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

This Beyond 50.03 re p o rt is the third in a series of special re p o rts 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 re p o rts. 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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Executive Summary
The desire for independence is

i m p o rtant to people of all ages.

Toddlers struggle to walk unaided,

teenagers rebel against pare n t a l

restraints, adults decide where they

will live or work—all of us want

c o n t rol over what we do, when and

w h e re, and with whom. We want to

be in charge of our lives.

What happens, then, when

disabilities early or late in life

t h reaten our independence and

re q u i re us to rely on others for help

with the ordinary routines of life? 

This year’s re p o rt in AARP’s B e y o n d

F i f t y 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 re q u i re long-term

assistance at any given time. However,

most people will re q u i re assistance at

some point in their lives, and most

families will face these issues with

their older members. In the stru g g l e

to live with independence and dignity

as we age, everyone has a story, and

each story is unique and deeply

personal. While most of this report

focuses on “numbers” rather than

narrative, the realities of living with

disabilities are its backdro p :

• L o n g - t e rm supportive services often

needed by persons with disabilities

are personal and intimate. 

• The ability to be independent and

“in charge” helps to define one’s

quality of life.

• Family life and community, our

social and physical environments,

and long-term supportive services

play key roles in influencing quality

of life for persons with disabilities. 

Scope of the Report

This report:

• P resents the perspective of persons

with disabilities about what would

make their lives better garn e re d

f rom the first national survey of

persons 50 and older devoted to

this topic;

• P resents newly available estimates

of levels of disability and the use

of supportive services among

persons 50 and older from the

most reliable national data sourc e s ;

• P o rtrays new options for

independent living available 

to persons with disabilities,

challenging outdated stere o t y p e s

of long-term care as synonymous

with nursing home care; and

• Discusses the roles of housing,

communities, and transport a t i o n

in creating a livable and

accessible environment that

s u p p o rts the independence of

persons with disabilities.

What Do We Mean by Disability?

Disability has multiple meanings

that cannot be captured in one

definition. There are huge diff e re n c e s

in the causes of disabilities, the age of

onset and pace of pro g ression, and the

d e g ree of activity limitations that may

result. Disabilities may occur at birt h ,

suddenly, as a result of an accident,

or slowly, as a chronic condition

p ro g resses. They may be sensory,

cognitive, physical, or emotional.

They may be visible or hidden. 

Researchers find varying rates of

disability based on the definition of
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disability they use as well as other

factors. But despite the complexity of

defining and measuring the n u m b e r

of people with various types of dis-

abilities, some points are u n i v e r s a l .

Disability usually involves diff i c u l t y

conducting daily activities, such as

bathing, cooking, or shopping, or

getting around our communities. And

almost all of us need some help with

these activities at some point in our

adult lives, especially as we grow older.

Does This Report Include 
L o n g - Term Care ?

Yes, although the term “long-term

c a re” is used only occasionally. Long-

t e rm care has been defined by gero n-

tologists Rosalie Kane and Robert

Kane as “personal care and assistance

that an individual might receive on a

l o n g - t e rm basis because of a disability

or chronic illness that limits his or her

ability to function.”1 It includes not

only nursing homes, but also the

s e rvices received while living in many

other settings, including private

homes and apart m e n t s .

“ L o n g - t e rm supportive serv i c e s ”

is the preferred term among many

people with disabilities because the

term “care” may imply dependence

and convey paternalism.

Independent Living: T h e
F ramework 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

them in medically oriented facilities.

The independent living philosophy

sees disability not as an individual

characteristic or “problem” but as a

relationship between the individual

and the entire environment in

which he or she lives. The environ-

ment includes everything fro m

physical surroundings to family

networks to quality of health and

long-term supportive services and

the federal and state policies that

a d d ress these issues. This re p o rt

emphasizes these environmental

factors in increasing independence

and reducing levels of disability.

The independent living movement

also seeks to change social attitudes

5

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.

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

disabilities want to remain in contro l

of their lives and should re c e i v e

the services they need to re m a i n

independent. As Judith E. Heumann

( c o - f o u n d e r, World Institute on

Disability) has put it, “Independent

living is not doing things by

yourself, it is being in control of

how things are done.” 

Highlights of Findings

P e o p l e ’s lives are changed in

u n p redictable ways when they or

family members need long-term

assistance with everyday activities.

Individuals with disabilities are

often surprised to learn that they

a re largely on their own in finding,

a rranging, and paying for such

s e rvices, which are rarely considere d

to be “medically necessary” by

health insurers. 

