

You are uncertain where to find a contractor.

5

You are not sure of exact changes needed.

4

You plan to move to another place with those features.

2

Other

9

None

7

Q. Why haven’t you made these modifications or home improvements?
Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities,
September 2002

Preferences for Consumer-Directed Services in the Home
When asked about three possible ways in which home care services could be
provided and the government could pay for them, a majority (53%) preferred
having the money go directly to them (see Table 26). They would then
manage and pay the home care workers. The next most popular option was
having an agency pay the workers, but the service recipient would manage
the workers and the services the workers provide. Only a small minority (15%)
chose to have an agency provide the services as well as pay and manage
the workers.
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TABLE 26: If Home Care Services Were Needed, People Age 50 and Older
with Disabilities Would Prefer to Have Control over the Money and Management of
the Home Care Workers Themselves (Rather Than an Agency Having Control)

Total

50–64

65+

Slight/
Moderate

Very/Somewhat
Severe

%

%

%

%

%

In option one, the money goes to
an agency, which provides the services
and manages the workers.

15

15

15

17

13

In option two, the money goes to you to
pay for the services and manage the workers.

53

53

53

50

56

In option three, you manage the workers and the
services the workers provide, the money goes to
the agency, and the agency pays the workers.

25

27

24

24

26

Q. Home care services paid for by the government could be provided in several different ways. I’m going to describe three possible ways that the government
could pay for home care services. Then I will ask you the option you would prefer if you needed these services. If you needed these services, which of
these three options would you prefer?
Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities, September 2002

Preferences for Living Arrangements and Services
TABLE 27:

If They Were to Move, People Age 50 and Older with Disabilities
Would Prefer to Move to Another Home or Apartment
Total

50–64

65+

Slight/
Moderate

Very/Somewhat
Severe

%

%

%

%

%

Your own home or apartment

69

79

61

66

72

A retirement community that offers a few
services such as housekeeping or group meals

10

5

15

13

7

A private residence shared with family
members other than your spouse

8

9

8

6

10

A retirement community that offers many
services, including help with bathing,
dressing,and getting around

6

4

8

8

5

Q. If you were to move in the next year, what type of living arrangement would you prefer?
Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities, September 2002

A large majority (69%), if they were to move, would choose “their own home
or apartment.”
• Persons most likely to choose a retirement community with a few services
are 65 and older; those with moderately severe disabilities; and those who
rate their communities’ livability highly.
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• Persons 75 and older are more likely to choose a retirement community that
offers many services (11%), as are persons who have paid caregivers (15%).
• Men (75%) are more likely than women (65%) to choose their own home
or apartment. Women (13%) are more likely than men (7%) to choose a
retirement community with a few services, such as housekeeping or
group meals.
TABLE 28: People Age 50 and Older with Disabilities Strongly
Prefer That Family and Friends Provide Any Needed Assistance at Home,
Especially If Less Than 24-hour Care Is Needed

Preference for help
with everyday activities
Total

Preference for
24-hour help
Total

%

%

Family and friends provide all the assistance at home.

61

43

Care is provided at home by an agency.

26

30

Care is provided in an assisted living or other
residential setting.

8

17

Care is provided in a nursing home.

1

6

Other

1

1

Q. If you needed assistance with everyday activities like bathing,dressing,cooking and shopping,what would be your first
choice for receiving such assistance?
Q. If you needed care 24 hours a day, rather than just help with everyday activities, what would be your first choice for
24-hour care?
Source:Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities, September 2002

• Most (61%) prefer to have family and friends provide all of the assistance
at home; these individuals are more likely to have an unpaid caregiver and
report not needing any more help than they currently receive.
• The 26 percent who prefer that in-home care be provided by an agency
are more likely to be severely disabled, have a paid caregiver, and need
more help with daily activities.
When asked about their preferences if they needed assistance with
everyday activities like bathing, dressing, cooking, and shopping,
respondents overwhelmingly choose assistance at home (87%), provided
by either family/friends or an agency.
If they should need 24-hour care, rather than just help with everyday
activities, fewer respondents (43%) select having family and friends provide
all of the assistance at home, possibly because they feel they could not
receive the appropriate level of care at home. As above, those who currently
have an unpaid caregiver are most likely to select having family and friends
provide all of the help at home. The group least likely to want family and
friends to provide all of the assistance is persons with a condition that limits
their physical mobility.
• Those most likely to prefer care at home by an agency are 50- to 64-year-olds,
those with very severe disabilities, those with paid caregivers and those who
could not do something they want or need to do.
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• More persons with a college degree or higher (26%) prefer assisted living
or other residential settings, as do those with no caregiver, and those who
are “homemakers” or retired.
• Persons needing assistance with two or more ADL limitations, as well as
those who do not drive at all, are more likely to prefer home care.
• Those in rural areas are more likely to prefer care in a nursing home than
are those in other areas, possibly because fewer assisted living and other
residential care alternatives are available to them.
In September 2001, AARP conducted a Health Survey of Persons 50 and
Older that included several questions on preferences for living arrangements
and services. Interestingly, a higher proportion of the general population 50
and older than persons 50 and older with disabilities prefers care outside of
their family and friends or their own home.

TABLE 29: Persons Age 50 and Older in the General Population Are Less
Likely to Prefer That Family and Friends Provide Any Needed Assistance at
Home Than Those 50 and Older with Disabilities

Preference for help
with everyday activities
among persons age 50
and older in the general
population, 2001
Total

Preference for
24-hour help
among persons age 50
and older in the general
population,2001
Total

%

%

Family and friends provide all of the
assistance at home.

37

25

Care is provided at home by an agency.

38

33

Care is provided in an assisted living
or other residential setting.

15

23

Care is provided in a nursing home.

4

12

Other/unsure

6

7

Q. If you needed assistance with everyday activities like bathing,dressing,cooking and shopping,what would be your first
choice for receiving such assistance?
Q. If you needed care 24 hours a day, rather than just help with everyday activities, what would be your first choice for
24-hour care?
Source:AARP Health Survey of Persons 50 and Older, September 2001

• Preferences for care at home rather than in nursing homes are even more
widespread among persons with disabilities than among persons 50 and
older in the general population. In the event they needed 24-hour care,
in 2001, only 12 percent of persons 50 and older say they would prefer
care in a nursing home to other options, while 23 percent prefer an
assisted living or other residential setting, and 58 percent prefer care at
home. In 2002, among persons 50 and older with disabilities, 6 percent
prefer nursing homes, while 17 percent prefer assisted living, and 73
percent prefer care at home.
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• Preferences for family assistance only for help with everyday tasks are
even stronger among persons 50 and older with disabilities (61%) than
persons 50 and older in the general population (37%). However, the share
of persons with disabilities who say they would prefer that “families
provide all of the care themselves at home” declines somewhat in the
event they need 24-hour care (43%) rather than help with everyday tasks
(61%). This finding may reflect recognition of the inability to receive
the needed level of care at home.

Use of Special Equipment and Technology

Types of Equipment Used: Top 10
Total %
Walker, cane, or crutches

69

Aids for bathing or using the toilet

51

Wheelchair or scooter

47

Other home modifications for movement 37
Orthopedic equipment

37

Other aids for daily activities

33

Special furniture

16

Communication and reading equipment 14
Oxygen or respirator

14

Hearing aids

13

Q. Do you use any special equipment,technology, or assistive devices to help you with daily activities? Base:All respondents
Q. Which type of the following special equipment,technology, or assistive devices do you use? Base: People who use special equipment or devices
Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities, September 2002

• Those who use some type of special equipment/assistive technology are more
likely to be 50 to 64, have severe disabilities, and have a college degree.
• Persons who live alone and those with low incomes are more likely to use
a walker, cane, or crutches. Persons with high incomes are the most likely
to have made home modifications for movement such as railings, ramps,
and wide doorways.
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Types of Equipment Needed: Top 10
Total %
Wheelchair or scooter

51

Hearing aids

51

Walker, cane, or crutches

38

Aids for bathing or using the toilet

38

Orthopedic equipment

34

Other home modifications for movement 30
Other aids for daily activities

24

Major home modifications

22

Communication and reading equipment 18
Oxygen or respirator

12

Q. Is there any device or product that you believe would improve your quality of life if you could have it available? Base:Do not use special equipment.
Q. What would that device or product be? Would it be…? Base:Believe a device or product would improve quality of life
Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities, September 2002
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Q. Do you personally use a computer at home, work,or in some other place such as a
computer terminal at school,a library, a post office, or someplace else?
Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities,
September 2002
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Typically, People Age 50 and Older with Disabilities Who Are Online
Spend about 11 Hours Per Week on the Internet (Including Email)

TABLE 30:

Total

50–64

65+

Slight/
Moderate

Very/Somewhat
Severe

%

%

%

%

%

0–2 hours

11

9

16

18

9

3–7 hours

25

25

26

27

25

8 hours+

62

65

56

52

66

MEAN

16.6

18

13.8

14.5

MEDIAN

11

14

10.1

9.7

17.3
14

Q. Including email,how many hours per week on average do you typically spend on the Internet or World Wide Web? If you are
not sure of the exact number, please try to estimate. Base: Those who had access to the internet.
Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities, September 2002

In General, the Internet Has Had a Positive Impact on the
Quality of Life for People Age 50 and Older with Disabilities

TABLE 31:

Total

50–64

65+

Slight/
Moderate

Very/Somewhat
Severe

%

%

%

%

%

Significantly improved

36

36

37

30

38

Somewhat improved

31

33

29

34

31

Somewhat worsened

2

1

4

2

2

Significantly worsened

1

1

–

–

*

29

29

29

33

28

Had no effect

Q. Has your use of the Internet significantly improved,somewhat improved,somewhat worsened,or significantly worsened your
quality of life, or has it had no effect one way or the other? Base: Those who had access to the internet.
Source:AARP/Harris Interactive Survey of Persons 50 and Older with Disabilities, September 2002

• Computer use is more likely among those with higher incomes, those with
a college degree or higher, men, and those with severe disabilities.

www.aarp.org
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Summary of Harris
Survey Findings
It wouldn’t take much to
enhance independence
Responses to the in-depth
interviews conducted by Harris

“I can hardly visit relatives because
of the stairs”
“Be able to afford food and getting
here and there”
“Make a minor car repair, walk to the
corner, get something off a high shelf,
tie shoes”

Interactive for AARP with over
1,000 persons 50 and older with

“Lift my granddaughter”

disabilities demonstrate not only

“Just get out of bed”

respondents’ individuality, but the
centrality of independence and

“I would like to take my stepdaughter
to a ballgame”

dignity in their lives. Loss of
independence, their number one
fear, and issues of control over
decision making emerged as major

“I wanted to do my wood-working
hobby, and I’ve almost lost the
feeling in my hand”

themes. Another theme is the desire

“I could not play my violin”

to engage in ordinary activities that

“Going fishing and being in the boat”

help connect us to others and to
take care of ourselves as we age, such
as keeping in touch with family
and friends, doing household
chores, and engaging in exercise
and physical activity.
Here is a sampling of the

