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DEMOGRAPHIC CHARACTERISTICS, REHABILITATION OUTCOMES,
AND FAMILY CONCERNS OF INDIVIDUALS WHO
ARE OLDER AND BLIND
John E, Crews, D.P.A,

Western Michigan University, 1990

This study was conducted to create a description of
the demographic characteristics, rehabilitation outcomes,
and concerns of the family members of a group of people
who are older and blind. The sample for this study in-
cluded 112 people who were blind and over the age of S§5.
In addition, the study irzluded a description of the con-
cerns of 40 family members who had a spouse or parent who
was older and blind.

Five instruments where used to gather data for this
study. A survey instrument provided demographic data and
reported levels of productivity for each client. A
functional assessment form was used to characterize the
ability of clients to perform certain tasks at the begin-
ning and after the completion of rehabilitation services.
Exit productivity data were also cellected, Family mem-
bers completed a survey to report their concerns regard-
ing their family member at the beginning of services and
after rehabilitation services were completed.

The major findings showed that over two-thirds of

the individuals served in the program were women. The
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average age was 78, ranging in age from 55 to 103. Most
individuals reported an onset of vision impairment after
age 60, and most reported age-related eye pathologies.
Individuals in this study also reported significant age-
related disabilities. The research also revealed that
women generally continue to perform household tasks at
much greater levels than men.

The study also revealed strategies for measuring
rehabilitation outcomes, In addition, the study indi-
cated that gender and living arrangement appeared to be
important variables in establishing gains, sustained
levels of performance, and losses that these 112 individ-
uals reported.

Finally, this research indicated that family members
reported significant levels of concern regarding their
spouse or parent who is older and blind. After rehabili-
tation services were completed, each group of family
members reported lower levels of concern.

This study also reported the characteristics that
define rehabilitation concerns of aging and disability,
and it further made recommendations for additional areas

of research in aging, disability, and the family,
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CHAPTER I

INTRODUCTION

The '""Graying of America' has now become a ubiquitous
refrain defining public policy decisions affecting the
United States as the nation struggles to deal with large
numbers of its citizens who are aging, As the ranks of
the elderly swell, the consequences of the population
shift will be experienced at every level of our social
structure, As individuals attempt to come to terms with
their own aging process, families will struggle to care
for them, and policy makers will strive to make rational
decisions as they allocate scarce resources for increas-
ing demands. Nowhere will the demands be greater than
among older people who experience vision impairment and
other age—-related disabilities. For th>» first time, it
is age, not trauma or disease, that predicts blindness in
America, Wilson (1986) provided a sobering assegsment
when he recently observed,

The greatest number of disabled people is ob-

viously amongst the massive populations of

Africa, Asia and Latin America. However, the

highest prevalence of disability is almost

certainly found here in North America ameng

your elderly population, 7Take blindness for

example. In the total population of the United

States one person in 500 is blind, Over age 65

one American in 60 is blind--about equal to the

blindness rate in Bangladesh. Over age 80 one

1
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American in 16 is blind--equal to some of the
worst blindness areas of Africa. (p. 2)

While the prevalence of blindness among the elderly
points to the importance of this policy domain, the
increasing numbers of older people experiencing severe
vision impairment suggest the public policy imperative,
In the three decades between 1980 and 2010, for example,
the absolute number of severely visually impaired older
people will, in all probability, increase from 2,000,000
to 3,800,000,

The phenomenal advances in medical technology,
communication, and the explosion of knowledge and infor-
mation do nothing to respond to the needs of the most
fundamental unit of society--the family. As America
ages, policy makers and service providers must make
sound, responsive decisions to serve older blind people
and the families who care for and about them.

While the blindness system has a long and proud
history, it is in the 1990s that fundamental assumptions
can be tested. Policy makers have spoken for decades of
the need to serve older blind people; it is only now that
the discipline is sufficiently sophisticated to help
shape public policy in a meaningful way.

Studies addressing the concerns of older visually
impaired people have largely focused upon broad policy

issues associated with a lack of service or program
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models. Virtually no scholarly research has addressed
rehabilitation outcome measures that are available to the
field of blind rehabilitation. This paucity of research
is not a fault of the blindness system, but rather it
reflects the current status of evaluation research and
outcome measures. With the publication in 1980 of The
Int i 1 C] {ficati F I . ! Disabil-
ities, and Handicaps (ICIDH, World Health Organization,
1980), policy makers and practitioners have for the first
time develcped a rigorous theoretical model to frame
policy questions and develop outcome measures. Moreover,
this research cones at a time when sociologists, the
aging community, and individuals are increasingly inter-
ested in the impact of disability upon the family. The
Pioneering studies in disability and the family by E. M.
Brody (1981) and S. J. Brody (1978) occurred just as Wood
completed publishable drafts of the ICIDH. It is the
confluence of these two developments that makes this
research possible.

The aim of this research is threefold. The first
objective is to create an accurate description of a
population of older people who are blind. Practitioners,
researchers, and policy makers have only a minimal under-
standing of the characteristics of this group; therefore,
prudent policy and research decisions cannot be made with

accuracy or precision,
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The second objective of this research is to measure
rehabilitation outcomes among older people who are blind.
This portion of the research raises a series of questions
about how to establish protocols to quantify gains that
older blind people may experience as a result of a rehab-
ilitation intervention. At present, empirical data are
sadly lacking and are badly needed to characterize the
effectiveness of rehabilitation programs and to allocate
scarce resources,

The third objective of this study is to examine the
concerns of family members who are in a caregiving role
for an older blind person. This research focuses upon
issues that may create stress in normal family roles,
This portion of the research also measures changes in
caregivers’ concerns after a rehabilitation program has
been completed, While research has often focused upon
caregivers of older disabled people, no research has
addressed the specific concerns of caregivers of older
individuals who are blind.

None of these objectives is easily achieved. A
review of the literature reveals that as yet far more
questions are asked about aging, blindness, and the
family than are answered. Framing questions, however, is
a critical first step. For example, Fuhrer’s (1987)
observations define a significant domain of this

research, He writes,
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References to theory are lacking in most
studies of rehabilitation outcomes. As much
as anything else, this omission reflects un-
availability of well-elaborated theories of
rehabilitation and disablement. The paucity of
theory makes it difficult to organize knowledge
in the field of rehabilitation into a coherent
framework. Another result is an inability to
arrive deductively at wall formulated
hypotheses regarding new, potentially effec-
tive, interventions., Consequently, the devel-
opment of new treatment methods becomes a
matter of trial and error based on informed
speculation. Relationships among problens
encountered during service provision are not
made explicit, so attempted solutions tend to
be piecemeal, (p. 13)

Little satisfactory research has been accomplished in
outcome evaluation in rehabilitation, and virtually
nothing has been done in establishing outcome measures in
blind rehabilitation,

In her review of the literature of family caregiving
and the elderly, Horowitz (1985a) deals with broad issues
of aging and disability, and she concludes that a variety
of research needs remain. She asserts,

There is a critical need for evaluations of
interventions in support of families and older
persons for whom they care. Respite care,
financial incentives, tax proposals, skill
training, and support groups have all been
proposed as potential supports to families.
Controlled field studies are needed to deter-
mine their effects in improving the quality of
care on families, They also need to specify
the types of supports that are most appropriate
for different types of families and under vary-
ing caregiving conditions. (p. 234)

And, in addition, she says that, "The qualitative
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relationships between primary caregiver and the older
person, and how it affects and is affected by caregiving,
requires further specification (p. 235).

The concerns identified by Fuhrer (1987) and Horowitz
(1985a) address the central issues raised in this
research, 1In order to better serve elders experiencing
blindness, reseachers and policy makers must better
understand the characteristics of this population, 1In
all probability, the needs of older people who are blind
are more complex and fluid than policy makers have
assumed., While older blind people are undoubtedly a
heterogeneous group, it is imperative that they are
characterized accurately. Understating the problem may
mean that important services are not provided.
Overstating the problem may overwhelm policy makers.
Characterizing a group of older blind people in a manner
that respects their dignity, yet is empirical, creates an
important foundation upon which to build public policy.

In addition, policy makers have assumed that
rehabilitation services lead to greater independence and,
therefore, more satisfying lives. Thus, in order to
positively evaluate the effectiveness of a rehabilitation
program, practitioners must be able to demonstrate sus-
tained levels of independence or some increased

functional gain, albeit small. An intervention simply

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



must make a difference in the lives of the »eople it
purports to serve,

There is no question that as blindness affects the
life of an older person, it has some impact upon the
family. Here, too, it is imperative that the problem not
be understated or overstated. In order to better serve
those individuals thrust into caregiving roles,
researchers, practitioners, and policy makers must better
understand what concerns the family. Caregiving spouses
and adult children may have differing concerns that
create stress and tax resilience in different ways, and
the concerns of each may change as an older blind person
completes a rehabilitation program. Knowing these con-
cerns and the magnitude of change helps to direct public
policy decisions and theoretical inquiry.

This research is an effort that creates a foundation
of knowledge that leads to a better understanding of the
circumstances of older people who are blind, and it
suggests ways to measure changes that occur among this
population. This study, therefore, addresses three
issues: (1) it characterizes a group of older people who
are blind; (2) it develops outcome measures to quantify
rehabilitation gain; and (3) it characterizes the con-
cerns of the caregivers of blind elders. As a conse-
quence of this increased knowledge, rigorous questions

can be asked that lead to informed policy decisions.
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This research does not purport to design the ideal re-
habilitation model. It does, however, ask rigorous ques-
tions the answers to which should contribute to the body
of knowledge regarding blindness, aging, rehabilitation,
and the family. The aggregate of this research and
studies to follow should help to shape policy decisions

in the decades to come,.
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CHAPTER II

REVIEW OF THE LITERATURE

Although there are about three million older
Americans experiencing severe vision impairment (K. A.
Nelson, 1987), a recent American Foundation for the Blind
bibliography (Rosen, 1987) lists only 85 items dealing
with the topic of aging and blindness. This lack of
critical research is even more surprising when one
realizes that well over 75% of all those experiencing
severe vision impairment are older (National Center for
Health Statistics, 1986) . Virtually no critical atten-
tion has been given to exploring family relationships or
measuring rehabilitation outcome in interventions design-
ed for older people who are blind. There is, however, a
rich and growing body of gerontolcgical literature that
explores the impact of disability upon the family, and
much of it has ready application to blind elders. There
is, as well, an emerging body of rigorous research that
deals with measuring rehabilitation ocutcomes and is
applicable to blind rehabilitation. In order to under-
stand the complex issues of rehabilitation and the family
addressed in this research, it is useful to explore the

literature from a variety of disciplines,
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A review of the literature, therefore, must address
four broad issues that influence this research. The
first concern focuses upon demographics and the policy
domain of aging, disability, and severe vision impair-
ment, as well as the economic and social implications of
these increasingly complex matters. The second issue
deals with the role of rehabilitation as a service deliv-
ery model that is available to older people experiencing
vigsion impairment. The third topic addresses the role of
the family and the impact of aging and disability upon
this fundamental unit of our social structure, The final
issue concerns the development of outcome measures to
quantify functional gain. Understanding these issues
allows us to create a conceptual framework that leads to
a better understanding of policy decisions and the appli-
cation of those decisions for people who are both older

and disabled.
Demographic Pressures

The demographic realities facing this country are at
once sobering and encouraging., America cbviously is
graying, and the implications of the growth of the older
population will in time impact upon every thread of the
social fabric of this country. The family and the
economy, as well as the health and social support sys-

tems, will be affected. A Senate Select Committee on
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11
Aging report characterizes the increase in older citizens
as ''one of the most significant demographic trends of the
twentieth and twenty-first centuries' (U. S. Senate,
1984, p. 24). At the turn of the century, one person in
ten was over the age of 55, and in 1982 over one-fifth of
the population was over age 55. If current trends con-
tinue, by the year 2010 one-fourth of the total U. S.
population will be over the age of 55, and by the year
2050, one person in three will be over the age of 55
(Brotman, 1982), These figures, just as age itself, are
relative, Continued advances in medical technology may
very well increase life expectancy even beyond current
projections.

Age also has relative implications. Age S5 is no
more meaningful than the current accepted age of retire-
ment at age 65, established by Otto Von Bismarck long ago
(National Council on the Aging, 1977). The population
segments experiencing the greatest rate of growth are the
over 75 and over 85 population groups. In 1900, for
example, only 772,000 people in the United States were
between the ages of 75 and 84, and only 123,000 were 85
years of age or older; yet by 1980, 7,727,000 persons
were between the ages of 75 and 84, and 2,240,000 were 85
years or older, By the year 2050, the proportion of
those 85 and older will jump from 1% to 5% of the U. S.

population (National Council on the Aging, 1981). These
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12
trends have far-reaching policy implications since it is
generally the "older old,'" the frail elderly, who have
the greatest needs for social services, income mainten-
ance, and housing, as well as health and rehabilitative
services,

There are grave dangers in either overstating or
understating the condition of the elderly. Many older
people lead productive, vigorous lives well into advanced
years, and most older people live quite independently.
Yet the dynamics of aging invite a variety of factors
that lead to decreased independence and increased dis-
ease, Only 5% of all older U, S, citizens reside i=n
institutions at any one time (National Center for Health
Statistics, 1987). Although 85% of noninstitutionalized
Americans over the age of 65 have at least one chronic
health condition (Blake, 1984), over half (57%) of all
older people are free of functional limitations. Of the
remaining 43%, the National Center for Health Statistics
(1982) estimates that 17% are unable to carry out major
life activity; 21% are '"'limited in the amount of or kind
of activity'; and 5% are '"'limited, but not in major

activity."

Aging and Disability

Aging is not a disease process, but it marks a time

when the individual is increasingly exposed to the
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13
likelihood of disease. Moreover, diseases associated
with aging occur at a time when support systems and
resiliency may be limited. Williams (1984), the Director
of the National Institute on Aging, noted that two out of
three people will die as a disabled person, and Katz et
al. (1983) remarked, ''Instead of death, the end point of
active life expectancy is the loss of independence in
daily living" (p. 1218).

The numbers presented by demographers thus do not
tell the whole story. For the first time, development-
ally disabled people are living past middle age. In
addition, adults who have experienced trauma at an early
age are aging in larger numbers (Trieschmann, 1987) .
Finally, there are dramatic increases in those who have
become disabled because of trauma (especially falls) or
diseases which become more prevalent or intense among the
elderly (Fenderson, 1986). Often medical or surgical
interventions prove effective but create residual impair-
ment, Being old cannot be equated with Leing disabled,
but there is a direct relationship between the incidence
of impairment and advancing age (Blake, 1981; DeJong &
Lifchez, 1983; Myers, 1985).

Accurate data regarding the prevalence of impair-
ments are difficult to obtain. The best studies are
compiled through the Health Interview Surveys (HIS) of

the National Center for Health Statistics (NCHS). Never-

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



14
thelegs, since many older people have multiple impair-
ments, there may be a tendency to undercount impairments
or to focus upon the major disabling condition, Indeed,
sensory impairments (hearing and vision) may be neglected
because of the difficulty of obtaining diagnosis by
observation., Blake (1981, 1984) prov.ded data from
National Center for Health Statistics studies that offer
much insight into the condition of older disabled people.
The leading chronic health conditions for the oclder
population are presented in Table 1.

The quality of these data becomes immediately
sugpect, Vision impairment is defined as the inability
to read newspaper print with the best possible correc-
tion; therefore, the condition extends from severe vision
impairment (a visual acuity of about 20/100) to total
blindness. Moreover, the impairment of cerebral vascular
accident, that is, stroke, is hidden in hypertension,
heart disease, and arteriosclerosis. Alzheimer’s disease
does not appear because it is so often misdiagnosed. 1In
addition, Medicare and Medicaid treat Alzheimer’s as a
mental health condition and will only pay $250 annually
for care, Physicians, therefore, may tend to diagnose
Alzheimer’s as some other condition in order to allow for
third party pay, thereby relieving patients of extra-

ordinary health care expenses.
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Table 1

Chronic Conditions Reported by Noninstitutionalized
Persons, Aged 65 and Over

Condition Percent
Arthritis 44 .3
Hypertension 38.5
Hearing impairment 28.2
Heart disease 27.4
Arteriosclerosis 12.0
Visual impairment 11.9
Diabetes 8.0

Source: Blake, R. (1984). What disables the American
Elderly? Generations, 8(4), p. 6.
Used with permission of Generations.

Another NCHS study cited by Blake (1981) explores
the causes of death among persons over age 65. (See Table
2.) However, the data are suspect because an individual
may have multiple impairments at the time of death.

Also, the data are confusing because one cannot
relate death to impairment. For example, because of a
mobility disability an older person may travel slower and
exert considerable energy to cover limited territory;
the mobility disability may lead to extended exposure to

inclement weather that results in pneumonia,
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Table 2

Deathk Rates for the 10 Leading Causes of Death
for Ages 65 and Over, 1976

Rank and Cause of Death Deaths per 100,000
population
1, Diseases of the heart 2,393.5
2. Malignant neoplasms 979.0
3. Cerebrovascular diseases 694 .6
4, Influenza and pneumonia 211.1
S. Arteriosclerosis 1i22.2
6. Diabetes mellitus 108.1
7. Accidents 104.5
Motor Vehicle 25.2
All Other 79.3
8. Bronchitis, emphysema, & asthma 76.8
9. Cirrhosis of liver 36.5
10. Nephritis & nephrosis 25.0
11, All other causes 677.5

Source: Blake, R. (1981). Disabled older persons: A
demographic analysis., Journal of Rehabilitation,

47(4), p. 23.
Used with permission of the Journal of Rehkabil-—
{tation.

By the same token, a fall (accident) may occur
because a visual impairment restricts the ability of an

older person to see obstacles.
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Because these issues are so very complex and confus-
ing and because of conflict among the service models
assisting people who are disabled, it is no wonder that a
comprehensive national policy has not yet emerged. 1In
addition, there is a tendency to fragment the complexity
of these grave problems among specialized disciplines and
advocates of particular disabilities. The physician in
rehabilitation medicine, for example, may become so
involved with the medical model that the importance of
the family is forgotten. By the same token, those people
serving a specific disability, say blindness, may ignore
the impact of other disabilities on the rehabilitation
process. In a sense, simplifying the problem may be the
only way to keep these complex issues under control; yet
simplification ignores the fundamental reality of aging

and multiple disabilities.

Prevalence of Severe Vision Impairment

Researchers have been frustrated in their efforts to
determine the number of individuals experiencing severe
vision impairment or blindness. So-called ''legal blind-
ness' relies upon a clinical measure of visual acuity and
visual fields and is defined as an acuity of 20/200 or
worse in the better eye with the best possible correction
or a field restriction of twenty degrees or less (Kahn &

Moorehead, 1973). Good data regarding legal blindness
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have been difficult to obtain primarily because of the
extremely small population involved and the methodologi-
cal problems in gathering data.

The Model R ' ; 2 £ Statisti Blind
(Kirchner, 1985) is a roster of legally blind individuals
in sixteen states. These registers, unfortunately, have
often proven unsatisfactory. Kirchner asserts,

Because they depend on reported cases, state

blindness registers undercount the legally

blind population to an unknown degree, and

furthermore are probably biased--i.e., those

who are registered may not be representative of

all persons who could be defined as legally

blind. (. 4

Most research on severe vision impairment has relied
heavily uvpon data collected by the National Center for
Health Statistics (NCHS). The NCHS has developed a
series of functional questions addressing near, inter-
mediate, and distance vision tasks. Severe vision im-
pairment is defined as the inability to read newspaper
print with corrective lenses., Research over the last
decade has often cited statistics available from a 1977
NCHE study (NCHS, 1982) . For example, in a 197% article
Kirchner examined NCHS data and projected that 990,000
persons over the age of 65 could not read newspaper
print. Kirchner used NCHS prevalence rates and applied
them to census data to obtain her estimates; in addition,

she applied the prevalence rates to census projections

for the year 2000 and calculated a total of 1,760,000
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older people experiencing severe vision impairment, '‘an
increase of 78 percent!' (p. 76),.

Subsequently, in 1984 the National Center for Health
Statistics intensified its efforts to gather data about
older people. This additional study, the Supplement on
Aging (SOA), was much more rigorously designed and more
inclusive than earlier NCHS research, and the findings
underline the policy implications of an aging society
(National Center for Health Statistics, 1986), K. A,
Nelson (1987), referring to the 1979 Kirchner projection,

observed,

The future, it appears, has already arrived.
According to recently released data from the
National Center for Health Statistics (NCHS),
the number of noninstitutionalized elderly
people who were severely visually impaired in
1984--2,038,000--considerably surpassed the
number previously projected for the year 2000,
A comparison of 1984 and 1977 data shows that
the number of severely visually impaired elder-
ly persons is twice as great as previously
estimated. (p. 331)

Table 3 illustrates the application of 1977 NCHS
estimates to 1980 census data. Clearly, vision impair-
ment is age related. For those under the age of 24, the
prevalence of severe vision impairment is 0.5 per 1,000,
By contrast, for those over the age of 85 the prevalence
is 180 per 1,000, In other words, for those under age
24, one person in 2,000 experiences blindness or severe
vision impairment; for those over age 85, the incidence

is approximately 1 in S. Table 3 below helps to
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illustrate the gravity of the problem. This table, for
example, applies the 1977 NCHS study to 1980 census data,
and it reveals that a total of 1,670,000 individuals ex-
perienced severe vision impairment in the United States.

Of those, 1,250,000 are over the age of 65,

Table 3

Prevalence of Severe Vision Impairment
United States, 1980

u, S Prevalence Number with
Age range population per 1,000 severe vision

impairment
0-14 $1,290,339 0.528 27,081
15-24 42,486,828 0.528 22,433
25-34 37,081,839 1.230 45,610
35-44 25,634,710 1.680 43,066
45-54 22,799,787 4,800 109,438
55-64 21,702,875 7.800 169,282
65-74 15,580,605 22,300 347,447
75-84 7,728,755 64,900 501,596
85+ 2,240,067 180.500 404,332
Totals 226,545,805 6.6 1,670,285

Source: National Center for Health Statistics (1981)
applied to U. S. Bureau of the Census (1982)
data,
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Table 4 dramatically illustrates the impact of the
1984 National Center for Health Statistics (1986)
Supplement on Aging study, Table 4 stands in stark
contrast to Table 3. By applying the new prevalence
rates to 1980 census data, the total population of those
experiencing severe vision impairment surges from
1,670,000 to 2,474,000, The prevalence of severe vision
impairment for those between the ages of 65 and 74 in-
creased from 22.3 per 1,000 to 47 per 1,000; in the age
group 75-84, the prevalence increased from 64.9 to 99 per
1,000, and in the over age 85 age group, the prevalence
increased from 180 per 1,000 to 250 per 1,000. For non-
institutionalized individuals over the age of 85, one
person in four is unable to read newspaper print (K. A,
Nelson, 1987) . The increase in those over 65 experiencing
severe vision impairment based upon the two NCHS studies
increased from 1,250,000 to 2,057,000,

Projecting the population of older severely visually
impaired pecple into the future reveals numbers that are
far more alarming than planners had expected. Table 5
demonstrates the increase in the number of severely
visually impaired older people from 1960 to 2020. From
1980 to 2010, the number of severely impaired elders will
increase from 2,000,000 to 3,800,000. The population
roughly doubles during that thirty year period. In addi-

tion, increases in the over age 85 population begin to
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have an important effect. In the year 2000, the number
of those 85 and over experiencing severe vision impair-

ment begins to exceed the age graup 75 to 84.

Table 4

Prevalence of Severe Vigion Impairment
United States, 1980--Revised

Age range u. s. Prevalence Severe
population per 1,000 vision
impairment
0-14 51,290,339 0.528 27,081
15-24 42,486,828 0.528 22,433
25-34 37,081,839 1,230 45,610
35-44 25,634,710 1.680 43,066
45-54 22,799,787 4,800 109,438
55-64 21,702,875 7.800 169,282
65-74 15,580,605 47,000 732,288
75-84 7,728,755 99,000 765,147
85+ 2,240,067 250,000 560,016
Totals 226,545,805 2,474,361

Source: National Center for Health Statistics 1984

Supplement on Aging (1987) applied to 1980 U.S.
Bureau of the Census (1982) data.

Figure 1 illustrates increases among older people

who are saverely visually impaired in a graphic way,
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1960
65-74 516,859
75-84 458,716

85+ 232,250

1,207,825

Source:

Table 5

Prevalence of Severe Vision Impairment
Age 65+ in United States, 1960-2020

1970 1980 1990 2000 2010 2020
S5E4, 445 732,307 873,307 830,819 954,946 1,402, 24t
605, 781 765,151 1,024,551 1,219,482 1,220,274 1,434,110
377,750 560, 000 _.828,250 1,231,500 1,637,700 1,770,250

1,567,976 2,057,458 2,726,100 3,201,601 3,812,920 4,606, 60U

Natiopal Center for Health Statistics 1984 Supplement
on Aging (1987) prevalence rates applied to 1980 census
reports (U. S. Bureau of the Census, 1982),
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Available data also suggest that most older blind
people experience multiple impairments. The National
Center for Health Statistics (cited in Kirchner &
Peterson, 1980b) estimates that 79% of the visually im-
paired over the age of 65 have multiple disabilities,
pPrimarily hearing impairment, non-paralytic orthopedic
impairments, or complete/partial paralysis, The average
number of impairments among those with multiple impair-
ments is 2.49.

It is unclear to what degree severe vision impair-
ment is a factor that leads to institutionalization, a
serious concern among the elderly. Available information
suggests that elders who are visually impaired comprise a
disproportionately high percentage of nursing home pop-
ulations. A 1976 study indicates that 48.3% of all
nursing home residents in the United States experience
limitations of wvision: 32.5% have '‘some limitation';
12.8% experience ‘''severe limitation,' and 3.1% are ''un-
able to see'" (U, S, Bureau of the Census, 1978), Only
walking limitations (at 65.9%) exceed vision as a docu-
mented disability, These estimates are reinforced by a
survey of 5§56 nursing homes by the Industrial Home for the
Blind in New York, Of 5,376 residents examined in 1969,
13.3% were discovered to be legally blind (Salmon, 1969).
In many situations, however, vision problems are not

addressed because more visible impairments gain the
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attention of physicians or nursing home staffs. Peterson
and Kirchner (1980a) noted, ''One study of 27 nursing
homes reports that a mere 5% of visual problems were
identified by routine medical examinations; the remaining
95% were only discovered if the patient complained"

(p.402) ,
Medical and Rehabilitation Models

Given these realities, the so-called ''Medical Model"
that relies upon precise diagnosis and acute care no
longer responds to the rehabilitative needs of older peo-
ple. Preservation of life and the quantifiable success
in meeting that goal say nothing about the quality of
life and the degree of independence that the elderly
enjoy. Granger (1986) wrote,

Traditionally, medical ard allied health educa-

tors have focused on the curative aspects of

the disease process—--the diagnosis and treat-

ment of an organic impairment—--rather than the

long-term management of its consequences. Al-

though such an approach may be satisfactory for
treating acute conditions, it is inadequate

when caring for patients with chronic health

impairments. Diagnoses are an inadequate index

of health because the range of severity within

a diagnosis is often greater than among diag-

noses., (p. 28

lie rehabilitation model, however, has not been much
more responsive to the needs of older people (Benedict &

Ganikos, 19813 . In this country, rehabilitation is

clearly tied to educational outcomes for children and
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vocational outcomes foir' adults, Prior to the 1940s, not
much was done in the United States in the way of rehabil-
itation; those who survived with developmental disabili-
ties and physical disabilities were most often confined
to institutions or were cared for at home., In the 1940s,
however, rehabilitation efforts focused upon childhood
diseases, especially polio myelitis, and the needs of
disabled veterans who were casualties of World War II.
Because these veterans had worked and because work was a
valuable ethic, rehabilitation models came to stress
vocational ocutcomes as the only legitimate activity
falling under the rubric of rehabilitation. This
emphasis was also reflected in the 1950s as vocational
rehabilitation models moved away from war veterans to the
civilian population, and rehabilitation focused on indus-
trial trauma and injuries from automobile accidents. The
goal of these services reflected social concerns and the
cost of dependency but wvirtually ignored the cost of
failing to serve the elderly (Bowe, 1980).

In the 1960s and 1970s, individuals with develop-
mental disabilities were recognized as not inevitably
handicapped, and programs emerged to provide independent
living rehabilitation as well as vocational rehabilita-
tion. The returning veterans of the Viet Nam War helped
to redefine rehabilitation models. Many Viet Nam

veterans--young, educated, and aggressive-—~demanded that
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housing, education, and transportation be accessible. As
a result, barrier free legislation and to some extent in-
dependent living legislation have materialized.

The emerging philosophy of independent living reha-
bilitation is clearly applicable to the needs of older
disabled people. Yet, because of age bias and a rigid
model of vocational rehabilitation outcomes, the rehabil-
itation profession has had little to do with older
clients, Vocational rehabilitation programs have done
little to serve older workers, and for those requiring
independent living rehabilitation, legislative mandates
have prevented agencies from providing those services,
This trend is only now beginning to shift (Bozarth,
1981). Williams (1984) pointed to the value of rehabi-
litation, particularly geriatric rehabilitation, when he
wrote,

Rehabilitation is an approach, a philosophy,

and a point of view as much as it is a set of

techniques. The aim of rehabilitation, ''to

restore an individual to his/her former func-

tional and environmental status, or, alterna-

tively, to maintain or maximize function,'

should be at the heart of all of aging persons

in order to help them continue to live as full
a life as possible. (p. xiii)

Economic and Social Costs

While substantial resources are expended upon the
elderly, it is not clear whether policy decisions are

encouraging a wise use of scarce resources. The costs of
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caring for the elderly, for example, are becoming astro-
nomical. A recent report by the Population Reference
Bureau (1984), Death and Taxes: The Public Policy of
Living Longer, notes that one-fourth of the total federal
budget is currently spent on individuals 65 and older.
Furthermore, the study projects that by the year 2025,
perhaps S0% of the federal budget will be expended on
older people (Population Reference Bureau, 1984)., W:ile
the cost of nursing home care ranges from $15,000 to
$24,000 annually for an older person, all of these fig-
ures do not account for the impact of aging and disabili-
ty upon larger social issues, including health care fi-
nancing, the family, and social support systems.