While long-term care has had 

a s t e reotypically negative image 

in the past, the reality is changing.

New technologies, new living

e n v i ronments, and new ways of

“staying in charge” are helping

people with disabilities to maintain

their independence. And we as a

society are recognizing that enviro n-

mental factors play critical roles in

either facilitating or undermining

the ability to remain independent. 

Our examination of historical

patterns and new data presents an

a p p a rent paradox—recent trends and

innovations, along with the growth

of the disability rights movements,

a re helping many more persons with

disabilities to live independently.

But persons 50 and older with

disabilities do not view their quality

of life as improving—no aspect of

life for which we have data has

shown a positive trend over the last

four years. In addition, it appears

that the already large gap in life

satisfaction between older persons

without disabilities and those with

disabilities may be growing. 

Pe rsons with Disabilities 50 and
Older Speak for T h e m s e l v e s

To learn directly from those affected

by policy decisions at the federal, state,

and local levels, AARP commissioned

H a rris Interactive to seek the views of

a nationally representative sample of

persons 50 and older with disabilities

on issues related to their disability,

quality of life, and experiences in

their communities.

The 1,102 respondents were a

h e t e rogeneous population in the

types of disabilities they have experi-

enced, the age of onset of these

disabilities, and their life experiences.

For example, a sizable majority (68%)

have a long-lasting condition that

limits their physical mobility, while

21 percent have a vision or hearing

i m p a i rment, and 19 percent have a

cognitive or emotional condition.

Nearly thre e - q u a rters of persons age

50 to 64 (73%) re p o rt that their

disability is “very/somewhat severe , ”

c o m p a red with 45 percent of those

65 and older. For a majority of persons

50 and older, the onset of disability

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

–Judith E. H e u m a n n
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o c c u rred between the ages of 40

and 64, a factor that was associated

with g reater severity of disability.

On average, the income of persons

50 and older with disabilities was

substantially lower than for persons

50 and older without disabilities,

a l t h o u g h their other demographic

characteristics were similar, e.g.,

g e n d e r, race/ethnicity, and geo-

graphic region. 

The quantitative findings from

the survey are summarized below,

along with other re p o rt findings.

But the numbers do not fully convey

the respondents’ individuality and

resiliency and the centrality of

independence and dignity in their

lives. When we asked open-ended

questions about hopes and concern s ,

their number one fear was loss of

i n d e p e n d e n c e . C o n t rol over decision

making also emerged as a major theme.

H e re is a sampling of verbatim responses by the 53 percent of re s p o n d e n t s
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. 
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Key Findings and
Policy Implications

Summarized below are key

findings from the entire re p o rt ,

including new analyses of the

federally sponsored National Long-

Te rm Care Surveys and the Medical

E x p e n d i t u re Panel Surv e y, and the

new AARP survey conducted by

Ha rris Interactive. We also draw out

the implications of these findings for

federal and state policy makers who

wish to remove barriers to indepen-

dence. (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 dire c t
c o n t rol over what long-term
supportive services they re c e i v e
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 contro l

over decisions about the services and

help they receive would cause a major

i m p rovement in their current lives.

For example, a large majority of

people with disabilities would pre f e r

to manage any publicly funded in-

home services themselves, rather than

have an agency do so. In addition, a

majority would prefer cash payments

for such home care services over

s e rvices provided directly by agencies. 

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
d i s a b i l i t y. This decline is good
n e w s, because it suggests that
early interventions to avert
declines in functional status
can work. In addition, t h e
p roportion of persons 65 and
older with disabilities in the
community who use assistive
technology but do not re q u i re
human assistance, i n c l u d i n g
people age 85 and older, h a s
i n c reased dramatically since
the mid-1980s.

The proportion of persons 65 and

older reporting only limitations in

“ i n s t rumental 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 pro p o rt i o n

of persons 65 and older with two or

m o re 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 incre a s i n g l y

i m p o rtant in helping individuals
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maintain independence. The share

of persons 65 and older living in

the community with at least one

limitation in any ADL who used

special equipment unaided by others

has more than doubled since the

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

addition, almost one-quarter of

persons 50 and older with disabilities

who do not use any special equip-

ment say that equipment such as a

hearing aid, wheelchair, cane, or

walker would make their lives easier.