“Go to the park with my
grandchildren”
Other key findings
• The majority of persons 50
and older with disabilities are

verbatim responses to the question

managing alone. Of those who

on what persons with disabilities

receive help with daily activities,

wanted and needed to do in the

a vast majority receive unpaid

past month, but were unable to do

help from family or friends.

because of their disability:
“I would like to just go for a ride”
“I could not make a bag lunch for
my husband”

• About a quarter need more help
with daily activities, such as
bathing, cooking, and shopping.
• Many midlife and older persons
with disabilities, particularly

“Walk on the beach”

those with severe disabilities,

“Walk and get out into the fresh air”

have unmet needs—needs

“To be able to dance at the wedding”

that are basic and modest. For

“Not being able to walk and enjoy life
like everybody else”

example, they most frequently
mentioned wanting to exercise/
engage in physical activity/go for

“Pay my bills, nothing else”

a walk, do household chores, or

“Just getting back and forth to the

just get out of the house.

store. I have to wait for friends or
family members”
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• It would not take much to make

• Quality of life for persons 50 and

a difference in some areas of life

older with disabilities is not

important to midlife and older

improving: no aspect of quality

persons with disabilities:

of life for which we have data

—Slightly more than one-third

showed a positive trend between

of homeowners would like

1998 and 2002. In addition, it

to make modifications in

appears that the already large gap

their homes (#1 is grab bars

in life satisfaction between older

in the bathroom).

persons without disabilities and

—Just under one-quarter of those

those with disabilities may be

who do not currently use any

growing. Moreover, no trend in

special equipment say such

health care was positive.

equipment would improve

• Preferences for care at home and

their lives (#1 needs are

by family members are even more

wheelchairs/scooters and

widespread among persons 50

hearing aids).

and older with disabilities than

• Better medical insurance and
being able to get to destinations
safely were the two changes seen

among persons 50 and older in
the general population.
• Communities do not get high

as most important by persons

marks from people with disabil-

with disabilities. In anyone’s

ities for livability: lack of depend-

“hierarchy of need,” adequate

able and accessible transportation

health insurance and feeling safe

is the biggest problem. The next

in one’s community—if lacking—

most important problem is the

would rank at the top of the list;

lack of community services

they are perhaps even more

to “help you maintain your

important to persons with

independence as you grow older.”

disabilities, who often have
greater health needs and are
more physically vulnerable in
unsafe environments.
• The next most important

• Computer use is common.
Overall, nearly two-thirds of
persons 50 and older report
using a computer. Those who are
online spend about 11 hours per

changes persons with disabilities

week on the Internet (including

say would result in a major

email). Even higher proportions

improvement in their lives

of persons with severe disabilities

would be having more control

use a computer, averaging about

over decisions about the services

17 hours a week online.

and help they receive, and a way
to pay for long-term services.
People prefer services in their
own homes, over which they—
not an agency—have control,
and they need help in paying
for them.

www.aarp.org

The overall responses summarized
above do not capture the wide diversity in respondents’ life experiences.
Their responses varied first and
foremost by age and the type and
severity of disability,but also by
income, race/ethnicity, and gender.
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Age and severity of disability

Individuals in these groups report

Those age 50 to 64 with disabilities

higher levels of unmet need, less

are more likely to report having

satisfaction with their quality of

very or somewhat severe disabilities

their lives and with their

than are those 65 and older,

communities, and more barriers to

particularly those 75 and older.

achieving their full potential. They

This finding may at first seem

also identify more changes that

counterintuitive because the rate

would enhance their independence.

of disability increases with age,

The age of onset of disability

as discussed earlier in the report,

matters as well, with persons whose

e.g., persons age 75 and older are

disability occurred during middle

much more likely to have a

age (defined as 40 to 55) being less

disability than are persons 50 to 64.

satisfied with their quality of life

However, among all of the persons

than those whose disability began

50 and older who have disabilities,

at either younger or older ages.

and who comprised the sample in
this survey, the severity of disability
appears to be greater among younger

Those with incomes in the lowest

age groups, whose disabilities first

quartile are more likely to have

occurred at earlier ages.

postponed necessary health care,

Being age 50 to 64 and having
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Income

report unmet need for help with

very/somewhat severe disabilities

daily activities, and be least

were the primary characteristics

optimistic abut the future.

that distinguished responses to

People with income in the middle

almost every question on the

quartiles are the most concerned of

survey among different subgroups.

all income groups about finding

Beyond 50 2003 A Report to the Nation on Independent Living and Disability

“a way to pay for long-term services.”

about services and help they need,

(Even those with higher as well as

and getting safely to places they

middle incomes report that cost

want to go. In addition, they rate

has been a barrier to getting needed

religious and spiritual activities as

personal assistance services.)

more important to maintaining

Those with incomes in the
middle quartiles are the most likely
to be satisfied with their lives—

quality of life as they age than do
other racial/ethnic groups.
Hispanics are the least satisfied

not those with higher or lower

with current quality of life of all

incomes. They are the most likely

racial/ethnic groups, and are the

to prefer assistance from family

least optimistic about the future.

members rather than an agency,

Hispanics are also the most likely

to prefer a cash option over agency-

to report that their disability has

directed care for any government-

prevented them from reaching their

funded services in the home, and

full potential. Non-Hispanic blacks

to be the most concerned about

and Hispanics are most likely to say

not having enough control over

accessibility of transportation should

decisions about services and help

be improved in their communities,

they need.

and that they do not have enough

People in the highest income
quartile are the least likely to report

information about resources in
their communities.

that there was something they
wanted or needed to do in the last

Other

month but were unable to do; they

If they were to move, people 65

are also the most likely to say there

and older are more likely to choose

was nothing, other than a change

a retirement community with a few

in their condition, that would have

services than those in other age

enabled them to do so. The highest

groups, and those 75 and older to

income group is most concerned

choose a retirement community

about loss of mobility, and is

with more services. If they should

more likely to have made home

need 24-hour assistance, persons

modifications for movement, such

with a college degree or higher

as adding railings, ramps, and

are more likely to choose assisted

wide doorways. Not surprisingly,

living. The most highly educated

computer use is more common

are also more likely to use special

among those with higher incomes.

equipment/assistive technology
as well as computers. ■

Race and ethnicity
Non-Hispanic blacks are more likely
than other racial/ethnic groups to
report unmet need for help with
ADLs as well as for better medical
insurance. They are also the most
concerned about not having
enough control over decisions

www.aarp.org
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Consumer-directed
models have been
used more extensively
in programs for
younger persons
with disabilities,
but their use among
older persons with
disabilities is growing.

156

79%
82%
93%

A recent evaluation of the
longest-running of these programs
(in Arkansas) found that 82 percent
of those who choose the cash option
said the program has improved their
lives, with 79 percent saying the
program improved their lives a
great deal. A full 93 percent would
recommend the cash option
program to others.
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Innovative
Programs and
Services to Enhance
Independent Living
As we have seen, people 50 and

But innovations (and some common
sense) in the delivery of services, the
design of homes and communities,
and in funding can greatly enhance
individual independence, dignity,
and choice.

older with disabilities have very

Examples of services
that enable

diverse needs and desires. Perhaps

Two clear themes emerge from

the common themes that unite their

research on the preferences of

varying interests are the desire to

persons with disabilities:

live a “normal” life and the related
desire to control decisions that affect
their future. Yet, people with
disabilities can face many obstacles
to achieving these goals.
The following sections provide

1. they prefer receiving services in
their own homes from family and
friends, and
2. they prefer to control any paid
services rather than yielding that

examples of services, technologies,

control to an agency.

and communities that enable

Despite these preferences, many

persons with disabilities to live more

of today’s publicly funded services

independent and meaningful lives.

are still geared toward institutional

Addressing any individual’s needs

services or services that are controlled

and desires requires approaches

and managed by professional agencies.

that are tailored to the individual.

Cash and Counseling: Demonstration and Evaluation of a
Consumer-Directed Model for Long-Term Supportive Services
The Cash and Counseling Demonstration and Evaluation is a study of a
consumer-directed approach to personal assistance services for elders and
younger adults with disabilities. Funded by the U.S. Department of Health
and Human Services and The Robert Wood Johnson Foundation, this rigorous
social experiment tests the use of a cash benefit to enhance Medicaid
consumers’ ability to design personal assistance services that best meet their
needs (while maintaining overall program budget neutrality). Using their cash
benefit, consumers choose who provides these very personal and essential
services (help with bathing, eating, dressing, etc.) as well as when and how
they are provided. For example, consumers may hire a friend or relative.
Consumers are also able to use their benefit to buy other services that may
increase their independence (e.g., transportation, home modifications, and
assistive devices). Counseling and bookkeeping are offered to help consumers
make decisions about their services and with fiscal management.
Source:University of Maryland,National Program Office; Kevin J. Mahoney, PhD, Project Director;Lori Simon-Rusinowitz,PhD, Deputy
Project Director;University of Maryland Center on Aging web site, 2002
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A “Consumer Direction Tool” is available to help consumers and policymakers
determine the extent to which state home and community-based service
programs offer consumers opportunities to make choices and direct their
services. The tool asks questions to help consumers judge their state’s progress
in encouraging meaningful consumer direction in publicly supported services.
It is intended to start discussions between people who run programs and the
people affected by them. For a copy of the tool, see
http://www.hcbs.org/practical_tools.htm.

Increasingly, new approaches to
service delivery and finance focus
on directly providing the means to
enable persons with disabilities to
control the services they receive
through various forms of consumer
direction. Consumer-directed models
have been used more extensively in
programs for younger persons with
disabilities, but their use among
older persons with disabilities is
growing. In one recent example,

personal assistance services. Services

demonstrations of “cash and

provided by family and friends can

counseling” approaches in three

enhance those relationships and

states have shown that many older

help ensure that persons receiving

people with disabilities can direct

the services trust those who are

their own services successfully.

providing them. The use of family

In these programs, Medicaid users

as caregivers both strengthens the

can choose traditional agency-

informal systems that currently

administered services or a cash

provide the bulk of services and

option. A recent evaluation of the

contributes to the sense of living

longest-running of these programs

a more normal life.

(in Arkansas) found that 82 percent
said the program has improved their

Examples of enabling
technologies

lives, with 79 percent saying the

Meeting everyday needs and staying

program improved their lives a

connected to their communities

great deal. A full 93 percent would

are top priorities for persons with

recommend the cash option

disabilities. Obstacles to accomplishing

program to others.

those activities often involve

of those who choose the cash option

246

In these demonstrations and in

physical obstacles to mobility.

consumer-directed programs, older

Innovative design, readily available

persons have overwhelmingly

modifications, and technologies

chosen family and friends to provide

(both high-tech and low-tech) can

www.aarp.org
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often make the difference between

Home builders and local building

remaining independent and losing

officials are increasingly focusing on

independence.

aspects of universal design features

Older persons with disabilities

that enable people of all ages and

overwhelmingly want to stay in

abilities to live in typical housing.

their own homes, but those homes

Home modifications would be more

are seldom built to accommodate

widespread if the means to pay for

the needs of those with disabilities.

them were more readily available.