Other social issues and conflicting public policies
only exacerbate the plight of older disabled people.
Older women comprise the fastest growing poverty group in
this country, and they are twice as likely to experience
poverty as their male counterparts. In 1978, one woman
in six over age 65 lived in poverty. Warlich (1983) con-
cluded, ""Indeed, poverty statistics suggest that for a
woman not to ponder her future economic circumstances
with caution, and in some cases despair, is to defy the
hard facts of economic reality" (p. 35). Elderly persons
who are minorities and those who live in rural areas face

additional obstacles (Browne, 1983).
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The aging network and the public policy that created
the Older Americans Act (P. L. 89-73, 1965) have largely
overlooked the rehabilitation needs of older disabled
people. The most popular and visible program funded by
this federal aging legislation is the Title III nutrition
program. While this program retains its popularity and
worth because of its health and social implications,
those older disabled people who have severe mobility
problems (about 20% of the older population) may often be
excluded (NCHS, 1982). The companion program—-—home
delivered meals—--while often worthwhile, may by contrast
reinforce dependency. There is, even in this network, an
implicit lack of recognition of the rehabilitation poten-
tial of the elderly (Myers, 198S).

The rehabilitation model, particularly geriatric
rehabilitation, is concerned with quality of life, and
this goal is often equated with the achievement of
optimum self care., Williams (1984) noted correctly and
wigely,

Another major consideration in the rehabilita-

tive approach to elderly persons is the impor-

tance of what may seem to be small gains in

function. Such ''small gains'' can make all the

difference between being able to live in one’s

own home and requiring care in a long term care

institution. (p. x1iii)

Williams further cites the example of maintaining the

individual’s ability to transfer from bed to chair to

wheelchair or commode. This level of independence would
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permit one to carry out most of life’s activities., The
scale tips both ways, however, and while small gains
allow for independence, small losses, over time, create
dependence. Granger (1986) underscored this issue when
he observed, '"It’s not bricks but feathers that make all
the difference'" (p. 99).

Cost-Benefit Analvsis I

Although the legislative history reveals consider-
able progress, the elderly continue to be served by a
hodge podge of programs and entitlements. No public
policy has evolved, and in fact, policies are inconsis-
tent and often create strong disincentives for the elder-
ly disabled individual. For example, while vast re-
sources are expended upon long term care, little is spent
on rehabilitative services that might avoid institution-
alization. Although the language of national policy
appears to suggest that the elderly and handicapped are
treated equally in federal legislation, that is simply
not true. The elderly disabled do not receive their fair
share of recognition or service in terms of rehabilita-
tive interventions (Myers, 1985). And Davis and
Onyemelukwe (1977) concluded: ''The impaired elderly are
used by advocacy groups to convince law makers to approve

funds, but in the final slicing of the cake the special

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



32
needs of the handicapped elderly are not properly
addressed' (p. 449).

Older people comprise over 75 % of the visually
impaired population; yet the elderly receive only about
10% of rehabilitation services, Virtually all the rehab-
ilitation services provided to younger visually impaired
people have been supported by the state—-federal vocation-—
al rehabilitation program. Until 1985 no federal ap-
Propriations were made to provide specifically for re-
habilitation services for the older blind. Cost-benefit
arguments that favor greater support for younger people
have historically been used to argue for continued fund-
ing for vocational rehabilitation programs (E. Berkowitz,
1985) . M. Berkowitz and E, Berkowitz (1983) observed,

Socn after the passage of the Vocational Reha-

bilitation Act in 1920, its advocates used the

rhetoric and logic that lie behind benefit-cost
analysis to justify the program’s existence.

They wanted to show that the taxpayers’ money

was being put to good use, or better yet, that

the program would return more than it took from

federal and state funds. The federal coordina-

ting council for the vocational rehabilitation
program stated the matter bluntly, '""The jus-
tification of vocational rehabilitation is

based on its economic returns to society. It

is primarily economic.'" (p. 2)

Advocates of vocational rehabilitation pushed the concept
of benefit-cost analysis to the limits., In the 1920s,

the director of the Wisconsin VR program figured costs

($11,659.36) and benefits ($1,722,419.,76) to the penny;
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yet Conley (1965) remained troubled because of the im-—
precise quality of the economic research. He wrote,

There has been an amazingly wide wvariability in
published benefit-cost ratios for the Vocation-
al Rehabilitation Program., Most estimates have
ranged between 5 and 35--all favorable. The
annoying variability is largely the consequence
of crude and speculative data, especially with
regard to mortality, job retention rates, fu-
ture earnings, and what would have happened
without rehabilitation; the use of different
discount rates; and the use of different cost
concepts., All computed benefit-cost ratios are
based upon incomplete measures of benefits
(most measure only the increase in earnings).
All benefit-cost studies had methodological
deficiencies in calculation of costs and bene-
fits which seriously distorted the results. (p.
99)

A study published by Rehabilitation International,
The E . £ Disabilitv: Int i 1P b ‘

takes a global point of view as its authors, Hammerman
and Maikowski (1981), wrestle with complex issues of
public social policy and economics:

Social scientists and economists have succeeded
in developing certain indices of social phe-
nomena. In general these measures are limited
by methodologies which reduce the phenomenon
analyzed in at least two dimensions: the ''so-
cial" phenomenon is isolated in time, and is
studied without reference to the processes by
which it came to appear; the ''social' phe-
nomenon is limited in space, and seen as a
self-contained entity separated from the '"eco-
nomic' sphere; it is not linked to the organ-
ization of production. As a result, indices
produce compartmentalized descriptions which do
not always take into account the linkages be-
tween different aspects of social reality.
Multiple dependencies exist between the system
of production, the social system, and the cul-
tural system. It is known that social measure-
ment systems must take into account these mul-
tiple dependencies if they are to predict cor-
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rectly the effects and implications of partic-

ular social policies. In other words, the

social must include the economic. As yet,

models of social and economic accounts systems

which recognize this integral relationship do

not exist, The analysis of problems in which

economic and social factors are very closgely

linked thus becomes extremely difficult, and,

quite obviously, the rehabilitation of disabled

people is one problem involving such close

linkages. (p. 102)

Intense debate has evolved in public policy dis-
cussions as economists, rehabilitation researchers, and
advocates have attempted to come to terms with defining
both monetary and nonmonetary benefits measuring rehabil-
itation and social gain. Clearly, economists are uncer-
tain about their ability to create adequate models be-
cause of the troublesome issues of measuring monetary and
nonmonetary costs and benefits, as well as a grave uncer-
tainty about calculating an appropriate discount rate to
evaluate the stream of benefits and costs (E. Berkowitz,
1985) .

Debate is even more heated with regard to the emerg-
ing issue of independent living that has evolved since
the passage of the Title VII amendments to the Rehabili-
tation Act of 1978 (P, L. 93-112, 1973). The independent
living movement champions the rights of disabled people
to be self-directive in creating choices and alternatives
for economic and social independence. Doyle and Rice

(1976) have defined this movement by writing,

Independent Living Rehabilitation has as its
ultimate objective, the ability of severely
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handicapped people to determine their own
destinies, to participate in all aspects of
society, and to contribute, as well as share
responsibility, in community life. . . . [It]
may be defined as control over one’s life based
on the choice of available options that
minimize reliance on others in making decisions
and in performing everyday activities. (p. 69)

Cost benefit arguments have, by and large, not been
used to justify programs for people who are older and
blind (Gross, 1979)., Available data, however, suggest
the potential to develop cost benefit models. The
prevalence of vision impairment among nursing home
residents is clearly higher than that of the general
older population, and as one would expect, residents of
nursing homes are older and experience greater disabling
conditions than the general older population (Kirchner &
Peterson, 1980b; NCHS, 1987). A 1976 Michigan Office of
Services to the Aging (OSA) study notes that 26% of the
elderly residing in institutions received only personal
care services, and an additional 12,7% received neither
personal care nor professional nursing care. In other
words, 38.7% of the elderly in institutions are receiving
more expensive and more extensive services than required
(Alternztives to Institutionalization, 1976).

These figures become more alarming when one recalls
that 48.3% of nursing home residents experience some

degree of visual limitation (U, S. Bureau of the Census,

1978) ; one would suspect that these two groups would
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merge to some extent. The OSA study concludes, however,

This is a strong indication that the national

long term care effort is misdirected. . . . The

reasons for this misdirection are many. The

health care system has always been "acute prob-

lem'" oriented, and little emphasis or attention

has been placed on the management of chronic

diseases. Groups supporting the need for high-

er appropriations for institutions are more or-

ganized politically to fight for their inter-

ests than have alternative service advocates,

when federal health care dollars are being

appropriated (Alternatives, 1976, p.10).

Often rehabilitation models support the concept of a
continuum of support services that encourages disabled
people to live as independently as possible and thereby
avoid institutionalization. A study at the Benjamin Rose
Institute in Cleveland measured the effect of home health
aides upon quality of life; the study found that people
receiving services in their homes had more favorable
perceptions of life satisfaction, and moreover, they
spent only one-seventh as much time in institutions over
a one-year period as did a control group (Nielson,
Blemhner, Bloom, Downs, & Beggs, 1972),.

The Michigan Department of Social Services (DSS) has
made a strong commitment to the concept of Adult Home
Help, a service funded though Title XIX, Medicaid funds
(Social Security Act, 1935, as amended). A 1982 DSS
report reveals that 19,3% of the Adult Home Help caseload

was comprised of older visually impaired persons; the

total Medicaid outlay for this population, 3,060 people,
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exceeded $7,300,000., Adult Home Help pays for chore
providers to perform tasks to sustain an older disabled
person at home; by contrast a rehabilitation service
would encourage an individual to learn strategies to
performs those tasks by themselves, Although Adult Home
Help funds in all probability are often well spent
because older visually impaired individuals are able to
remain at home, no one knows whether appropriate reha-
bilitation services could reduce these costs.

Of greater concern, however, is the cost of institu-
tional care and the issues raised by the Michigan Office

of Services to the Aging study (Alterpatives to Institu-

tionalization, 1976). The cost for nursing home care in

this country ranges between $15,000 and $24,000 annually.
If 15.9% of nursing home residents are severely visually
impaired, then this figure in Michigan would account for
8,873 people at an annual cost of at least $159,700,000,
Nationally, of the 1,550,100 people residing in nursing
homes, severe vision impairment would account for 246,465
people at an annual cost of at least $4.9 billion (Crews,
1887b) . While these figures appear startling, projecting
these costs into the future suggests even more staggering
costs,

Public policy has not seriously addressed issues of
aging and severe vision impairment because the prevalence

of vision impairment is a rather low incidence condition,
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and advocates of older visually impaired people are
largely unorganized and therefore ineffective. By con-
trast, recent strides in treatment of Alzheimer’s disease
illustrate how public policy decisions have changed
rapidly to respond to public demands. Not so many years
ago, no one had even heard of Alzheimer’s disease, al-
though people were aware of ''‘senile' old people who were
institutionalized. Attention to Alzheimer’s today has
created a high degree of public awareness; yet Alz-
heimer’s affects about 3 million people, not many more
than those who experience severe vision impairment,

While Medicaid, Medicare, and private insurance carriers
continue to treat Alzheimer’s as a mental rather then a
physical disorder, and therefore base their payments on
mental health reimbursement schedules, comparatively
large resources are being directed toward research--about
$36 million in 1986, The treatment, too, is beginning to
reflect a rehabilitation approach (Reifler & Teri, 1986).
Most attention has focused upon family members, especial-
ly in providing emotional and physical support as the
abilities of the Alzheimer’s patient decline (Mace &
Rabins, 1981). 1In recent years, however, a rehabili-
tation approach to serving Alzheimer’s patients has
experienced some success,

The current policy of ignoring the rehabilitation

needs of the older visually impaired person clearly has
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great economic implications. Moreover, while visually
impaired older people are institutionalized at 4 times
the rate of nonvisually-impaired older people, no study
has ever examined the degree to which vision impairment
is a risk factor which directly leads to institutional-
ization., While no one would reasonably argue that all
older blind people could avoid institutional care, even a
1% or 2% delay for only 1 or 2 years could have a sig-
nificant impact upon the $4.,9 billion annual outlay that
this country is already experiencing as it struggles to
pay its nursing home bill,

Granger (1986) noted the logical linkages between
economic costs and social benefits; he wrote,

Although rehabilitation is expensive, it is

often the most cost-effective method of reduc-

ing the burden of care that results from dis-
ability, Rehabilitation is a necessary part of
social policy if we are to maintain as many

elderly as possible at home with family members

or within appropriate community settings in

preference to custodial institutional place-
ment, (p. 33

Impact on the Family

In a 1985 article, Horowitz (1985a) observed,

Over the past several years we have witnessed
an explosion of professional and scholarly
interest in the family relationships of older
people and the implications of these relation-
ships for both the care of the frail elderly

and the well being of their caregiving families
(p. 194) .,
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As the body of literature has expanded, myths and stereo-
types have dissipated, and clinical and theoretical
attention have shifted to more complex and elusive
issues.

Scholarly concern has focused especially on the
frail elderly, those often characterized as being over
the age of 75. However, just as the clinical definition
of blindness does not predict disablement, age does not
predict frailty. Horowitz defined frailty as a time when
"the conditions under which reciprocal family exchanges
begin to shift and the move is made intoc a caregiving
relationship" (p. 195).

While relationships may shift, most older people
remain a part of family networks, Over 50% of the
elderly are married. Nearly three-quarters share a
household with another family member; 80% have at least
cne living child, and over 75% have siblings., Only 3% of
the noninstitutionalized elderly are kinless (Cicirelli,
1983; Shanas, 1979a, 1979b). Shanas (1979a) observed
that 84% of older people with living children have an
adult child living within an hour’s travel time, and
while intergenerational families often do not choose to
live with one another, they usually do preia2r to live
near each other (E. M. Brody & Lang, 1982; Sussman,
1977) . Half of all older people see their children

daily, and nearly three-fourths see a child at least once
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a week, For those who have no children, siblings provide
support, Cicirelli (1983) reported that while adult
children experience a wide range of attitudes towards
parents, most family members generally view the relation-
ship as warm and satisfying. Reciprocal mutual assist-
ance occurs throughout intergenerational relationships,
until health or financial status shifts. Whern health
fails, it is the family, not professionaiz, that typical-
ly emerge as caregivers (Shanas, 1979b).

E. M. Brody (1985a) and Shanas (1979a) have observed
that the family provides 80% of the caregiving to the
elderly disabled, and 80% of individuals requiring care-
giving rely upon family members (Gurland, Dean, Gurland,
& Cook, 1978) . The policy impact of this support becomes
apparent as one recognizes that for every person in a
nursing home, two equally disabled people reside in the
community to some degree dependent upon the family care-
giving support system (E. M., Brody, 1985a; Shanas,
1979b) . Indeed, it is clear that widowhood, living
alone, and childlessness are the most significant
predictors of institutionalization (Barney, 1977; Branch
& Jette, 1983; Shanas & Sussman, 1981). S. J. Brody
(1978) observed, ''The presence of the family and its
availability as a source of support are salient factors
in delaying, if not preventing, institutionalization of

the chronically ill older person' (p. 82). Those people,
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for example, with family support networks enter nursing
homes with much higher levels of impairment than those
for whom no family support is available (Barney, 1977;
Dunlap, 1980). Indeed, Horowitz (1985a) observed that
instituticnalization is precipitated not by the older
individual’s declining health, but by a failure in the
support system. She wrote,

For older people with family, exhaustion of

family resources, excessive burden on family

members, and change in family circumstances

were found to be more often the primary precip-

itant of nursing home placement than was a

change in the older person’s health status. (p.

199

Caregiving appears to follow a clear selection
hierarchy. The primary caregiver is the spouse, and if
no spouse is available, caregiving falls to the child,
primarily the daughter or daughter-in-law. If no child-
ren are available, caregiving roles are assumed by other
kin--siblings, grandchildren, nieces, or nephews., Rarely
do friends or neighbors assume caregiving responsibil-
ities (Silverstone & Horowitz, 1987)., In addition, as
one might expect, the closeness of the relationship
defines the extent of care provided. Spouses provide the
most care and in all probability tolerate greater levels
of disability (Cantor, 1983; Horowitz, 1985b) ., Children
provide intense care, as well., By contrast, friends and

neighbors typically provide only minimal levels of care

(Cantor, 1983).
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E. M. Brody (1985a) noted that as four generation
families become more typical, adult children may find
themselves caring for both an aging parent and an aging
grandparent. She further noted that children and parents
age together, and families are ''unrehearsed' for these
duties (E. M. Brody, 1986). Current social trends of
working women, smaller families, and dispersed families
only exacerbate a difficult situation. Those who tradi-
tionally assumed caregiving roles are simply too occupied
or unavailable to assume caregiving responsibilities., E.
M. Brody (1985a) asserted that '‘competing values and de-
mands' create '"emotional and economic costs" as families
attempt to preserve independence, The responsibility of
caring for a disabled parent upsets family stability and
creates conflict and tension as decisions are made about
caregiving duties or financial obligations. Just when
many adults expect to enjoy the rewards of middle age,
multiple competing demands are placed upon family mem-
bers. Tensions arise among adult children regarding
appropriate responses to parental needs, and demands on
adult children increase just as their capacity decreases
(E. M. Brody, 1983a; S. J. Brody, 1978; Horowitz, 1985a;
Shanas, 1979b), E. M. Brody (1985b) concluded,

Demands for parent care, then, occur at a time
of life when the adult children on whom the old
depend themselves may be experiencing age-re-
lated interpersonal losses, the onset of chron-
ic ailments, lower energy levels, and even

retirement. Their responsibilities often ex~
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tend both upward to the o0ld and downward to the
young. (p. 189)

Emotional stress and physical exhaustion often
result from the constant concern given to the older
disabled person’s health and safety, as well as the
necessity to redefine roles and relationships. Emotional
strains are characterized by lack of personal time,
restrictions in preferred activities, such as vacations,
and forced rearrangements of work schedules. Moreover,
the male spouse may find himself in an unfamiliar
nurturing role, or the female spouse may be forced to
become the ''buffer' between home and society, Children,
likewise, experience the stresses of caregiving roles.

E, M, Brody (1981, 1985a) has written of the "women-
in-the-middle" to characterize the role of adult women
attempting to care for a disabled parent while trying to
continue with work activities and the role of spouse and
parent, Indeed, it may be that the caregiving roles of
the female spouse and daughters often force women out of
the workforce (Cantor, 1983). Yet, Cantor (1983) found
that most women continue to work and care for their
nuclear families as well as their disabled parents or
spouse. Rather than relinquishing these responsibil-
ities, E. M. Brody (1985b) observed they sacrifice ''their

own free time, opportunities to relax, socialization,
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recreation, and the like" (p. 191). E. M, Brody
concluded,

Middle-aged women, then, may not only be

experiencing their own age-related problems,

but their responsibilities may peak rather than

diminish at this stage in their lives. Their

traditional roles as wives, homemakers, par-

ents, and grandparents have been augmented to

an extent greater than ever before by the role

of caregiver to an elderly person, Many such

women now have the additional role as paid

worker in the labor force (some because of

career commitment, but most because the money

is needed). Sixty percent of women between the

ages of 45 and 54 work, and an even more

surprising, 42% of women between 55 and 64 are

in the workforce. (p. 192)

Horowitz’s (1985a) survey of the caregiving litera-
ture reveals that the family provides support in four
areas: emotional suppcrt (social interaction and ‘‘cheer-
ing up'') , direct service provision (shopping, transporta-
tion, meal preparation, and personal care), mediation
with organizations (serving as a buffer to bureau-
cracies), and financial assistance. Given these multiple
roles of the family, Horowitz (1985a) and E. M. Brody
(1985b) asserted the necessity for families and service
providers to work together to serve both the older dis-
abled person and relieve caregiver stress, Horowitz
observed that contrary to popular belief, community
support systems do not substantially reduce the level of

family caregiving, Rather, formal support systems often

reduce stress or provide respite. Horowitz drew five
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conclusions about family support that serve to guide
policy decisions:

First, we know that having the family available
not only reduces the probability of insti-
tutionalization but also reduces the probabili-
ty of utilizing formal services in the commun-
ity. Second, when formal services are used,
the family continues to provide the major por-
tion of care. Third, higher levels of formal
service utilization tend to be associated with
higher levels of family care, suggesting that
it is the very impaired elderly who are receiv-
ing extensive assistance from both sectors,
Fourth, when family caregivers do approach
formal service providers, they tend to be very
selective and modest in their service requests,
often requesting far less than professionals
would have recommended. Fifth, the types of
services families report as most needed and
desirable typically represent some form of
respite from the ongoing responsibility of
care. (p. 224)

The Dilemma of Measuring Success

Service models make assumptions about the person
served: vocational rehabilitation demands work as an
outcome; the medical model defines success in terms of
healing; and the aging network defines itself by caregiv-
ing. Additional questionable assumptions are often made
by equating disease or physical impairment with function-
al ability. One does not have to look far to find an
example; a person experiencing a heart attack may often
draw unfounded conclusions about the period of recovery,
stamina, and appropriate range of activities. Con-

clusions may be drawn from personal experience or anec-

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



47

dotal information. The chances of all one’s assumptions
being correct are, indeed, remote, Moreover, the medical
model, which depends heavily upon accurate diagnosis,
often becomes inadequate, especially if the diagnosis is
one in which medical or surgical intervention appears
unproductive or inappropriate. A good example is Alz-
heimer’s Disease. A diagnosis of Alzheimer’s for many
suggests that nothing more can be done. A medical model
of illness ends with disease and does not adequately
account for the consequences of disease. It is becoming
increasingly clear that knowing the etiology is not
enough. The language further complicates the situation;
the words '"handicapped,' '‘disabled,' ''impaired,'' and
sometimes ''crippled' are used synonymously. Attention of
the most forward thinkers in the rehabilitation community
has consequently turned toward creating a unifying con-
ceptual framework for understanding the role of assess-
ment of functional ability.

Additional frustration evolves around the problem of
developing functional assessment tools in the rehabilita-
tion community because there is little agreement over
rehabilitation goals and outcomes, Different disabil-
ities as well as specific disciplines tend to focus on
narrow functional concerns, often to the exclusion of
others., In addition, data are collected so haphazardly

that practitioners and policy makers alike are unable to

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



48
aggregate data (Frey, 1984; Wood & Badley, 1980). Prob-
lems of functional assessment are compounded by the
conflict that often arises between the medical treatment
(curative) model and the rehabilitation model (Granger,
1986) . Mor=over, confusion occurs because there sften
appears to be little relationship between conducting
functional assessment and delivering rehabilitation ser-
vices, Granger (1986) noted the theoretical and prac-
tical utility of accurate assessment:

Functional assessment, as a means of deter-

mining service needs, can provide a suitable

conceptual framework by providing a common

understanding of functional capacity and over-

all well-being. The conceptualization of func-

tional status and services into standardized

components provides a basis for identifying,

with some precision, the ways that clients

present problems, (p. 32)

Fuhrer (1987) defined rehabilitation outcome '"as
changes produced by rehabilitation services in the lives
of service recipients and their envirenment' (p. 4), and
he goes on to argue that rehabilitation outcome studies
become ''equivocal'" (p. 4) because,

First, we know relatively little about how our

interventions produce changes in service

recipients, Therefore, we are unable to argue
cogently why a given change should have been
observed. Second, a multiplicity of factors

can produce changes that are observed. (p. 4)

Fuhrer’s (1987) review of rehabilitation outcome

studies led him to conclude that there are four 'pur-

poses' of rehabilitation outcome studies and two ''types."
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This two dimensional discussion is useful. Fuhrer ob-
served that the first purpose of evaluation focuses upon
management studies that evaluate the need for programs
and then monitoring for results in terms of conforming to
established program goals. He noted, '"In all of these
instances, evaluation activities are intended to be at
the service of management decision making of one kind or
another" (p. 4). The second purpose of evaluation in-
cludes quality assurance-oriented studies., These 'pro-
cedures are designed to identify and correct deficiencies
in the appropriateness and adequacy of client services"
(p. §). The third purpose is to contribute to the body
of theory and knowledge of rehabilitation. Fuhrer ob-

served, for example,

Many discipline-oriented outcome studies
conform to a research model comprised of five
classes of variables pertaining to: (1) service
recipients, (2) service recipients’ environ-
ment, (3) rehabilitation interventions, (4)
time, and (S) observed results., Service reci-
Pient variables may pertain to the types and
severity of impairments, diszabilities, or hand-
icaps as well as age, economic status, educa-
tional attainment, or intelligence. Environ-
mental factors may include degree of family
support, ethnic background, availability of
transportation, or status of the local economy.
Rehabilitation interventions deal with the
nature and intensity of the service provided,
Time, a frequently overlooked consideration,
may involve a variety of different intervals,

A good deal of current rehabilitation research
is devoted to understanding how results are
influenced by varying an intervention and
holding constant the other classes of vari-
ables. Other research holds constant the ser-
vice being provided and attempts to learn how
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outcomes can be predicted by characteristics in
the environment. (p., 5)

The fourth purpose of outcome studies includes examina-
tion of rehabilitation policy. Fuhrer notes that policy
research generally emerges from funding organizations,
and the research must be timely in order to assist in
policy decision making.

Blum (1974) and later Wood and Badley (1980)
reaffirmed Fuhrer’s (1987) hierarchy. Blum, for example,
expanded the hierarchical considerations by considering
the philosophical and ethical domains of evaluation. It
does not matter how effective a program is; if society
does not support it, lower levels of evaluation, in fact,
are no longer of importance,

In addition to his four purposes, Fuhrer (1987)
identified two types of "outcome analysis''-—effectiveness
and efficiency:

A program is effective to the extent that its

performance is congruent with expectations,

Efficiency is concerned with the relationship

between an intervention’s inputs and outputs.

It involves consideration, therefore, of the

intervention’s effectiveness with respect to

the resources consumed by it. (p. 6)

In addition, Fuhrer (1987) asserted there is a
general lack of theory behind functional assessment and
outcome measurement. He observed that,

References to theory are lacking in most

studies of rehabilitation outcomes. As much as

anything else, this omission reflects unavail-

ability of well elaborated theories of rehabil-
itation and disablement. The paucity of theory
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makes it difficult to organize knowlsdge in the
fields of rehabilitation into a coherent frame-
work. Another result is inability to arrive
deductively at well-formed hypotheses regarding
new, potentially effective interventions.
Consequently, the development of new treatment
methods becomes a matter of trial and error
based upon informed speculation., Relationships
among problems encountered during service
provision are not made explicit, so attempted
solutions tend to be piecemeal. (p. 13)

Frey (1984) addressed the conceptual model of func-
tional assessment in an historical context, and he
asserted, ''The inherent complexity of rehabilitation is
itself mirrored in the complexity of assessment issues"
(p. 11). He observed that the goal of rehabilitation is
""a process of integrating persons with physical or mental
impairments into the community life' that '‘assist(s]
these individuals in obtaining those roles, rights, and
responsibilities that define life in the surrounding
community.'" The gcal of assessment ''refers to a dynanmic
process of determining the quantitative and qualitative
needs of the client' that defines service plans and
establishes '"'baseline information required for evaluating
client progress and service effectiveness' (p. 12).

Frey (1984) acknowledged environmental and social
changes that led to shifts in assessment practices, and
he identified three historical periods defining policy
concerns: 1920-1940, 1940-1960, and 1960-1983. The

period 1920-1940 was marked by an interest in assessment

to measure loss of function in order to respond to
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emerging worker’s compensation laws; this period resulted
in an effort to clarify the distinction between anatom-

ical loss and functional ability.

The second pefiod, 1940-1960, marked a shift toward
""teaching the impaired person to use and adapt residual
capacities to reach maximum vocational potential, and to

get the most out of life as possible'" (p. 18). Frey
(1984) continued,

Development of the role of assessment during
this period was affected by three general fac-
tors: (1) the emergence of a holistic philo-
sophy in rehabilitation, (2) an increase in the
number of impaired people in the general popul-
ation and (3) legislative changes that extended
the scope and content of rehabilitation ser-
vices. No longer were measurements of range of
motion and muscle strength sufficient for
determining rehabilitation services. (p. 18)

These shifts in philosophy, population, and policy
created an enviranrment that challenged service delivery
models. Frey asserted,
Traditional methods of medical diagnosis and
classification of disease, and specification of
anatomical deficiencies, proved to be of little
value in setting up treatment strategies., Hos~
pital charts and medical records did little to
explain what a patient could and could not do
in his or her surrounding environment, (p. 19
The third period, 1960-1983 (ending with the publication
of his study), constituted an era that demanded account-
ability. The federal government expanded services to

individuals with developmental disabilities and invested

heavily in rehabilitation programs. Therefore, the Con-
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gress and federal agencies demanded accountability. The
concept of assessment expanded to include the individual
functioning in the environment. Frey (1984) concluded,

Information obtained from traditional assess-

ment approaches provided little relevant infor-

mation relating to ocutcomes of environmental

functioning and adaptation. No longer was the

purpose of assessment primarily to yield diag-

nostic labels., . . . Instead, the purpose of

assessment was extended to identify specific

client problems that could be ameliorated

through training and/or environmental modifica-

tion. This change in focus led to the develop-

ment of a type of assessment that has been

labeled ''behavioral assessment.' (p. 24)
Contemporary events continue te influence the role of
functional assessment. The independent living movement
demands recognition of the disabled individual’s control
over service provision, and, therefore, requires that
functional assessment be both relevant and client
centered (Nosek, 1987), Moreover, changes in health care
financing may demand new measures of accountability.
DeJong (1987) cited changes in medical reimbursement that
have evolved with the advent of diagnostic related groups
(DRGs), health maintenance organizations (HMOs), and
preferred provider organizations (PPQOs), and concluded,

The chill in medical rehabilitation’s spine is

that, as the health care market shifts to new

methods of payment, the effectiveness of

medical rehabilitation services will be sub-

jected to greater scrutiny. Herein lies the

concern for outcome measurement, (p. 264)

While DeJong’s comments are directed toward medical

rehabilitation, similar policy shifts may impact upon the

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



54
larger domain of vocational and independent living
rehabilitation.