Policy Implication: Encourage

the use of independence-enhanc-

ing technologies. A s s i s t i v e

technologies should be more widely

available and aff o rdable. These

technologies should be as readily

available as other forms of support,

and funding for them should be

integrated into programs pro v i d i n g

l o n g - t e rm supportive services. At the

v e ry least, “low-technology” devices,

such as canes and wheelchairs,

should be available to persons 50

and older with disabilities who

need them. Because a high pro p o r-

tion of persons with disabilities use

computers, new ways of using

computers to help older persons

with e v e ryday activities, including

online shopping for inform a t i o n

and services, should be pursued. 

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

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

Only about half of persons 50 and

older with disabilities re p o rt re c e i v i n g

any regular help with daily activities

from one or more people. The vast

majority of such help is the unpaid

assistance of family or other inform a l

caregivers. In addition, only one out

of three uses any community-based

s e rvice. Because there is no org a n i z e d

“system” for delivering serv i c e s ,

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:

• Almost one-quarter re p o rt needing

m o re help than they receive now

with basic daily activities, such as

bathing, cooking, or shopping. 

• One-half said they were not able

to do something they needed or

wanted to do in the past month

because of their disability. These

needs were very basic, such as

doing household chores, getting

some exercise, or getting out of

the house.

• M o re than one-third of home-

owners 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 
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live independently in their

communities. Medicaid is the major

public benefit program funding long-

t e rm supportive services for older

persons with disabilities. Federal and

state funding for home and commu-

nity-based services should be expanded

t h rough Medicaid, and the shift in

c u rrent funding from institutional to

community-based care in many states

should continue. More emphasis also

needs to be placed on recognizing the

rights of older persons with disabil-

ities to live in their communities and

obtain services in the least re s t r i c t i v e

e n v i ronment possible. 

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

of service options and to get

assistance in determining their

eligibility for public pro g r a m s .

4 . On avera g e, people with
disabilities 50 and older give
their community a grade of 
B-/C+ as a place to live for
people with disabilities. Wh i l e
some community feature s
receive good marks, o t h e rs are
rated poorly by persons with
d i s a b i l i t i e s, particularly public
t ra n s p o r t a t i o n . In addition,
many older residents of
f e d e rally subsidized housing
a re at risk of needing more
supportive housing enviro n-
ments with services.

Barely one-third of respondents

c u rrently give their communities 

a “B” or higher rating for having

dependable and accessible public

t r a n s p o rtation. Getting safely to

places they want to go is the second

most important concern persons

with disabilities have about their

communities. Among persons 65

and older with disabilities, the

p e rception that crime is a serious

p roblem in their neighborh o o d s

nearly doubled, from 4.5 percent to

8.2 percent between 1984 and 1999.

Residents in federally subsidized

housing for older persons share many

of the characteristics of those at high

risk of needing long-term supportive

s e rvices. Subsidized housing re s i d e n t s

are overwhelmingly female, report

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.

Policy Implication: Provide more

s u p p o rtive physical enviro n m e n t s

and livable communities. To be

m o re “livable,” communities must

include the physical features and

readily accessible services that enable

older residents to remain independent.

Better transportation is the top

priority; making communities safe

f rom crime is also important. While

much of the funding is federal and

state, housing and transport a t i o n

p rograms are often administere d

l o c a l l y. Local housing and transpor-

tation 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 re g a rding the

location of serv i c e s and commerc i a l

e s t a b l i s h m e n t s .
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Policy Implication: Reduce

b a rriers to “aging in place” for

persons with disabilities.

Funding for home modification

p rograms could have an immediate

impact on the ability of persons

with disabilities to remain indepen-

dent. Incentives to builders to

incorporate universal design into

homes would improve access for

persons with disabilities as well as

for families with young children.

In addition, target more funding

for services to residents in federally

subsidized housing. The high concen-

tration of residents needing support i v e

s e rvices calls for a special focus on

these settings, e.g., by including

service coordinators on the staff of

subsidized housing pro p e rties to help

bring services to people so they do

not have to move to obtain them.

5 . Family support remains stro n g,
but the impact of such tre n d s
as greater longevity, m o re
women in the labor forc e, a n d
g reater geographic dispers i o n
is now hitting home. Either in
p e rson or “at a distance,”
families are finding themselves
with new roles as care g i v e rs
to aging parents, spouses or
siblings, aging children with
developmental disabilities,
and other relatives and friends.
Ca re g i v e rs age 50 and older
often experience considera b l e
s t ress as a result of their
c a regiving ro l e s.

S t rong social support from families

and friends can protect against func-

tional decline and help individuals

cope with functional decline if it

occurs. While contact between

persons 65 and older with

disabilities and their families and

friends remains strong, it has

declined since the mid-1980s.