Low Tech
Low-cost, low-tech assistive technology has the potential to make publicly
funded home care programs for older persons more effective, according to a
demonstration program in Massachusetts. Case managers identified clients
who were especially good candidates for equipment, helped clients to order
the equipment (up to $150 worth of equipment per client), and trained them
in using it. 247 Items included equipment to help with:
Food preparation—such as easy-grip jar openers
Dressing—such as sock gadgets, clothing with Velcro closures and zipper pulls
Bathing—such as bath seats, grab bars, or long-handled bath brushes
Mobility—such as reachers, baskets on walkers, or rolling carts
Leisure—such as magnifiers, book holders, or spring scissors
For people with low vision, hundreds of devices can help in managing
everyday tasks independently. For example, phones can have oversize buttons,
oven dials can have bright raised marks, and needle threaders can facilitate
sewing and other tasks. And there are literally hundreds of different kinds
of magnifiers in different strengths to specific task easier, such as knitting,
reading, watching television, or enjoying a favorite hobby.248

Universal Design
One example of a universal design home is “A Capitol House,” built in
suburban Maryland with a variety of features, including entrance ramp,
easy-to-maneuver bath and kitchen space, widened hallways, and the like.
Designed, constructed, and occupied by a prominent local builder, this home
illustrates how universal design concepts provide graceful solutions in a
residential setting. This and other examples of universal design can be
viewed interactively online at http://www.aarp.org/universalhome/tour.html.
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Home Modification
Many local housing agencies use federal Community Development Block
Grant and HOME funds to help low-income older households acquire
much-needed home modifications. For instance, the city of Bloomington,
Indiana has used these resources to develop a local program that provides
structural modifications such as ramps, door enlargements, kitchen and
bath enhancements, etc. These modifications, based on a needs assessment
provided by the city, are frequently accompanied by supportive services
provided by another local agency.
Source:HUD, “Blue Ribbon Practices in Housing and Community Development,” 1998

Most of the technologies involved

cooking, and other systems to assure

in universal design and home

safety. Many assisted living facilities

modifications are low-tech, but in

and nursing homes now have

the future, high-tech solutions that

systems to monitor the location of

enhance independence may be

persons with cognitive disabilities to

become much more widespread.

assure their safety. Computerized

For example, “smart homes” of

systems also can provide prompting

the future could build in computer

cues for medications.

technology to monitor heating,

“Today hundreds of thousands of older
people cannot get out of bathtubs, yet
the proposed designs of people-friendly
tubs are ugly and overly clinical. I propose
Universal Design bathtub/showers/hot tubs
for the whole human family at every age
and stage of agility.”
–Cathy Unsino
High Tech
For example, a high-tech assisted living facility in Milwaukie, Oregon, uses
small, unobtrusive sensors along the walls to track residents’ movements
in a homelike environment. Other technologies permit early warning for
potential injuries or emergencies, including “transponders” worn by residents
around their necks that triple as alarms, room keys, and location monitors,
as well as wired beds to detect residents’ movements. Residents can also use
networked personal computers with a touchscreen interface.249
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One striking finding from the
AARP/Harris survey was the degree
of computer use among persons
with disabilities, especially among
those age 50–64 and those with
more severe disabilities. Clearly,
computers and access to the Internet
and the World Wide Web can be a
very important means for access
to information, shopping, and
communication to persons with
disabilities. Access to computer
technology may soon be considered
as important as telephone access
for persons with disabilities.

Examples of Enabling
Communities
A decade after enactment of
community accessibility requirements
under the Americans with Disabilities
Act, participants in the AARP/Harris
survey rated their communities as
doing a mediocre (B-/C+) job of
enabling them to fully participate in
community life. Most telling, those
with the highest levels of disability
rated their communities the most
poorly. While progress has been
made in providing curb cuts in
sidewalks, accessible entrances
to public buildings, and some
accessible transportation, clearly

“In preparing for the
needs of large numbers
of elderly, it is critical to
think of the challenge
as a community issue.”
—James M. Knickman and
Emily Snell, The Robert
Wood Johnson Foundation,
Princeton, New Jersey
much more needs to be done.
The example below illustrates
that areas with limited resources
can find ways to implement
accessibility requirements.
“In preparing for the needs of
large numbers of elderly, it is critical
to think of the challenge as a
community issue. If the care of the
elderly begins and ends with entry
into a formalized system that takes
over when a person is almost unable
to function day to day, society will
face large service costs and will miss
opportunities to help the elderly
function as productive, independent
citizens for larger portions of their
elderly years. A community’s social
and economic systems need to

A small county in West Virginia with limited resources, Summers County, is
making a historic courthouse and services more accessible to all of its
citizens. The steps the county is taking were sparked by a complaint by a
Korean War veteran and lifelong West Virginia resident, Joseph Bragg.250
“I had to go to court over some property I owned, and the courtroom is on
the second floor. A deputy and another man had to carry me up two flights
of stairs because the old courthouse has no elevator.” Over a 36-month
period, the county is providing accessible parking and a curb ramp,
accessible restrooms where needed, and an elevator that will make the
courthouse and the nearby Memorial Building accessible.
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become more attuned to arranging

cross-town routes, rider request

services to meet the needs of an

routes, express routes, and

aging society in natural informal

downtown and suburban transfer

ways.”

centers. The rider-request routes

251

Suburban sprawl may need to

operate like demand-responsive

yield to more “livable communities”

paratransit. Individuals with

designed to integrate services

disabilities can schedule them up

into higher-density residential

to a day in advance; they operate

neighborhoods. The “spoke and

curb to curb, but pick up passengers

wheel” design of public transportation

without reservations at specific stops

systems designed to move large

and scheduled times within the

numbers of people from suburban

service area.252

locations to the central cities for

The Independent Transportation

work can be augmented by a

Network in Portland, Maine, provides

combination of more flexible,

a different model for meeting the

neighborhood-accessible transit and

needs of older riders. The ITN is a

individualized, demand-responsive

private nonprofit subscription car

systems designed to enable persons

service that provides rides to

with disabilities to live their lives.

individuals age 65 and older 24

An example of comprehensive

hours a day, seven days a week

restructuring of public transportation

with no restrictions on trip purpose.

to meet the needs of diverse riders

The service offers a high level of

is Fort Worth Transit (the “T”). This

consumer choice regarding

system went from a straight fixed-

service levels, trip costs, and

route system in 1998 to one that

payment options.253

includes traditional fixed routes,

www.aarp.org
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“Culture Change” in Services for Older People
The Pioneer Network is a group of consumers, service providers, regulators,
educators, and others dedicated to changing the way services are provided to
older persons with disabilities. As they put it, “We call our collective work
culture change, the transformation of traditional institutions and practices
into communities in which each person’s capacities and individuality are
affirmed and developed. Culture change has been shown to transform
demoralized, dispirited staff into productive teams and dispirited, isolated
elders into active members of engaged communities.”

Examples of Enabling
Environments in Assisted Living
and Nursing Homes
While staying in one’s home is the
overwhelming preference of most

164

service-enriched living arrangements
involve a loss of individuality and
independence in environments that
emphasize professional control.
But services need not be provided

people of all ages with disabilities,

in buildings whose dominant

the extent of disability and the

architectural feature is the nurses’

nature of the supportive and medical

station, and whose living

services that may be required often

arrangements require sharing a

precipitate a move to a facility that

hospital-like room with a stranger.

provides such services. When

Modern assisted living and nursing

presented with a choice of living

homes are being built with more

arrangements if they had to move,

residential features such as private

people with disabilities strongly

apartments or clustered apartments

prefer living arrangements that

that create small neighborhoods

enhance their independence. Too

with easy access to services, and

often the options now available for

institutional features such as nurses’
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offices and commercial kitchens that

nearly one-third, there were fewer

are kept as unobtrusive as possible.

quality problems, and staff turnover

A good example of how “culture

declined by more than half. Moreover,

change” can transform services for

rate increases were held to half the

older people is Providence Mount

rate of health care inflation indices.254

Saint Vincent (PMSV) in West

To learn more about the culture

Seattle, Washington. In 1991, PMSV

change movement and see other

made a commitment to change its

examples, check a special two-part

culture to a “resident-directed”

issue of the Journal of Social Work

model of services. It remodeled the

and Long-Term Care coming in 2003;

nursing home section to create

www.pioneernetwork.org;

small neighborhoods and added

www.culturechangenow.com;

assisted living apartments and an

and www.edenalt.com. ■

intergenerational learning center. It
changed services so residents could
receive meals and baths when they
wanted, rather than when it was
efficient for staff. It retrained staff to
provide more consumer-responsive
services rather than having narrow
task-specific responsibilities. It
invigorated the resident council and
instituted a new vocabulary—using
“resident” instead of “patient,”
“neighborhood” instead of “floor,”
and “room” instead of “unit.” The
results of these and other changes:
resident activity levels increased by
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2.7%
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Public spending
on long-term care
for older persons
as a proportion of
GDP is estimated
to range from less
than 1 percent
(.64% in the U.S)
to almost 3 percent
(2.7%) in Sweden.

1%
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An International Perspective

An International
Perspective

Encouraging home and
community-based services
rather than institutional care
In most developed countries, the

As we have seen, there are many

share of the population age 65 and

examples in the United States of

older in institutional care varies

innovative services and supportive

between 5 percent and 7 percent.256

environments that can enhance

(Although definitions of

independence. The United States

institutional care may vary from

also has much to learn from other

country to countr y, researchers

countries’ approaches to providing

reconcile them to the extent

long-term supportive services, as

possible.) Most developed nations

well as lessons to teach.255 Because

have placed a high priority on

a number of countries, mostly

encouraging more home and

European, have much “older”

community-based care, and rates

populations, their experiences with

of institutionalization have been

long-term services hold particular

dropping in most member nations

relevance for the United States.

of the Organization for Economic

Following are some cross-cutting

Cooperation and Development

trends in providing long-term

(OECD) since the 1980s. 257 Denmark,

supportive services in other countries.

which relied heavily on institutional
care in the early 1980s, is a good
example. Over roughly a 20-year
period, Denmark moved to extensive
reliance on home and communitybased care by freezing nursing home
construction and expanding
community services. The share of
persons 80 and older who lived in
nursing homes decreased from 20
percent to 12 percent between 1982
and 1996. The savings in nursing
home care were used to expand
home and community services to
nearly a quarter of all older persons,
while public long-term care funding
as a share of gross domestic product
(GDP) dropped from 2.6 percent in
1982 to 2.3 percent in 1994.258
While progress has been made
almost everywhere in expanding
home and community-based services
in recent years, numerous barriers
remain, including underfunding of
home and community-based
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services. For example, some nations,
including the United States, rely
heavily on narrow “targeting” of
services in the home only to those
with more severe disabilities; such
“targeting” means that services are
only available to a narrow segment
of the population with disabilities.259

Encouraging family support
of persons with disabilities
Informal long-term care continues to
far outweigh care provided through
the formal sector in all developed