Fuhrer’s (1987) discussion of outcome analysis
reinforces Frey’s (1984) observations about current
concerns of accountability. Fuhrer observed,

Rahabilitation outcome studies may have
different purposaes reflecting the interests of
pProgram managers, sponsors of the studies,
outcome analysts themselves, or the perceived
needs of audiences for which the information is
intended. Most of these purposes fall into one
of four groupings: (1) contributing to improv-
ed management cof the program commissioning the
study; (2) fulfilling quality assurance re-

quirements of the program; (3) producing a

foundation of generalizable knowledge for the

rehabilitation discipline, or (4) meeting the
needs of policy makers. Although these four
purposes are not mutually exclusive, studies
reflecting one or the other tend to be dif-

ferent in focus, scope, and resourcing. (p. 4)

Pioneering work to sort out these confusing, often
amorphous, issues has been conducted by Wood. 1In 1980,

the World Health Organization (WHO) under the guidance of
Wood proposed a classification system, Ihe International
Cl {Ficati £ I . ! Disabiliti 1 Hand=

icaps (ICIDH), that allowed practitioners to distinguish
between diagnosis (and etiology) and functional ability.
While Wood’s study conducted for the World Health Or-
ganization does not represent the first efforts to per-
form this task (Duckworth, 1984; Nagi, 1965), the work
does provide the most comprehensive and systematic class-

ification developed to date.
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The WHO conceptual model develped by Wood creates a
distinction between disability and disease and the conse-
quence of disease (WHO, 1980; Wood & Badley, 1980).
Wood defined four planes of experience in the WHO
conceptual model. In the first plane, "A chain of causal
circumstances, the ’etiology,’ gives rise to changes in
the structure or functioning of the body, the ’patho-
logy’"(p.25). If patholocical changes make themselves
evident, they '‘are described as ’manifestations’, which,
in medical parlance, are usually distinguished as
'symptoms and signs’' (p. 25). The following illustra-
tion reflects the medical model:
Etiology -—--> Pathology -—---> Manifestation
At the second plane, an individual becomes aware
that he or she is unhealthy, and behavior is affected as
"the pathological state is exteriorized' (p. 27). Conse-
quently, "[illlness heralds recognition of impairments,"
which Wood (WHO, 1980) defines as '‘any loss or abnor-
mality of psychological, physiological, or anatomical
structure or function'" (p. 27).
The third plane of experience occurs since '‘[the]
£ behavi f the individual } 14 i
as a result of this awareness, either consequentially or
cognitively. Common activities may become restricted,
and in this way the experience is objectified' (WHO, p.

26) . Disability, therefore, is defined as '"any
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restriction or lack (resulting from impairment) of
ability toc perform an activity in the manner or within
the range considered normal for a human being' (p. 28).

The fourth plane of experience, handicap, occurs as
"altered behavior or performance'' places ''the individual
at a disadvantage relative to others, thus socializing
the experience. This plane reflects the response of
society to the individual’s experience' (WHO, p. 25)., 1In
Wood’s (WHO, 1980) definition, handicap '"is a disadvan-
tage for a given individual, resulting from an impairment
or a disability, that limits or prevents the fulfillment
of a role that is normal (depending on age, sex, and
social and cultural factors) for that individual" (p.
29) . Thus, the last three planes of experience create a
conceptual scheme that defines three levels of concern:
the organ, the person, and the society (Granger, 1984),
Wood uses the terms ''disablement' as a collective
descriptor of the planes of experience defined by impair-
ment, disability, and handicap. See Figure 2,

Diseagse or —--> Impairment —--> Disability --> Handicap
Disorder

(int=rinsic
situation) (exteriorized) (objectified) (socialized)

Figure 2. Planes of Experience in Disablement,

Source: n nati agsification o
Inmpajirments, Digabilities, and Handicaps.
Geneva: World Health Organization, 1980,

Used with permission of WHO.
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Wood observed that this illustration ‘'‘suggests a simple
linear progression along the full sequence'': yet, ''the
situation is much more complex'" (p. 30). Disability and
handicap may or may not result from impairment. Wood

(WHO, 1980) observed,

Thus one can be impaired without being dis-

abled, and disabled without being handicapped.

The corollary of this is that there can be

striking disparities in the degree to which the

various elements of the sequence depart from

their respective norms, and, as a result, one

cannot assume consonance in the degrees of dis-

ability and handicap. (p. 30)

Some examples will serve to clarify these issues. A
person may have diabetic retinopathy (disease) resulting
in blindness (impairment) that limits his or her ability
to read (disability) that in turn prevents the individual
from finding employment (handicap). By way of contrast,
Wood (WHO, 1980) presented the example of someone who has
red-green color blindness (impairment). The impairment
would probably not restrict ability (disability), and
would not constitute a handicap unless it prevented him
or her from following an occupation.

The illustration below in Figure 3 from Granger and
Gresham (1984) helps to clarify these relationships. The

Granger and Gresham model becomes especially useful in

isolating the disciplines that attend to each area of dis-

ablement,
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(Organic Dysfunction)  (Difficulty with Tasks) (Social Disadvantage)
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LIMITATIONS IN USING SKILLS, PERFORMING ACTIVITIES,

AND FULFILLING SOCIAL ROLES
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Selected Selected Selected
Diagnostic Pertormance (Behavioral) Role
Descriptors Descriptors Descriptors

FUNCTIONAL ASSESSMENT OF ABILITIES AND ACTIVITIES
] ] ]

INTERVENTIONS: l

Medical and Adaptive Equipment and

: Supportive Services
Restorative Reduction of Physical an: %%caa' Policy
Therapy and Attitudinal Barriers Changes

ALL NEEDING LONG-RANGE COORDINATION TO IMPROVE
AND MAINTAIN FUNCTIONING

Figure 3. Functional Assessment in Rehabilitation
(Granger, 1984) .

Source: Granger, C. V. (1984). A conceptual model for
functional assessment., In C. V. Granger § G.
E. Gresham (Eds.), Eunctional assegsment in_
rehabilitation medicine. Baltimore: Williams
& Wilkins, p. 20,
Used with permission of Williams & Wilkins
Publishers,
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Although this classification system may appear rather
complex, the distinctions among impairment, disability, and
handicap become immediately useful in understanding public
policy and practical considerations in serving older dis-
abled people. Impairments are traditionally addressed by
the medical model and the medical community. Disability is
addressed as part of the rehabilitation model, by rehabilit-
ation medicine, vocational rehabilitation, and independent
living rehabilitation., Handicap, then, measures, in a broad
sense, the success the twc have in integrating an individual
into the community, and, therefore, is concerned with educa-
tion, employment, and social policy. Wood’s (WHO, 1980)
model forces us to move away from drawing conclusions that
equate impairment and disability, and this is a clear
strength of his conceptual model., Fuhrer (1987) writes,

The ICIDH affords a promising, albeit partiaui,

foundation for a satisfactory theory of dis-

ablement and the rehabilitation process. The

constructs of impairment, disability, and hand-

icap are cogently formulated, amenable to

operationalization, and potentially comprehen-

gsive from the standpoint of rehabilitation

program goals. A theory constructed on that

conceptual foundation would explain, for ex-

ample, why there are such prominent individual

differences in the severity of disability,

despite similar kinds and degrees of impair-

ment., A parallel effort will be required to

model essential characteristics of the reha-

bilitation process as they impact impairment,

disability, and handicap. (p. 14)

Just as the ICIDH framework creates distinctions

that tend to resolve difficulty in understanding the
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relationship between disease and the consequence of
disease, the model also serves to define practice and
policy issues. Wood and Badley (1980) suggest in an
essay following the publication of the ICIDH that a
systematic method of collecting data may not be par-
ticularly useful to the practitioner serving the patient
or client. The feedback system may be sufficiently
immediate that progress can be measured. Many practi-
tioners, for example, can readily observe client improve-
ment, The physician determines success as the patient
becomes well. The primary value of organizing functional
assessment schemes, however, occurs as data begin to he
aggregated. Wood and Badley describe a model of the
"caring system' illustrated below in Figure 4.

Because ''caring professionals' generally serve
patients or clients in some kind of organizational frame-
work, the ''caring organization' is forced to measure
resounrce utilization by the various bureaucratic means
available to it. Often, measures are defined in terms of
people served, units of service delivery, or dollars
expended. However, Wood and Badley asserted that effect-
iveness must also be measured by the positive effect of
the caregiving organization upon the individual:

The simplest requirement of a care system is

that some beneficial change in the individual’s

situation or status should result from contact

with the system. If no such change can be

detected, then the value of a given care
process is seriously open to question., The
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challenge can be met, therefore, by devising a
means of describing the status of the
individual in such a way that, by assessing
status when contact is first made and then
again after the system has responded, change
can be recorded. This change would provide a
measure of outcome, (p. 82)
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Figure 4. General Model of a Caring System
(Wood & Badley, 1980).

Source: Wood, P, H. N. & Badley, E. M. (1980). People
MWMWW! . hicl £ ec tively thei
problems and needs. National Institute of
Handicapped Research, Washington, DC: U, S.
Department of Education, p. 71,

Used with permission of the publisher.
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Aggregated data can be passed up through the
caregiving organization to direct management decisions
regarding the effectiveness of serving clients, the
efficiency of expending resources, and the focus of
policy decisions,

Wood and Badley (1980) do not underestimate the
power of the ICIDH scheme as it applies to evaluation.
They cited the work of Blum (1974) to define six planes
of evaluation. The first three, Wood and Badley assert-
ed, are the ones which generally receive serious atten-
tion. The first ''plane'' reports that an activity is
taking place; the second ‘''considers availability of
activity to a target population'' (p. 82),

While most evaluation activities focus on these two
issues, the third plane addresses efficiency to determine
the optimum outputs in relation to inputs. Of the fourth
plane, Wood and Badley (1980) contended:

The more telling component of evaluation con-

cerns the problems we have already considered,

what happens to the individuals who make up the

case load--i,e, have they benefited, or has

their status at least been altered in some way

by contact with the system? This relates to

effectiveness, the extent to which outcome

objectives are attained. As Cochran . . . has
shown, this 1s the most important question and

yet the one that has been looked at the least,

(p. 84)

The fifth plane evaluates the worth of a rehabilitation
activity, ''the effectiveness of a process' (p. 84). They

further argued that samples should be measured at two
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different moments in time: ''Differences in disablement
status could then be related to rehabilitation inputs'
(p. 84). Finally, of the sixth plane, they wrote:

The sixth plane of evaluation considers whether

the whole operation actually satisfies societal

value judgments. In other words, do the

activities of the system accomplish, cr are

they at least compatible with, societal goals?

This plane is evaluated in a totally different

way--by the ballot box and by deliberations of

controlling agencies such as Congress, for

State and Federal systems, and by continued

support or otherwise voluntary initiatives.

However, although this evaluation is essen-—

tially political, information can exert a

prowerful influence on the process. Much impact

can be made by emotive estimates of need,

although evidence that the system meets such

needs effectively is far more potent (p. 84).

The ICIDH framework becomes an elegant conceptual
model to distinguish between disease and the consequences
of disease, and it creates a consistency of terminology
that sorts out the domains of medical care, rehabili-
tation, and public policy. It also allows for communica-
tion to occur among disciplines, Used in conjunction
with other evaluation strategies, the ICIDH allows man-

agers and policy makers to address complex, perplexing

issues ranging from measuring outcomes to shaping policy.

Outcome Measures and Rehabilitation of Elders

There is broad disagreement about the function of
independent living rehabilitation. For those involved in

vocational rehabilitation, a job becomes the measure of
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success, and this is the value that has controlled public
policy decisions. Services to children have stressed
equal access to education in the least restrictive
environment, a much broader issue than employment, In
recent years disabled veterans and other disability
groups have championed the concept of independent living.
This issue began by focusing upon barrier free design but
has increasingly emphasized the concept of maximizing the
individual’s control over life choices. However, con-
ceptual models to measure success have not kept pace with
the sweeping changes occurring in the role of individuals
who are disabled in society.

As a result, an enormous amount of frustration has
evolved around the problems of developing assessment
tools in the rehabilitation community, There is, for
example, little agreement over rehabilitation goals and
outcomes, and therefore, different disability professions
tend to focus upon relatively narrow concerns to the
exclusion of broader issues. For example, blindness
evaluation systems may focus upon braille and cane skills
and exclude larger issues of social integration. Those
concerned with mental retardation may focus upon toilet-~
ing and self-care skills. Broad theories fail to tie
these diverse issues together, 1In addition, data are
collected so haphazardly that practitioners and policy

makers are unable to aggregate data (Frey, 1984) .
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Problems of functional assessment are further compounded
by conflicts that arise between the medical model and the
rehabilitation model.
As Fuhrer (1987) surveyed these changes in an
increasingly complex environment, he observed,
These and other tensions are resulting in a
reexamination of the basic premises of
rehabilitation, including its purposes and
Justifications. Outcome analysis is at the
forefront of such concerns because it encom-
passes the central question of what rehabili-
tation services ought to achieve for the person
receiving them., 1In turn, that question raises
the issue of what rehabilitation actually
achieves for the service recipients and how

those achievements can be identified and
measured, (p. 1)

As noted above, a comprehensive theory of rehabilitation
is lacking in terms of service models and outcome eval-
uation, Therefore, it is difficult to determine which of
the broad array of rehabilitation services are most use-
ful and achieve the desired outcomes., That is, it is
difficult to measure the effectiveness of a rehabili-
tation intervention. Wood’s (WHO, 1980) theoretical
model is useful in resolving these confusing issues, The
Int £ 1G] ificati £ 1 : , Disabil-
ities, and Handicaps (ICIDH) allows practitioners to
distinguish between diagnosis (and etiology) and func-
tional ability. Recall that in Wood’s model, impairment
is the result of disease, injury, or disorder; the model

characterizes the problem at the organ level. Disability
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generally defines the result of the impairment upon the
person, and therefore, disability characterizes an in-~
dividual’s ability to perform tasks. Finally, handicap
characterizes the social disadvantage that may result
from impairment or disability. Fuhrer (1987) charac-
terized Wood’s ICIDH model by asserting, '"A theory con-
structed on that conceptual foundation would explain, for
example, why there are such prominent individual dif-
ferences in the severity of disability, despite similar
kinds and degrees of impairment' (p. 13).

A graphic representation may help to illustrate and
simplify the complex environment of measuring rehabili-
tation outcomes among elders who are blind. A tradition-
al '"open systems' model is often used in business to
characterize the manufacturing process. In this model,
raw materials undergo some process that create finished
goods, Raw materials (steel, fabric, rubber, and plas-
tic) are the '"inputs' to the system. The manufacturing
process is the '"'throughput' that '"adds value' to the raw
materials and thus more can be charged for them, as, say,
steel, fabric, rubber, and plastic are transformed into
an automobile, The open systems model is illustrated in
Figure S.

The ''value added' quality is central to this
concept. Efficiency measures generally relate the costs

of inputs to outputs. In rehabilitation, input may be
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measured by referrals, and consequently, output is often
measured by the number of individuals served or the
number of rehabilitations achieved. Efficiency, then, is
measured in terms of the cost per individual or per unit
served, Organizations strive to reduce the cost per unit
of service to increase efficiency. However, the
efficiency measures say nothing about the quality of a
service or product. One can, for example, manufacture

poor quality automobiles very efficiently.

Input Throughput Output
"Value Added"

Figure 5. Open Systems Model.

However, by expanding the model, one can illustrate
the importance of measuring outcome in addition to out-
put. In order for a rehabilitation program to be 'ef-
fective' it must recult in a positive effect upon the
lives of the people it purports to serve, One might ask,
for example, can an individual perform more activities
after rehabilitation than before? More specifically, can

individuals perform activities they want to perform more
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successfully after rehabilitation? Measures of units of
service, that is, outputs, do not portray effectiveness,
Effectiveness addresses the impact of the throughput,
that is, the rehabilitation process, on defined outcomes.
The concept is portrayed in Figure 6.

In rehabilitation, input is measured by referrals
received and budget and manpower resources. Throughput
is described in terms of organizational characteristics
and types of services. Some examples may be low vision
services or family counseling, There are, of course,
multiple services and strategies, Output is exhibited in
successful rehabilitations and resources consumed. Out-
come becomes a key element here to measure rehabilitation
gain, The intervention must have a measurakle impact

upon the lives of service recipients to perform certain

tasks,
Effectiveness
I N
Input Throughput Output Outcome

Efficiency -

Figure 6. Enriched Open Systems Model.
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Most organizations are forced to balance efficiency
and effectiveness concerns. For example, the best teach-
ing--the most effective teaching--probably occurs during
ocne~to-one tutorials or very small groups. However,
costs become exceedingly high, By contrast, an efficient
strategy for teaching would be to have very large numbers
of students in one large lecture hall, While this ar-
rangement is efficient, effectiveness is probably com-
promised. Consequently, in teaching situations, some
balance is sought; one attempts to determine the largest
number of students that can be taught effectively. This
same dilemma occurs as virtually all organizations at-
tempt to conduct their business.

An outcome-based functional assessment gauges the
effectiveness of rehabilitation interventions, and these
quantitative measures in turn complement existing stra-
tegies to determine efficiency, While the importance of
quantitative measures need not be argued, it is important
that whatever measure is used be sufficiently sensitive
to small gains in functional terms,.

The dilemma of measuring organizational inputs and
outputs is that the practice does not determine whether
the individual is better off, People are not machines,
and the circumstances of older people are often fluid;
determining causality is difficult at best, Neverthe-

less, this simplified model may help to tease out

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



70
relevant issues that measure rehabilitation gain., The
intervention must ''add value'" to the lives of the people
it serves.

The discussion above points to the complexity of
creating an appropriate model for the rehabilitation of
elders, The ICIDH model, for example, emphasizes the
dilemma of confusing diagnosis with functional ability,
and that model asserts the importance of acknowledging
the social dimensions of disablement. Moreover, Frey
(1984) argues the gocal of rehabilitation focuses upon
assisting individuals to obtain the ''rights, roles, and
responsibilities'" (p. 12) that establish one’s identity
in the larger community. Yet, for older people, dis-
ability does not occur as a single, isolated event. It
occurs at a time when other demands and events often
compete to deny independence. As a consequence, the
chain of events that threatens independence may become

confusing and perplex efforts to determine cause,

A Model of Rehabilitation and Aging

A number of writers have addressed discrete char-
acteristics of a rehabilitation model for people who are
older and experience disability. However, these elements
have not led to a robust theoretical frame. Some of the
elements of such a model include issues of ''active and

dependent" life, sustained as well as increased function-
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al ability, small gains, and the social implications of
disability.

A model of rehabilitation services for older persons
must focus both upon the individual, the environment in
which he or she may live, and the context of the aging
process. Fulton and Katz (1986) help to define the con-
text of aging in their study of 'active' and '‘dependent”
life expectancy. For example, they argque that an in-
dividual between the ages of 65 and 69 has a life expect-
ancy of 16.5 years, They classify life expectancy into
two categories, and they assert that a 65 years old would
experience 10 years of ''active life'" and 6.5 years of
""dependent life'' (see Table 6). For purposes of this
study, Fulton and Katz define '"independent' as inde-
pendent in six activities of daily living, including
bathing, dressing, transferring, eating, personal groom-
ing, and walking across a room. “Dependént” is defined
as being dependent on another person for at least one of
these activities,

This distinction between dependence and independence
points to the important roles of rehabilitation among
elders. In this context, the goal of rehabilitation is
to preserve independence for as long as possible and to
mitigate against dependency as much as possible., There
is no question that at some point many older people will

experience dependency, but if independence can be main-
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tained for, say, a full 10 years for a 65 year old, then

rehabilitation must be judged successful.

Table 6

Active and Dependent Life Expectancy

Life Active Dependent Age Age
Age expect-—- life life begin end
group ancy expectancy expectancy dependency dependency
65-69 16.5 10.0 6.5 75.0 81.5
70-74 14,1 8.1 6.0 78.1 84.1
75-79 11.6 6.8 4.8 81.8 86.6
80-84 8.S 4.7 4.2 84,7 88.9
85+ 7.3 2.9 4.4 87.9 92.3
Source: Fulton, J. P. & Katz, S. (1986). Characteristics

of the disabled elderly and implications for
rehabilitation. In S. J. Brody & G. E, Ruff
(Eds.), Aging and rehabilitation: Advances in
the gtate of the art. New York: Springer, p.
27.

Used with permission of Springer Publishing
Company.

S. J. Brody (1986) and Williams (1984) defined the

second dimension of an appropriate model of rehabili-

tation for older people. They acknowledged that sustain-

ing a level of function may be equally important to in-

creasing function. The goal of rehabilitation, S, J.

Brody (1986) wrote, is '‘to achieve maximum physical and

mental restoration and/or maintenance of functional
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skills for independent living and the prevention of
institutionalization'" (p. xvii). Maintenance becomes a
critical concept. As people age, the cascade of events
associated with aging and disability may suggest that
maintaining a given functional level is a desirable
outcome that sustains quality of life.

A third dimension of rehabilitation has to do with
expectations. Williams (1984) wrote of the importance of
“small gains,' and he cited the example of transferring
from wheelchair to bed to commode, He noted that small
gains may make the difference between an independent and
institutional living arrangement, and he asserted the
importance of small gains for increasing an individual’s
quality of life,

A fourth characteristic of a rehabilitation model
for elders must consider the distinction between dis-
ability and handicap that the ICIDH proposes. A rehabil-
itation intervention may be able to successfully address
disability issues, and thus increase a person’s ability
to perform various tasks. Of greater importance, how-
ever, may be strategies to reduce handicap. Even if an
individual experienced reduced capacity to perform cer-
tain tasks, the ability to sustain or increase social
integration, that is, issues related to quality of life,

may be of greater value to the individual.
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A fifth characteristic of a rehabilitation model for
older people must be a recognition of the remarkably
heterogeneous quality of elders. Their needs and support
systems undoubtedly vary considerably. Their resiliency
and response to disability may also represent a wide
range of human experience, Even the breadth of the age
range suggests a wide variety of needs. The condition of
being older and disabled does not sufficiently degcribe
or predict the rehabilitation needs of a particular
individual,

Kemp (1990) asserts the importance of the
psychosocial dimensions of this model. He wrote, for
example, ""By definition chronic diseases cannot be cured,
Success of an intervention, therefore, cannot be measured
in terms of physical recovery. Chronic diseases that
result in disability must be viewed in terms of helping
the individual adapt to a life that is permanently
changed' (p. 42). Kemp classified changes in three
areas: ''These changes include (1) a decrease in daily
living skills and social independence, (2) an impact on
sources of life satisfaction, and (3) the potential

impact a disability has upon self-esteem' (p. 42).
Conclusion

Blindness agencies have been largely unsuccessful in

establishing a rehabilitation model for severely visually
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impaired older persons as a national public policy. O0ld-
er severely visually impaired people have been able to
achieve a high degree of independence in those situations
where rehabilitation efforts have addressed issues of
functional independence--most notably communication
skills (braille, large print, recording devices),
mobility (cane travel, public transportation), activities
of daily living (meal preparation, telling time, iden-
tifying coins and currency), and low vision (Crews, 1984,
1987a; Gross, 1979; Myers, 198l; Perlman, 1977). These
generic rehabilitation issues parallel the rehabilitation
model used with stroke patients. Yet, blind rehabilita-
tion is not third party payable by Medicare, Medicaid, or
private insurance carriers. Moreover, few units of
rehabilitation hospitals address the issues of severe
vision impairment, State blindness agencies have tradi-
tionally served younger blind people with vocational
potential, and state blindness agencies have often been
frustrated in their efforts to serve older people utiliz-
ing a vocational goal of "homemaker' (Crews, Frey, &
Peterson, 1987; Koestler, 1976; Scott, 1969). Congress-
man Edward Roybal held Congressional hearings in 1985,
but only $5 million was appropriated to serve older blind
people (Select Committee on Aging, 1985). While the
hearings provided a forum, and while the funding was a

step in the right direction, these resources are simply
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inadequate to meet the need. Private blindness agencies
have often served the interests of older people, but
their financial resources are traditionally very limited,
and they generally serve only metropolitan areas
(Koestler, 1976). Since most older blind people are
poorer, more disabled, and generally comprised of larger
numbers of women (U. S, Bureau of the Census, 1982),
larger aging issues of poverty, rural and urban issues,
and women’s concerns have particular significance for
this population., As a result, older blind people have
few options,

Because so few rehabilitation options exist, it is
no wonder that many older visually impaired and blind
people are forced to reside in institutional settings
rather than more independent environments. It is no
wonder, as well, that older blind people make greater
demands on the family than they would like, and that
existing social agencies and support systems do not know
how to respond to the needs of their older visually
impaired constituents,

Clearly, the issues confronting policy makers are
both grave and complex. While most older people are
enjoying productive, vigorous retirement years, for those
who are visually impaired and experience other age-
related disabilities, retirement may become a time of

desperation. With the general aging of society, the
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incidence of aging and blindness will likely become
commonplace. These events do not, of course, occur in
isolation. Blindness and disability impact upon the
family and test its resources and resiliency. Chronic
disability tests the methods and disposition of the
medical profegssion geared to generating accurate
diagnoses and acute care. Aging and blindness also test
the assumptions of service providers and policy makers
who, serving this population, must account for resource
utilization., Increasingly difficult questions will be
asked about assessment and evaluation as hard policy
decisions are made, This review of the literature
reveals the complexity of the issues before us; it also
frames the direction for informed, intelligent decisions
that will create opportunities to be respcnsive as

services are designed for this emerging population,
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CHAPTER III

METHODS AND PROCEDURES
The Problem

As the literature review demonstrates, very little
knowledge exists about the characteristics of older peo-
ple who are blind. There is, as well, little knowledge
about rehabilitation outcomes for older blind people, and
there is scant research exploring family concerns among
older blind people and their family members. Each of
these issues is critical in establishing policies that
create appropriate, responsive programs for older people
who are blind, and each issue must be better understood
before more rigorous research designs can be constructed
to assess theoretical and applied issues, This research,
therefore, is concerned with establishing a knowledge
base about older people who are blind, rehabilitation
outcomes, and family concerns that can lead to applied
policy formulation and rigorous theoretical inquiry.

Three research questions provide the framework for

this study:

78
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1. What are the characteristics of a group of older
blind people who seek and receive rehabilitation
services?

1A, What are the age, gender, ethnic charac-
teristics, marital status, health concerns, and living
arrangements of this group?

1B. What levels of productivity do these indi-
viduals report?

2, What are appropriate strategies for measuring
rehabilitation gain among older people experiencing
severe vision impairment?

2A. What are strategies for presenting rehabi-
litation gain?

2B, In what areas do elders who are blind
demonstrate rehabilitation gain after receiving rehabili-
tation services?

2C., What impact do gender, health, and living
arrangements have upon rehabilitation ocutcomes?

2D. What impact does the completion of rehabi-
litation services have upon reported levels of produc-
tivity?

3. What are the concerns of spouses and adult
children regarding an older family member experiencing
blindness?

3A. What are the concerns of spouses and adult

children at the beginning of rehabilitation services?
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3B. How do the concerns of spousesg and adult
children change after rehabilitation services?

Not much is known about the social and demographic
characteristics of older people experiencing severe
vision impairment. The first step in this research,
therefore, is to accurately describe the characteristics
of a population of older people who have experienced a
rehabilitation program. The methodological consider-
ations of describing older people who are blind as well
as measuring rehabilitation outcomes and the concerns of
the family merge disciplines concerned with aging, blind-
ness, disability, and rehabilitation.

The primary emphasis of this study concerns the de-
velopment of a body of knowledge as it applies to the
rehabilitation of older people who are blind. Moreover,
it contains dimensions that allow for program evaluation
and policy analysis. In addition, this framework under-
lines the ambiguous qualities of research addressing the
issues of a rehabilitation model for elderly blind in-
dividuals. It is, for example, difficult to gauge the
impact of rehabilitation, and similarly, it is difficult
to measure outcomes with an older population whose health
and support systems may be fragile. Any research must
recognize the remarkably heterogenous characteristics of

an older population group.
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In the program under investigation, training in
various independent living skills is provided to individ-
uals who are older and blind. 1In theory, training leads
to increased ability to perform tasks (reducing disabili-~
ty); increased skills should lead to more productive
activities and social integration (thereby reducing
handicap). For example, increased abilities in travel
skills should lead to more productivity (through in-
creased skill, confidence, and motivation) as evident in
vigsiting friends or relatives, Likewise, involvement of
an older person in a rehabilitation program should reduce
family concerns, If, indeed, the family perceives the
older blind person to be more independent, the family
should be less concerned about such issues as, say,
safety. If this happens, then family members’ produc-
tivity may also increase as,; for example, a daughter
feels more assured and returns to work or takes vaca-

tions.

Subjects

The first two research questions are addressed by
data from 112 clients served by the Independent Living
Rehabilitation Program of the Michigan Commission for the
Blind. Individuals are referred into the program in a
wide variety of ways; a referral is most likely to come

through the informal network established by consumers of
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service, Individuals must be legally blind and over the
age of SS in order to be eligible for service. However,
eligible clients may choose not to participate in the re-
habilitation program offered to them. 1In addition,
potentially eligible clients may not seek out services
from the agency even if they are aware of them. It is
important to recognize, therefore, that a self-selection
process is involwved in obtaining rehabilitation services.