Larger social trends are affecting

the composition of families and

their roles as caregivers, including

the growing number of women in

the workforce who must juggle work

and caregiving re s p o n s i b i l i t i e s .

Among 50- to 64-year-old care g i v e r s ,

60 percent are working full- or

p a rt-time. In addition, significant

economic sacrifices during peak

e a rning years are common among

c a regivers 50 and older who have

been in the workforc e .

P a rents caring for aging childre n

with cognitive and developmental

disabilities re p resent a growing gro u p

in the older caregiver population. This

t rend reflects the emergence of two-

generation families in which pare n t s

among the older or oldest age gro u p s

a re caring for children who are in

their 50s and 60s.

A pre f e rence for family assistance

for help with everyday tasks is even

st ronger among persons 50 and older

with disabilities than among persons

50 and older in the general population.

This pre f e rence declines somewhat

when 24-hour care is needed. 

Policy Implication: Stre n g t h e n

s u p p o rts for family and other

i n f o rmal caregivers. As we have

seen, families and other inform a l

caregivers provide the overwhelming

s h a re of long-term supportive serv i c e s

for persons with disabilities. Their

unpaid efforts consume substantial

human resources and may result in

serious stresses in the caregivers’ own

lives. Providing respite care, adult day

care, and tax credits makes sense for
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both ethical and economic reasons.

In addition, caregivers in the work-

place need support, such as adequate

family and medical leave.

6 . Inadequate health insurance 
is at the top of the list of
p roblems experienced by
p e rsons with disabilities 50
and older, including those
with Medicare covera g e. I n
addition to gaps in covera g e,
such as the lack of covera g e
for prescription drugs, p ro b l e m s
range from inappropriate care
for chronic conditions to lack
of coordination between
medical care and long-term
supportive services for
p e rsons with disabilities.

People with disabilities say better

medical insurance is the number

one change that would be a major

i m p rovement in their lives. In

addition, one out of three persons

with disabilities re p o rts specific

needs, such as for particular therapies

or equipment, not covered by health

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

s u p p o rtive services. Finally, the

t rends 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

64 with disabilities rely much more

heavily on Medicaid than do those

without disabilities, but Medicaid

budgets are being cut in many states

due to budget crises. 

Policy Implication: Focus on

functioning and health-re l a t e d

quality of life, not just acute and

curative care, in our health care

system. In addition to filling gaps

in Medicare ’s benefit stru c t u re ,

such as p rescription drugs, we need

to provide s e rvices to help persons

with disabilities maintain or re s t o re

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

addition, coverage for the equipment

and therapies often needed by

persons with disabilities should be

expanded in both private and public

insurance programs. Finally, essential

Medicaid services, such as pre s c r i p t i o n

drug assistance, need to be protected

during tough fiscal times. 

7. Despite some improvements,
the quality of long-term suppor-
tive services is a pers i s t e n t
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
d i s a b i l i t i e s, such as pers o n a l
c a re attendants and nurs i n g
a s s i s t a n t s.

While the quality of care in nursing

homes has generally improved with
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the passage of the Nursing Home

Reform Act in 1987, problems with

quality of care and quality of life

persist. Tw o - t h i rds of persons 50 and

older with firsthand experience with

nursing homes believe the govern-

ment is not doing enough to enforc e

q u a l i t y standards. Low staffing levels

lead to poor care in nursing homes.

A c c o rding to a recent re p o rt sponsore d

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. 

D i fficulty in re c ruiting 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 re g i s t e re d

nurses is also increasing. Reports 

of quality problems also continue

in assisted living facilities, despite

e ff o rts to support residents’ privacy,

choice, and independence. Eff o rt s

to promote quality in support i v e

housing other than assisted living

have been sporadic at best. 

Policy Implication: Improve the

quality of long-term support i v e

s e rvices. One important element of

i m p roving quality would be tools

that enable individuals to use infor-

mation on quality in selecting serv i c e

p ro v i d e r s . A navigation system should

include up-to-date reports on quality

based on standardized measures of

each pro v i d e r ’s perf o rmance. In

addition, states need to do a better

job of overseeing providers of serv i c e s

through better measures of perform-

ance, better systems of re s p o n d i n g

to consumer complaints, and much

s t ronger enforcement action against

those who fail to provide quality

s e rvices. Providing funding to support

strong, independent ombudsman

programs would supplement those

f o rmal state eff o rts. 

Policy Implication: Increase 

the supply of frontline workers.