2. how public policy should address

as well as developing nations. In an

the conflicts between work and

OECD study, Jacobzone and

caregiving; and

colleagues observe that “most

3. whether support to families

international data show that

should be in the form of services,

informal care could account for up

such as respite care, or cash

to 80 percent of total care.”260

payments to caregivers. 261

Support for family caregivers can
take a variety of forms, including
respite services to give caregivers a

Movement toward universal
public programs (not meanstested) for long-term care

break, tax benefits, and payments

At least three developed nations—

to informal caregivers. To help

Germany, Japan, and the

compensate caregivers, some

Netherlands—have established long-

countries, such as Germany, provide

term care programs that provide

pension credits to caregivers who

benefits to all eligible individuals,

provide a substantial amount of

regardless of their income. In recent

informal care.

years, the United Kingdom has

providing information and training,

For policymakers, the challenge

begun offering nursing services that

is to provide assistance to caregivers

are not means-tested, although

through policies designed to

personal care is not provided in this

strengthen family support in the

way. (Under means-tested programs,

face of social and economic forces

the only eligible persons are those

that may undermine such care.

with incomes and assets below a

Among the issues related to

certain threshold.) These long-term

providing such assistance are:

care programs all share many of the

1. the extent to which providing

characteristics identified by World

long-term supportive services

Health Organization scholars as

for persons with disabilities

typifying social health insurance

is an individual and family

programs, e.g., (1) the funding

responsibility or the responsibility

structure requires taxpayers to make

of society as a whole;

regular, mostly income-related
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The Netherlands:Since the 1960s, the Netherlands has
provided coverage for long-term care primarily through
non means-tested social insurance programs, which are
financed by national uniform premiums. The program
covers a broad range of institutional and noninstitutional services.263
Japan: Japan instituted a social insurance
program for long-term care in April 2000
covering both nursing home and home and
community-based services;everyone 65 and
older as well as anyone 40 to 64 with an
aging-related disability (such as Alzheimer’s
disease) is eligible.264

United Kingdom:A 1999 Report by the Royal
Commission on Long-Term Care made farreaching recommendations to change the
current system,including eliminating meanstested programs for personal care assistance
that lead to impoverishment of older
persons.266 Many of the Commission’s
recommendations, including a proposal to
provide personal care services free of charge
to spur the expansion of in-home services,
have not year been enacted.However,
England has started a universal program for
nursing services. In addition, as of July 2002,
Scotland began providing free personal care,
in addition to nursing care services, for eligible
individuals 65 and over regardless of income,
capital assets, or marital status.267
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Germany:Germany’s universal long-term care program,
enacted in 1994,provides both nursing home and
in-home benefits to people of all ages with severe
disabilities. Unlike most other nations, in 1998 almost
half of its long-term care expenditures went to services
in noninstitutional settings.265
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contributions, not tied to individual
benefit use, and (2) equal benefits
are provided to all who are eligible
through a set of cross-subsidies from
the healthy to the sick, the well-off
to less well-off, the young to the old,
and individuals to families. 262

Spreading the costs of
long-term care between
public and private sources
Most direct expenditures on
long-term care for older persons in
developed nations are public rather
than private. Public spending on
long-term care for older persons as
a proportion of GDP is estimated
to range from less than 1 percent
(.64% in the U.S) to almost 3
percent (2.7%) in Sweden, according
to OECD data. 268 Cross-national
estimates of long-term care spending
indicate that the United States relies

developed nations. Among eight

Providing consumer-directed
programs and direct
payments for long-term
supportive services

countries studied, the United States

Public programs involving

and New Zealand were found to

consumer-directed home care

have the highest proportion of

or cash benefits for long-term

private spending.

supportive services have been

more heavily on private sources of
financing than do most other

269

These private

expenditures are usually made out-

implemented in a number of

of-pocket, since private long-term

European countries, including

care insurance is not a significant

Austria, France, Germany, and the

source of funding in these countries.

Netherlands. The largest program,

An OECD analysis also concluded

in Germany, introduced a social

that the share of public spending is

insurance program for long-term

relatively lower in the United States

care that includes a cash benefit

than in the Nordic countries,

option. This option provides

Australia, and the United Kingdom.

beneficiaries with a cash payment

Whether through social insurance

to purchase services or support

plans, as in Germany, or by other

informal caregivers. In Germany,

means,

most cash benefits are used to pay

270

271

developed countries are

trying to find ways to spread the

informal caregivers or are contributed

costs of long-term supportive services

to the household rather than used to

more broadly.

buy formal services. On the other
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hand, in the Netherlands,

developed nations, as is activism

beneficiaries receive a budget that

on the part of caregiving/“carers”

must be used to buy services. France

organizations, which have become

gives beneficiaries a cash allowance,

increasingly influential in countries

most of which must be used to pay

such as the United Kingdom273 and

workers. Austria and Germany place

the United States. This activism may

no significant restrictions on how

further stimulate the development

the cash benefit can be used, nor

and implementation of consumer-

does the national government

directed programs for people of all

monitor how beneficiaries use their

ages with disabilities.

money. In the Netherlands and most
U.S. consumer-directed programs,
beneficiaries are allowed to hire and

Integrating housing
and services

fire workers but have fiscal agents

The Netherlands and Scandinavian

pay the workers. All four European

countries are leaders in coordinating

countries allow beneficiaries to hire

housing and health/social care. One

or pay family members, as do some

example from the Netherlands is the

U.S. programs.272

Humanitas Foundation, a nonprofit

Consumer activism, especially

provider of housing, nursing home,

among younger people with

home care, and other supportive

disabilities, is on the rise in many

services based in Rotterdam. Started
in 1959, it was one of the earliest
foundations to adopt a “clientcentered” approach that stresses
independence and self-care in an
environment integrated with the
local community. In a typical
“block” of apartments, about
one- third of residents are persons
age 55 and over with no functional
limitations requiring services;
one-third need supportive services,
and one-third need nursing
care. Humanitas dwellings are
“apartments for life,” in that
extensive nursing care is provided
in the clients’ own homes, “with
no need to separate from life
partners.”274 Even persons with
severe disabilities remain in their
homes, e.g., a typical apartment
block has 20 people with Alzheimer’s
disease out of 250 residents. Residents
pay for their own housing expenses,
e.g., rent and housing maintenance.
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Improving chronic medical
care and its coordination with
long-term services
Providing better chronic care and
crossing boundaries between health
and long-term supportive services
remains a major problem in most
developed countries. Problems in
coordinating health and long-ter m
care services are exacerbated in the
United States, which stands alone
among developed nations in not
providing health insurance to its
entire population, including persons
of all ages with disabilities.
Preventive “home visitation”
programs for older person are an
example of an approach that sits at
the intersection of health and longterm care. These programs, intended
to delay or prevent functional
limitations and subsequent nursing
home admissions, are part of national
policy in several countries, such as
the United Kingdom, Denmark, and
Austria. Such programs involve
primary prevention (immunizations);

• treating the need for long-term

secondary prevention (detection of

services as a normal risk of life,

untreated problems); and tertiary

with the burden of financing

prevention (improvements in

shared by the working-age and

medication use.) A recent in-depth

older populations;276 and

analysis of the international literature

• overcoming “boundary problems”

on these programs found they can

between medical and long-term

be successful in reducing functional

supportive services, a long-standing

decline and nursing home admission,

challenge, and one that has grown

and in increasing survival.

more urgent as health care increas-

275

In summary, many developed
countries share similar goals with

ingly involves management of
long-term chronic conditions. ■

respect to long-term care, including:
• providing protection to individuals
against catastrophic costs for longterm supportive services, while
ensuring access to services in the
home as well as in institutions;
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A sizeable minority (46%) of persons with
disabilities 50 and older, and more than half
(57%) of persons age 50 to 64, say having more
control over their decisions about the services
and help they need would cause a major
improvement in the quality of their lives.
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57%
46%
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Conclusions
Key Themes and Findings
We are just beginning to understand
the dimensions of the issues related
to independent living and quality
of life for persons with disabilities,
and how many Americans’ lives are
changed in unpredictable ways
when they or family members need
long-term assistance with everyday
activities. Individuals with disabilities,
typically persons 50 and older, are
often surprised to learn that they
are largely on their own in finding,
arranging, and paying for such
services, which are rarely considered
to be “medically necessary” by
health insurers.
At the same time, we are now
learning how many lessons persons
with disabilities of all ages have to
teach—by example, as we watch
our friends, colleagues, and family
members with disabilities quietly
master everyday challenges, through
innovations they have created or
sparked, such as universal design
and more efficient technologies for
daily living, or through individual
accomplishments.
While long-term care has had a
stereotypically negative image in
the past, the reality is changing.
New technologies, new living
environments, and new ways of
“staying in charge” are helping
people with disabilities maintain
independence. And we as a society
are recognizing that physical and
social environments play critical
roles in facilitating or undermining
the ability to remain independent
with age.
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Our examination of historical
patterns and new data presents an
apparent paradox—recent trends
and innovations, along with the
growth of the disability rights
movements, are helping many more
persons with disabilities to live
independently. At the same time,
persons age 50 to 64 with disabilities
are less satisfied with most aspects
of their quality of life than are their
counterparts with disabilities age
65 and older. Satisfaction is strongly
linked to level of disability, and
50- to 64-year-olds are more likely
to report relatively severe disability
levels. However, the younger group
also may have higher expectations
about their quality of life, regardless
of the severity of their illness. This
difference may represent a cohort
effect—younger persons with
disabilities who have spent more
of their lives with expectations
of independent living and full
opportunities in all aspects of life
may be less satisfied with the status
quo than older persons. Another
potential explanation is that
expectations about the quality of
life with disabilities may generally
diminish with age, regardless of
cohort, as the result not only of
the attitudes of older persons
themselves, but also those of service
providers, policymakers, and society
in general.
Moreover, persons 50 and older
with disabilities do not view their
quality of life as improving: no
aspect of quality of life for which
we have data showed a positive
trend between 1998 and 2002. In
addition, it appears that the already
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large gap in life satisfaction between
older persons without disabilities
and those with disabilities may be
growing. There are many possible
explanations for such results. For
example, a four-year period is a
relatively short time to show a
reliable trend, and fluctuations in
many general socioeconomic factors
could account for the results. In
addition, while general trends show
such positive changes as declining
rates of disability and more options
for independent living, many of the
most vulnerable individuals with
disabilities are being left behind,
including those with lower incomes
and more severe disabilities. Further,
we found that some persons with
disabilities are experiencing
considerable unmet needs for basic
services to help them live their lives.
Finally, along with the harsh realities
faced by some persons with
disabilities, younger cohorts with
disabilities may have higher
expectations than earlier cohorts,
as discussed above.