The third research question in this study is ad-
dressed by a body of data from 40 family members. This
group does not represent a subgroup from the 112 individ-
uals receiving rehabilitation services. Family members
may choose whether they will participate in the program,
and therefore, represent a second self-selection process,
This study, therefore, is only concerned with oclder peo-
pPle who are legally blind who have completed rehabil-
itation services, and it only involves family members who
express an interest in participating in this rehabilita-
tion programn,

While the elderly population as a whole is remark-
ably heterogeneous, the client pool in recent years has
proven to be equally heterogeneous. The average age is
almost 77, but the range is from 55 to 103, Two-thirds
of the clients are women, and nearly 63% are either un-
married or have no surviving spouse, Their education

ranges from O to 18 years, with an average of 10 years.
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Most experience secondary health conditions that are at

least as severe as those of the general older population,

Instrumentation

Five instruments were used in this research to
gather information on the characteristics of the sample,
measure outcomes, and gauge the concerns of the family:
(1> The Survey of Rehabilitation Services (Michigan De-
partment of Labor, 1987b), (2) The Tunctional Assessment
Report (Michigan Department of Labor, 1987a), (3) Family
Survey (Michigan Commission for the Blind, n. 4.), (4
Family Exit Survey (Michigan Commission for the Blind, n,
d.), and (8) Exit Survey for Rehabilitation Services

(Michigan Department of Labor, n. d.).
Di . £ Inst .
S f Rehabilitati S .

The Survey of Rehabilitation Services captures demo-
graphic data, including age, gender, ethnic origin, mari-
tal status, education, and eye condition (See Appendix
A). Moreover, the survey captures information about ac-
tive pathologies that may or may not be secondary to
blindness., The general health section reports current
perception of health, the number of days that health has

restricted activities, and the number of days of recent
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hospitalization. This instrument also notes how the old-
er blind individual ambulates as well as the method of
mobility that is employed. Orientation within the home,
neighborhood, and community are also reported.

Finally, this survey instrument gathers information
regarding 14 measures of productivity. The following
items are included: (1) meal preparation, (2) house
cleaning, (3) laundry, (4) dishes, (5) food shopping, (6)
supervision of children/adults, (7) yardwork, gardening,
(8) public entertainment, (9) community center, (10)
shopping (other than food), (11) visiting friends and
relatives, (12) watch TV/listen to radio, (13) read news-—
papers/magazines, and (14) have friends or relatives
visit,

All of these responses are client self report, and
the respondent can indicate frequency in performing each
of the activities by selecting one of the following cate-
gories: not _done, once per week or less, a few times per
week, and daily. Given the circumstances of the partic-
ular individual, patterns begin to emerge that charac-
terize the person’s level of health and general level of
productivity. One would expect, for example, that an
individual who is younger, healthier, and more productive
will have different rehabilitation needs from someone who
is considerably older, less healthy, and less productive.

By aggregating data from this instrument, it is possible

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



85
to describe in some detail the varied characteristics of

this population.

Ihe Functional Assessment Revort

This evaluation tool is used to gauge functional
ability both when an individual begins a rehabilitation
program and when that individual concludes training.

This cdavice is based on the conceptual model of the
International Classification of Impairments, Disabil-
ities, and Handicaps (ICIDH, World Health Organization,
1980) . The Functional Assessment Report characterizes
disability as it is presented in the ICIDH model, It
has emerged as a result of several refinements using the
ICIDH protocol. An original instrument was 23 pages long
and used the ICIDH severity and outlook scales., It was
field tested over a 2 year period. After numerous revis-
ions, this instrument was reduced to a S7 item assessment
that uses a two-dimensional measurement scale.

The assessment includes nine items dealing with
orientation and mobility, four items concerning personal
management, seven tasks associated with eating, four
vision tasks, three hearing items, and six communication
items. Ten tasks address kitchen skills, eight items
concern home management, and three questions address time
and money. In addition, one question deals with lifting

and bending, another addresses safety (see Appendix B) .,
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The 57 items on the Functional Assessment Report are

as follows:

Orientation and Mobility

. Walk one block/flat surface
Uneven terrain/up 20 stairs
Standing/sitting, lying position
. Into/out of bus, public
transportation

Ride distanced

Street crossing

Carry small package one block
To/from grocery store
Locating items while shopping

W

wo~NO

Personal Management
10. Dressing
1l1. Finding/organizing bathing items
12. Hygiene tasks
13. Using tub/shower
14, Selecting/matching clothes

Eating
15. Pouring from a pitcher
16. Dishing out food
17. Using cup or glass
18. Cutting meat
19. Buttering bread
20. Salt and peppering
21. Eating tasks

Low Vision
22, Spot reading
23. Continuous reading
24, Distance vision(TV, faces)
25. Distinguishing colors

Hearing
26. Hearing normal speech
27. Hearing during interview
28. Speaking/expressing

Communications
29. Printing/writing
30. Signature
31. Braille
32. Typing
33. Tape recording devices
34, Telephone
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Adaptive Kitchen Skills
35. Opening cans/containers
36. Slicing/chopping foods
37. Measuring dry/liquids
38. Mixing, beating, or kneading foods
39, Serving foods
40. Refrigerator/cupboard organization
41, Washing dishes
42, Kitchen cleanup
43, Stove/oven
44, Switches, plugs, faucets, or dials

Home Management
45, Vacuum cleaner
46, Laundry
47, Making beds
48. Cleaning, dusting, polishing
49, Doorlocks, keys, handles
50. Opening/closing doors

W aade

52, Organize home
Time and Money
53, Using clocks/watches
54, Identifying coins
55, Identifying currency
Other
56. Performing lifting, reaching,
bending tasks
57. Personal safety
The ability to perform tasks is scored on two dimen-
sions. One set of categories measures how the task is
performed, and the second represents how well it is done.
The Personal Performance Capacity, for example, essen-
tially measures '"how well'' a specific task is performed.
Five categories classify the performance level: (0) nor-—
mal (task is performed with satisfactory completion), (1)
diminished capacity (task is performed, but satisfactory

completion is somewhat affected by problems with speed,

pzin, or confidence), (2) reduced capacity (task comple-
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tion is seriously affected by problems of speed, pain, or
confidence), (3} incapacity (task cannot be completed
satisfactorily), and (9 no score (unable to obtain
reliable rating). The aim of this scale is to create
quantifiable measures to record small gains in functional
ability. Both normal capacity and incapacity are an-
chored; the two remaining categories represent incre-
mental levels between these extremes,

By contrast, the Independence Scale represents how a
task is performed, and seven categories are presented:
(A) _alone (task is performed alone), (B) aided (aid or
appliance is required for normal completion of task), (C)
assisted/dependent performance (human assistance is re-
quired), (I augmented performance (human assistance and
aid are required), (E) hired (someone else does task),

) no desire (no desire to have task done), (&) unable
(task is impossible to achieve; assisted or augmented
performance has safety or completeness of task concerns).

These two dimensions address fundamental issues re-
lated to defining criteria for measuring outcome expec~
tations, Fuhrer (1987) observed that "An outcome study
may be impeccably designed and implemented, but fail
miserably because the data collected about the program
participants are tangential tec the outcome expectations
of interest'" (p. 11), Disappointment can be averted by

""developing criteria applicable to each program expecta-
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tion'" (p. 11). Fuhrer (1987) concluded, ''The criteria
are such that when they are fulfilled, the outcome expec-
tation is considered to have been accomplished" (p. 11).
The criteria raised in the Functional Assessment Report
address diminished disability levels resulting from reha-
bilitation activities,

The scales represented in this assessment protocol
are a modified version of the ICIDH severity scale, The
ICIDH scale assumes that it is preferable to perform a
task alone rather than with an aid. Therefore, the ICIDH
assumes a hierarchal progression from alone, to aided, to
dependent, to augmented, to unable,

However, this hierarchy raises some important quest-
ions regarding the utility of the ICIDH scale especially
in light of the impact of technology upon disability,

For many blind individuals, the provision of a complex or
even a simple adapted aid can increase significantly the
speed, confidence, or precision with which a task is per-
formed. For example, a large print telephone dial is a
simple aid that may make it possible for a blind person
to dial a telephone with relative ease and with normal
speed, However, by using the ICIDH scale an individual
using such an aid would probably score as less able. The
introduction of the two-dimensional scale begins to re-
solve a critical problem concerning criteria in the ICIDH

model .,
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The evaluation protocol requires that a client be
assessed in 57 areas at entry to the rehabilitation sys-
tem and at exit. The 57 items largely represent skills
associated with blind rehabilitation; therefore, some
tasks appear specific while others are more generic, For
example, a series of four questions address the issue of
low vision: (1) spot reading (reading a few letters or a
word or two), (2) continuous reading (reading text), (3)
distance vision (watching television, recognizing faces,
or seeing street signs), and (4) distinguishing colors.

At the beginning of rehabilitation services a person
might score 3 C on spot reading. The client cannot per-
form the task satisfactorily and depends on someone else
to read a bill, for example. At exit, a low vision cp-
tical aid may have been provided, and if the person is
proficient, the score would change to 0 B. The individu-
al reads, say, a label with ease and confidence. While
the individual uses an aid, the ability to perform the
task increases significantly. The individual improves on
the personal performance capacity scale, that is, on the
""how well'" scale. In this case, the individual '“im-~
proves'' on the Independence scale, as well. Yet, '"how"
the task is performed, while of importance, is not cen-
tral, no more than getting to work depends on walking or

driving; the aim is to arrive at work on time,

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



91
Family Survey

The third instrument used in this study was the Fam-
ily Survey. The survey addresses two central issues:
(1) caregiver’s general concerns and (2) the effect of
the client’s blindness upon the caregiver., After family
members complete the survey, it is either mailed back to
the office or returned to professional staff,

The following issues are addressed in the Family
Survey:

1, Caregiver’s concern about client’s blindness
safety

transportation

doing house work

. Preparing meals

depression/anxiety

paying bills

how to spend time

QHhoaotp

2. Effect of blindness upon the caregiver

a. knowing when to help

b. knowing how to help

¢. knowing how much to help

d. frustration over situation

e, discomfort in public

f. having enough time to help client

g. taking time away from other family
h. getting other work done

i, leaving for short periods (6-8 hours)
3. leaving for long periods (8 hours +)
k. taking short car trips with client
1. taking overnight trips with client

Questions in Sections 1 and 2 are scored no concern, some

goncern, impoxtant concern, and critical concern.

The Family Survey also includes series a of ques-—
tions to characterize the caregiver. Questions include

the caregiver’s relationship to the client, employment
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status, and interest in being involved in the rehabilita-

tion program.

Family Exit S

Once rehabilitation services are completed, care-~-
givers are requested to complete a Family Exit Survey
(see Appendix D), This survey asks essentially the same
questions as the Family Survey, and the same scoring was
utilized. The Family Exit Survey is either hand deliver-
ed to the caregiver or mailed to the caregiver for com-

pPletion.

Exit Survev for Rehabilitation Servi

The final instrument used in this research was the
Exit Survey for Rehabilitation Services (see Appendix E).
This instrument has a series of items that parallel the
intake survey. The gquestions about living arrangement,
perception of health, and orientation within the home,
neighborhood, and community are asked again, The 14 pro-
ductivity questions in the initial survey are also re-
peated with the same scoring,

The analysis of these data begins by focusing upon
the characteristics of the individuals served in this
program, Information about eye conditions and other
active pathologies parallel the concern about impairment

in the theoretical framework of the International Class-—
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i ficati £ I - | Diszabiliti 1 Handi '
The entry and exit questions that address ability to per-
form tasks in the Function Assessment Report are con-
gruent with the issue of disability as presented in the
ICIDH. The various productivity measures in the entry
and exit survey parallel the concept of Handicap in the
ICIDH model. Therefore, in keeping with the ICIDH con-
ceptual approach, this research addresses each issue of
impairment, disability, and handicap.

Impairment allows for a characterization of the
population., Skills training and other rehabilitation
activities should ameliorate disability, and some gain
should be evident. Finally, the goal of rehabilitation
is not to increase an individual’s ability to perform
tasks but rather to allow that individual to perform in
the various social roles that are important., Therefore,
if rehabilitation is to be effective, it should reveal a
reduction in handicap.

Disability, as noted above, affects not only the
individual, but it also has some impact upon the family
and the caregiving support system. A concern of this
research is for the caregivers of older blind people.
Caregivers of older people, in all probability, can be
expected to assume some caregiving role even if blindness
does not occur, Here, the issues that concern the family

can be related to the role of rehabilitation and the
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model proposed by the ICIDH., One would expect that care-
giver concerns would be ameliorated as a result of a re-
habilitation program, and as a consequence of rehabili-
tation, caregivers would perceive their family member as
less disabled. Again, this gain represents an effective-
ness measure,

The matrix in Figure 7 illustrates the relationship
of these discrete areas of discussion and the concepts
defined by the Intermatjonal Classification of Impajir-
ments, Disabjlities, and Handjcaps. Data elements are

collected at each level of this conceptual model,

Level of Discussion Data Elements

Entry Exit

Eye condition
Active pathologies

Disabilit
Functional Assessment Functional Assessment
Client Productivity Client Productivity
Handicap
Client Productivity Client Productivity
Caregiver Concerns Caregiver Concerns

Figure 7. Research Matrix.
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Procedures

Dj . £ Inst l i P i

The data for this research wszve gathered during the
routine provision of rehabilitation services to 112 older
blind people served by the Independent Living Rehabilita-
tion Program of the Michigan Commission for the Blind
during the period October, 1988, to Du¢cember, 1989.

Generally, the rehabilitation cycle requires a period
of 12 to 14 months; thus, most of the cases involved in

this study were opened after August, 1987,

Survev for Rehabilitation Servi

Data for the survey (Michigan Department of Labor,
1987b) were collected by program field staff when an indi-
vidual was referred for services. Staff are required to
have all data, including productivity measures, completed
by the time a rehabilitation plan is initiated. If an
individual is found ireligible, data on this form may not
be complete, A case may be closed as a result of ineligi-
bility because the client may be younger than age 55 or
because the individual is not legally blind. The case may
also be closed because the person referred to the program
is not interested in service. These individuals are ex-

cluded from the data base.
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Since most referrals are made through an informal
network primarily established by service recipients and
referrals from low vision providers, it would be hazardous
to generalize this sample to the larger population of
people who are older and blind. The individuals in this

research represent a self-selected sample.
Functional Assessment Report

Entry data for the Functional Assessment Report
(Michigan Department of Labor, 1987a) are completed after
referral and before rehabilitation services are provided.
The Functional Assessment Report is used to determine the
rehabilitation needs, and thus the specific rehabilitation
program, for each client gserved in the program. Exit in-
formation for the Functional Assessment Report is com-
pleted after rehabilitation services are provided, prior
to closing the case. All these data are gathered by
professional staff as a part of developing a plan and
closing a case. The assessment process allows profes-
sional staff to gather information by interview or obser-

vation,

Family Survey

The Family Survey (Michigan Commission for the Blind,
n., d.) is completed by one family member who wishes to

participate in a program of services designed to gather
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information about family concerns. This individual com-
pletes the form prior to the implementation of a rehab-
ilitation program, The Family Exit Survey (Michigan Com-
mission for the Blind, n. d.) is completed at case closure
by the same family member. Caregivers complete the form
and return it to the Commission, Most people served in
this program live by themselves, and consequently, it has
proven difficult to identify a large pool of family mem-
bers., Moreover, it has proven difficult to obtain exit
data from those who have completed the initial survey.
Only about half of those completing the first form have
returned the second. The exact reasons are unknown. The
40 cases in this sample address the third research
question in this study and do not represent a subgroup of
the 112 cases completing a rehabilitation program dis-
cussed in the first two research questions,

No formal program is available for family members.
While some may sit in on lessons, there is no discrete
programming designed to address the concerns that family
members may present. However, family members who reside
with the elder who is blind will, in all probability, have
a greater understanding of the content and purpose of the

rehabilitation program offered to the older person,
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Exit Survev for Rehabilitation Services

The Exit Survey (Michigan Department of Labor, n. d.)
data is gathered at case closure to capture productivity
measures, This informaticon is completed by professional
staff from client reports,

Data are collected by professional staff of the Com-
mission for the Blind, All staff have considerable ex-
perience, and all possess master’s degrees in rehabil-
itation teaching. No special activities to gather these
data were required beyond the routine case management
expected in this program. Data are generally collected
over a 12 to 14 month period from referral to case
closure, Figure 8 represents the series of events

occurring during the rehabilitation process,

Month
1 2 3 4 S 6 7 8 9 10 11 12 13

Rehabilitation Exit

Survey Survey

Functional Rehabilitation Functional

Assessment (-————=—=—- Services —e—mmem—————- > Assessment
Provided

Family Family

Survey Survey

Figqure 8, Schedule for Data Collection,
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CHAPTER 1V
FINDINGS

This chapter is divided into three sections, ad-
dressing the three primary concerns of the study. The
first portion describes in some detail a population of
112 older blind people who have received various rehabil-
itation services. The second portion presents findings
regarding the rehabilitation outcomes in a variety of
areas for these individuals. Finally, the third section
characterizes the concerns that a group of spouses and
adult children expressed about the blindness that a

family member experienced.

Demographic Characteristics
Gend 2 1 Livi 2 I

The first research question concerns the charac-
teristics of 112 older blind people who have received
rehabilitation services from the Independent Living
Rehabilitation Program of the Michigan Commission for the
Blind, This description does not represent the entire
population of older people who are blind, just those

seeking out and completing services of this rehabilita-

99
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pleted rehabilitation services between October 1988 and
December 1989, Specific questions have to do with age,
gender, ethnic characteristics, marital status, living
arrangement, health concerns, reported health conditions,
and reports of productivity measures,

Two-thirds of this population is comprised of women,
and the issue of gender becomes an increasingly important
variable as men and women are described in this study.
Therefore, most of the discussion here displays data by
specific gender.

Figure 8 illustrates the age distribution of in-

dividuals comprising this study at the time of referral.
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Figure 8. Age Distribution at Entry
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The largest percentage of males and females referred

for rehabilitation occurs between the years 75-84. The
percentage of women is greater in the 75-84 and 85-94 age
groups,

Table 7 reveals that the age ranges are similar for
males and females; males range in age from 5SS to 99, and
females have an age range of 55 to 103, Women generally
tend to be older; the mean age for men is 74.7, while the

mean age for women is 77.4.

Table 7

Age Characteristics in Years of 112 Older Blind
People Completing Rehabilitation Services

Males Females Total
Range 55-99 56-103 55-103
Mean 74 .69 77 .39 76.49
SD 10.83 9,69 10.17

Table 8 reveals that 37.5% of this population were

married, and 49.1% were widowed at the time of referral,
However, both the conditions of marriage and widowhood
are predicted by gender; 50.0% of the men are married,
and only 31.1% of the women have a surviving spouse, By
contrast, 31.6% of the men are widowed, and 58.1% of the

women are widowed.
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Table 8

Marital Status

Males Females Total
Marital Status
n % o % n %

Married 19 50.0 23 31.1 42 37.5
Widowed 12 31.6 43 $8.1 55 49.1
Separated/
divorced/
never married 7 18.4 8 10.8 15 13.4

Totals 38 100.0 74 100.0 112 100.0

Table 9 displays the ethnic characteristics of this
sample of 112 individuals, Overall, 14.3% are black, and
85.7% are white; no other ethnic groups are represented
in this sample, Of the men, however, 21.0% are black,
and 79.0% are white, but black women comprise 10.8% of
females in this sample.

Table 10 indicates that the education of these 112
individuals ranges from Q to 18 years, and the average
level of education for both men and women is 10 years.,
There are few differences between males and females,
although more females completed high school than men,
This educational level is similar to the larger popula-

tion of individuals in this age group.
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Table 9

Ethnic Characteristics

Males Females Total
Ethnicity
44 % n % o %
White 30 79.0 66 89.2 96 85.7
Black 2] 21.0 8 10.8 16 14 .3
Totals 38 100.0 74 100.0 112 100.0
Table 10

Education of 112 Individuals Completing
Rehabilitation Services

Males Females Total
Years
o % D % n %
0-8 11 28.9 18 24.3 29 25.9
9-11 8 21.0 19 25.7 27 24.1
12 7 18.4 20 27.0 27 24.1
13-15 7 18.4 12 16.2 19 17.0
16+ 4 10.5 4 5.4 8 7.1
unrecorded 1 2.6 1 1.4 2 1.8
Totals 38 100.0 74 100.0 112 100.0
Range 0-16 2-18 0-18
Mean 10 10 10
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From Table 11 it appears that 13.4% of these 112
individuals reside in an institutional setting. Nearly
87% of the individuals in this sample live alone or live
with spouse or other family members. Two-fifths (41,9%)
of the women live alone as the high incidence of widow-
hood might suggest; 44.6% of the women live with spouse,
family members, or significant others. By contrast, only
23.7% of the nien live alone, and 63.2% live with a

spouse, family member, or significant other,

Table 11

Living Arrangement

Male Female Total

Setting

a % n % n %
Alone 9 23.7 31 41.9 40 35.7
With spouse,
significant
other, family 24 63.2 33 44 .6 57 50.9
Institution/
foster care S 13.1 10 13.5 15 13.4

38 100.0 74 100.0 112 100.0

Over half of this sample live in communities of more
than 50,000 people, as a2 service area focusing upon

metropolitan areas would sucggest; 22.3% live in geograph-
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ical areas with populations between 10,000 and S0,000.
The balance (20.5%) reside in communities with a popula-
tion below 10,000. Males and females demonstrate a
similar distribution in each geographical area. These

characteristics are displayed in Table 12,

Table 12

Guographical Setting

Males Females Total
Community Size
o % o % n %
Under 10,000 7 18.4 16 21.6 23 20.5
10,000-50,000 10 26,3 18 20.3 25 22.3
50,000+ 21 55,3 43 58.1 64 57.2
38 100.0 74 100.0 112 100.,0

Eve lmpairments and General Health

Reported eye conditions displayed in Table 13 indi-
cate that over a third of the respondents (33.9%) ex-—
perience macular degeneration; 12.5% report glaucoma, and
15.2% indicate diabetic retinopathy. Only 2.,7% report
cataract, Another 18.8% report a combination of these
four conditions. In other words, the four conditions of
macular degeneration, cataract, diabetic retinopathy, and

glaucoma account for 83.1% of the reported eye condi-
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less common eye conditions., Retinitis pigmentosa ac-

106

counts for 4.4% of the 112 cases, and stroke accounts for

only 1.8% of those in this sample.

Table 13

Reported Eye Impairments

Male Female Total

Condition

n % n % n %
Macular degeneration 9 23.7 29 39.2 38 33.9
Diabetic Retinopathy 7 18.4 10 13.S 17 15.2
Glaucoma 10 26.3 4 5.4 14 12.5
Cataract 2 5.3 1 1.4 3 2,7
Combination (glaucoma, 6 15.8 15 20.2 21 18.8
diabetic retinopathy,
cataract, macular
degeneration)
Retinitis pigmentosa 4 10.5 1 1.4 ) 4.5
Stroke 0 0.0 2 2.7 2 1.8
Other 0 0.0 11 14.8 11 9.8
Unrecorded 0 0.0 1 1.4 1 .9

38 100.0 74 100.0 112 100.0

From Table 14 nearly 87% of the sample report the

onset of vision impairment after age 60; 42% indicate

that vision impairment occurred during their eighth
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decade, For the women in this study, 67.6% indicate an
onset of vision impairment after age 70, and 47.3% began
losing their vision between the ages of 70 and 79, Over
20% indicate that problems with vision began after age
80. Men generally report an onset of vision impairment
at a younger age. While 31% of the women indicate vision
loss prior to age 70, 45% of the men report vision loss
before their eighth decade. Moreover, while 47% of the
women report loss of vision in their 70s, only 31% of the

men indicate vision loss during that decade.

Table 14

Age at Onset of Vision Impairment

Male Female Total
Age Range

o % o % 41 %
0-59 6 15.8 9 12.2 15 13.4
60-69 11 28.9 14 18.9 25 22.3
70~-79 12 31.6 35 47 .3 a7 42 .0
80+ 6 15.8 13 17.6 19 16.9
Unknown 3 7.9 3 4.0 6 5.4
Totals 38 100.0 74 100.0 112 100.0

Over half (52.7%) of the respondents report their

health to be ''good'" or ''very good' when services were
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initiated (see Table 15). Another 30% report health to
be 'fair,' while 13.4% indicate their general health as
""poor.'" Men and women report generally similar health

status,

Table 15

Perception of General Health

Male Female Total

Health

ped % n % n %
Poor 5 13.2 10 13.5 15 13.4
Fair 10 26.3 24 32.4 34 30.4
Good/very good 21 55.2 38 51.4 59 52,7
Unknown 2 5.3 2 2.7 4 3.6

38 100.0 74 100.0 112 100.0

Table 16 indicates that over 65% of the respondents
report that during the last three months health has not
prevented them from conducting activities that are a part
of their normal day. Males and females report similar
health status, 68.4% and 63.5%, respectively reporting no
days lost to poor health, An additional 9.8% indicate
that health has had an effect on daily activities for
seven days or less. However, 12.5% report that health

has affected the ability to perform daily activities from
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8 to 89 days, and 10,7% report that health has affected
the ability to perform normal activities every day over a
90 day period. Generally the limitation of activities
does not differ between males and females, except for
those who report the most limitation; 13.5% of women and
5.3% of men report that health has limited activity every
day over the last 90 days. Of the women, half of those
reporting the greatest limitation reside in institutional

settings,.

Table 16

Reported Days Normal Activities Affected by Health

Male Female Total
Number
of days
n % o8 % n %
0 26 68.4 47 63.5 73 65.2
1-7 q 10.5 7 9.5 11 9.8
8-89 S 13.2 9 12.1 14 12.5
90 2 5.3 10 13.5 12 10.7
Unknown 1 2.6 1 1.3 2 1.8
38 100.0 74 100.0 112 100.0

Table 17 reveals that over 78% indicate that they
have not been restricted to bed in the 90 days prior to

the time the survey wags taken., Another 7.1% report that
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they have been restrictad to bed less than 2 days during

the previous 90 day period. In addition, 1,8% indicate
that they have been confined to bed between 10 and 19
days. Only four individuals (3.6%) report bed restric-
tion between 20 and 89 days. However, 7,1% report bed
restriction for 90 days during the 90 days prior to
inquiry. All of those reporting restriction to bed are

women, and half of those reside in institutions.

Table 17

Reported Days Restricted to Bed

Male Female Total
Number
of days
n % n % n %
0 29 76.4 . 59 79.6 88 78.6
1-9 4 10.6 4 5.4 8 7.1
10-19 1 2.7 1 1.4 2 1.8
20-89 3 7.9 1 1.4 4 3.6
90 0 0,0 8 10.8 8 7.1
Unknown 1 2.7 1 1.4 2 1.8
38 100.0 74 100.0 112 100.0

Another question regarding health has to do with the
number of days that individuals have been hospitalized.

Each respondent was asked to indicate the number of days
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he or she had remained in the hospital as an inpatient.
Table 18 shows that 62.5% report that they have not been
hospitalized during the preceding year. Nearly 18%
report having spent 1 to 9 days in the hospital. 1In
addition, 8.9% report hospitalization of 20 days or more.
Men appear to be hospitalized at slightly higher rates

than women.

Table 18

Reported Hospital Days During Preceding Year

Male Female Total
Number
of days
n % o % n %
0 21 55.2 49 66,2 70 62.5
1-9 8 21.0 12 16.2 20 17.9
10-19 4 10.5 7 9.5 11 9.8
20+ 4 10.5 6 8.1 10 8.9
Unknown 1 2.6 8] 0.0 1 .9
38 100.0 74 100.0 112 100.0

Respondents were requested to identify secondary
health characteristics. Table 19 shows the report of
additional disabilities., Individuals can report as many
disabilities as apply to their situation; therefore, the

totals exceed 100%, A significant number of age-related

—
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disabilities are reported, and while some conditions
appear related to gender, some are not. For example,
60.7% of all respondents report having arthritis; 46.4%
of the men and women indicate hypertension, and 37,5% of
the total report heart disease. In addition, 32.1% of
all respondents indicate hearing impairment, and 5.4%
indicate deafness. Over 28% report diabetes, and 9,8%
indicate having experienced a stroke. Hearing impairment
and deafness show a marked increase among men; in fact,
57.9% of the men report hearing impairment or deafness.
Most of these men have lived, it should be recalled, in
industrial regions of Michigan. In addition, respiratory
diseases appear higher among men, All other disabilities
appear to be distributed evenly between men and women.