One way for states to improve the

stability of the workforce is to

p rovide reimbursements for long-

t e rm supportive services that are

adequate to pay for suff i c i e n t

numbers of suitably trained and

reasonably compensated workers.

P roviders can play an import a n t

role by developing more re s p o n s i v e

systems to improve morale and

reduce turnover among workers

p roviding long-term support i v e

s e rvices in all settings.

8. The costs of long-term
supportive services, w h i c h
individuals typically need at
the time their income is most
l i m i t e d , a re often unafford a b l e
to individuals with disabilities
and their families.

The need for long-term support i v e

s e rvices can be financially catastro-

phic to individuals with disabilities

and their families, even those with

substantial income and re s o u rces. 

A recent study estimated that only 

27 percent of older persons have

s u fficient income and assets to be able

to withstand a long-term care “shock”

totalling $150,000 over three years

without impoverishing themselves.

L o w e r- and middle-income Americans
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with disabilities often find that their

options are limited and out-of-pocket

costs are burdensome. In the

A A R P / H a rris Interactive surv e y,

persons 50 and older with disabilities

with incomes “in the middle” were

the income group most likely to

say that having a way to pay for

l o n g - t e rm supportive services (such

as help with bathing or shopping)

and equipment would be a major

i m p rovement in their lives. 

The high costs of a long-term

disability remain largely uninsure d .

Public programs such as Medicaid

pay only after individuals have spent

down their income and exhausted

their assets. Private health and long-

term care insurance account for only

11 percent of total long-term care

e x p e n d i t u res in the United States.

Disability income insurance policies

aimed at replacing lost wages usually

end by age 65 or earlier.

S e rvices in a nursing home average

$55,000 a year; hourly home care

agency rates average $37 for a licensed

practical nurse (LPN) and $18 for a

home health aide.

L o n g - t e rm care is the single larg e s t

component of direct health-re l a t e d

out-of-pocket spending by Medicare

beneficiaries, followed by spending

on prescription drugs. More o v e r, the

i n d i rect costs of providing long-term

s u p p o rtive services in the home, born e

by unpaid family members and

friends of persons with disabilities,

a re immeasurable. 

Policy Implication: Insure

individuals against the high

costs of long-term support i v e

services. Our nation’s current

financing stru c t u re relies too heavily

on individuals and families to bear

the financial burden of long-term

supportive services and other types

of assistance for persons with

disabilities. The financial burd e n

can be so large that, for many

individuals, including those with

middle incomes, the only altern a t i v e

is Medicaid, which requires impov-

erishment to receive benefits. 

Finding ways as a society to share

these unpredictable costs more widely

must become a national priority.

Expanding independent living

options for individuals will depend

on more societal responsibility for

financing—specifically our ability to

pool our re s o u rces and spread the

risk bro a d l y. A social insurance

p rogram for long-term support i v e

services based on functional criteria

should be the core of the solution,

complemented by private long-term

c a re insurance options, with solid

consumer protections, for those who

can aff o rd the premiums. In addition,

we need a better Medicaid safety net,

especially for home and community-

based services. Medicaid’s safety net

for lower-income individuals is

p a rticularly important to persons with

disabilities at this time of economic

u n c e rt a i n t y. Unfort u n a t e l y, when

state budgets face shortfalls, Medicaid

home and community-based serv i c e s

and other “optional” services may be

cut, since they are not mandatory.

F i n a l l y, coordination of the disparate

funding streams could lead to some

economies and eff i c i e n c i e s .
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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

d e s i re 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 diff e rence 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 indepen-

dence. Relatively small changes, such

as helping people make inexpensive

home modifications and obtain

assistive devices, can make a big

d i ff e rence. Other changes, such as

finding ways as a society to pay for

m o re long-term supportive serv i c e s

in homes and communities and

funding better transportation options,

will re q u i re more re s o u rces and

m o re collective will.

Our nation needs to address 

the unmet needs of persons with

disabilities. While 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.

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 gro u n d w o r k

now for major re f o rms, which will

re q u i re mobilizing public as well as

private re s o u rces 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 re f o rm of disability and

l o n g - t e rm care policies firmly on

the n a t i o n ’s agenda. 

As this re p o rt goes to press, the

economic downturn has led to crises

in state budgets, and many states are

p roposing to cut back home and

community-based services for older

persons and persons with disabil-

ities. 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

re p o rt can be implemented at

relatively low cost; others will take

substantial re s o u rces. 

This story is not just about data

and numbers. It is also about our

n a t i o n ’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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