Summarized below are our key
findings from the entire report.
1. Persons 50 and older with
disabilities, particularly those
age 50 to 64, strongly prefer
independent living in their own
homes to other alternatives.
They also want more direct
control over what long-term
supportive services they receive
and when they receive them.
• Loss of independence and loss of
mobility are what people with
disabilities fear the most as they
look to the future.
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• A sizable minority (46%) of
persons with disabilities 50 and
older, and more than half (57%)
of persons age 50 to 64, say
having more control over decisions about the services and
help they need would cause a
major improvement in the
quality of their lives.
• More than half (55%) of people
with disabilities say they have lost
at least some control over when
they go out and where they go.
• A large majority of people with
disabilities (78%) would prefer
to manage any publicly funded
in-home services themselves,
rather than have an agency do
so. In addition, a majority (53%)
would prefer cash payments for
such home care services rather
than services provided directly
by agencies.
• Among the 44 percent of persons
50 and older with severe
disabilities who used paid home
care services in 1998, only a few
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(16%) received services from
independent providers rather
than through agencies.
• Preferences for services at home
rather than in nursing homes are
even more widespread among
persons with disabilities than
among persons 50 and older in
the general population. Even in
the event they needed 24-hour
care, 73 percent of persons with
disabilities prefer services at
home, 17 percent in assisted
living or other residential settings,
and only 6 percent in nursing
homes. Among the general
population of persons 50 and
older, 58 percent prefer services at
home, 23 percent in assisted living,
and 12 percent in nursing homes.

2. Disability rates have declined
steeply for less severe levels of
disabilities. This decline is good
news, because it suggests that
early interventions to avert
declines in health and functional
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status can work. In addition,
the proportion of persons 65
and older with disabilities in
the community who use
assistive technology but do
not require human assistance,
including people age 85 and
older, has increased dramatically
since the mid-1980s. This
change is also good news,
underscoring the growing
importance of interventions
that do not require ongoing
human help and hence help
increase individuals’ control
and autonomy.
• The proportion of persons 65 and
older reporting only limitations
in IADLs, such as the ability to
go shopping, declined nearly 40
percent between 1984 and 1999.
However, the proportion of
persons 65 and older with two or
more limitations in ADLs, such as
bathing and eating, remained
almost unchanged.
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• Between 1984 and 1999, the

115 percent from 1991 to 1999,

proportion of persons 65 and

compared with an increase of

older with at least one ADL

19 percent in the number of

limitation who used special

skilled nursing beds during the

equipment unaided by others

same period.

more than doubled, from 9
percent to 20 percent.
• Among persons 50 and older,

• The share of Medicaid long-term
care spending devoted to home
and community-based services

almost one-third of those with

rather than institutional care

IADL disabilities and two-thirds

increased from 13 percent in

of those with ADL disabilities

1989 to almost 30 percent in 2001.

used some type of assistive
technology in 1997.
• Decreases in disability rates have
generally been greater among
men and among persons who
are married.
• Among those living in the
community, lower disability rates
also are associated with higher
income and more education.

3. New technologies and
options for housing that
encourage independent living
are increasing. As nursing
home utilization rates have
decreased, supportive housing
options have grown, and
assisted living has grown
especially rapidly. In addition,
states are expanding publicly
funded options for home and
community-based services.
• Home modifications to permit

4. Many persons with
disabilities, especially those
with severe disabilities, have
unmet needs for long-term
supportive services and
assistive equipment in their
homes and communities.
Some of these needs would
be relatively simple to meet;
others, such as providing
increased levels of personal
assistance services, would
require significant resources
and our collective will.
• Almost one-quarter of persons
50 and older with disabilities, and
31 percent of those with severe
disabilities, report needing more
help than they receive now with
basic daily activities, such as
bathing, cooking, and shopping.
• More than half (53%) of persons
50 and older with disabilities

independent living among

report not being able to do some-

persons 65 and older with chronic

thing they needed or wanted to

disabilities increased substantially

do in the past month because of

between 1984 and 1999; the share

their disability. These needs and

of those with at least one

desires were modest, such as doing

modification rose from about

household chores, getting some

one-third to one-half.

exercise, or getting out of the house.

• The number of assisted living
beds increased an estimated
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• Only about half of persons 50
and older with disabilities report
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receiving any help with daily

community service in 1997; of

activities on a regular basis from

these services, home-delivered

one or more people. The vast

meals and transportation, each

majority of such help (88%) is

used by around 10 percent of

the assistance of family or other

persons with disabilities, were

informal caregivers.

the most common.

• While families and other informal

• Persons with disabilities prefer

caregivers provide the vast

home care and residential options

majority of long-term supportive

to nursing home care by huge

services in the home, the next

margins, even if they should

line of defense is “formal” home

need 24-hour care. Yet, most

care services—those provided

public expenditures for long-

through home care agencies and

term supportive services are still

other paid providers. Among

directed to institutional care.

persons 50 and older, only
21 percent of persons with
limitations in IADLs and 44
percent of those with limitations
in ADLs used any paid home care
in 1998. The likelihood of using
paid home care increases
dramatically with age.
• More than one-third (36%)
of persons 50 and older with
disabilities who are homeowners
would like to make home
modifications that would make
their lives easier, such as installing
grab bars in the bathroom or
adding ramps. They report that
cost is the biggest barrier to
making such improvements.
• People 50 and older with
disabilities want their
communities to provide a wide

5. On average, people 50 and
older with disabilities gave
their community a grade of
B-/C+ as a place for people
with disabilities to live. To be
more “livable,” communities
would need to include the
physical features, programs,
and readily accessible services
that enable older residents to
remain independent. While
some community features
receive good marks, others
are rated poorly by persons
with disabilities, particularly
transportation. In addition,
many older residents of
federally subsidized housing
are at risk of needing more
supportive housing
environments with services.

range of services to help them
maintain their independence as
they grow older. Only 37 percent

communities to provide more

of respondents currently give

accessible and dependable public

their communities a “B” or

transportation, and they rate their

higher rating in this area.

communities very poorly on this

• Only about one out of three
individuals with disabilities
age 50 and older used any
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• People with disabilities want their

dimension today. Only a small
minority currently use any special
transportation services.
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• Nearly a third of individuals 65
and older with disabilities report
that inadequate transportation is
a problem, compared with only
one out of 25 persons 65 and
older without disabilities.
• After inadequate transportation,
getting safely to places they want
to go is the second most important
concern persons with disabilities
have about their communities.
Nearly one in three persons 50
and older avoids going outside at
night because of crime concerns,
and one-fifth avoid using public

is now hitting home. Either
in person or at a distance,
families are finding themselves
with new roles as caregivers
to aging parents, spouses, or
siblings, aging children with
developmental disabilities,
and other relatives and
friends. Caregivers age 50
and older often experience
considerable stress as a result
of their caregiving roles.
• Larger social trends are affecting
the composition of families and
their roles as caregivers, including

transportation because of crime.
Among persons 65 and older with
disabilities, the perception that
crime is a serious problem in their
neighborhoods increased from
4.5 percent to 8.2 percent between
1984 and 1999.
• Older residents are generally
satisfied with their neighborhood,
but older residents with disabilities
generally are less satisfied.
• Residents in federally subsidized
housing for older persons share
many of the characteristics of
those at high risk of needing

the growing number of women in

long-term supportive services.

the workforce who must juggle

Subsidized housing residents are

work and caregiving respon-

overwhelming female, report

sibilities. Among 50- to 64-year-old

more disabilities than older

caregivers, 60 percent are working

persons who do not live in

full- or part-time. Significant

subsidized housing, and tend to

economic sacrifices during peak

have no one to whom to turn if

earning years are common among

they become sick or disabled.

caregivers 50 and older who have
ever been in the workforce.

6. Family support remains strong,
but the impact of such trends
as greater longevity, more
women in the labor force, and
greater geographic dispersion
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• Differences in the rates of fertility,
widowhood, and divorce among
age cohorts affect the potential
availability of family caregivers.
The parents of the Boomers,
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born 1946–1965, have relatively

• Only 7 percent of those with

low rates of childlessness and

severe disabilities in the

widowhood. The Boomers

community used adult day

themselves, however, have fewer

services in 1997; similarly, only

children and higher rates of

7 percent have received respite

divorce, making the availability

services to relieve their caregiver.

of family caregivers less certain
in the future.
• Remaining in close touch with

• The direct and indirect costs of
caregiving can be high. Unpaid
personal assistance provided

family and friends is the number

to persons 65 and older with

one priority cited by persons

disabilities amounts to 11.6 billion

with disabilities as they look to

hours of assistance annually, with

the future.

an economic value estimated at

• Strong social support ties with
families and friends can protect
against functional decline. While
contact between persons 65 and
older with disabilities and their
families and friends remains
strong, it declined between 1984
and 1999.
• Parents caring for aging children
with cognitive and developmental
disabilities represent a growing
group in the older caregiver
population. More than a million
adults with developmental
disabilities age 40 and older
live with their parents or with
other informal caregivers age 60

nearly $100 billion in 1996.

7. Inadequate health insurance
is at the top of the list of
problems experienced by
persons 50 and older with
disabilities, including those
with Medicare coverage.
Problems with health care
for persons with disabilities
range from lack of coverage
for prescription drugs to
inappropriate care for
chronic conditions to lack of
coordination between medical
care and long-term
supportive services for
persons with disabilities.

and older.
• Preference for family assistance
for help with everyday tasks is
even stronger among persons
50 and older with disabilities
(61%) than among persons
50 and older in the general
population (37%). However,
the proportion of persons with
disabilities who say they would
prefer that “families provide all
of the care themselves at home”
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• People with disabilities say better
medical insurance would be the
number one change that would
result in a major improvement in
their lives. The trends on access
to and satisfaction with health
insurance among people with
disabilities between 1998 and
2002 are in a negative direction,
according to Harris data.
• One out of three persons with

declines somewhat (to 43%) in

disabilities reports specific needs,

the event they need 24-hour care.

such as for particular therapies or
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special equipment, not covered by
health insurance.
• Persons 50 to 64 with disabilities
are much less likely to have
private health insurance coverage,
which is usually employersponsored, than are persons 50
to 64 without disabilities. They
are far more likely to rely on
public coverage through Medicaid
and Medicare.
• Fewer disabled Medicare

rare. In addition, there is an
unprecedented shortage of the
frontline workers needed to
provide long-term supportive
services to persons with
disabilities, such as personal
assistance attendants and
nursing assistants.
• While the quality of care in
nursing homes generally
improved with passage of the
Nursing Home Reform Act in

beneficiaries age 50 to 64 delayed

1987, problems with quality

health care due to cost in 1998

persist. Two-thirds (66%) of

than in 1992.

persons 50 and older with first-

• The share of persons 65 and over

hand experience with nursing

with an IADL or ADL limitation

homes believe the government

who did not see a doctor when

is not doing enough to enforce

needed dropped from 14 percent

quality standards.

in 1984 to 5 percent in 1999.

• There is a direct link between low

• High drug costs and low income

staffing levels and poor care in

can make paying for prescription

nursing homes. Below certain

drugs especially burdensome for

minimum levels of staffing,

disabled Medicare beneficiaries.

residents are more likely to suffer

More than one-third (36%) of

serious quality of care problems.

disabled Medicare beneficiaries

According to a recent report

under age 65 without prescription

sponsored by CMS, 91 percent of

drug coverage part of the year,

nursing homes do not provide the

and 44% of those with no coverage

minimum number of hours of

for the entire year, spent more

care by certified nurse assistants

than 5 percent of their income

needed per resident per day.

out-of-pocket on drugs in 1998.
• There is strong overlap between

• Difficulty in recruiting and
retaining direct service staff (such

chronic conditions and disabilities

as certified nursing assistants and

with advancing age, but little

home health aides) is growing.

coordination between medical care

According to some estimates,

and long-term supportive services.

the need for these workers will
double over the next decade.