In all cases, these impairments are reported at higher
rates than the general aging population. The National
Center for Health Statistics reports (see Table 1, page
15) show chronic health conditions to be reported lower
rates among the general population of elders. NCHS
(Blake, 1984) data show 44 ,3% as having arthritis as
compared to 60,7% of this sample. Diabetes is higher in
this sample (28,6%) than in the general population
(8.0%). Diabetes, it should be recalled, is a leading
cause of blindness. Finally, vision impairment occurs in
11.9% of the aging population, and here 100% experience

vision impairment.
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Table 19

Reported Secondary Impairments and Diseases

Males Females Total
Condition
n % o % n %
Arthritis 20 82.6 48 64.9 68 60.7
Hypertension 18 47.4 34 45.9 52 46.4
Heart disease 11 28.9 31 41.¢9 42 37.5
Hearing impairment 17 44,7 19 25.7 36 32.1
Diabetes 10 26.3 22 29.7 32 28.6
Respiratory disease g 23.7 11 14.9 20 17.9
Kidney disease 4 10.5 10 13.5 14 12.5
Stroke 2 5.2 9 12.2 11 9.8
Cancer 3 7.9 8 10.8 11 9.8
Deafness 5 13,2 1 1.4 6 5.4
Amputation 1 2.6 2 2.7 3 2.7
Epilepsy 1 2.6 1 1.4 2 1.8
Multiple sclerosis (8] 0.0 1 1.4 1 .9
Mental Illness 1 2.6 0 0.0 1 .9

Reported secondary impairments and diseases do not
predict activity limitation, and given the ubiquitous
quality and varied impact of some age-related conditions,

such as arthritis and hypertension, it may be difficult

—— ..
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to anticipate the role of a disease in the life of an
individual, Arthritis may, for example, range from being
an annoyance to being debilitating. Hypertension, if
treated, has little impact; untreated, it can be life
threatening., Of the 14 reported impairments and dis-
eases, four can be argued as probably being activity
limiting conditions: heart disease, cancer, diabetes,

and stroke, See Table 20,

Table 20

Activity-Limiting Impairments by Age

1l or more 2 or more
Age S e

n % n %
55-64 11 65 6 35
65-74 10 4Q 7 28
75-84 23 53 10 23
85+ 11 48 2 9
55-85+ S5 51 25 23

However, it could also be argued that others should
be included on this list., Nevertheless, 31% report
having one or more of these four activity limiting im-
pairments or diseases, and 23% report two or more. The
youngest age group, those 55-64, report the highest

incidence of these four secondary impairments and dis-
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eases, Heart disease, cancer, and diabetes are diseases
that often limit life expectancy and, therefore, may not
be as prevalent among older groups. The prevalence of
multiple activity limiting impairments decreases with
age, TFigure 10, for example, illustrates that older

groups repcrt fewer impairments than younger groups.
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Figure 10. Activity Limiting Impairments,.

Measures of Productivity

A series of 14 questions characterizes measures of
reported productivity. Table 21 reports levels of pro-
ductivity in disability area, that is, the ability to
perform certain tasks, such as meal preparation, house

cleaning, and doing dishes. Table 22 reports levels of

——
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productivity in handicap areas, that is, social integra-
tion issues, such as visiting and having visitors.

Of the 14 items, half of the tasks and activities
are ''not done'' by 50% or more of the respondents, For
example, S0% of all respondents do not shop for food,.
Additionally, 51% of the men and women do not do laundry;
S3% do not shop for items other than food. Moreover, S54%
do not read, Finally, 83% of all respondents do not
perform yardwork, and 86% do not supervise others (child-
ren or adults).

The completion of household domestic tasks appears
to be predicted by gender. Many more women than men
continue to wash dishes, do the laundry, and prepare
meals on a regular basis than do men; yet, the one task
that appears more traditionally a male’s activity, yard-
work, is not performed by 71% of the men in this sample.

Over 64% of the women prepare meals on a daily
basis, while only 29% of the men do so, Likewise, 70% of
the women do dishes daily, but only 26% of the men per-
form that task. As might be expected, men are generally
less involved in all domestic tasks. Although men and
women shop for food in about the same ratios, 50% of the
respondents do not shop for food. Of those individuals
surveyed, very few supervise other people (such as child-
ren); for example, 86% (including 89% of the women) do

not supervise others at all,

—
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Table 21

Reported Levels of Productivity in Disability

Once Few No
Not per times Daily re-
done week week port

Meal Preparation

Men 53% 5% 11% 29% 3%

Women 26% 7% 4% 64% 0%

Total 35% 6% 6% S52% 1%
House Cleaning

Men 47% 24% 16% 11% 3%

Women 30% 30% 26% 10% 2%

Total 39% 28% 22% 10% 2%
Laundry

Men 66% 16% 16% 0% 3%

Women 43% 23% 28% 4% 1%

Total S51% 21% 19% 3% 2%
Food Shopping

Men S0% 39% 8% 0% 3%

Women S0% 43% 7% 0% 0%

Total 50% 42% 7% 0% 1%
Supervision of Others

Men 79% 11% 5% 3% 3%

Women 89% 7% 1% 1% 1%

Total 86% 8% 3% 2% 2%
Yardwork

Men 71% 11% 11% 3% S%

Women 89% 5% 3% 2% 2%

Total 83% 7% 5% 2% 3%
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Table 21--Continued

Once Few No
Task Not per times Daily re—-
done week week port
Dishes
Men 42% 13% 16% 26% 3%
Women 23% 3% 4% 70% 0%
Total 30% % 8% 55% 1%

As a group, these individuals appear to be rather
isolated socially, and therefore, the handicap issues do
not reveal high social integration. For example, only
46% of the respondents attend a community center or
gsimilar activity once or more each week, and 47% shop for
items other than food once or more each week. While
11.6% of the respondents do not have visitors, 62.5% have
visitors once a week or more. Similarly, 15.2% do not
report visiting others, and 53,9% visit others once a
week or more, The only activity that presents itself as
particularly popular is watching television or listening
to radio; 76.8% of the respondents report performing this
activity daily. Among the handicap issues reported at

entry, there is little difference based on gender,
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Table 22

Reported Levels of Productivity in Handicap

Once Few No
Not per times Daily re-
done week week port

Public Entertainment

Men 45% 48% 7% 0% 0%

Women 41% 32% 23% 3% 1%

Total 42% 38% 17% 2% 1%
Community Center

Men 60% 32% 5% 3% 0%

Women 50% 35% 14% 0% 1%

Total S4% 34% 11% 1% 1%
Shopping (not food)

Men 47% S53% 0% 0% 0%

Women 55% 32% 10% 0% 3%

Total 53% 40% 6% 0% 2%
Watch TV, Listen to Radio

Men 5% 11% 13% 71% 0%

Women S5 8% 4% 80% 3%

Total 5% 9% 7% 77% 2%
Reading

Men 55% 5% 11% 29% 0%

Women 55% 14% 7% 23% 1%

Total 55% 11% 8% 25% 1%
Have Visitors In

Men 13% 74% 11% 3% 0%

Women 11% 57% 23% 8% 1%

Total 12% 63% 19% 6% 1%
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Table 22-~Continued

Once Few No
Not per times Daily re—
done week week port
Visit Others
Men 21% 61% 16% 3% 0%
Women 26% 50% 19% 4% 1%
Total 24% S4% 18% 4% 1%

Qf this sample of 112 individuals, 13.4% (5 men and
10 women) reside in institutional settings. These in-
dividuals present a particular set of productivity
measures defined by their circumstances. As one might
expect, this group is by and large uninvolved with dis-
ability tasks associated with maintaining independence.
For example, Table 23 shows that no one does laundry or
food shopping, and only 7% report meal preparation or
doing dishes once or more during the week, Slightly more
report activities that are associated with handicap
(socialization). For example, 14% report shopping or
reading once per week or more, and 29% report attending
community center activities. Forty-three percent report
visiting others once a week or more, and surprisingly 79%

report having visitors at least once a week.

——
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Table 23

Reported Levels of Activity for Men and Women
Residing in Institutional Settings

n=13s
Task % not done % completing
at entry task once per
week of more

Meal preparation 93% 7%
Housecleaning 87% 13%
Laundry 100% 0%
Food shopping 100% 0%
Supervision of others 100% 0%
Yardwork 100% 0%
Dishes 93% 7%
Public entertainment 79% 21%
Community center 71% 29%
Shopping (not food) 86% 14%
Reading 86% 14%
Visitors 21% 79%
Visit others 57% 43%

The first part of this study represents an analysis
of the demographic characteristics of this population of
112 people. The descriptive study reveals that two-
thirds of these individuals are women. The average age

of all clients is 77, and nearly a quarter are over the
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age of 85, Of the women in this study, 69% dc not have a
surviving spouse, and 41% of the women live alone.

Age-related cocular pathologies account for 87% of
the causes of blindness with macular degeneration
reprasenting 34% of the total. Eighty-seven percent
report an onset of wvision impairment after age 60. While
53% report health to be good or very good, secondary
impairments and diseases occur at rates higher than the
general older population.

The productivity levels that these 112 individuals
present clearly demonstrate limitations in both disabili-
ty (task performance) and handicap (social integration)
issues, Of those who are nc® institutionalized, a sig-
nificant proportion—--half--do not do seven of the 14
productivity items assessed at referral to services., The
performance of domestic tasks appears to be related %o
gender; that is, women continue to perform household
tasks more frequently than do their male counterparts,
While these older men and women who are blind do not
participate in houszehold tasks or social activities, 88%
have visitors at least once a week, and 76% visit others
at least once during the week. By contrast, those who
are institutionalized report little and often no produc-
tivity in disability issues and relatively little ac-

tivity in handicap issues. However, 43% do report visit-~
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ing others at least once each week, and a surprising 79%

report having vigitors at least once a week,
Rehabilitation Outcomes

The second research question has to do with measur-
ing rehabilitation outcomes. It asks what are strategies
for measuring rehabilitation gain among older people
experiencing severe vision impairment? The ICIDH sug-
gests two domains in which outcome gains can be measured.
The first domain includes strategies for addressing
disability. For example, can a rehabilitation interven-
tion increase or maintain a person’s ability to perform
certain tasks? The second domain for measuring rehabili-
tation outcomes addresses the issue of handicap. A
rehabilitation program, one would assume, should allow
people to exercise more control over their lives and
increase or maintain social integration, and this portion
of the research is concerned about how those changes can
be presented. Four issues are addressed: (1) What are
strategies for presenting rehabilitation gain? (2) In
what areas do people who are older and blind demonstrate
rehabilitation gain? (3} What impact do gender and
living arrangement have upon rehabilitation ocutcome? And
(4) what impact does the completion of rehabilitation

services have upon reported levels of productivity?

—
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The Functional Assessment Report (Michigan Depart-
ment of Labor, 1987) is administered to every individual
at the beginning of rehabilitation services. This in-
strument is intended to assess disability (task perform-
ance) issues, and all skills are assessed at entry.

Based upon the assessment, the rehabilitation profes-
sional identifies the particular skills and services that
will be addressed during the rehabilitation program., At
the conclusion of services, exit data on the Functional
Assessment Report are obtained. Only those items are
evaluated where training has been provided. If, for
example, an individual has received no services with
respect to learning cooking skills (measuring, pouring,
etc.), those skills will not be assessgsed at exit. If, by
contrast, an individual receives low vision services,
then that skill area is also assessed at exit.

The frequency with which items are addressed in the
rehabilitation program by clients comprising this study
suggests that many items are either of little signif-
icance or beyond ‘“he scope of the rehabilitation services
offered to older individuals who are blind. While it is
assumed that the client and professional staff agree upon
the services to be provided, this decision may be tem-
Pered by the values and priorities of the client, profes-
sional, or family members in ways that cannot be deter-

mined in this study. See Table 24,
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Table 24

Most Frequently Addressed Issues

Rank Skill Percent
1 Printing/writing 65
2 Signature 61
3 Pouring 58
4 Clocks/watches 57
S Identify coins 47
6 Spot vision 44
6 Reading 44
8 Identify currency 41
S Telephone 38
9 Switches/plugs 38

11 Stove/oven 37

12 Walk one kleck 26

Of the 57 items potentially addressed on the Func—
tional Assessment Report (see Appendix F), some tasks
such as operating a vacuum cleaner, making beds, and
cleaning receive little attention, Only 2% of the cases
receive training in these areas. By contrast, learning
how to write a signature or telling time are addressed

over 50% of the time, It must also be assumed that for
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many individuals a particular skill is not of interest
because the individual functions at an adequate level of
independence. The skill of printing/writing is addressed
in 65% of rehabilitation programs for this population of
112 people. Identifying coins and currency and using low
vision aids to perform spot reading and reading of text
is addressed by over 40% of these individuals.

The rank ordering of the 12 most frequently address-
ed tasks—-those attended to at least 25% of the time——
appears in Table 24,

Some skills receive very little attention. Table
25, for example, reveals that only 3% of the clients
receive training in the use of the vacuum cleaner, and
only 4% receive training in the areas of speaking/expres-
sing, making beds, cleaning, opening doors, and organiz-
ing the home. Moreover, only 5% address the seven areas
of carrying packages, dressing, organizing bath items,
personal hygiene, tub/shower, eating, and lifting.

The Functional Assessment Report is designed to
address both habilitation and rehabilitation skills,
Older people in all probability learned these skills at
an early age, For individuals with developmental dis-
abilities, the tasks of bathing, dressing, and eating may
be more central to a habilitation program, In the case
of this study, the entire sample was over the age of S5,

and consequently, those skills would not be expected to
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such as speaking/expressing,
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The completion of some tasks,

opening doors, and perhaps

dressing, may be compromised by a stroke, for example,

and therefore, those tasks may be addraessed in the con-

text of a rehabilitation program.

are not explored in this analysis,

Table 25

Least Frequently Addressed Issues

Those relationships

Rank Skill Percent
S7 Vacuum cleaner 3
54 Speaking/expressing 4
5S4 Making beds 4
54 Cleaning 4
54 Opening doors 4
54 Organizing home 4
48 Carrying packages S
48 Dressing S
48 Organizing bath items 5
48 Hygiene S
48 Tub/shower
48 Eating S
48 Lifting S
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Changes on Capacity Scale

In the case of some skill areas, respondents demon-
strate significant gain in ability to perform tasks.
They show almost 70% increases in the ability to perform
the tasks of spot reading, using the telephone, and

Printing/writing on the capacity (how well) scale (see

Table 26).
Table 26
Greatest Gains on Capacity Scale
% normal % normal %
Rank Skill at entry at exit gain
1 Pouring (a = 65) 28 99 71
2 Spot vision (g = 49) 12 80 68
3 Printing/writing (m = 73) 25 93 68
4 Distance vision (n = 36) 3 70 67
S Tape recorder (g = 35) 17 83 66
6 Clocks/watches (g = 64) 30 95 65
7 Butter bread (n = 19 37 100 63
8 Doors/Keys (g = 10) 30 90 60
9 Signature (g = 68) 38 97 59
10 Stove/Oven (n = 41) 27 85 58
11 Sewing (n = 31) 29 81 52
12 Cup/Glass (n = 23) 48 100 52

—
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Other tasks, such as eating and dressing, are per-
formed successfully by almost all individuals at entry;
only two could not, and in those two cases capacity was
increased to 100% after service., Therefore, in both
cases, the scale shows relatively little improvement, but

maximum capacity was reached. See Figure 11.
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Figure 1l1. Gains on Capacity Scale: Entry and Exit.

One might also expect that there would be little
change in some areas if a person is already performing at
adequate levels to suit the individual’s lifestyle, For
example, if an individual is doing dishes daily, no
improvement could be achieved, One would assume that if

an individual is performing a task at an adegquate level,
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no training is provided, Moreover, for some individuals,
especially older men, the task of doing dishes may not be
performed if the spouse normally performs that task, In
addition, it must be recalled, sustaining a level of
activity may be of equal value to increasing it,

The greatest client gains in capacity (some or no
difficulty) occur in the skills of pouring, spot vision,
and printing/writing, Gains reflect the impact of skills
training and adapted aids, and again, most gains appear
to occur in those areas associated with blind rehabilita-
tion teaching skills,

The changes for all items on the Capacity Scale are

displayed in Appeandix F,
Changes on Independence Scale

The most frequently addressed issues do not neces-—
sarily predict those skills in Table 25 where the most
gain occurs on the independence scale, that is, the
ability to perform a2 task alone or aided, See Table 27.
wWhile braille is addressed in only 10% of the cases, the
skill demonstrates the most gain, 64%. Using tape recor-
ders is addressed in 31% of the cases; yet, it shows a
gain of 60%. Those tasks that may use an adapted optical
aid to enhance vision (distance vision, spot reading, and
writing/printing) account for significant levels of

increased capacity.

———
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Most Significant Gain on Independence Scale

% normal % normal

rank skill at entry at exit % gain
1 Braille (n = 11) 0] 64 64
2 Tape recorder (n = 39) 26 86 60
3 Hygiene (n = 6) o 60 60
4 Distance vision (p = 36) 31 89 58
S Sewing (o = 31} 29 87 58
6 Locate Items While
Shopping (o = 15) 14 71 57
7 Spot Vision (g = 49) 43 94 51
8 Street Crossing (g = 21) 23 73 S0
9 Printing/Writing (o = 73) 44 88 44
10 Signature (g = 68) 53 97 44
11 Select Clothing (u = 27) 30 70 40
12 Washing Dishes (g = 10) 40 80 40
13 Doors/Keys (n = 10) 50 S0 40
14 Clocks/Watches (n = 64) S8 g8 40
15 Safety (n = 10 40 80 40

——r—
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Figure 12 displays the entry and exit levels for
those tasks exhibiting the most gain, and it reveals
graphically the relationship of these shifts in indepen-
dence. For example, braille moves from 0% to 64%, but
doing dishes shows a 44% gain, moving from 44% at entry
to 88% at the completion of services. Both of these
skills would be taught by the rehabilitation teacher.
Similarly, spot vision moves from 43% on the Independence
Scale at entry to 94% after rehabilitation services, a
gain of 51%. Changes on all 57 items of the Independence

Scale are displayed in Appendix G.
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Figure 12, Gains on Independence Scale: Entry and Exit.
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However, a review of those skills that receive the
most training reveals that significant gains are

demonstrated on the Independence Scale., See Table 28,

Table 28

Independence Gain of Most Frequently Addressed Skills

Skill % addressed Entry Exit % gain
Printing 65 44 88 44
Signature 61 53 97 44
Pouring S8 71 95 24
Clocks §7 58 98 40
Coins 47 49 87 38
Spot reading 44 43 94 51
Reading 44 S0 77 27
Currency 41 46 83 37
Telzphone 38 61 81 20
Switches 38 83 95 12
Stove 37 S4 93 39
Walk One Block 26 46 76 30

For example, 6 skills (printing/writing, signature,
clocks/watches, identifying coins, spot vision, and
stove/oven) of the 12 most frequently addressed issues
show a gain of at least 38%. These gains are displayed

in Table 28. Therefore, those items that receive the
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most attention, as one would expect, demonstrate
considerable gain, These particular skills are by and
large skills taught by rehabilitation teachers, and

therefore attention at this intensity would not be out of

order.
Disability and Handicap Outcomes

At the beginning of service, as noted above, clients
are asked to report levels of activity in 14 areas of
productivity, The 14 areas encompass disability--task
performance~-issues including meal preparation, house
cleaning, laundry, dishes, and food shopping as well as
activities that reflect social integration--handicap
concerns-~including public entertainment, attending
events at community centers, and shopping. After reha-
bilitation services have been completed, clients are
asked to respond to the same 14 issues,

The ICIDH model implies that homemaking skills
belong to the disability arena, while those activities
related to social integration are related to the handicap
domain. These distinctions become increasingly important
as measures of where rehabilitation creates successful
outcomes.

Gender, living arrangement, and perception of health
appear to become important variables as one assesses

where gains occur. For purposes of this analysis, the

| Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



138

112 individuals in this research are divided into five
groups: (1) women living alone (28%), (2) men living
alone (8%), (3) women living with others (30%), (4) men
living with others (21%), and (5) men and women who are
institutionalized (13%).

Some productivity measures appear to be of little
utility to this study. Virtually no one is involved in
yard care, and hardly anyone is involved in childcare,
By contrast, nearly everyone watches TV or listens to the
radio. And it is difficult to say if watching more TV
represents a greater level of productivity. Therefore,

these items are not being examinad in this analysis.

¥ Livi A]

Women living alone demonstrate significant gains in
both disability (task performance) and handicap (social
integration) domains, Data presented in Table 29, for
example, reveal that of women living alone, 28% report
increases in deoing laundry; 24% report increases in
housecleaning, and 17% indicate greater actiwvities in
food shopping. Similarly, 28% report gains in par-
ticipating in public entertainment and visiting others;
14% indicate that shopping for other than food has in-
creased, In addition, 17% indicate that having visitors
and being involved with community center programs have

increased. While these last two items do not represent
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the greatest gains among the five groups, these gains
remain substantial. All men and women, regardless of
living situation, report great strides in reading. Women

living alone report the least gain in reading at 38%.

Table 29

Changes in Productivity: Women Living Alone

% Gain % Sustained % Lost
Meals 14 83 3
Dishes 10 83 7
House c¢leaning 24 59 17
Laundry 28 62 10
Food shopping 17 76 7
Entertainment 28 65 7
Community center 17 69 14
Shopping 14 65 21
Visit others 28 S5 17
Have visitors 17 62 21
Reading 38 45 17

Since women living alone report the greatest levels
of gain, it is not surprising that they also report the
least amount of loss in disability issues., Seventeen
percent report less activity in housecleaning, and 1i0%

report doing laundry less often, Only 7% report doing
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dishes or shopping for food less often, and finally, only
3% report loss in meal preparation. By contrast, women
living alone appear more handicapped; that is, they
report greater losses in social integration activities.
For example, 21% report shopping and having visitors less
often; 17% report lower levels of attendance at com-~-
munity centers. Reading (essentially a disability issue)
shows a 17% loss,

However, if one recognizes that sustaining a level
of activity is equally important in rehabilitation to
achieving gains when serving people who are old and
getting older, the group of women living alone illus-
trates remarkable stability, especially in disability
issues. Eighty-three percent of women living alone
indicate gains or sustained levels of house cleaning;

90% report either gains or sustained levels of doing
laundry, and 93% indicate a similar capacity in doing
dishes or food shopping, and a remarkable 97% report
gains or sustained ability to prepare meals. The ability
to sustain levels of function combined with solid gains,
results in an overall positive outcome for disability and
handicap among women who live alone,

Figure 13 on p. 141 represents these relationships
in a graphic way. The percentage of logt productivity,
sustained productivity, and gained productivity are

displayed for each item in the disability and each item

—
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in the handicap domain, A pattern of relationships
appears to emerge in regard to the regions of loss,
stability, and gain. One could argue that the losses
represented here would occur whether or not rehabilita-
tion services were provided, and one would expect that
some of the gain is a result of rehabilitation services,
Finally, a rehabilitation program may have some impact,
though unknown, in preserving a level of productivity,
For the women living alone in this sample, the regions of
loss and gain appear rather small especially in compari-
son to the other groups in this study.

Perception of health does not appear to play an
important role in predicting loss of productivity for
women living alone (see Table 30), In 7% of those speci-
fic items where losses occur, women living alone report
poor health; 20% of losses occur where women living

alone report fair health,

Table 30

Impact of Health on Productivity Loss

Women Men Women w/ Men w/

alone alone others others
Poor 7.1 44 .4 19.2 16,7
Fair 20.0 22.2 40.4 56,7
Good 72.9 33.4 40.4 26.6

—
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For other groups, however, a clearer relationship

appears to exist between perception of health and losses

in productivity.
M Livi Al

In contrast to women living alone, men living alone
represent a more unstable situation (see Table 31),
While the gains are often quite great, the losses are
great as well. The region of stability appears much
smaller for men than for women (see Figure 14 on p. 141).

Men report substantial gains in disability issues;
gaing occur in doing dishes (43%), meal preparation
(29%) , housecleaning (29%), laundry (29%), and food
shopping (14%). But similar percentages of loss occur,
as well, in each area: doing dishes (29%), meal prepara-
tion (14%), housecleaning (29%), laundry (29%), and food
shopping (43%). VYet, overall, nearly three-quarters of
the men are able to demonstrate gain or sustained levels
of productivity in disability issues. Women living al~ne
exceed men’s capacity, however, by nearly 20% across
these five areas,

By contrast, men living alone do better overall in
handicap (social inrtegration) issues than women living
alone, While the gains for men are generally comparable
to women’s, the group of men living alone report the

greatest gain in three of five handicap issues: public

——
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entertainment (29%), having visitors (29%), and shopping
other than food (14%). However, if one combines the
categories of gain and sustained levels of activity, the
greatest success occurs in handicap productivity issues:
entertainment (100%), having visitors (100%), visiting

(86%), shopping (86%), and going to the community center

(71%) .
Table 31
Changes in Productivity: Men Living Alone
% Gained % Sustained % Lost
Disability
Meals 29 57 14
Dishes 43 28 29
House Cleaning 29 42 29
Laundry 29 42 29
Food Shopping 14 43 43
landicap
Entertainment 29 71 1]
Community Center 14 57 29
Shopping 14 72 14
Visit Others o 86 14
Have Visitors 29 71 0
Reading 43 43 14

—
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Perception of health appears to play an important
role in predicting losses in productivity (see Table 30).
For men living alone the report of poor health accounts
for 44% of loss, and fair health accounts for 22%; in
other words, in 66% of those cases where men lose produc-

tivity, they also report poor or fair health.
ivi i ers

Women living with others present a different pattern
of gain and loss (see Table 32). Generally, women living
with others experience fewer gains, especially in dis-
ability areas. In the handicap arena, gains tend to be
more similar in all four gvoups of noninstitutionalized
individuals., Figure 15 on p. 147 displays these shifts
in a graphic representation,

Disability gains for women living with others appear
rather modest; meal preparation (13%), doing dishes
(16%) , housecleaning (13%), laundry (3%), and food shopp-
ing (13%) present less gain than in most of the five
groups., Yet in handicap issues, women report strong
gains, Involvement with community centers (28%), having
visitors (22%) and reading (S0%) present strong gains,
Visiting (19%), public entertainment (13%), and shopping
(6%) show less gain.

By contrast, losses in disability areas among women

living with others tend to be greater than other groups;

—
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meal preparation (16%), doing dishes (19%), housecleaning
(35%), laundry (26%), and food shopping (10%) represent
significant losses, Loss in handicap areas appears
uneven; entertainment declines 9%, and involvement with
community centers declines only 6%; yet shopping de-
clines 19%, and having visitors declines by 16%; visiting

drops by 25%, the greatest of any group,

Table 32

Changes in Productivity: Women Living with Others

% gained % sustained % lost

Disability
Meals 13 71 16
Dishes 16 65 19
House cleaning 13 52 35
Laundry 3 71 10
Food shopping 13 77 10

Handicap
Entertainment 13 78 9
Community center 28 66 6
Shopping 6 73 19
Visit others 19 56 25
Have visitors 22 62 16
Reading 50 47 3

Health plays an important role in predicting these

losses (see Table 30). In 19% of those productivity
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measures where loss occurs, women report poor health;
likewise 40% of loss in productivity occurs among those
reporting fair health. Thus, poor and fair health ac-
count for nearly 60% of the losses this group reports.

Yet, even with the reported losses in handicap and
disability measures that women living with others ex-
perience, by and large, they are able to sustain rela-
tively high levels of productivity. Table 32 reveals
that 84% of these women report gains or a sustained level
of meal preparation and doing dishes. Only 65% show
gains or sustained levels of housecleaning, a task that
can be successfully neglected without threatening in-
dependence. Seventy-four percent sustain or increase
activities in doing laundry, and a rather high 90% report
gains or sustained levels of food shopping. In the three
areas that cannot easily be neglected (meal preparation,
doing dishes, and food shopping), the least decline
occurs,

Women living with others reveal a greater capacity
to sustain or create gains in handicap areas than their
disability gains would suggest. While only 75% exper-
ience gains or remain at the same level for visiting
others, both shopping and having visitors show an in-
crease of over 80%. In the case of public entertainment

and attending community centers, over 90% reveal a
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capacity to sustain or increase productivity. A remark-

able 97% show gain or sustained levels of reading.

Men Livigs With Ot}

Men living with others present a similar pattern
(see Table 33); they show relatively little gain in
disability issues, though some gains appear unusual, and
losses in disability tend to be higher than for other
groups (see Figure 16 on p. 147)., 1In the daily activ-
ities of meal preparation and doing dishes, 19% of the
men living with others show gain, But 24% show a loss in
meal preparation, and 14% report doing dishes less often.
The remaining half, of course, report no change. The
other disability tasks of laundry (0%), housecleaning
(5%) , and fuad shopping (10%) show the least gain of the
four non-institutionalized groups. Yet, this same group
reports the greatest gain in reading (68%).

Handicap issues show solid gains; 41% attend
community center events more often, and this rate of
participation represents the highest among the four non-
institutionalized groups. This group also reports an 18%
gain in public entertainment and visiting; similarly,
23% report having visitors more often. Shopping,
probably not a preferred social activity for older men,

shows only a 6% gain.
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Table 33

Changes in Productivity: Men Living with Others

% gained % sustained % lost

Disability
Meals 19 57 24
Dishes 19 67 14
House cleaning S 62 33
Laundry 0 81 19
Food shopping 10 66 24

Handicap
Entertainment is 75 S
Community Center 41 41 18
Shopping S 81 14
Visit Others 18 72 10
Visitors 23 72 S
Reading 68 22 10

While 43% of the men living with others report
greater attendance at community centers, 18% report less
activity., Only 5% report less involvement with public
entertainment and having visitors. This level of loss is
among the least of the four groups. Shopping declines in
14% of the cases, but again, shopping may not be per-
ceived as a desirable activity among older men generally.

Losses in reading are only 10%, the second smallest loss,
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Perception of health plays a significant role in
accounting for the losses experienced by this group. See
Table 30. Of those items showing loss, 17% occur among
men reporting poor health; another 57% of items indi-
cating loss occur among men reporting fair health. The
total accounts for nearly three-quarters (74%) of those

particular items,.
en W ivi

Men and women who reside in institutional settings
report minimal levels of productivity at the beginning of
services (see Table 34). Except for visiting and having
visitors, this group, as one would probably expect, pre-
sents few opportunities for independence. After the
rehabilitation program is completed, skills associated
with disability concerns (meal preparation, laundry, and
food shopping, for example) show no gains; in fact, two
issues show losses, None of these tasks is performed by
anyone living in an institutional setting., However,
handicap issues indicate sustained levels or some modest
gains, Reading shows the most gain; 14% read once or
more each week at entry, and 47% read once or more each

week at exit,
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Table 34

Reported Changes in Task Performance

% Completing task once or more each week

Task
Entry Exit Gain (loss)

Disability

Meal Preparation 7% 0% (7%)

Housecleaning 13% 0% (13%)

Laundry 0% 0% 0%

Food Shopping 0% 0% 0%

Dishes 7% 0% (7%)

Public Entertainment 21% 47% 28%
Handicap

Community Center 29% 27% (2%)

Shopping (not food) 14% 20% 6%

Reading 14% 47% 33%

Visitors 79% 73% (6%)

Visit Others 43% 60% 17%

Changes in Perception of Health

Another measure of change may arise from shifts in
perception of health. Fourteen percent of those begin-
ning services report poor health; at exit, that report
remains the same, However, 31% report fair health at

entry, and 48% report fair health at exit. Finally, the
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report of good health decreases frcin S4% at entry to 41%

at exit, Figure 17 displays these shifts.
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Figure 17. Perception of Health at Entry and Exit.

The second portion of this study deals with
rehabilitation gains, Rehabilitation activities most
frequently address disability (task performance) con-
cerns; tasks that receive the most frequent attention
include printing/writing, telling time, low vision, and
identifying coins and currency. The greatest gains occcur
in low vision, printing/writing, signature, and telling
time,

Women living alone, men living alone, women living

with others, men living with others, and men and women
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who reside in institutions represent five distinct groups
that report differing levels of gain, stability, and loss
in disability (task performance) and handicap (social
integration) issues, Women living alone generally appear
to be the most stable group, but men living alone report
great gains and great losses primarily in disability
issues, Of the five groups, greater gains consistently

occur in handicap domains than in disability areas.
Concerns of the Family

The third research question in this study has to do
with the concerns of the family members who are care-
givers for a spouse or parent who is older and blind and
how these concerns change after rehabilitation services
have been provided. As noted above, family members are
asked to complete a survey at entry and exit. The 40
individuals represented in this portion of the study
comprise a separate group from the 112 individuals
characterized earlier in this research; 14 of the sample
of 40 (35%) are represented in the larger sample of 112,
A limited amount of information is gathered about the
caregivers,

Of the 40 individuals who participated, 21 (53%) are
spouses, and 17 (43%) are adult children; only 2 (5%) are
friends. Among these respondents in this study, one-

third of the children live with the older blind parent,
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and two-thirds live away. Finally, 10% of the spouses
and 18% of the adult children indicate that they have
quit their jobs as a result of their caregiving duties.
In this analysis two groups are identified based on
living arrangement: (1) spouses (21 individuals) and
adult children who have a parent living with them (6
individuals) and (2) adult children who do not have a
parent living with them (11 individuals).

Table 35 displays the percentage of spouses and
adult children who indicated that a particular issue is
an important or critical concern at the beginning of
services. Clearly, safety is the issue that creates the
greatest proportion of concern that all family members
express, Eighty—-three percent of the spouses and adult
children who have a parent living with them indicate that
safety is an important or critical concern. Among the
adult children living away from home, 55% recognize
safety as a major issue; yet this item raises the
greatest concern of the 19 items surveyed. Seventy-one
percent of the spouses and children who have a parent
living with them acknowledge that transportation is a
serious concern. By contrast, only 30% of the adult
children who do not live with a parent perceive the
gravity of this issue. The domestic tasks of housework
and meal preparation are not serious concerns for spouses

and children who have a parent living with them, scoring
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27% and 28% respectively, While children who do not have
a parent living with them are very concerned about meal
preparation (54%), there is rather little concern for
housework (22%). Knowing how to help (56%) and how much
to help (67%) create serious concerns for the spouses and
adult children who have a parent living with them, Only
18% of the children who do not have a parent living with
them define these issues as concerns.

One would have expected that having enough time
would be a serious concern for adult children living away
from their parent, and indeed, it is for 45% of the
respondents, Similarly, 48% of the spouses and adult
children who have a parent living with them acknowledge
that having enough time is a concern,

One would have suspected, as well, that children
living away would identify family responsibility as a
serious concern, and while it ic for 27%, spouses and
children who have a parent living with them provide a
similar score of 27%. Similarly, getting other work done
would likely be a concern for adult children living away
from home, and it is for nearly half (45%) of that group.
Twenty-six percent of spouses and children who have a
parent living with them acknowledge a similar level of

concern,
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Table 35

Report of Family Concerns

Family living Children All
with elder
n=29 n=11 n=40

Entry Exit Entry Exit Entry Exit

Safety 83 50 S5 45 77 46
Transportation 71 38 30 27 59 24
Housework 27 24 27 10 27 19
Meal Preparation 28 27 54 30 36 22
Depression 48 28 36 27 44 25
Pay Bills 38 19 22 10 36 17
Spend Time 62 31 36 SO 51 34
Know When to Help 37 30 27 27 43 28
Know How to Help 56 30 18 18 47 25
Know How Much to Help 67 22 18 36 53 26
Frustration 44 41 27 45 39 43
In Public 33 4 0 10 24 5
Enough Time 48 15 45 27 47 20
Family Responsibility 27 12 27 27 24 19
Other Work 26 19 27 18 26 18
Leave 6-8 Hours 37 26 9 27 29 26
Leave over 8 Hours 60 44 27 27 50 41
Short Trips 19 15 s} 18 14 15
Long Trips 27 20 9 27 19 21

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



155

Those items related to respite from caregiving roles
(getting away for short [9%] or long periods [20%], or
taking trips [0%]) are of little or no concern for adult
children living away, as one might suspect. By contrast,
37% of spouses and adult children who have a parent
living with them indicate that leaving for short periods
of time is a concern, and 60% indicate that leaving for
over eight hours (over a meal) is a concern. However,
taking short trips (15%) and taking long trips (27%) do
not create high levels of concern.

After rehabilitation services have been provided,
family members overall report that the proportion of
concern has diminished. Safety for all family members
drops from 77% to 46%; knowing when to help is reduced
from 45% to 28%, and knowing how to help drops from 47%
to 25%, Knowing how much to help moves from 53% to 26%,
Figure 18 displays these changes for all family members
in a graphic representation.

The gains, however, differ markedly between the two
categories of caregivers. Spouses and children who have
a parent living with them report considerable gains. By
contrast, children who do not have a parent living with
them report little, if any, gain in most areas; indeed,
some items show an increased proportion of concern.

Safety for spouses and children who have a parent

living with them decreases from 83% to 50%, and for
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children who do not have a parent living with them, the

proportion of concern is reduced from 55% to 45%.
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Figure 18, Concerns of All Family Members: Entry and
Exit.

For spouses and children who have a parent living
with them, the concern for meal preparation does not
change, remaining at 27%. For children who do not have a
parent living with them, meal preparation, the second
greatest concern behind safety, decreases from 54% to
30%.

Transportation is initially a serious concern for
71% of the spouses and adult children who have a parent
living with them, and this issue marks the second most

serious issue for this group. At exit, 38% report that
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transportation is an important or critical concern. For
children who do not have a parent living with them, there
is no change; only 30% report this issue to be serious,
and at exit, only 27% report transportation to be an
important or critical concern,

Knowing how, when, and how much to help drops for
spouses and children who have a parent living with them. .
While knowing when to help shows a 7% drop (from 37% to
30%) , knowing how to help indicates a 26% drop (from S6%
to 30%), and knowing how much to help presents a gain of
45% (from 67% to 22%) . By contrast, knowing when to help
and knowing how to help (27% and 18% respectively) show
no changes for children who do not have a parent living
with them., And knowing how much to help shows an
increased level of concern, from 18% to 36%, While the
concern for family responsibilities drops for spouses and
children who have a parent living with them (from 27% to
14%), it remains the same for children who do not have a
parent living with them. Moreover, reported frustration
shows no change for spouses and children who have a
parent living with them, but it increases from 27% to 45%
for the children who do not have a parent living with
them,

The final portion of this research deals with a
study of 40 family members of older people who are blind.

Family members are divided into two groups: (1) spouses
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and adult children who-have parents living with them and
(2) adult children who do not have a parent living with
them. The research reveals that those family members who
live with a person who is older and blind report much
greater levels of concern than children who do not have
an elder who is blind living with them. After
rehabilitation services are provided, the reports of
spouses and adult children who have parents living with
them reveal diminished proportions of concern in most
issues. By contrast, children who do not have a parent
living with them report little, if any, change in levels

of concern.
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CHAPTER V
CONCLUSION

As America moves through the last decade of this
century, the nation will be forced to confront realities
unimagined by previous generations. Among the pressing
issues before us will be the public policy and practice
concerns of serving older people who become blind. The
absolute number of older individuals experiencing severe
vision impairment will probably double between 1980 and
2010, from about 2 million to nearly 4 million people.
The numbers alone will begin to drive public policy, but
numbers do not tell the entire story of human capacity
and desire. The impact of aging and blindness is an
intensely personal and private matter, It affects an
older person’s ability to perform tasks and establish
relationships that are otherwise second nature to us all,
And it may compromise the traditional roles that provide
identity, self-esteem, and quality of life. We must be
mindful of the profound implications of blindness for an
older person. In addition, as blindness affects older
individuals, it impacts upon their families and those who
care for and about elders, Thus, blindness is not an

isolated event, but one that ripples across the tamily,

159
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support systems, and social structures designed to sus-
tain dignity and independence.

The literature review for this research frames the
importance of this study. Until recently there has been
scant interest in the issue of aging and disability, and
very little research has addressed on older people who
are blind. It is clear that while aging does not cause
disability, it certainly marks a time when disability
becomes both more prevalent and more intense. Yet, given
the prevalence of disabling conditions, most elders are
able to preserve independence through their own persever-
ance, ingenuity, and support systems.

Census projections suggest that the numbers of
elders will increase dramatically in the United States in
the decades to come. This phenomenon will be experienced
in Northern and Western Europe, Canada, and to some
extent in Japan. As a part of this demographic trend,
the numbers of people experiencing severe vision impair-
ment and other age-related disabilities will soar.

These demographic shifts occur in the social context
of families that are smaller and increasingly dispersed.
As a result, the traditional caregiving system becomes
increasingly taxed. Women who in the past assumed the
traditional caregiving role are now caught in the middle
as they attempt to work, care for their own families, and

also care for an older person who is disabled. Moreover,

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



161
as more people live into their ninth and tenth decades,
adult children in their 60s may be thrust into caregiving
roles, or adults in their 40s may find both parents and
grandparents dependent upon them.

It is clear that families are hersic and pivotal in
their efforts to preserve independence. Families, chief-
ly wives, daughters, and daughters-in-law, are resilient,
tolerant caregivers, providing 80 to 90% of the care
necessary to sustain an older person at home; profes-
sionals provide the balance of care. Other research has
shown, for example, that for every person in a nursing
home, two others who are equally disabled are cared for
at home. The chief reason that an elder is institution-
alized is a collapse in the support system, not a sudden
decline in the health of the older person. Consequently,
People who are kinless are more vulnerable to institu-~
tionalization, and those who have families are much more
disabled when institutionalization occurs. While
families often provide critical levels of caregiving,
little respite appears available that would allow them to
sustain their caregiving activity.

While human experience occurs in a social context,
it also happens in the context of public policy. Clear-
ly, public policy has not kept pace with the massive
demographic shifts of an aging population. Furthermore,

part of this public policy is defined by the inadequacy
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of measures to report the success or failure of rehabili-
tation programs designed to serve people who are older
and disabled,

In recent years, the World Health Organization
(1980) has developed the International Classification of
Impaixments, Disabilities, and Handicaps (ICIDH) as a way

to understand the issues of disablement. This model
creates a distinction between disease and disability and
the consequence of disease. Wood (WHO, 1980), for ex-
ample, defined four planes of experience., In the first
pPlane etiology gives rise to pathological changes that
manifest themselves through symptoms and signs. At the
second plane, an individual becomes aware of these chan~
ges and the pathology ic extericrized, Impairment is
defined as '"‘any loss or abnormality of peychological,
physiological, or anatomical structure or function" (p.
27), and the concern of impairment focuses upon the organ
level, Disability, then, is defined as '"any restriction
or lack (resulting from impairment) of ability to perform
an activity in the manner or within the range considered
normal for a human being' (p. 28). Thus, disability is
concerned about issues at the person level, Finally,
handicap is defined as '"altered behavior or performance"
that places ''the individual at a disadvantage relative to

others, thus socializing the experience'' (p. 28). There-

fore, handicap is concerned about the person in society.
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The ICIDH model becomes elegant because it distin-

guishes among these domains. And these distinctions
allow for a clearer, more precise discussion of disable-
ment as it impacts at the organ, person, and social
levels,.

The goal of rehabilitation is to allow people to
sustain or increase independence. In some way, people
should be better off as a result of a progr=r designed to
serve them., But measuring progress, especially among
oclder people whose health and support systems may be
fragile, is difficult, at best., Many organizations seek
to create proxies to define success. For example, an
organization may count the number of people served, units
of service, or cost per unit of service. While these may
become useful measures of efficiency, they do not portray
a proaram’s effectiveness,

The most critical thinkers in rehabilitation have
attempted to define rehabilitation outcomes as a way to
measure success, Such a model asks the basic question:
Is an individual essentially better off as a result of

service?
Methods

This study was concerned with describing the
demographic characteristics and rehabilitation outcomes

of 112 older people who are blind, and this sample ad-
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dressed the first two research questions. This study
also addressed the concerns of 40 family members who have
a spouse or parent who is blind. This group comprised a
separate group of indiwviduals, although 35% of the 40
were contained within the sample of 112, This second
group of individuals addressed the third research ques-
tion, All of these individuals had received services
through the Independent Living Rehabilitation Program of
the Michigan Commission for the Blind, The data were
compiled from aggregated information about these individ-
uals, Instrumentation included client surveys, function-—
al assescment devices, entry and exit surveys regarding
productivity, and surveys administered to family members,

Three research questions provided the framework for
this study.

1. VWhat are the characteristics of a group of
elders who are blind and who seek and receive rehabilita-
tion services?

1A, What are the age, gender, ethnic charac-
teristics, marital status, health concerns, and living
arrangements of this group?

1B, What levels of productivity do these
individuals report?

2. What are appropriate strategies for measuring

rehabilitation gain among older people who are blind?
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2A., VWhat are strategies for presenting rehab-
ilitation gain?

2B. In what areas do elders who are blind
demonstrate rehabilitation gains after receiving rehabil-
itation services?

2C. What impact do gender, health, and living
arrangements have upon rehabilitation outcomes?

2D. What impact does the completion of reha-
bilitation services have upon reported productivity
measures?

3. What are the concerns of spouses and adult
children regarding an older family member experiencing
blindness?

3A. What are the concerns of spouses and adult
children at the keginning of rehabilitation services?
3B. How do the concerns of spouses and adult

children change after rehabilitation services?
Summary of Results

The demographic characteristics revealed that the
average age of this group of 112 people was 76.5, ranging
from 55-103, Sixty-seven percent of this sample were
women, Twenty—~two percent of the men and 58% of the
women were widowed, In fact, 69% of the women had no
spouse, Over three times as many women lived alone as

men, and over half of this sample lived in cities with a
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population greater than 50,000, Fourteen percent of the
individuals in this sample were black, and the balance
were white,

The causes of blindness among this sample were
clearly associated with the age-related pathologies.
Thirty-four percent reported macular degeneration, and
15% indicated diabetic retinopathy; 13% indicated glau-
coma as a cause of blindness, and only 3% reported catar-
act. In addition, 19% indicated some combination of the
above four pathologies. Thus, the four leading causes of
blindness among elders—-macular degeneration, diabetic
retinopathy, glaucoma, and cataract-—accounted for 87% of
the cases of blindness that these 112 people reported at
the beginning of service,

Eighty-seven percent of the people in this sample
lost their vision after their 60th birthday. Indeed, 42%
lost vision during their eighth decade, and 17% lost
vision after age 80.

Reported impairments and diseases that are secondary
to blindness showed greater prevalence rates than Nation-
al Center for Health Statistics (Blake, 1984) data would
suggest for these individuals. Sixty-one percent report-
ed arthritis; 46% reported hypertension, and 38% showed
heart disease. In addition, 32% reported hearing impair-

ment, and another 5% indicated deafness. In fact, 59% of
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the men in this sample reported hearing impairment or
deafness.

Yet, despite significant reported secondary impair-
ments, only 13% reported their health to be generally
poor, and 30% reported health to be fair. The majority
(53%) indicated that their health to be good or very
good. Sixty-five percent reported that their health had
not interfered with normal activities, and 10% indicated
the poor health had prevented normal activity for 7 days
or less during the preceding 90 days. Similarly, 63%
indicated that they had not been inpatients in a hospital
during the previous year, and 18% reported hospital stays
of 9 days or less.

Productivity .iseasures indicated that the women
continue to perform domestic tasks of meal preparation
and dishes, while men largely relinquished or simply did
not perform those tasks. Moreover, this group was not
involved with caring for children or supervising others;
86% did not perform this task at all.

As a group, this sample appears to be rather iso-
lated socially. Fifty—-four percent did not visit com-
munity centers, and 53% did not shop for items other than
food., Sixty-three percent had visitors once a week or
less. Yet, over three—-quarters of the sample listened to

radio or watched television daily.
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Reports of rehabilitation outcomes indicated that
the most frequently addressed skills were printing/writ-
ing (65%), signature (61%), pouring (58%), using
clocks/watches (57%), and identifying coins (47%). More-
over, 44% received training in spot vision and reading,
41% identifying currency, and 38% received training in
the use of the telephone,

Rehabilitation gain was measured on two scales, an
independence scale reporting how a task is performed and
a capacity scale measuring how well a task is performed.
Gain was assessed on entry and exit only on those items
where training occurred., The most significant gains on
the independence (how) scale occurred in braille (64%),
using tape recorders (60%), personal hygiene (60%),
distance vision (59%), and sewing (58%)., In addition,
significant gains were made in locating items while
shopping (57%), spot vision (51%), street crossings
(50%) , and printing/writing (44%).

The most significant gains on the capacity c(how
well) scale also reveal issues of skills training, The
greatest capacity gains occurred in pouring (71%), spot
vision (68%), printing/writing (68%), distance vision
(67%) , and using tape recorders (66%)., Moreover, sig-
nificant gains were reported in using clocks/watches
(65%) , buttering bread (63%), using doors/keys (60%), and

writing a signature (59%).
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Changes in productivity measures show considerable
variation based on gender, living arrangement, health
status, and task, In this study of productivity five
groups were examined: women living alone, men living
alone, women living with others, men living with others,
and men and women living in institutions. Each group
displayed differing levels of losses and gains, and
particular patterns emerged. Women living alone, for
example, reported moderate amounts of gain and modest
losses in disability (task performance) issues, Those
women showing stable levels of productivity comprised the
bulk of this sample. Moderate gains and moderate losses
occurred in handicap (social integration) issues, By and
large, women living alone appeared to be a very stable
group. By contrast, men living alone reported great
losses and great gains in disability issues. Moderate
gains and losses appeared in the handicap domain.

For women and men who live alone there is no one on
the premises to assist with domestic tasks. Therefore,
the imperative to continue to perform these tasks re-
mains. Women are more successful than men in this re-
gard; yet the importance of social integration has not
diminished.

Women living with others reported modest gains and
moderate losses in disability issues, but handicap con-

cerns showed fewer losses and greater gains. Similarly,
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men living with others reported moderate gains and moder-
ate losses in disability, and more gain and stability
among handicap issues,

It appears that men and women who live with octhers
tended to relinquish domestic tasks but have increased
socialization activities. Because someone else resides
in the household, it may be possible for these individ-
uals to relinquish some household tasks and rely upon
that support system for increased socialization,

Men and women living in institutional settings re-
ported very little or no productivity., Disability issues
showed no gain, and modest gains occurred in handicap
issues., Only the task of reading showed significant im-
provement. By their very nature institutions do not tend
to expect people to perform independent living skills,
but this small group did demonstrate the desire for
socialization activities, especially having visitors,

The third portion of this research had to do with
measuring the impact of blindness upon the family. A
total of 40 individuals were surveyed, and two groups
were examined: (1) spouses and adult children who have a
parent living with them and (2) adult children who do not
have a parent living with them. The research revealed
that the initial concerns of family members differed
markedly based upon living situation., Those adult child-

ren who had a parent living with them and spouses report-
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ed important or critical concerns with safety (83%),
transportation (71%), and knowing when (37%), how (56%),
and how much (67%) to help.

Children who did not have a parent living with them
reported much lower levels of concern. For example, 55%
reported safety as an important or critical concern,
while meal preparation (S54%), and having enough time
(45%) created significant levels of concern, but these
issues did not match the levels reported by spouses or
other children,

After rehabilitation services had been completed,
the percentage of spouses and adult children who had
parents living with them reported diminished levels of
concern across a brocad spectrum of issues,

At the beginning of service, 83% of spouses and
adult children who have a parent living with them report-
ed safety to be an important or critical concern., At the
conclusion of service, only 50% reported concern for
safety. Similar reductions were reported in transport-
ation (71% to 38%), how to spend time (62% to 31%), and
knowing when (37% to 30%), how (56% to 30%), and how much
(67% to 22%) to help. Concern about getting away for
eight hours dropped, as well, from 37% to 26%., Every
item on this inventory showed decreased proportion of

concern,
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Adult children who did not have a parent living with
them showed little or no change, and in some cases the
proportion of concern increased. Safety decreased from
55% to 45%, and meal preparation decreased from 54% to
30%, Transportation showed virtually no change (30% to
27%) , and knowing when (27%) and how (18%) to help re-
mained unchanged. How time was spent increased from 36%
to 50%; knowing how much to help increased from 18% to

36%, and frustration increased from 27% to 45%.
Discussion

As the nation ages and chronic disability becomes
increasingly common, available resources and strategies
to address disablement must replace the existing models
that chiefly deal with diagnosis and treatment of acute
disorders. The data presented in this study point to a
situation that is much more fluid and dynamic and far
more complex than policy makers and practitioners would--
in all probability-—-suggest. These findings begin to
define and validate a theory of aging and disability that
has emerged in this and various scholarly discussions
about elders and disablement,

Because there is no comprehensive, agreed upon model
of rehabilitation, it is impossible to assert what the
goals of rehabilitation are. As noted in the discussion

of the open systems model, organizations tend to create
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various proxies to measure results, Some organizations,
for example, focus chiefly upon referrals and closures,
and others may stress units of service, especially for
billing purposes. Generally, these measures address the
efficiency of programs, and often organizations strive to
increase efficiency by reducing costs or other resources.
But these measures avoid the more central question of how
rehabilitation affects the lives of individuals, That
is, discussions of how "effective'' a program may be is
largely avoided. Therefore, outcomes in terms of the
life of the person--quality of life or productivity--must
be identified and measured,

Throughout this research, strong emphasis has been
rlaced upon discussing or creating models that address
the issue of effectivenesuy. For example, the enriched
open systems model of input-throughput-output-outcome
reveal the relationship of effectiveness to efficiency.
The Wood and Badley (1980) concept of the General Model
of a Caring System reveals that rehabilitation initia-
tives do not occur in isolation, but they function in the
very broad domain of public policy. The Wood and Badley
model shows that no matter how worthwhile a program is,
it must be able to communicate its activities into the
public policy arena to gain public support, Finally, the
ICIDH model, which so heavily influences this discussion,

becomes a way of organizing central issues of disablement
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in a logical fashion. The logic allows for discussion as
well as the capacity to aggregate data.

These models become important in establishing an
overarching framework for measuring and reporting rehabi-
litation outcomes, especially among elders who experience
disability.

Moreover, the findings in this research begin to
characterize central policy and practice issues that must
be addressed as rehabilitation strategies for elders who
are disabled are defined. From this research six charac-
teristics emerge to temper public policy decisions in the
context of defining and measuring rehabilitation outcomes
for elders who are disabled. These dimensions include:
(1) the heterogeneous character of elders, (2) the impor-
tant distinction between disability and handicap, (3) the
value of small gains, (4) the importance of sustained
functional levels, (5) the importance of sustaining '"act-
ive'" 1life, and (6) the importance of the family. Fender-

son (1986) wrote,

In rehabilitation, the therapeutic goals and
emphases shift from diagnosis and treatment to
function and performance. The goals are not
limited to physical performance alone. They
encompass, as do those of the relatively new
medical specialty of family medicine, an
'extended boundary’ concept of the person in
his/her environment., (p, 4)

The demographic discussion suggests what a remarkab-

ly heterogenecus population older people comprise. While
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the average age of persons participating in this pragram
was 76.5, the range was S5 to 103, A S55-year-old has
little in common with someone 103 years old; in fact, a
5S-year-old may not even perceive a 77-year-old as a
peer. And clearly age and gender suggest widely differ-
ing resiliency and support systems. For people who are
younger, health may be good, one’s spouse may be alive,
and adult children may be relatively young. For the
older o0ld, health may be fragile, and as the number of
women suggests, many women face life as widows. More-
over, the adult children of someone over 80 may them-
selves be over age 60. Simply put: older people bring
differing expectations, support systems, personalities,
and resources to the experience of disablement. Being
older and blind does little to describe this population,
and this condition does nothing to predict rehabilitation
needs or outcomes for a particular individual. Facile
generalizations can be easily contradicted.

The Interpational Classification of Impairmentg,
Disabilities. and Handicaps (WHO, 1980) creates a power-
ful distinction between disability (task performance at
the person level) and handicap (integration at the social
level), This conceptualization underscores the impor-
tance of these two domains in rehabilitation practice.
Emerging models of rehabilitation must balance the value

of increased functional ability (task performance) with
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the value of increased social integration (a quality of
life issue). The skill of crossing a street, for ex-
ample, has little value to the individual unless he or
she has somewhere to go or someone to see. Rehabilita-
tion activities that do not lead to an enhanced quality
of life must be called into question,

Reports of productivity in this research reveal that
handicap issues often show greater gain than the gains
and losses displayed in disability (functional gain).
While the relationship between disability and handicap
cannot be asserted in this research, it is arguable that
a rehabilitation intervention may not be able to success-
fully address every skill area, but if the service leads
to a reduction of handicap, then the intervention must be
judged a success,

Williams (1984) has cited the importance of small
gains as they relate to quality of life and needless
institutionalization. This research reveals that policy
makers and practitioners must be mindful of these small
gains and the importance they have for the individual.
Crossing a street, reading one’s mail, or even setting
the thermostat involve a complex set of small gains;
these gains provide the individual with control over life
choices that leads to a fuller, more satisfying life,

Policy and practice decisions cannot ignore the value of
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one small gain or the aggregate of small gains in the
quality of an individual’s life,.

Another characteristic of a rehabilitation model for
elders concerns the ability to sustain one’s functional
level., While one goal of rehabilitation is to achieve
gains, however small, a second, and equally wvalid, goal
is to maintain function (S. J. Brody, 1986). Given the
remarkably varied characteristics of older people who
become disabled, achieving gains may be out of the ques-
tion, but sustaining function may be equated to preserv-
ing quality of life and self-esteem. In this study many
older people report sustained levels of productivity;
this achievement becomes increasingly important in light
of the fact that this group is old and becoming older.
Age threatens productivity, but in many cases produc-
tivity has been sustained. For women who live alone,
because of their vulnerability, sustaining functional
ability may be essential in avoiding institutionaliza-
tion.

The model of an active and dependent life proposed
by Fulton and Katz (1986) provides another dimension to
this discussion, The Katz-Fulton model suggests that the
average 65-year-old should be able to enjoy 10 years of
active life; indeed, the average 80-year-old should enjoy
five years of active life. A goal of rehabilitation

should be to preserve an active life for as long as
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possible., If it is the impairment of blindness that
threatens active life, then rehabilitation should provide
the services that will assist individuals to preserve all
of the years that a person should normally expect. There
is no question that the moment may arise when the gravity
and complexity of problems overwhelm an individual’s
ability to continue to live independently, but if the
particular threat can be isolated and addrecsed, then
continued active life may be possible, If, for example,
vision impairment threatens the ability to cook, travel,
and maintain one’s environment, then skills may be taught
to address those specific concerns,

The sixth dimension of a rehabilitation model has to
do with the family, There is no question that the family
is the most tolerant and resilient caregiver, and that
the presence of the family preserves independence and
dignity. This study points to the kinds of stress that
family members experience, It reveals that the propor-
tion of family members expressing concerns can be dimin-
ished even though services are provided directly to the
person who is older and blind and not the family. Since
research in gerontology has shown us that a collapse of
the support system is the chief reason that elders are
institutionalized, then it is imperative that strategies
be developed to preserve the caregiving capacity of the

family and not tax it unduly because of a lack of know-
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ledge or a lack of rehabilitative services, If addition-
al services can be provided to the family to reduce
stress and provide respite, then those people who provide
80-90% of the care can continue to do so. Moreover, the
reports of productivity in this study point to the role
of family caregivers. For men and women who live with
others, disability issues may increase, as people are
less involved in meal preparation and other activities,
But family support systems combined with the rehabilita-
tion intervention may be factors that lead to greater
socialization, Rehabilitation models must address and
support the most fundamental institution in our society,

the family.
Limitations of the Study

This study is limited by the nature and context of
the research., The research was conducted within the ccn-
fines of the operation of an established service delivery
program, and any research conducted within the context of
an ongoing program will experience constraints, There-—
fore, the study describes those participants who come to
the program and receive services, It is not a random
study of elders who are blind. One might expect that
people who seek out and receive rehabilitation services
may be different from the entire population of people who

are older and blind.
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In addition, this study did not use an experimental
or even a quasi-—experimental research design. Conducting
a study within the context of a service delivery model
does not allow one to create the controls or withhold
services that would establish an experimental research
design. Moreover, there are not enocugh controls to pre-
dict causality. One cannot say with certainty that
specific rehabilitation interventions lead to particular
outcomes. Clearly, changes occurred, but one cannot
point to particular reasons for those changes,.