8. Despite some improvements,
the quality of long-term
supportive services is a
persistent problem in all
settings. A focus on
consumers’ quality of life is
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Unmet need for registered nurses
is also increasing.
• The assisted living movement
aims to improve the quality of
life in assisted living through
supporting residents’ privacy,
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that only 27 percent of older
persons have sufficient income
and assets to be able to withstand
a long-term care “shock” of
$150,000 over three years without
impoverishing themselves.
• Private health and long-term care
insurance account for 11 percent
of total long-term care expenditures
in the United States.
• Disability income insurance policies
aimed at replacing lost wages
usually end by age 65 or earlier.
• Long-term care represents 41
percent of direct health-related
choice, independence, and

out-of-pocket spending by

dignity. However, neither assisted

Medicare beneficiaries and is the

living facilities nor states apply

single largest component of such

this philosophy consistently, and

spending, followed by spending

reports of problems with quality

on prescription drugs.

of care continue. Efforts to
promote quality in supportive
housing other than assisted living
have been sporadic at best.

9. The costs of long-term
supportive services, which
individuals typically need at
the time their income is most
limited, are often unaffordable
to individuals with disabilities
and their families.

• The costs of providing long-term
supportive services in the home
are largely borne by the family
members of persons with
disabilities, who are the primary
and unpaid providers of such
services. Among persons 50 and
older with an ADL limitation who
used paid home care services in
1998, out-of-pocket expenses
averaged $706 per year. Note that
a discussion of “averages” for

• The cost of care in a nursing

convey the extent to which some

Hourly home care agency rates

people pay a great deal more, e.g.,

average $37 for a licensed

those who do not qualify for

practical nurse and $18 for a

coverage under Medicaid or

home health aide.

Medicare or for coverage of only

• Costs can be catastrophic for
many of the individuals who
need long-term supportive
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home care spending fails to

home averages $55,000 a year.

short duration, and who need
such services over lengthy periods.
• Needs for long-term care have a

services for an extended period,

major impact on U.S. health as

such as services in a nursing

well as long-term care spending.

home. A recent study estimated

Total health care expenditures
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from all sources for persons 50

• Blacks age 65 and older have

and older with severe disabilities

more unmet needs for home

in addition to chronic illnesses

modifications than do whites

averaged almost $17,000 in 1996.

and others.

(That total includes home care
but not nursing home care.)

10. There are persistent
disparities by race/ethnicity,
income, and gender in such
areas as rates of disability,
access to health care, family
caregiving patterns, and use
of long-term supportive
services. One size doesn’t fit
all in most areas of life, and
certainly not in the case of
services that are intimate
and personal. In addition,
socioeconomic status, health
status, and disability are
all intertwined.

• Differences in access to
physician care by race persist
among Medicare beneficiaries
with disabilities, although access
to physician care by Medicare
beneficiaries with disabilities did
improve between 1984 and 1999.
• Much higher shares of blacks 65
and older with severe disabilities
(two or more limitations in ADLs)
are living with adults other than
their spouses, primarily for health
reasons, than are whites in this
age group.
• More than one out of five (22%)
persons age 45 to 54 provides care
for their parents or older relatives.
Forty-two percent of Asians in this

Race/Ethnicity matters

age group are caregivers, as are 34

• The diversity of our nation’s aging

percent of Hispanics, 28 percent of

population is reflected in the
varying rates of disability among

blacks, and 19 percent of whites.
• The large majority of nursing

different racial/ethnic groups, in

home residents are white, but the

patterns of family caregiving, and

proportion of residents who are

in many other ways.

black in nursing homes has been

• Blacks 65 and older continue to
have higher rates of disability

increasing—from 6 percent in
1985 to 10 percent in 1999.

than do whites and others. (The
National Long-Term Care Survey
sampling design did not include

Income matters
• Persons 65 and older in the

enough Hispanics, Asians, or

lowest-income quartile are three

Native Americans to do analyses

times more likely to experience

for these groups.)

disability as those in the highest-

• Perceptions of crime as a serious
problem in their neighborhoods

income quartile.
• Lower and middle income

have increased particularly steeply

Americans with disabilities

among older people of color

often find that their options are

with disabilities.

limited and out-of-pocket costs
burdensome. Persons with

www.aarp.org
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disabilities with incomes “in the

rates are decreasing more for

middle” were the income group

older men than for older women.

most likely to say that having a

• Women 65 and older with severe

way to pay for long-term

disabilities are more likely than

supportive services (such as help

men to live with adults other than

with bathing or shopping) and

a spouse.

equipment would result in a major
improvement in their lives.
• Older renters are more likely
to have a disability than are
older homeowners, who have
higher incomes.

Gender matters
• Rates of disability are higher among
women in all age groups 65 and
older. It is striking that disability

• Women in all age groups over 50
are more likely to provide unpaid
long-term supportive services to
persons with disabilities.
• Women are much more likely to
be residents of nursing homes,
and to be direct care workers
(nurse aides and home care aides)
in both institutional and
community settings.

Implications for Policy
Our system of care should
provide all Americans with:
• Affordable choices and options that
promote people‘s independence and
dignity.
• Control and meaningful involvement
in the design and delivery of the
programs and services that affect
their lives.
• Information that empowers people
to make informed decisions.
• Easy access to a full range of health,
long-term care, and environmental
supports.
• Support for family caregivers—our
most important partners in caring
for older Americans.
• And, finally, assurances that people
are getting the highest- quality care
available.277
–Josefina Carbonell,
U.S. Assistant Secretary for Aging
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People age 50 and older with
disabilities are not satisfied with the
limited range of independent living
options they have now. At the same
time, numerous examples of
innovative options for better service
delivery and financing, some of
which are referenced in this report,
could make a dramatic difference.
Our nation needs to address the gap
between expectations and reality
as well as the gap between best
evidence on ways to enhance
independence among persons with
disabilities and current practice.
While the vast majority of midlife
and older persons with disabilities
are managing to live independently
in their communities, frequently
with the help of family and friends,
they often have unmet needs. What
is striking is how modest most
requests for assistance are and how
little it would take to help these
individuals and their families live
with more dignity and independence.
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Relatively small changes, such as

supportive services based on

helping people make inexpensive

functional criteria as the core of the

home modifications and obtain

solution, complemented by private

assistive devices, can make a big

long-term care insurance options,

difference. Other changes, such as

with solid consumer protections, for

finding ways as a society to pay for

those who can afford the premiums.

more long-term supportive services

In addition, we need an improved

in homes and communities, and

Medicaid safety net, especially for

funding better transportation

home and community-based services.

options, will require more resources

Medicaid’s safety net for lower

and our collective will.

income individuals is particularly

Federal and state policies can
enhance independence among older
persons with disabilities by:

1. Insuring individuals against
the high costs of long-term
supportive services.
The costs of long-term supports and
services to maintain independent
living in the event of disability
represent the largest potential

important to persons with disabilities
in this time of economic uncertainty.
Unfortunately, when state budgets
face shortfalls, Medicaid home and
community-based services and other
“optional” services may be cut, since
they are not mandator y. Finally,
coordination of the disparate
funding streams could lead to
some economies and efficiencies.

so large that for many individuals,

2. Strengthening supports
for family and other
informal caregivers.

including those with middle

As we have seen, families and other

incomes, the only alternative is

informal caregivers provide the

Medicaid, which requires

overwhelming share of long-term

impoverishment to receive benefits.

supportive services received by

catastrophic expense to older
persons. The financial shock can be

Our nation’s current financing

persons with disabilities. We need

structure relies too heavily on

to recognize that their unpaid efforts

individuals and families to bear

consume substantial human

the financial burden of long-ter m

resources and may result in serious

supportive services and other types

stresses in the caregivers’ own lives.

of assistance. Finding ways as a

Providing respite care, adult day

society to share these costs more

care, and tax credits to these

widely must become a national

caregivers makes sense for many

priority. Expanding independent

reasons, both ethical and economic.

living options for individuals will

In addition, caregivers in the

depend on more collective/societal

workplace need support, such as

responsibility for financing—

adequate family and medical leave.

specifically, our ability to pool
our resources and spread the risk
broadly. We need a new social
insurance program for long-term

www.aarp.org
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3. Reorienting public funding to
enable persons with disabilities
to live independently in their
communities.

Medicaid program is administered at

Medicaid is the major public benefit

settings in which they are offered.

program for funding long-term

In addition, the information and

supportive services for older persons

referral functions of the Older

with disabilities. Funding for home

Americans Act will become

and community-based services

increasingly critical in a system

should be expanded through

that emphasizes consumer choice.

Medicaid, the Older Americans Act,

Finally, we need to incorporate the

the Social Services Block Grant, and

perspectives of the consumers of

other programs that offer long-term

long-term supportive services when

supportive services. In addition,

measuring quality.

states should expand home and

6. Providing more supportive
physical environments and
livable communities.

community-based services through
waiver and optional personal care
programs. More emphasis also
should be placed on recognizing the
rights of older persons with disabilities,
especially as states revise their
service programs to comply with the
Supreme Court’s Olmstead decision.

promote more consumer choice in
the types of services offered and the

Currently, our nation’s approach to
disability does not tap the potential
for community support. Livable
communities for all of us, including
persons with disabilities, means
everyone must be able to rely upon

4. Developing navigation tools
and a “single point of entry”
in localities and states.

accessible public transportation

Such steps would enable consumers

transportation is the top priority;

to learn more easily about the range

making communities safe from

and location of service options and

crime is also important.

to get assistance in determining
their eligibility for public programs.

5. Encouraging “consumerdirected” long-term
supportive services.
Such services would help people
“stay in charge” and would respect
their varying life experiences and
preferences. Our current approach
does not empower persons in
midlife and beyond with disabilities
to be in control in key areas of
their lives, nor does it elicit their
preferences about highly individual
and personal services. Although the
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the state level, federal policy could

options and be able to get to
their destinations safely. Better

Local jurisdictions also are
responsible for making their
communities livable and accessible
for people of all ages with disabilities.
While much of the funding is federal
and state, housing and transportation
programs are often administered
locally. Local housing and transportation authorities should take the
initiative to find ways to serve older
persons with disabilities. Local
planning boards should be aware of
the needs of persons with disabilities
when making decisions about the
location of services and commercial
establishments.
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7. Reducing barriers to
“aging in place” for persons
with disabilities.

available to persons with disabilities

Funding for home modification

as other forms of support, and

programs could have an immediate

funding for them should be

impact on the ability of persons

integrated into programs providing

with disabilities to remain

long-term supportive services.

independent. Incentives to builders

Because a high proportion of

to incorporate universal design into

persons with disabilities use

homes would improve access for

computers, new ways of using

persons with disabilities and families

computers to help older persons

with young children. For example,

with everyday activities, including

widened doors and no-step

online shopping for information and

entrances make it easier to maneuver

services, need to be pursued.

large objects, heavy packages, and

9. Improving the quality of
long-term supportive services.

baby strollers, and lever handles are
easier for young children to operate.
Our country also needs to expand
the range of housing and assisted
living/residential care options
available. For example, much more
needs to be done to bring services
to the high concentration of older
persons with disabilities in federally
subsidized housing. Efforts to
include service coordinators on the
staff of subsidized housing properties
should be expanded to bring services
to people rather than require people
to move to get services. More buildings
could be retrofitted for assisted
living services. In addition, housing
vouchers from local housing
authorities could help subsidize the
costs of assisted living settings for
low income persons with disabilities.

disabilities who need them. Assistive
technologies should be as widely

Despite extensive efforts to improve
quality, settings providing long-term
supportive services too often are
characterized by poor service,
underpaid and overworked staff,
and little focus on consumers’ desire
for a decent quality of life. One
important element of improving
quality is information systems that
allow consumers to make informed
choices among service options.
Consumers also must be able to
navigate the maze of different
programs and eligibility
requirements. In addition, states
need to do a better job of overseeing
providers of services through better
measures of performance, better
systems of responding to consumer
complaints, and much stronger

8. Encouraging the use of
independence-enhancing
technologies.

who fail to provide decent-quality

Assistive technologies must be more

support strong, independent

widely available and affordable.

ombudsman programs would

At the very least, “low-technology”

supplement those formal state efforts.

enforcement action against those
services. Providing funding to

devices, such as canes and
wheelchairs, should be available
to persons 50 and older with

www.aarp.org
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10. Increasing the supply
of frontline workers.

services are inherently personal in

One way for states to improve the

nature and local in delivery.

stability of the workforce is to

Substantial flexibility in local delivery

provide reimbursements for long-term

systems and more prominent roles

supportive services that are adequate

for local governments will be

to pay for sufficient numbers of

needed to develop systems

suitably trained and reasonably

responsive to both individual

compensated workers. Providers can

needs and local capabilities.

Finally, long-term supportive

play an important role by developing
more responsive systems to improve
morale and reduce turnover among
workers providing long-term
supportive services in all settings.

11. Focus on functioning and
health-related quality of
life, not just acute and
curative care, in our health
care system.

General trends show some positive
changes, such as declining rates of
disability (for limitations in IADLs)
and growing independent living
options. In addition, far more
midlife and older persons 50 and

Our country is missing critical

older with disabilities are using

opportunities to prevent further

assistive equipment, unaided by

functional decline among older

others, to perform daily activities.

persons with disabilities, such as

190

Making Sense
of It All

The growing use of technology,

providing Medicare coverage for

and its potential to do much more,

prescription drugs and improving

is one of the most striking findings

coverage for mental health care. In

of this report. In fact, some share of

addition, Medicare policies should

the decline in disability discussed

support delivery of health care that

here may be due to technological

meets the needs of persons with

change, e.g., the increases in ability

chronic illness and disabling

to shop may reflect the growth of

conditions for ongoing, rather than

online shopping, and increases in

episodic, health care. Coverage for

the ability to manage money may

the special equipment and therapies

reflect the advent of direct deposits,

often needed by persons with

e.g., of Social Security checks, and

disabilities should be expanded in

automated bill paying. In fact,

both private and public insurance

innovations in technology may be

programs. Essential Medicaid

redefining the very nature of

services, such as prescription drug

disability itself, underscoring again

assistance, need to be protected

the importance of the relationship

during tough fiscal times. Finally,

between an individual and his or

lack of coordination between

her environment. As we have seen,

medical and long-term supportive

surprisingly high proportions of

services for persons with disabilities

persons with disabilities 50 and

is a major problem.

older, especially those with severe

Beyond 50 2003 A Report to the Nation on Independent Living and Disability

disabilities, use the Internet many

communities that enable persons

hours a week. Such findings suggest

with disabilities to live independent

that having computer and Internet

lives. We have also identified some

access may soon become as

of the steps taken by several other

important as telephone access to

countries to address one of the

persons with disabilities.

thorniest issues in the United States,

This rather rosy scenario,
however, should not mask the many

financing reform.
Without public policy change, our

disparities in access, not just to

nation cannot provide what people

computers, but to other long-term

with disabilities want or even what

services and supports as well. As this

they need today, much less

report demonstrates, disparities by

tomorrow. We must lay the

race/ethnicity, gender, and income

groundwork now for major reform,

persist in access to health care and

which will require mobilizing public

use of long-term supportive services.

as well as private resources to invest

Moreover, rates of disability remain

in independence. The harsh realities

disproportionately high among

faced today by some persons with

women, minorities, and lower

disabilities, along with the demand

income individuals. We must find

for more and better choices for

ways to ensure much wider access to

independent living that we can expect

the equipment, services, and new

in the future, argue for putting reform

technologies that can help all

of disability and long-term care

persons with disabilities, not just

policies firmly on the nation’s agenda.

those who can afford to purchase

As this report goes to press, the

them privately, remain independent.

economic downturn has led to crises

Many persons with disabilities are

in state budgets, and many states are

struggling to cope today, and this

proposing to cut back home and

report has identified high levels of

community-based services for older

unmet needs for basic long-term

persons and persons with disabil-

services and supports. In addition,

ities. While the first priority is to “do

the “great divide” between medical

no harm” to such services, both

care and long-term supportive

federal and state policy makers can

services allows people with

enhance dignity and independence

disabilities and their families to fall

among persons 50 and older with

between the cracks. Those of us who

disabilities in many ways. Some of

have faced disability ourselves or in

the recommendations made in this

our families know that the current

report can be implemented at

set of arrangements, which cannot

relatively low cost; others will take

even be termed a “system,” is

substantial resources.

confusing, fragmented, hard to
organize, and difficult to afford.
These problems become even

This story is not just about data
and numbers. It is also about our
nation’s values and vision. It is about

more frustrating when juxtaposed

what we all want for ourselves—the

with what is possible. We have

ability to live independently and to

referenced just a few examples of

be in control of our own lives. ■

services, technologies, and

www.aarp.org
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Consumer Checklists for Long-Term Independence
Despite the substantial likelihood of
experiencing a significant level of disability
after age 50, most people can look forward
to years of independence and productive
living. Planning to meet the demands that
come with disability is the best insurance of
independence in the second half of life. The
following checklists suggest areas you may
wish to consider as you plan for your own
independence or help those you care
about and the neighbors who share your
community. These lists are not exhaustive,
but should give you a good start. Each topic
includes website links to more information.
Most of these links are to AARP web pages,
but each of them contains links to other
information resources.

Preparing for Your Own Independence
1. Prepare to meet the financial
challenges of living independently.
For information on how to create a
financial plan, see http://www.aarp.
org/financial-creatingplan/
•

•

•
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Discuss your potential needs with a
financial adviser that you trust. For
help in thinking through financial
options, see http://www.aarp.org/
financial; for specific information on
financial advisers, see http://www.aarp.
org/financial_advisers/Articles/a200208-13-FinancialAdviserBusiness
Evaluate your savings or insurance to
see if you have sufficient coverage of
the costs associated with living
independently. For help in evaluating
private long-term care insurance
options, see http://www.aarp.org/con
facts/health/privltc.html#q1
If your income is limited, find out if you
are eligible for public benefit programs.

For information on types of public
benefits and if you qualify, see
http://www.aarp.org/pbo/
2. Make legal preparations to support
your independence.
•

Find out what legal decisions are
important to your independence. For
a self-help guide on legal issues you
may encounter, see http://www.aarp.
org/legalsolutions/selfhelpindex.html

•

Work with an attorney you trust to
create the legal documents that express
your preferences. For tips on selecting
an attorney to help you with legal
decisions, see http://www.aarp.org/legal
solutions/choose/interview.html

3. Prepare your home to support your
continuing independence.
•

Evaluate your home for basic accessibility
features that will support your
independence—and welcome people
with disabilities. For a checklist of
features that can make your home safer
and more accessible, see http://www.
aarp.org/universalhome/checklist.html

•

If you are considering home modifications,
be aware of the issues involved in
selecting a contractor and making sure
you get what you want. For information
on home modification issues, see
http://www.aarp.org/consumerprotecthomeloans/Articles/a2002-09-16ConsumerAdvocacy

•

If you are experiencing a disability, find
out how assistive technology can help
you remain independent. For information
on assistive technology see http://www.
atnet.org/news/mar03/030101.htm
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4. If you need supportive services to
remain independent, find out what
is available in your community.
•

•

•

If you have chronic illness or disability,
find out how you can manage your
condition. For information on managing
chronic conditions, see http://www.
aarp.org/confacts/health/chrond.html
If your income is limited, find out if
you are eligible for public benefit
programs. For information on types
of public benefits and if you qualify,
see http://www.aarp.org/pbo/

•

If assisted living appears to be an
appropriate option, find out what
services are offered and the charges that
you can expect. For more information on
assisted living, see http://www.aarp.org/
confacts/housing/assistliv.html

•

If you require the skilled care available
in a nursing home, check out the
options and make sure they can meet
your needs and preferences. For help
in selecting the right nursing home, see
http://www.aarp.org/confacts/health/
choosingnh.html; for tips on legal and
contract issues in selecting a nursing
home, see http://www.aarp.org/con
facts/health/nhcontract.html

If you would like to hire someone to
help you find the services you need,
check on the costs and issues related
to private care management. For more
information on care managers see http:
//www.aarp.org/bulletin/departments/
2001/life/1210_life_3.html

5. If you have decided to move, explore
what options would best fit your
needs and life style preferences.
•

Evaluate why you are moving and the
types of housing that might best suit
you needs and preferences. For more
information on housing options, see
http://www.aarp.org/confacts/housing/
factors.html

•

Evaluate potential new homes for
“universal design” features that will
accommodate your changing needs as
you age. For information on universal
design and an “interactive tour” of a
home with universal design features,
see http://www.aarp.org/universalhome/

•

the financial commitments required.
For more information on CCRC’s see
http://www.aarp.org/confacts/housing/
ccrc.html

If you are thinking about a continuing
care retirement community (CCRC),
find out what services are offered and

www.aarp.org

6. Evaluate the appropriateness of your
community for the features that make
long-term independence possible.
•

Whether you are looking at your
current community or considering a
move, get information on what makes
a community livable and accessible,
and what you can do to promote those
features. For more information on
features of a livable community, see
http://research.aarp.org/consume/d169
05_communities.html; for information
about how communities can be
accessible to people with disabilities,
see http://www.nod.org/community/

7. Plan for your transportation needs.
•

Have an evaluation of your driving skills
and learn how you can be a safer driver.
For safe driving tips and information on
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how you can participate in AARP’s driver
safety program, see http://www.aarp.org/
55alive/
•

•

Get information on public transportation
in your area. For links to public transportation information in your state and
locality, see http://www.apta.com/sites/

8. Live a healthy lifestyle. For more
information on how you can live a
healthier lifestyle, see http://www.
aarp.org/health/; for information
on exercise with a disability, see
http://www.aarp.org/confacts/
fitness/special.html
•

Don’t smoke.