In addition, while productivity reports and surveys
of family concerns are characterized by an internal re-
liability, the validity and reliability of the assessment
instruments cannot be accomplished within the context of
a rehabilitation agency where issues of validity and re-
liability are not pressing concerns, Although the staff
conducting assessments are highly trained, skilled, and
experienced, one must expect that these instruments are
reasonably reliable, but it is clear that assessments
devices were not designed primarily with research goals
in mind. Field research of this nature simply must rely
upon the available data generated by established instru-
ments. That constraint is not unlike other field re-
search that is conducted in rehabilitation or social

service programs.
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Suggestions for Future Research

This research serves as a frame of reference to
define additional areas of applied research affecting
rehabilitation practice and public policy. The limita-
tions of this research help to define those particular
issues requiring further inquiry. For example, random
studies need to be accomplished to better understand the
characteristics of the entir~ population of elders who
become blind. 1In addition, carefully controlled and much
larger studies are needed to identify the impact of
various rehabilitation strategies. What specific service
components, for example, create the most rehabilitation
gain?

In addition, future research needs to explore the
relationship of rehabilitation services to shifts in
disability and handicap. This study suggests that modest
gains in disability areas may lead to greater gains in
handicap., This suggestion needs to be tested in con-
trolled studies with larger samples. Moreover, resear-
chers need to better understand the older person’s per-
ceptions of these changes. Where, for example, do older
people most desire for changes to occur? Would they
rather learn additional skills or would they rather
achieve greater social integration? Moreover, of the

various skills addressed in rehabilitation models, which
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ones lead to the greatest impact? Does learning to cross
the street have greater impact than being able to read
newspaper print with a low vision aid? Or is there a
discrete core of services that provides the bulk of gain?
If so, perhaps rehabilitation initiatives could focus on
fewer skills in more depth knowing that the end result
would equally be positive,

Additional research must address the validity and
reliability of the ICIDH scales and test the utility of
those scales for use in field settings. Strategies
should be defined to demonstrate that assessment tools
gather and aggregate data in ways that are useful to
practitioners and policy makers., In addition, research
needs to further test the utility of the scales. Should
they be expanded, for example, in a manner to better
report small gains?

The research with the family provides a rich area
for additional study. Again, subsequent studies should
be designed to include control groups. Are the two
groups identified in this sample representative of the
families of all older people who are blind? The aging
literature implies that children who do not have a parent
living with them would experience higher levels of con-
cerns than this research reports; therefore, this issue
needs to be explored. Moreover, the sample size needs to

be expanded considerably so that more can be understood
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about adult children who have a parent living with them,
The sample size in this study was toco small to draw
specific conclusions about this discrete group. In
addition, this group of 40 people is probably ua-
representative of families experiencing other kinds of
disabilities, and more needs to be known about the re-
lationship of these caregivers to other family members in
caregiving roles. Are concerns different or more in-
tense? More also needs to be known about the charac-
teristics of these caregivers, What is their age? What
health conditions and limitations do they experience?
How much are they invelved in caregiving? What support
systems do they have? This research also suggests that
service models should be designed around the concerns
that net only clients but families express. If a variety
of direct services could be also delivered directly to
the family, would changes in client performance be dif-
ferent or much the same? Both quantitative and qualita-
tive research is required in this arena.

The aim of this study is to assist in laying the
foundation for these additional research questions that
will address policy and practice issues of older Ameri-

cans who are blind in the decades to come.
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& SURVEY FQR REHABILITATION SERVICES
i:"""’" ‘R INDEPENDENT LIVING REHABILITATION PROGRAM

Michigan Department of Labor
Michigan Commission for the Blind

AUTHORITY: P.A. 260 of 1978, AS AMENDED. THE DEPARTMENT OF LABOR WILL NOT DISCRIMINATE AGAINST ANY

COMPLETION: VOLUNTARY. INOIVIQUAL QR GROUP BEGCAUSE OF RACE. SEX. REULIGION, AGE,

PENALTY: NONE NATIONAL ORIGIN, MARITAL STATUS. HANDICAP, OR POLITICAL
BELIEFS,

Name Soctal Secunty No. County Code

Birth Oate Sex 1 Male Ethnic Ongin

Ma./Day;Ye. 2  Femeis |1 " Black 2 [ Caucamsn 3 _ Odental 4 _ Hispamc 5 (" American Indian

Current Address City Zip Teiephone

Directions to the Home (Optional)

Geographical Area (Use city or township — check one)

1 7~ Rurs) (Under 50000 2 T 5000 — 10000 3 10,000 — 30,000 4 _ 30000 — 50000 $ [_ Over 50.000

Current Mantal Status (Check only one)

1 Mared 2 T Ciunrcen 3 T Never Mamned 4 T Widowed 5 . Saparated
Education Vateran

Number o! years completed 17 Yes 2 No
Reterred by Reterral Date

Resource Person (in case of emergency)
Nama

Address

Current Doctor

Opnthaimoiogist

Physician

Eye C
At what age did your eye problem begin !0 interfere with your ability to perform daily actwities? —

Heanng Evaluation Requested 1 i~ Yes 2.~ No Braite Date Date

MOL-260 (2/87) page 1 ot 4
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Generai Health
A. Active Pathology (Mark if present)

T Arthritis  Hypertension {_ Cancer  Diabetes C Heart Disease
Z Kidney [C Resaoiratory [C Seizure Disorder [ Other (Specity)
Commants:

B. Federal Reporting (Check if present)

1 _ Deafness § _ Cearebral Palsy 9  Mental lilness
2 T Other Hearing !mpairments 6 T Polio 10 T Epilepsy

3 _ Amputation or Absense of Limb(s) 7 [ Multiple Sclerosis 11 [ Stroke

4 — Spinal Cord !njury 8 T Mental Retardation 12 [T Head Injury

C. Maedication

D. Current perceptions of physical heaith/iliness:
1. In general, how has your heaith been for the past 3 months?
1 Poor 2T Fair 3 [ Good or Very Good

2. During the past three months, how many days has your heaith kept you from doing those
activities which are a part of your normal day?

days Comments

3. During the past 3 months, how many days has your health kept you in bed all or most of the day?
days Comments

4. Duning the past year, how many days were you an inpatient in a hospitai?
days Indicate reason(s)

Ambulation/Mobility/Orientation: Check level ot difficuity ot appiicable items

A. Ambulation B. Present Method of Mability
Difficuity Type Difficulty Type
Great Some No Great Some No
- C C Without Aid (0) C C C  Without Aid (0)
- = T walker (1) C = [T Sighted Guide (1)
- . T Wheelchair (2) C C T Guide Dogs {2)
- C Orthopedic Cane (3) C [ [C  White Cane (Long) (3)
_ - T Quadcane (4) (. [ . White Cane (Support) (4)
= C T Person (5)
_ - Z Other (Specity) (6)
PMOL-260 (2/87) Page 2 of 4
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__“A,.__,‘* SURVEY FOR REHABILITATION SERVICES

LAB;R INDEPENDENT LIVING REHABILITATION PROGRAM

Michigan Department of Labor
Michigan Commission for the Blind

C. Oriantation Within Living Space, Neighborhood, and Community.
Difficuity Type

Great Some No
] C [C  Within Home or Living Space
T C T Within Immediate Neighborhood
C - T Outside Immediate Neighborhood
EJ. Environmental Barriers 1 Yes 2 No —]

Living Arrangement (Check only one)

0 J Lives aione

1 C Lives with spouse, significant other, or children
2 T Lives with friends/unrelated persons

3 [T Lives with other relatives

4 [ Lives in public institution

§ [T Lives in private institution

6 [T Lives in foster home

7 7 Other

Productivity
A. Household chores:
1. Are you responsible for physically pertorming household chores? 1 C Yes 2 No
2. Indicate how frequently you engage in the foilowing activities:
(0) (§}) @ @

Not Once Per A Few Times
Done Week or Less Per Week Daily
a. meal preparation C C ] C
b. house cleaning C C C O
c. faundry - ! C O
d. dishes C C D C
e. food shopping c ! C c
f. supervision (children or
dependent aduits) [} d C O
g. yardwork, snow shoveling,
gardening, home repair
(undertine appropriate items) C C C ]
h. Other C C () C
MDL-260 (2/87) Page 3 of 4
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8. Vocational Status: 1 [ Retired 2 [ Full-time Employed 3 [ Part-time Employed 4 {_ Unemployed
C. What would you like from this program? (Qptional)
D. Organizational Memberships
0 T None
1 _ 1-2 organizations, reguiacr attendance with eithar
2 [ 1-2 organizations, irreguiar attendance with both
3 [ 3 or more organizations, reqular attendance with any one
4 T 3 or more organizations, irregular attendance with ail
E. Lsisure Activities:
Indicate how frequently you engage in each activity.
(@) (1 2 (3)
Not Once Per A Few Times
Oone Week or Less Per Week Daily
a. Public entertainment
(e.g., show, dinner, sporting event) [ C C _
b. Community Center
(e.g., church, bingo, cards, travelogue) - C C c
c. Shopping (other than for food alone) C C c O
d. Visiting friends or relatives C C - C
e. Watch television/listen to radio C - C [
f. Read newspapers, magazines, baoks,
(TBM or tapes) (s C - C
Have friends or relatives visit C - C C
. Aduit education, cratts/hobbies = T C C
i. Other, Specily m — - — —
Financial Sta t (Optional)
A. Financial Difficulties:
1. Are you currently having trouble meeting
your bilis? 1 Yes 2 [C No
2. Do you need more income to cover basic
living needs? 1 Yes 2 Nae
MDL-260 (2/87) Page 4 of 4
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FUNCTIONAL ASSESSMENT REPORT
INDEPENDENT LIVING REHABILITATION PROGRAM

mﬁ MICHIGAN DEPARTMENT OF LABOR
MICHIGAN COMMISSION FOR THE BLIND

AUTHORITY:  P.A. 260 of 1978 AS AMENDED

THE DEPARTMENT OF LABOR WILL NOT DISCRIMINATE
AGAINST ANY INDIVIDUAL OR GROUP BECAUSE OF RACE,

SORILETION:  VOLUNTARY SEX, RELIGION, AGE, NATIONAL ORIGIN, MARITAL STATUS,
: HANDICAP, OR POLITICAL BELIEFS.

CLIENT NAME CASE NUMBER

ENTRY DATE EXIT_DATE

SCALES FOR FUNCTIONAL ASSESSMENT

0—
1=

DEFINITION: f you had to do alone, how would you perform this task?

DEFINITION: How task is performed

PERSONAL PERFORMANCE CAPACITIES

Normal Capacity—Client would perform task with satisfactory completion.

Diminished Capacity—Client would perform task but satistactory completion is somewhat af-
fected by problems with speed, pain, or confidence.

Reduced Capacity—Client would perform task but satistactary completian is seriously affected
by problems with speed, pain, or contidencs.

Incapacity—Client cannot perform task with satisfactory completion.
No Score—Unable to obtain a reliable rating.

INDEPENDENCE

A—  Alone—Client performs task alone.

B--  Aided Performance—Client requires aid or appliance for normal completion of task.

C- Assisted/Dependent Performance—Client performs task with human assistance.

D—  Augmented Perfarmancu—Cilent requires both human assistance and aid or appliance.

E—  Hired~—Client hires task out to someone eise, task is performed by a reiative/friend or task is
provided by facility.

Fom No Desire—Client has no desire to perform task or have task performed by another person.

G—  Unable--Task is impossible to achieve or sustain; assisted or augmented performance has safety
or completeness of task concern.

FUNCTIONAL ASSESSMENT
ORIENTATION AND MOBILITY ENTRY EXIT

PERSONAL MANAGEMENT

1. Walk one block/tlat surface

2. Uneven terrain/up 20 stairs

3. Standing/sitting, lying position

. Into/out of bus, public transportation
. Ride distances

. Street Crossing

. Carry small package 1 block

. To/from grocery store

. Locating items/shopping

aRRRRRNY
RRRRRRY

O o~y h

10. Dressing

11. Finding/organizing bathing items
12. Hygiene tasks

13. Using tub/shower

14. Selecting/matching clothes

1T
Ay
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EATING

15. Pouring from a pitcher
18. Dishing out food

17. Using cup or glass

18. Cutting meat

19. Buttering Lread

20. Sait and pepparing

21. Eating tasks

LOW VISION

22. Spot reading

23. Continuous reading

24. Distance vision (TV, taces, street crossings)
25. Distinguishing colors

HEARING

26. Hearing normal speech
27. Hearing during interview
28. Speaking/expressing

COMMUNICATIONS

29. Printing/writing

30. Signature

31. Braille

32. Typing

33. Tape recording devices
34. Telephone

ADAPTIVE KITCHEN SKILLS

35. Opening cans/containers

36. Slicing/chopping foods

37. Measuring dry/liquids

38. Mixing, beating, or kneading foods
39. Serving foods

40. Refrigarater/cupboard organization
41. Washing dishes

42. Kitchen cleanup

43. Stove/oven

44. Switches, plugs, faucets, or diais

HOME MANAGEMENT

45. Vacuum cleaner

46. Laundry

47. Making Beds

48. Cleaning, dusting, or poiishing
49. Doorlocks, keys, handles

50. Opening/closing doors

3i. Sewing

52. Organize home

TIME AND MONEY

53. Using clocks/watches
54. Identilying coins
55. ldentifying currency

QTHER

$6. Performing tasks (lifting, reaching, bending
stooping, pulling, pushing)
57. Parsaonal safety

[

i

[T

HARRERERE

RERRRRY

| ll} EHEEEE PR P m [ HHH{%
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FAMILY SURVEY
Indeperdent Living Rehabilitation Program
Michigan Camission for the Blind

The Michigan Cammission for the Blind is administering a federel grant to serve olde
pecple whe are klind, As a part of this program, the Commission wishes to involve th
family to better serve blind individuals. By completing this survey, we can better serv
you ard individuals who are older amd blind. Your assistance is much appreciated.

e e s v Y vie v e e e e e e de e e s e deve e vk e de e v de e A e s de i e R A A W R AR TR A e AW R R R ATk Rk R ke ek Ak R kA k Rk ko h R Ak k ki
Client Name Social security Number

Date of Carpletion
e e e vie e vt e e vl e I sl e e e Y0 e e i 2k e e ok o e Y e e 3 vl 2 e e 29k oy e v i v o e e e A ok S e o e e s s v e e e s e v e o i o e vl ok b i e e e e ok 2 e ok e e e v de e

1. Caregiver Name 2. Xge
3. Your relationship with client:
__Spouse (1) __Sibling (2) __Parent (3) ___ Child (4)
__In-lLaw (5) __Friend (6) ___Other (7) Specify
4. Do vou live in the same household? _ Yes __ No
S. Did you know the client before he/she became blind? ___Yes __No
6. Are you employed? __ Yes __No

7. Has your employment status changed as a result of the client's blirdness? Yes N

8. Do you have any physical problems that interfere with completing daily livin
activities? _ _Yes _ No

9. To what extent do you want to be imvolved in our client's independent livin
rehabilitation training program?

/. /. / 4
1 2 3 4
Not at As little as Critical As Much
all Possible Time As Possible
10. Realistically, how much time will you be able to spare to participate in ocu
client's independent living training program?
/. /. / /
1 2 3 4
Not at As little as Critical As Much
All Pessible Time As Possible
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11. Circle the rumber which best reflects your concerns about the client being blind

No Same Important Critica
Concern Concern Concern Concern

a. His/Her safety 1 2 3 4
b. Transportation to places 1 2 3 4
c. Doing housework 1 2 3 4
d. Preparing meals 1 2 3 4
e. He/She is depressed, averly
anxiocus, ete. 1 2 3 4
f.  Paying bills 1 2 3 4
g. How to spend his/her time 1 2 3 4
12. Circle the mumber which best reflects the aurent concerns about how the client!

blindness affects you.

No Scme Important Critica
Concern Concern Concern Concern

a. Knowing when to help the client

do things 1 2 3 4
b. Knhowing how to help the client

do things 1 2 3 4
c. Xnowing how much help is needed 1 2 3 4
d. Frustration over situation 1 2 3 4
e. Uncomfortable when aut in public

with client 1 2 3 4
£. Having encugh time available to

help the client 1 2 3 4
g. Taking time away fram other family

members 1 2 3 4
h. Getting other work done 1 2 3 4
i. leaving for short periods of time

{6-8 Hours) 1 2 3 4
j. Leaving for long periods of time

(8 hours or longer) 1 2 3 4
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No Sane Inportant Critica
Cancern Concern Concern Concern

Taking shert car trips with the
client 1 2 3 4

Taking overnight trips with the
client 1 2 3 4

circle the mmber in which the client's blindness affected the way these task
are accamplished.

Same Slightly Conpletely Net
as before Different Different Applicable

Meal preparation 1 2 3 4
Snack preparation 1 2 3 4
hild care 1 2 3 4
Lawny/yard care 1 2 3 4
Grocery shopping 1 2 3 4
Arranging for hame repair 1 2 3 4
Banking and finance 1 2 3 4
Leisure time 1 2 3 4
Visiting friends/relatives 1 2 3 4
H.‘?v::qu frierxis/relatives
visit 1 2 3 4
Eating out 1 2 3 4
Household chores 1 2 3 4
Reading labels/print
near seeing 1 2 3 4
Seeing faces, TV
distance seeing 1 2 3 4

Circle the muber in which you think the client can perform the following task

by him/herself.
cary can/ Can do
Cannct do Extreme Same Very
without help Difficulty Difficulty Well
a. Crossing Streets 1 2 3 4
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o S SN
without help Difficulty Difficulty Well
b. Grocery shopping 1 2 3 4
c. Opening cans 1 2 3 4
d. Pouring liquids 1 2 3 4
e. Using knives--cutting,
chopping, peeling, etc 1 2 3 4
f. Using stove/oven 1 2 3 4
g. Washing dishes 1 2 3 4
h. Personal care (dressing, hygiene) 1 2 3 4
i. House cleaning 1 2 3 4
Laurdry 1 2 3 4
K. Selecting/matching clothes 1 2 3 4
1. Dialing telephone 1l 2 3 4
m. Writing notes/messages 1 2 3 4
n. Writing signature 1 2 3 4
0. Identifying coins/currency 1 2 3 4
p. Telling time 1 2 3 4
q. Reading pring (labels, newspaper) 1 2 3 4
r. Seeing faces (distance tasks) 1 2 3 4
15. wH?.zh:the client's loss of vision had any affect an your perscnal relaticmship
Friends:
/ / / /. /
Rela?:ionships SQ:xewhat Litt%e go Liti.le Someémat Rels/' i
Are Much Worse Worse Worse Change Better Better Argtrfxrdfm =
Better
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Immediate Family Merbers:
/. / /. / / -/ /
3. 2 1 0 1 2 3
Relationships Samewhat Little No Little Samewhat Relaticonships
Are Much Worse Worse Worse Change Better Better Are Much
Better
Other Relatives:
/ /. /. /. /. /. _/
3 2 1 0 1 2 3
Relationships Scmewhat Little No Little Samewhat Relationships
Arve Much Worse Worse worse Change Batter Better Are Much
Better
16. A{:etherethin;sthatymmndliketodomtdm'tmtnusemadientism
visually impaired? __Yes __ No

If yes, describe what those things may be (e.d., vacations, eatirg eut, visitin
frierds or relatives)

17. List any information you would find helpful in better understanding or copin
with the client's blirdness.
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The Michigan Cammission for the Blind is administering a federal grant to serve olde
people who are blind. As a part of this program, che Ccmmissicn wishes to irwvolve th
family to better serve blind individuals. By campleting this exit survey, we can bette

serve you and individuals who are older ard blind.

Your assistance is much appreciated.

Fer P e Aol o e e o e sl s e el e sl s e e ol e e o e S W T A s A v e o Yol e e A e s A s e e e v v e e dr e e e e e v e e s ok

Client Name Social Security Number

Date of Campletion

Tede AR AA R AR AR AR R AR AR A AR R I AARA AR AN AR AR IR AR AR A AN Rk de A de de A drde s dede e b dede A s s de e de s s ke de e e e e

1. Caregiver Name
2. Circle the number which best reflects your current concerns about the clien
being blird.

No

Same Inportant
Concern Cancern Concexn Concern

Critica

a. His/Her safety 1 2 3 4
b. Transportation to places 1 2 3 4
c. Doing housework 1 2 3 4
d. Preparing meals 1 2 3 4
e. HesShe is depressed, averly
amxious, etc. 1 2 3 4
f. Paving bills 1 2 3 4
g. How to spend his/her time 1 2 3 4
3. Circle the mumber which best reflects the curremnt concerns about how the client'
blindness affects you.
No Important Critica

3. Knowing when to help the client
do things

b. Knowing how to help the client
do things

Coancern  Concern Concern Concern
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c. Xnowing how much help is needed
d. Frustarion over situation

-
[
w
FS

=
N
w
-~

e. Uncamfortable when cut in public

with client 1 2 3 4
£. Havimg enough time available to

help the client 1 2 3 4
g. Taking time away from other family

members 1 2 3 4
h. Getting cther work done 1 2 3 4
i. ILeaving for short pericds of time

(6-8 Hours) 1 2 3 4
j. Leaving for long periods of time

(8 hours or longer) 1 2 3 4
k. Taking short car trips with the

client 1 2 3 4
1. Taking overnight trips with the

client 1 2 3 4

4. Has the rehsbilitation program improved the way the following responsibiiitie
are accamplished?
No/Little Same: Great Not

Inproverent Inprovement Improvement Applicable

a. Meal preparation 1 2 3 e
b.  Snack preparation 1 2 3 4
c. Child care 1 2 3 4
d. lawn/yard care 1 2 3 A
e. Grocary shopping 1 2 3 4
f. Aranging for hams repair 1 2 3 4
g. Banking and finance 1 2 3 A
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3

No/Little Same Great Not
Improvement Inprovement Improvement — Applicable

h. leisure time 1 2 3 4
i. vVisiting frie ds/relatives 1 2 3 4
j. Having friends/relatives

visit 1 2 3 4
k. Eating out 1 2 3 4
l. Househsld chores 1 2 3 4
n. Reading labels/print-

near seelrg 1 2 3 4
m. Seeing faces, TV-

distanca seeing 1 2 3 4

5. Circle the mumber that best reflects how well do you think the client can perfer
the following tasks by him/herself.
cary/ Cary Can do
Cannot do Extrema Same Very
without help Difficulty Difficulty Well

a. (ressing Streets 1 2 3 4
b. Grocery shopping 1 2 3 4
c. Openirg cans 1 2 3 4
d. Pouring liquids 1 2 3 4
e. Using kmves—an:tmg

chopping, peeling, erc 1 2 3 4
f. Using stove/oven 1 2 3 4
g. Washing dishes 1 2 3 4
h. Perscnal care (dressing, hygiene) 1 2 3 4
i. House cleaning 1 2 3 4
j. laundry 1 2 3 4
k. Selecting/matching clothes 1 2 3 4
1. Dialing telephone 1 2 3 4
m. Writing notes/messages 1 2 3 4
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Can/ can/ Gan do
Cannot do Extreme Scme Vexy
without help Difficulty Difficulty Well

n. Writing signature 1 2 3 4
0. Identifying coins/currency 1 2 3 4
p. Telling time 1 2 3 4
q. Reading print (labels, newspaper} 1 2 3 4
r. Seeing faces (distance tasks) 1 2 3 4

6. OQur rehabilitation services are intended to allow older blind individuals t

function more independently in the home and commmity. Circle the mumber tha
best reflects your general perception of changes that have occurred in th
following ways as a result of the rehabilitation program.

Much About A Much
Worse Worse The Little Better
Than Than Same Better Than
Bufore Before aAs Than Before

Before Before

a. Physical Indeperdence:
Client is able to do personal
tasks such as preparing meals, going
places, telling time. 1 2 3 4 5

b. Social Independenca:
Client gets out of the hame to shop,
visit friends/relatives, eat out. 1 2 3 4 5

c. Resources/Benefits:
Your understanding of rescurces and
benefits available for blind
individuals. 1 2 3 q 5

d. Do you feel more relaxed with the
situation of how blindness has
affected your family member? 1 2 3 4 5

e. You have enough available time for
cther responsibilities now. 1 2 3 4 5

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



203

7. Atmgbeginnimofuﬁsprcqmm.maskediftheremuﬁ:qsymwantedtodo
btmd;qn':bemusethaclimtisvisuanyinpaimd. Are there things that yo
are doing now (for example, vacations, eating out, visiting, etc.) that thi
program has enabled you to do ar helped you feal more camfortable about doing?
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PN SURVEY FOR REMABILITATION SERVICES

LAB;R INDEPENOENT LIVING REHABILITATION PROGRAM

Michigan Qepartment of Labor
Michigan Commission for the Blind

AUTHORITY: P.A. 260 of 1978, AS AMENQED, THE DEPARTMENT OF LABOR WILL NOT DISCRIMINATE AGAINST ANY

COMPLETION: VOLUNTARY, INDIVIDUAL OR GROUP BECAUSE OF RACE. SEX. RELIGION, AGE.

PENALTY: NONE NATIONAL ORIGIN. MARITAL STATUS, HANDICAP, OR POUITICAL
BELIEFS.

Name Social Secunty No.

Living Arrangement (Check only one)

0 J Lives alone

1 D Lives with spouse, significant other, or children
2 [T Lives with friends/unreiated persons

3 _ Lives with other ralatives

4 ] Lives in public institution

5 [C Uves in private institution

8 7 Lives in foster home

7 [ Other

Current perceptions of physical heaith/iliness:
1. In generai, how has your health heen far the past 3 months?
1 Pear 27 Fair 3 Good or Vi« Good

Crientation Within Living Space, Neig d, and C ity
Ditficuity Type
Great Some No
] ] 0 within Home or Living Space
C e 0 Within Immediats Neighborhood
[} C T Outside Immediate Neighborhood
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Productivity
Household chores:
1. Are you responsible for physically pertorming household chores? 1 C Yes 2 " No
2, Indicate how frequently you engage in the foilowing activities:
(@) (8}] 2 )
Not Once Per A Few Times
Done Week or Less Per Week Daily
a. meal preparation C C C C
b. house cleaning C (- = C
¢. laundry C C C O
d. dishas ] O c d
e. toad shopping C cC C (]
f. supervision (children or
dependent aduits) C G [} o
g. yardwork, snow shovaling,
gardening, home repair
(undertine appropriate items) cC O O c
h. Other O a g a
Leisure Activities:
Indicata how frequently you engage in each activity.
@ (1) (2) ()]
Not Onca Per A Few Times
Done Week or Less Per Week Daily
a. Public entertainment
{e.g.. show, dinner, sporting event) C (I c C
b. Community Canter
(e.g., church, bingo, cards, travelegue) C C c C
¢ Shopping (ather than for food alone) C C (8} C
d. Visiting friends or relatives C cC C c
e. Watch telavision/listen to radio [ [ O c
f. Read newspapers, magazines, books,
(TBM or tapes) c C C C
g. Have friends or reiatives visit - - z [
h. Aduit education, craits/habhies o C c c
i. Other. Soecify C - - [
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Appendix F

Changes on Independence Scale

Skill n % Entry Exit % gain

1. Walk One Block 29 26 46 76 30
2, Up 20 Steps 19 17 37 63 26

3. Standing/Sitting 9 8 78 100 22
4, Into/Out of Bus 10 9 60 70 10

S. Ride Distances 4 4 75 75 0
6. Street Crossing 21 19 23 73 50
7. Carry Packages 6 ) 67 83 17

8. To/From Grocery 8 8 0 38 38

9. Locate Items Shopping 1S 13 14 71 57
10, Dressing 6 3 33 67 34
11, Organize Bath Items S 5 80 60 -20
12. Hygiene 6 S o 60 60
13. Tub/Shower 6 5 67 67 o
14, Select Clothing 27 24 30 70 40
15. Pouring 65 S8 71 SS 24
16. Serving Food 8 7 75 62 -13
17. Cup/Glass 23 21 87 96 9
18, Cutting 16 14 56 81 25
19, Butter Bread 19 17 63 g0 27
20. Salt/Pepper 25 22 88 100 12
21, Eating 6 S 83 100 17
22, Spot Vision 1S 44 43 94 51
23. Reading 49 44 S0 77 27
24, Distance Visicn 36 32 31 8% S8
26, Hear Normal Speech 20 18 85 100 18
27. Hear During Interview 17 15 65 100 35
28. Speaking/Expressing 5 4 100 100 0
29. Printing/Writing 73 65 44 88 44
30, Signature 68 61 53 97 44
31, Braille 11 10 0 64 64
32, Typing 13 12 54 69 15
33. Tape Recorder 3S 31 26 86 60
34, Telephone 43 38 61 81 20
3S5. Opening Cans 9 8 67 89 22
36, Slicing/Chopping 22 20 64 91 27
37. Measuring 23 21 65 96 31
38, Mixing 8 7 75 88 13
39, Serving Foods 8 7 63 75 12
40. Organize Cupboards 16 14 56 75 19
41, Washing Dishes 10 9 40 80 40
42, Kitchen Cleanup 9 8 67 67 0
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Skill o % Entry Exit % gain
43, Stove/Oven 41 37 54 93 39
44, Switches/Plugs 42 38 83 95 12
45, Vacuum Cleaner 3 3 33 33 0
47, Making Beds 4 4 25 50 25
48, Cleaning 4 4 75 75 0
49, Doorlocks/Keys/Handles 10 9 S0 90 40
5Q8. Opening Doors 4 4 100 100 0
51, Sewing 31 28 29 87 58
52, Organize Home 4 4 S50 75 25
53. Clocks/Watches 64 S7 58 98 40
54, Identify Coins 53 47 49 87 38
55. Identify Currency 46 41 46 83 37
56, Lifting 6 S 33 67 34
57. Safety 10 9 40 80 40
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Appendix G

Changes on Capacity Scale

Skill n % Entry Exit % Gain

1. Walk One Block 29 26 41 79 38
2. Twenty Steps 19 17 32 74 42
3, Standing/Sitting 9 8 44 67 23
4, Into/Out of Bus 10 9 40 70 30
S. Ride Distances 4 4 75 100 25
6. Street Croszing 21 19 29 71 42
7. Carry Packages 6 S 50 83 33
8. To/From Grocery 8 8 50 75 25
9. Locate While Shopping 15 13 40 73 33
10, Dressing 6 S 83 100 13
11. Organize Bath Items S 5 60 100 40
12. Hygiene S 5 60 80 20
13. Tub/Shower 6 5 €0 100 40
14, Select Clothing 27 24 44 93 49
15. Pouring 65 58 28 99 71
16. Serving Food 8 7 S0 100 S0
17, Cup/Glass 23 21 48 100 52
18, Cutting 16 14 S0 100 S0
19, Butter Bread 19 17 37 100 63
20, Salt/Pepper 25 22 72 100 28
21. Eating 6 5 83 1Co 17
22, Spot Vision 49 44 12 80 68
23. Reading 49 44 5 55 S0
24, Distance Vision 36 32 3 70 67
27 . Hear During Interview 17 15 5S 88 29
28, Speaking/Expressing ) 5 100 100 0
29, Printing/Writing 73 65 25 93 68
30. Signature 68 61 38 97 59
31. Braille 11 10 0 36 36
32. Typing 13 12 23 62 39
33. Tape Recorder 35 31 17 83 66
34, Telephone 43 38 37 67 30
35, Opening Cans 9 8 44 67 23
36. Slicing/Chopping 22 20 41 82 41
37. Measuring 23 21 44 87 43
38. Mixing 8 7 75 63 -12
39. Serving Foods 8 7 63 63 0
40, Organize Cupboards 16 14 38 69 31
41, Wash Dishes 10 el 70 70 0]
42, Kitchen Cleanup 9 8 78 56 =22
43, Stove/Oven 41 37 27 85 58
44, Switches/Plugs 42 38 55 93 38
45, Vacuum Cleaners 3 3 0 0 0
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Skill n % Entry Exit % gain
46. Laundry 7 6 57 86 29
47 . Making Beds 4 4 25 25 0
48, Cleaning 4 4 75 75 0
49, Doorlocks/Keys/Handles 10 9 30 90 60
S0. Opening Doors 4 4 100 100 0
51, Sewing 31 28 29 81 52
52, Organize Home 4 4 50 75 25
§3. Clocks/watches 64 57 30 95 65
S4, Identify Coins 53 47 49 94 44
55. Identify Currency 46 41 41 89 48
S6. Lifting 6 S 50 33 -17
57. Safety 10 9 60 80 20
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Human Subjects Institutional Aeview Board o . - . Kalamazoo, Michigan 49008-3899

WESTERN MICHIGAN UNIVERSITY

Date:  October 23, 1989
To: John E, Crews

From: Mary Anns Bunda, Chair MA/,,D am W

This letter will serve as confirmation that your research protocol, “Demographic Characteristics, Family
Concerns, and Rehabilitation Outcomes of a Group of Older Peopla Wha Are Blind: A Descriptive Study”,
has been approveg under the exempt category of review by the HSIRB with no requirement for Consent
Form since extant data without identifiers are being used to address the resserch qusstion. The conditions
and duratien of this approval are specified in the Policies of Western Michigan University. You may now
begin to implement the reseerch &s described in the approval application. You must seek reapproval for
any changes in this destgn.

The Board wishes you success in the pursuit of your research goais.

XG: P. Kabrak, Public Administration

HSIRB Project Number 89-10-09

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



BIBLIOGRAFHY

ives to instij i i i ; epor o t
Governox, (1976). Lansing: Michigan Office of Ser-
vices to the Aging.

Baltes, M, M., Honn, S., Barton, E. M., Orzich, M, D., &
Lago, D. (1983). On the social ecology of dependence
and independence in elderly nursing home residents: A

replication and extension. Journal of Gerontology,
38, 556-564.

Barney, J. L. (1977), The prerogative of choice in long-
term care. Gerontologigt, 17, 309-314,

Becker, S, W,, Lambert, R. W., Schulz, E, M,, Wright, B,
D., & Burnet, D, L. (1985). An instrument to measure
the activity level of the blind.

international
Journal of Rehabilitation Researxch, 8, 415-424,

Benedict, R, C.,, & Ganikos, M, S. (1981). Coming to
terms with ageism in rehabllltatlon Journal of

Rehabilitation, 47(4), 10-17.

Bennett, E. S., & Eklund, S, J. (1983). Vision changes,
intelligence and aging: Part 2., Educational Geron-—
tology, 3, 435-442,

Berkowitz, M. (1976). Public policv toward disability.
New York: Praeger Publishers,

Berkowitz, M,, & Berkowitz, E. (1983). PBenefit cost
analvsis. New York: National Rehabilitation Infor-
mation Center,

Berkowitz, E, (1985). The cost benefit tradition in vo-
cational rehabilitation, In M., Berkowitz (Ed.),
Analvsi : N ] Fits i habilitat i
final report (pp. 20-54). Department of Education
Contract No. 300-84-0259. New Brunswick, NJ: Rutgers

University.

Blake, R. (198l1). Disabled older persons: A demographic
analysis. Journal of Rehabilitation, 47(4), 19-27,

Blake, R. (1984) . What disables the American elderly?
Genexations, 8(4), 6-9.

215

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



216

Blum, H. L. (1974). Planning fox health: Development and
application of social change theory. New York: Human
Science Press,.

Bowe, F. (1978). Handicapping America. New York: Har-
per & Row,

Bowe, F. (1980). Rehakilitating America. New York:
Harper & Row,

Bozarth, J. (1981). The rehabilitation process and older
people. Jouxrnal of Rehabilitation, 47(4), 28-32,

Branch, L. G., & Jette, A, M. (1983). Elders’ use of in-

formal long-term care assistance. Gexontoloaist, 23,
51-56,

Brody, E, M, (1981). Women in the middle and family help
to older people. Gerontologist, 21, 471-480.

Brody, E. M. (1985a). Parent care as a normative family

stress. Gerontologigt, 25, 19-29.
Brody, E. M. (1985b). Mental and phvsical health prac-

als. New York: Springer.

Brody, E. M., (1986} . Informal support systems in the
rehabilitation of the disabled elderly. 1In S, J.
Brody & G. E. Ruff (Eds.), Aging and rehabilitation:

Asbca.m;es_m._thu.t.a.t.e_ni_the_ar:. (pp. 104-123), New
York: Springer.

Brody, E. M., & Lang, A, (1982). They can’t do it all:

Aging daughters with aged mothers. Generxrations,
Z(3), 18-20.

Brody, S, J. (1978). The family caring unit: A major
consideration in the long-term support system., Geron=
tologist, 18, $56-561,

Brody, S. J. (1986). Impact of the formal support system
on the rehabilitation of the elderly. In S. J. Brody

& G. E. Ruff (Eds.), Agqing and rehabilitation; Ad-
vances in the state of the art (pp. 87-103). New

York: Springer.
Brody, S. J., & Ruff, G, E. (Eds). (1986). Aging and

ion: V. s i e .
New York: Springer.

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



217
Brotman, ﬁ. B. (1982). Every nipnth American: An

analvsis for the Chairman of the Select Commiftee of
Aging, House of Repregeptatives. (Comm. Pub. No. 97-
332) . Washington, DC: U,S. Government Printing
Office,

Brown, M.. Diller, L. & Gordon, W, A, (1982). Functional
assessment and outcome measurement: An integrative
review, In E, L, Dan, T. E. Barber, & C. L. Vash

(Eds ), Whﬁh&hmm. (Vol. 3, pp.
217-232) ., New York: Springer.

Browne, W. P. (Ed.). (1983). Aging and public policv.
Westport, CT: Greenwood.

Campbell, D, T., & Stanley, J, C. (1963). Experimental
: L . ta) desi £ ]

. Chicago:
Rand McNally.

Cantor, M. (1983). Strain among caregivers: A study of

experience in the United States, Gexontologist, 23,
597-604.

Cardus, D., Fuhrer, M., & Thrall, M, (1980), A cost-
] £it b to tl oritizati £ habili-
tation research. Houston, TX: Baylor College of
Medicine, The Institute of Rehabilitation and
Research,

Cardus, D., Fuhrer, M. & Thrall, M. (1981). Quality of

11fe in benefit-cost analys1s of rehabilitation
research. Archives of Phvsical Medicine and Rehabil-

itation, 62, 209-212,

Cicirelli, V. G. (1981). Helving elderlv parents: The
role of adult children. Boston: Auburn House,

Cicirelli, V. G. (1983). Adult children and their
elderly parents. In T. H. Brubaker (Ed.). Family

relationships in later life (pp. 218-239), Beverly
Hills, CA: Sage.

Cochrane, A, L. (1972), Effectiveness and efficiency;
Random reflections on health services. London:
Nuffield Provincial Hospitals Trust.

Conley, R. W. (1965). Economics of vocational rehabili-
tation. Baltimore, MD: Johns Hopkins Press,

Cook, T. D., & Campbell, D. T. (1979). Quasi-
ime sigan: esiqn & a is issues for
field settings. Boston: Houghton Mifflin,

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



218
Cook, T. D., & Campbell, D. T. (1979). Quasi-experi-
tal desian: Desi : lvsis i £ Field
settinpgs. Boston: Houghton Mifflin.

Crewe, N. M., & Zola, I. K. (1983). Independent livina
- - . S : -
f9x;?hx5193llx—d?33h;3d—2g9%%E*T—Dﬁxflfg??f*r+malg"
programs. San Francisco: Jossey~Bass.

Crews, J. E. (1984). Meeting the needs of the older

blind: A Michigan perspective. Michigan Optometrist.
£8(3, 10-13,

Crews, J. E. (1987a). Helping people remain independent,
LABORegigtexr, 11(12), 177, 180-181,

Crews, J. E. (1987b). The rehabllltatlon contlnuum for
older blind people. 1In
i Hearings before the
Subcommittee of Human Resources of the Committee on
Education and Labor, House of Representatives., One
Hundredth Congress, First Session. Serial No, 100-19,
Washington, DC: U. S, Government Printing Office.

Crews, J. E, (1988a, July 18-19), Family stress and
older blind persons: An examination of the concerns
of caregivers with older blind family members. Age-
Related Vision Loss: Developments in Low Vision
Practice and Research, A Symposium to Mark the 35th

Anniversary of Lighthouse Low Vision Services, New
York.

Crews, J. E. (1988b). No one left to push: The public

pollcy of aging and blindness. Edugational Geron-—
tology, 14, 399-409.

Crews, J, E. (in press). Strategic planning and services
for older persons who are blind. Journal of Visual
Impairment and Blindness.

Crews, J, E., Frey, W. D., & Peterson, P, E. (1987).
Independent living for the handicapped elderly com-

munity: A national perspective. Journal of Visual
Impairment and Blindness, 81(7), 305-308.

Cronbach, L, J., Ambron, S. R,, Dornbush, S. M., Hess,
R. D., Hornik, R. C., Phillips, D. C., Walker, D. F.,

& Weiner, S. S, (1980). JToward reform of program
avaluation. San Francisco: Jossey-Bass.

Cross, L., & Kaljian, D. (1984), The family cornerstone
of care., Generations, 8(4), 44-4¢,

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



219

Davis, D., & Onyemelukwe, O. (1977). Unique problems of
the handicapped aging. In The White House Conference
on Handicapped Individuals, Vol. 1, Awareness papers
(pp. 449-466), Washington, DC: U.S. Government
Printing Office.

DeJong, G. (1979), Independent living: From social
movement to analytic paradigm, i i

Medicine and Rehabilitation, £0(10), 435-446,

DeJong, G. (1985). [Economics and independence. Law-
rence, KS: Independent Living Research and Training
Center,

DedJong, G. (1987). Medical rehabilitation outcome mea-
surement in a chang1ng health care market, In M, J.
Fuhrer (Ed.), i

measurement (pp. 261-272). Baltimore: Paul H.
Brookes.

DeJong, G., & Branch, L. G. (1982). Predicting the
stroke patient’s ability to live independently.
Stroke, 13, 648-6535.

DeJong, G., & Lifchez, R. (1983). Physical disability

and public policy. Scieptific American, 248(6), 40-
49,

Douglas, k. (1981). An analvsis of the 1980 Michigan
Region VII Area Agency on Aging needs assessment

gurvey. Ann Arbor: Institute of Gerontoclogy.

Doyle, P., & Rice, D. (1976). Report from the study
£ t] 1 : i 1 habilitat] .

Hot Springs, AR: Rehabilitation
Research and Training Center.

Duckworth, D. (1984) . The need for standard terminoclogy
and classification of disablement, 1In C. V, Granger &
G. E. Gresham (Eds.), Fupnctional assessment in xeha-
bilitation medicine (pp. 1-13). Baltimore, MD:
Williams & Wilkins,

Dunlap, B, D. (1980). Expanded home-based care for the
impaired elderly: Solution or pipe dream. American
Journal of Public Health, 7Q, 514-519.

Eisenberg, M. G,, LaFaye, C. S,, & Jansen, M. A, (1984),
Qh:gﬂi__lklnﬁii_éni_éLﬁéb111tY through the life span:
Effects on_self and family, New York: Springer,

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



220

Estes, C, L., & Newcomer, R, J. (1986). Fiscal austerity
Beverly Hills, CA: Sage, '

Fenderson, D. A. (1986). Aging, disability and thera-
peutic optimism. In S. Brody & G. Ruff (Eds.), Aging

(pp. 3-12). New York: Springer,

Fengler, A. P., & Goodrich, N. (1979)., Wives of elderly

disabled men: The hidden patient. Gerontoloegist, 19,
175-183.

Frengley, J. D. (198S)., The special knowledge of geria-

tric medicine., Rehabilitation Literature, 46(5-6),
133-137.

Frey, W. D, (1984). Functional assessment in the ’80’s
A conceptual enigma, a technical challenge. 1In A,
Halpern & M. Fuhrer (Eds.), Functional assessment in
rehabilitation (pp. 11-43). Baltimore, MD: Paul H,

Brookes.

Fuhrer, M. J. (1987), Overview of outcome analysis in

rehabilitation. In M. J. Fuhrer (Ed.), Rehabjilitation
; i (pp 1-158). Bal-
timore, MD: Paul H., Brookes.

Fulton, J, P.,, & Katz, S. (1986). Characteristics of the
disabled elderly and implications for rehabilitation,

In S. J. Brody & G, E. Ruff (Eds.), Aging and rehahil-
itation: Advances in the state of the art (pp.36-46).
New York: Springer,

Geriatri habilitati : he institutionalized blind:
a-three vear researxrch and demeonstration project.
(1969) , New York: Industrial Home for the Blind,.

Granger, C., V., (1984). A conceptual model for functional
assessment, In C, V., Granger & G. E, Gresham (Eds.),

Functional assessment in rehabilitation medicine (pp.
14-25), Baltimore, MD: Williams & Wilkins,

Granger, C. (1986). Goals of rehabilitation of the
disabled elderly: A conceptual approach. In S. Bredy

& G. Ruff (Eds), Aging and rehabilitation; Advances
in the state of the art (pp. 79-88). New York:

Springer.

Granger, C, V., & Gresham, G, E, (Eds.). (1984),
! in r bilitation medicine,
Baltimore, MD: Williams & Wilkins.

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



N
N
'_X

Gross, A. (1979). Preventing the institutionalization

of older blind persons. Jouxrnal of Visual Impairment
and Blindpnegs. Z3(2), 49-53,

Gurland, B,, Dean, L., Gurland, R., & Cook, D, (1978).
Dependency in the eldexly of New York City. New York:
Community Council of New York City.

Halpern, A. S., & Fuhrer, M. J. (Eds.). (1984)., Func-

tional assessment in rehabilitation. Baltimore, MD:
Paul H. Brookes,

Hammerman, S., & Maikowski, S, (Eds.). (1981). The
! . . q s ! : —
New York: Rehabilitation International.

Hiatt, L. G. (198l1), Aging and disability. In N. G,

McClusky & L. I, Borgatta (Eds.), Aging and retirement
(pp. 133-152). Beverly Hills, CA: Sage.

Hooyman, N., & Lustbader, W, (1986). Taking care:
Supporting oldex people and theix families. New York:

Free Press,

Horowitz, A, (1985a). Family caregiving to the frail
elderly In M. P, Lawron & G, Maddox (Eds.), Anpual

Review of Gerontology and Geriatrics (pp. 194~ -246) ,
New York: Springer,

Horowitz, A. (198Sb). Sons and daughters as caregivers
to older parents: Differences in role performance and

consequences., Gerontologisgt, 25, 612-617,.

Johnson, C., & Catalano, D. (1983). A longitudinal study
of family supports to impaired elderly. Gerontolo—
gist, 23, 612-619,

Kahn, H, A,, & Moorehead, H, B, (1973). Statistics of
. ot el i 1969-1970

(DHEW Pub. No. 73-427) . Washington, DC: U.S, Govern-
ment Printing Office.

Kane, R, A., & Kane, R, L., (1981), Assessing the elder—
ly: A practical guide to measurement. Lexington, MA:
Lexington.

Katz, S,, & Akpom, C, A, (1978). A measure of primary

sociobiological functions. JInternational Journal of
Health Sexvices, &, 493-507.

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



222

Katz, S., Branch, L. C., Branson, M., H., Papsidoro, J.
0., Beck, J. C., & Greer, D. S, (1983) Active life

expectancy. New Enagland Jouxnal of Medicine. 363,
1218-1224,

Kemp, B, (1990). The psychosocial context of geriatric
rehabilitation. In B, Kemp, K. Brummel-Smith, & J. W,

Ramsdell (Eds.), Geriatric Rehabilitation (pp.41-357).
Boston, MA: Little, Brown.

Kemp, B., Brummel-Smith, K., & Ramsdell, J. W. (Eds,).

(1990) . Geriatric rehabilitation. Boston. MA:
Little, Brown.

Kerlinger, F. N. (1973). Foundations of educational
resezrch. New York: Rinehart & Winston,

Kirchner, C. (1985). DRata on blindness and visual
impairment in the U, S,: A resource manual on
—— . ol ovmont  and servi
deliverv. New York: American Foundation for the
Blind.

Kirchner, C,, & Peterson, R. (1980a). Blind and visually
impaired nursing home residents: Some social
characteristics and services received,

Visual Impairment and Blindness, 74, 401-403.

Kirchner, C., & Peterson, R. (1980b). Multiple impair-
ments among non-institutionalized blind and severely

visually impaired persons. Jouxpal of Visual Impair—
ment and Blindness, 74, 42-44.

Koestler, F. (1976). The Unseen Minority. New York:
David McCay.

Lang, A. M., & Brody, E. M, (1983). Characteristics of
middle-aged daughters and help to their elderly
mothers, Journal of Marriage and the Familv, 45, 193.

Lawton, M, P., & Brody, E. M, (1969). Assessment of

older people: Self-maintaining and instrumental
activities of daily living. Gerentologist, 8, 179-
186,

Lawton, M. P., Whelihan, W. M., & Lesher, E, (1985).
Assessment and intervention by rehabilitation

psychology in long-term care. Rehabjlitation
Psychology, 30(2), 71-82.

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



223

Leutz, W. N., Greenberg, J. N., Abraham, R., Prattos, J.,
Diamond, L. M,, & Gruenberg, L. (1985). GChanginga

health care for an aging scoiety: Planning for the
socjial health maintenance organization. Lexington,
MA: Lexington.

Lipsky, K. (Ed.). (1987). Family supports for families
with a disabled member New York: World Rehabili-
tation Fund.

Lobuts, J. E, Q977. i vi
disabled elderly blind (Final report). Charleston,
WV: West Virginia Department of Vocational Rehabili-
tation.

Mace, N. L., & Rabins, P, V, (1981), ~ho day.
Baltimore, MD: Johns Hopkins,

Mahoney, F. I., & Barthel, D. W. (196S). Functional

evaluation: The barthel index. Marvland State
Medical Journal, l4, 61-S.

Michigan Commission for the Blind. Indpendent Living

Rehabilitation Program. (n. 4.). Familv Survev.
Lansing, MI: Author.

Michigan Commission for the Blind. Independent Living

Rehabilitation Program. (n. 4d.). Family Exit Survey.
Lansing, MI: Author,

Michigan Department of Labor. Michigan Commission for
the Blind. Independent Living Rehabilitation Program,

(1987a). FEunctional Agsessemnt Repoxt. MDL-259.
Lansing, MI: Auther.

Michigan Department of Labor. Michigan Commission for
the Blind. Independent Living Rehabilitation Program.
(1987b) . ve o ehabili i vices.

Lansing, MI: Author.

Michigan Department of Labor., Michigan Commission for
the Blind. Independent Living Rehabilitation Program.

(n. d.). Exit Survey for Rehabilitation Services.
Lansing, MI: Author,

Mohr, L. B. (1988). Impact analysis for program eval-
uation. Chicago: Dorsey.

Myers, J, (1981)., Perspectives on rehabilitation of
older people. American Rehabilitation, 7(1), 18-22,

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



224

Myers, J. (1985). Rehabilitation of older people. In E,

Pan (Ed.), Apnual Review of Rehabilitation, (Vol. 4,
PP. 1-54) . New York: Springer,

National Center for Health Statisties. (1982). Current
estimates from the national health interview survey:
United States, 1981. Vit e h s istics,
Series 1G, No. 141. Washington, DC: Department of
Health and Human Services,

National Center for Health Statistics, R. Havlik: Aging

in the eighties, Impaired senses for sound and light
in persong age 65 and over, Preliminary data from the
Supplement on Aging to the National Health Interview
Survey, United States, January-June, 1984, Advance
Data from Vital and Health Statistics., No. 125. DHHS
Pub, No. (PHS) 86-1250. Public Health Service.
Hyattsville, MD., September, 1986.

National Center for Health Statistics, E. Hing & E.
Sekscenski, (1987) ., Use of health care——nursing home
care. Yital & health statistics: health statistics
in oldexr persons, United States, 1986. Analytical and
Epidemiologial Studies, Series 3, No. 25. DHHS
Publication No. (PHS) 87-1409. Hyattsville, MD:
U.S.Department of Health and Human Services, Public
Health Service.

National Council on the Aging., (1977). Perspectives on
aging, Washington, DC: Author,

National Council on the Aging. (1981) Aqgi
i i : i i i . Washington, DC:
Author.

National Society to Prevent Blindness (1980). ¥Yisigon
problems in the U, S, New York: Author.

Nagi, S, Z, (1965). Some conceptual issues in disability
and rehabilitation, In M, D. Sussman (Ed.), Sociclogy

and rehabilitation (pp. 439-467), Columbus: Ohio

State University Press,

Nagi, S. Z. (1969 . DRisabilities and rehabilitation.

Columbus: Ohio State University Press.

Neilson, M,, Blemhner, M., Bloom, M., Downs, T., & Beggs,
H. (1972) . Older persons after hospitalization: A
controlled study of home aide service. American
Journal of Public Health, 62, 1094-1102,

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



225

Nelson, G. M., (1982), Support for the aged: Public and
private responsibility. Social Work, 27(2), 137-143,

Nelson, K. A, (1987) . Statistical brief #35: Visual
impairment among elderly Americans: Statistics in
transition. i i

Blindness, 81, 331-334.

Nosek, M. A, (1987). Outcome analysis in independent
living. In M, J. Fuhrer (Ed.), ild i
: i (pp. 71-86).

Baltimore, MD: Paul H. Brookes.

P, L. 89-73. (1965). Qldexr amexicans act. (79 Stat
218), Washington, DC: U.S. Government Printing
Office,

P. L, 93-112. (1973). TIhe rehakilitation act of 1973
(Section 130, 19). Washington, DC: U.S, Government
Printing Office,

Perlman, L. (Ed). (1977). ehabilitation of the
i : ivilitv. [A
report of the second Mary E. Switzer memorial
seminar], Washington, DC: National Rehabilitation
Association,

Peterson, R.,, & Kirchner, C. (1980). Prevalence of
blindness and visual impairment among institutional
residents, i j

Blindness, 74, 323-325.

Pfeffer, R. I., Kurosaki, T. T., Harrah, C. H., Chance,
J. M., & Filos, S. (1983), Measurement of functional
activities in older adults in the community. Journal
of Gerontology, 37, 323-329.

Population Reference Bureau., (1984). Death and taxeg:
The public policy of living longer. Washington, DC:
Author.

Reifler, B, V., & Teri, L., (1986). Rehabilitation and
Alzheimer’s disease. In S, Brody & G, Ruff (Eds),

the art (pp.107-121). New York: Springer,

Rintala, D. H. (1987). Design and statistical consider-
ations in rehabilitation outcome analysis, In M, J.
Fuhrer (Ed.), ili i : i

measurement (pp. 87-98). Baltimore: Paul H.
Brookes,

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



226
Robinson, B., & Thurnher, M. (1979). Taking care of aged
parents: A family cycle transition., Gerontologisgt,
19, 587-593.

Rosen, L. (1987).

New York: American Foundation for the Blind, M. C,.
Migel Memorial Library and Information Center.

Rosenbloom, A, A., & Morgan, M, W, (Eds.). (1986).

New York: Professional Press Books.

Salmon, P. J. (1969). erij ic ili~
tats £ instituti lized blind l
New York:

Industrial Home for the Blind.

Scholl, G., & Schnur, R. (1976). Measures of psycho-
i v io e atjonal functioning in
i i ., New York: Ameri-
can Foundation for the Blind.

Scott, R, (1969). The making of a blind man. New York:
Russell Sage,

Select Committee on Aging., (15&3). Blindnessg and the
elderly. Hearings before the Select Committee on
Aging, House of Representatives, Ninety-ninth Con-
gregs, First Session, April 26, 1985, Comm. Pub, No.

99-519., Washington, DC: U.S. Government Printing
Office.

Shanas, E. (1979a), The family as a social support in
old age. Gerontologist, 19, 169-174,

Shanas, E. (1979). Social myth as hypothesis: The

case of the family relations of old people. Geron=
tolegist, 13, 3-9.

Shanas, E., & Sussman, M. B. (1981). The family in
later life: Social structure and social policy. In

R. Fogel, S. Hatfield, & E, Shanus (Eds.), Aging:
mhxm.z_and_ghange_zm;lx (pp. 220~ 229), New
York: Academic Press,

Silverstone, B,, & Horowitz, A, (1987). Issues of social
support: The family and home care, In R. E. Dunkle &

J. ¥W. Schmidley (Eds.), Stroke in the elderly: New
issues in diaanosis, ;rgg;mgnt, and rehabjlitation
(pp. 112-121). New York: Springer.

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



227

i . (1935), (Ch, 531. 49 sStat 620
Title 42, Section 301 etc.) Washington, DC: U.S.
Government Printing Office.

Sullivan, N. (1983). Vision in the elderly. Journal of
Gexontological Nursing, 3(4), 228-235,

Sussman, M. B. (1977). Incentives and the
snvironment for the elderly. Final Report for the
Administration on Aging. AoA Grant #90-A-311,.
Washington, DC: U.S. Government Printing House.

Tobin, S. S., & Kuyls, R, (i981). The family in the
institutionalization of the elderly. Journal of
Social Issues, 37, 145-157,

Treas, J. (1977). Family support systems for the aged:
Some social and demographic considerations. Gerontol-
Qgi-s_t) .111 486-491,

Trieschmann, R. B. (1987). Aging with a disability. New
York: Demos Publications.

U. S. Bureau of the Census. (1982). Proiections of the

povulation of the United States: 1982-2000. (Current
population report, P-25, No. 922, Middle series pro-
jections.) Washington, DC: Department of Commerce.

U. S. Bureau of the Census. (1978). 1976 survev of in-

stitutionalized pexrsons: A study of persons receiving
longa-term care. (Current populations reports, special
studies, series P-23, No. 69, Washington, DC: Depart-
ment of Commerce,

U. §S. Senate Spec1al Committee on Aging. (1984).
: Volumes I & II, Wash-
ington, DC: U.S. Government Printing Office,.

Warlich, J. (1983). Aged women in poverty: A problem
without a solution, In W, Browne & L, Olson (Eds.),

Aging and public policy (pp. 35-66). Westport, CT:

Greenwood,

Williams, T. F. (1984). ehabili io
New York: Raven,

Williams, T. F. (1986)., The aging process: Biological

and psychosocial con51derat1ons In S. Brody & G.
Ruff (Eds), ] ions v i
sﬁ&t&_&f_&hg_g;t (pp. 13-18). New York: Springer.

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



228

Williamson, J. B., Shindul, J, A, & Evans, L. (1985).

dustice? Springfield, IL: Charles C. Thomas.

Wilson, J. (1986). (A
statement made at a reception hosted by Mr. & Mrs,

Edwin Whitehead at St. James Tower, New York, Ncvember

12.1

Wood, P, H. N., & Badley, E. M. (1980). People with
! cabilitics: iy A : : :

International Exchange of

(Monograph No. 12:
New York:

Information in Rehabilitation Project.)
World Rehabilitation Fund.

Wood, P, H. N., & Badley, E. M. (1984). Contribution of
epidemiology to health care planning for people with
disabilities, In C, V., Granger & G, E. Gresham
(Eds.), i i ili i
medicine (pp. 26-45). Baltimore, MD:
Wilkins,

World Health Organization (1980). Interxnational class—
g N : ; : . .
?ﬁ123Ll?n-%j—?mE3%%mgnf;*—dl5?hf;lilfi*—ﬁnd—hindlgggﬁf—

disease. Geneva, Switzerland: Author,

Williams &

Reproduced with permission of the copyright owner. Further reproduction prohibited without permission.



	Demographic Characteristics, Rehabilitation Outcomes, and Family Concerns of Individuals Who Are Older and Blind
	Recommended Citation

	tmp.1479743231.pdf.JCdwW