•

Maintain a healthy weight.

•

Eat a healthy diet.

•

Exercise regularly.

•

Get regular medical checkups.

9. Find out how computers can promote
your independence through access
to information, communication with
family and friends, and access to
services. For information on computers
and technology see http://www.aarp.org/
computers/

What to Do if Family Members or
Friends Need Help with a Disability

2. Prepare yourself for the challenges
of caregiving. For information on
caregiving, see http://www.aarp.
org/confacts/health/caregivers.html
•

Be aware of the many challenges
associated with caregiving responsibilities and take steps to prepare yourself
and your family. For tips on how you
can prepare for caregiving, see
http://www.aarp.org/confacts/caregive/
planning.html

•

Collect the information you need to be
effective in providing support. For tips
on the kinds of information you will
need, see http://www.aarp.org/confacts/
lifeanswers/gathering.html)

•

Develop a realistic approach to
balancing the responsibilities of work
and caregiving. For more information
on how you can achieve such a
balance, see http://www.aarp.org/con
facts/caregive/balance.html

•

If you are trying to provide support from
a long distance, be aware of the ways
you can be helpful. For tips on longdistance caregiving, see http://www.aarp.
org/confacts/caregive/longdistance.html

•

Be aware of the stresses that caregiving
can add to your life and develop a
constructive plan for dealing with the
stress. For more information on ways
to constructively manage the stress of
caregiving, see http://www.aarp.org/
confacts/caregive/mngstress.html

1. Find out about your family member’s
(friend’s) needs and preferences.
•
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Discuss options for living independently
with a disability honestly and sensitively
with your family members (or friend),
respecting their preferences. For tips on
how you can begin the discussion, see
http://www.aarp.org/confacts/caregive/
indliving.html

With your family members (or friend),
assess needs and preferences for
services, perhaps obtaining a professional assessment. For information on
assessing the needs of someone you
care about, see http://www.aarp.org/
confacts/caregive/assess.html
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•

Caregivers need help too. Be aware of
the resources available to support caregivers. For more information about support for caregivers see http://www.aarp.
org/confacts/health/careresource.html

3. If your family member (or friend)
needs supportive services to remain
independent, offer to help them
learn about the possibilities in
their communities.
•

Be sure you understand their needs and
offer to help them, then check out the
resources available in the community.
For tips on starting the process of
seeking outside help, see http://www.
aarp.org/confacts/caregive/others.html

•

Offer to find out if your family member
(or friend) is eligible for public benefit
programs. (For information on types of
public benefits and how you can find out
if someone qualifies, see http://www.aarp.
org/confacts/caregive/pubbenefits.html)

4. If you are concerned about your
family member’s (or a friend’s) driving,
learn what options are available for
preserving independence while
maintaining safety. For tips on how
to discuss driving and transportation
options with your family members, see
http://www.aarp.org/confacts/caregive/
transportation.html
5. Prepare for the legal issues related
to caregiving. For more information
on legal issues and caregiving, see
http://www.aarp.org/confacts/caregive/
legalissue.html
6. If your family member (or friend) has
decided to explore moving to receive
services, offer to explore with them
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what options would best fit their
needs and life style preferences. For
more information on housing options,
see http://www.aarp.org/confacts/
housing/housingoptions.html

How to Interact with People
Who Have Disabilities
Many people experience awkwardness
when interacting with people who have
a disability. The following “etiquette”
suggestions were adapted from those
developed by the cities of San Antonio and
Sacramento. They are presented here to
promote greater ease and respect in
people-to-people communications. For
further information on interacting with
people with disabilities, especially in the
workplace, see http://www.sacto.org/
adaweb/learning_about_disabilities.htm
Disability Etiquette
People with disabilities are not conditions
or diseases. They are individual human
beings. For example, a person is not an
epileptic but rather a person who has
epilepsy. First and foremost they are
people. Only secondarily do they have
one or more disabling conditions. Hence,
they prefer to be referred to in print or
broadcast media as People with Disabilities.
Use a normal tone of voice when extending
a verbal welcome. Do not raise your voice
unless requested. When greeting a person
with a severe loss of vision, always identify
yourself and others who may be with you.
When introduced to a person with a
disability, it is appropriate to offer to shake
hands. People with limited hand use or
who wear an artificial limb can usually
shake hands. Shaking hands with the left
hand is acceptable. For those who cannot
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shake hands, touch the person on
the shoulder or arm to welcome and
acknowledge their presence.
To get the attention of a person with a
hearing impairment, tap the person on the
shoulder or wave your hand. Look directly
at the person and speak clearly, naturally
and slowly to establish if the person can
read lips. Not all persons with hearing
impairments can lip-read. Those who can
will rely on facial expression and other
body language to help in understanding.
Show consideration by placing yourself
facing the light source and keeping your
hands, cigarettes and food away from your
mouth when speaking. Shouting won’t
help. Written notes may.

Offer assistance in a dignified manner with
sensitivity and respect. Be prepared to have
the offer declined. Do not proceed to assist
if your offer to assist is declined. If the offer
is accepted, listen to or accept instructions.
Allow a person with a visual impairment to
take your arm (at or about the elbow.) This
will enable you to guide rather than propel
or lead the person.
Relax. Don’t be embarrassed if you happen to
use accepted common expressions such as
“See you later” or “Got to be running along”
that seem to relate to the person’s disability.

Treat adults in a manner befitting adults.
Call a person by his or her first name only
when extending that familiarity to all
others present. Never patronize people
using wheelchairs by patting them on the
head or shoulder.
When addressing a person who uses a
wheelchair, never lean on the person’s
wheelchair. The chair is part of the space
that belongs to the person who uses it.
When talking with a person in a wheelchair
for more than a few minutes, use a chair,
whenever possible, in order to place
yourself at the person’s eye level to
facilitate conversation.
When talking with a person with a disability,
look at and speak directly to that person
rather than through a companion who may
be along. If an interpreter is present, speak
to the person who has brought the interpreter and maintain eye contact with that
person, not the interpreter.
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Major Primary Data Sources and Disability Measures
Representative
Population, Sample
Size, and Interview
Method

Data Source
Medical Expenditure
Panel Survey (MEPS)—
Linked Home Health File
& Full-Year Consolidated
File, 1998

Medical Expenditure
Panel Survey (MEPS)—
Linked Long-Term Care
Supplement & Full-Year
Consolidated File, 1997

National Long-Term Care
Survey (NLTCS),1984,
1989,1994, and 1999

AARP/Harris Interactive
Survey of Persons Age
50+ with Disabilities,
September 2002

•

•

6,122 age 50+

•

2,820 age 65+

•

In-person interview

•

U.S. noninstitutional
population

•

8,546 age 50+

•

3,962 age 65+

•

In-person interview

•

U.S. community and
institutional
population age 65+

•

Ranged 16,000 to
21,000 age 65+

•

In-person interview

•

U.S. noninstitutional
population age 50+
with disabilities

•

•

212

U.S. noninstitutional
population

Total 1,102 age 50+
•

601 age 50–64

•

501 age 65+

Disability
Duration

Disability Measures
Used in This Report

In past month

•

One or more ADLs

•

One or more IADLs

•

ADLs (getting around inside, bathing,
dressing, eating, toileting, getting
in/out of bed)

•

IADLs (handling money, taking
medication, making meals, housework,
laundry, shopping)

•

ADLs (bathing, dressing, getting around
inside, getting in/out of bed, toileting,
and eating)

•

IADLs (money management, shopping,
meal preparation, laundry, light
housework, getting around outside,
taking medications, and using the
telephone)

•

Vision or hearing impairment

•

Limited physical mobility

•

Cognitive or emotional condition

•

Daily activities (including some ADLs
and IADLs and work)

In past month

90 days or
more, or
institutionalized
in a nursing
home

Long-lasting

Telephone interview

Beyond 50 2003 A Report to the Nation on Independent Living and Disability

Questions/Methods
MEPS included screener questions about whether the
respondent had received help with one or more functional
limitations in his or her activities of daily living (ADLs) and if
he or she received help with instrumental activities of daily
living (IADLs). A three-level mutually exclusive variable was
created. If the respondent answered no to both the ADL
and IADL questions, then he or she was classified as having
no functional limitations. If the respondent indicated an

IADL but no ADL, he or she was classified as having an
IADL, but no ADL.A respondent indicating an ADL was
classified as having an ADL, regardless of his or her
IADL status. Questions on ADLs and IADLs were linked
with home health care questions measuring whether if
respondents received home care services for medical
care, personal care, supervision, or household help.

Questions about specific ADLs and IADLs were only
available for the 1997 Long-Term Care Supplement.
Individual questions about receiving help with ADLs and
IADLs were examined to create three mutually exclusive
categories: no ADLs or IADLs, one ADL or one or more
IADLs, and more than one ADL. This variable and the
functional limitations variable above are not directly
comparable. The functional limitations variable used
above for 1998 is based on two screener questions that
list the ADLs and IADLs as a group. This 1997 variable is
based on six individual ADL and six individual

IADL questions. Previous studies have determined that
separate questions elicit higher levels than does a single
question that lists the six categories. In addition,
respondents indicating limitations in any of nine areas
(ADL, IADL, aids or special equipment, cognitive,
functional, social,hearing, vision,work-schoolhousehold limitations) were asked the individual ADL
and IADL questions in the Long-Term Care Supplement.
In the MEPS consolidated file, functional limitations
were identified using the lists of ADLs and IADLs only,
not other limitations.

Disability was defined as chronic use (90 days or more)
of help or equipment to perform activities of daily living
(ADLs), or chronic use of help to perform instrumental
activities of daily living (IADLs). For each survey year,
disability variables were constructed hierarchically in the
following order: help with at least one ADL activity;
supervision for at least one ADL activity; help with at
least one IADL activity; and no help with any activity, but
use of equipment for at least one ADL activity. Thus, for

example, an individual getting help with bathing and
using equipment for getting around inside would be
classified as receiving ADL help, and a person receiving
help with shopping and meal preparation, but not
receiving help nor using equipment to perform any ADL
would be classified as IADL only.

Some screening questions were the same as the
disability questions in the 2000 U.S. Census:

In addition, respondents were included in the sample if
they reported:

•

Having long-lasting blindness, deafness, or a severe
vision or hearing impairment; or

•

Having a long-lasting condition that substantially
limits one or more basic physical activities, such as
walking, climbing stairs, reaching,lifting, or carrying; or

•

Having a long-lasting physical, mental, or emotional
condition that increases the difficulty of learning,
remembering, or concentrating.

www.aarp.org

•

Having a disability, health problem, or handicap that
prevents them from full participation in work,
school, housework, or other activities.

Respondents screened into the sample were also asked
if they had any difficulty performing daily activities,
including ADLs (dressing, bathing, or getting around
inside the home), IADLs (going out alone to shop or
visit a doctor’s office), and working at a job or business.
Respondents were also asked if they would characterize
their disability as slight, moderate, somewhat severe, or
very severe.
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