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Introduction

With the findings of the National Survey of Health and Supportive Services in the Aging
Network, The National Council on the Aging is pleased to contribute to the growing body of
evidence that community-based organizations are empowering and assisting thousands of older
people in communities throughout the country to achieve vital aging.

This study documents the work of many leading community organizations in the aging services
network including senior centers, area agencies on aging, multi-service and faith-based
organizations and housing facilities. It describes the impact of these organizations in improving
health outcomes and supporting older people in their own homes and shows the vitality and
diversity of agencies and services in the aging network.

This network, built with the strength and foresight of community, state and national leaders over
the last 50 years, helps older people age with vitality and, with their families, respond to life’s
challenges. The agencies provide such services as: evidence-based physical activity programs
operating in senior centers; visiting and in-home support by volunteers; as well as education and
respite for caregivers.

The study illuminates the range of innovative services offered to older adults in diverse settings
and geographic areas. For example, they operate in clinics, churches, community centers and in
residences of the homebound in inner cities, urban, suburban and rural areas. It also identifies the
resourcefulness of agencies in recruiting and employing certified professionals and engaging
well-trained volunteers. The study then reports their success in measuring program outcomes
seen in positive changes in health status, health practices and quality of life.

The high quality programs in this study make extensive use of partnerships to leverage funding
and meet client needs. More than 50% have partnerships with health systems. Others partner
with universities, public agencies, and local businesses. Cost sharing is used extensively with
67% reporting fees and donations as important funding sources.

This study has identified hundreds of exemplary programs. NCOA will be analyzing some of the
programs in further detail to offer best practices to community organizations ready to replicate
these approaches. Furthermore, a special addition in this report was prepared by the National
Association of State Units on Aging to describe replicable statewide initiatives targeted at disease
self-management or caregiving.

On behalf of NCOA, I thank NCOA Director of Health and Aging Services Research, Nancy
Whitelaw, Ph.D., for directing this study and The Robert Wood Johnson Foundation for funding
it. I also want to acknowledge the work of our partners, the National Association of State Units
on Aging, the National Association of Area Agencies on Aging and the Seniors Research Group.
This important work will strengthen public policy, societal attitudes and business practices that
promote vital aging. It goes a long way toward helping community organizations to enhance the
lives of older adults through innovative programs. It certainly complements our organization’s
mission and goals.

James Firman, Ed.D.
President & CEO
The National Council on the Aging
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I. Report on Health and Supportive Services in the Aging Network

A. Background and Methods

In 2000-2001, The National Council on the Aging conducted a study of health and
supportive services programs in community organizations around the country. The
Robert Wood Johnson Foundation provided support for this work. Collaborators on the
study included the National Association of State Units on Aging, the National
Association of Area Agencies on Aging and the National Institute of Senior Centers.
Focus groups and the mail survey that were a part of this study were administered by the
Seniors Research Group of Livonia, Michigan.

The purpose of the study was to gather evidence about innovative community programs

and to learn about barriers to service expansion. Specific programs of interest are:

e social support (e.g. in-home services, case management, companionship)

e caregiving (e.g. caregiver education, resources and support, respite)

e chronic disease self-management/ health promotion (e.g. information, classes, support
groups to improve health, manage chronic diseases and reduce risk of disability)

e physical activity (e.g. exercise and other activities to improve fitness).

Furthermore, the study was designed to identify the essential features of successful

community-based programs regarding such topics as: recruitment, referral, and retention

of clients; accessibility; strategies for improving the quality of life of clients; staffing,

volunteer roles and training; funding; partnering; and program management and measures

of performance.

In the summer of 2000, we asked national experts to nominate health and supportive
services programs with a reputation for innovation and/or quality. Nomination forms
were distributed to 253 experts identified by the National Council on the Aging, the
National Association of State Units on Aging and the National Association of Area
Agencies on Aging. Included among these experts were the leaders of every state office
on aging. These experts nominated the 1198 programs that were sent a mail survey in
late 2000. Completed surveys were returned by 628 program leaders.

Though this was not a random sample, the organizations that participated are
representative of many agencies in aging network. Among the programs studied, 174
were in senior centers, 118 in area agencies on aging, 202 in multi-purpose social service
organizations, and 105 in other organizations such as adult day care, faith-based, health
care and others. Surveys were received from 47 states and the District of Columbia.

The survey was designed by researchers at The National Council on the Aging working
with our collaborating associations, academic consultants, and the Seniors Research
Group. Four focus groups were held in the summer of 2000 to learn from program
leaders key features of quality programming and topics that should be addressed in the
survey. The survey was pretested by agency leaders around the country who provided
valuable feedback on how to bring greater focus to the questions. The final survey was
12 pages in length and included mostly closed-ended questions.



B. Overview of Health and Supportive Service Programs

In preparing this report, our main goal is to describe these 628 programs and to highlight
differences, when they occur, across the four types of programming — social support,
caregiving, disease self-management and physical activity. Thus, these data provide a
broad descriptive overview of health and supportive services programming that can help
us understand current and potential capacity in the aging network and suggest ways in
which the aging network can further enhance its impact on the quality of life of older
Americans.

The first page of the survey asked agency leaders to select ONE high quality health or
supportive services program within their agency. Most of the survey asked questions
about this one program. The following data are about this single program—not the total
agency. Of the 628 programs studied, 59% are social support, 16% are caregiving, 11%
are disease self-management and 14% are physical activity. The fact that over half the
agencies selected a social support program is not surprising, given the attention to in-
home supportive services within the aging network.

Chart |. Program Type

Disease Self-
Management

1%
Social Support | Physical Activity
59% 14%
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These four types of programming cover a broad array of services and supports. Most
programs in the aging network are developed locally to meet local need and to coordinate
with other local agencies so as to provide comprehensive but non-duplicative services
throughout the community. Therefore, it is difficult to provide a single description of
each of our four program types. Below, we provide a general overview of each program
type and more detailed information on the programs studied.



Social support programs generally serve frail or vulnerable older adults, often in the
home but also in an adult day center or other facility. They may offer or coordinate many
types of services and often include assessments, case management, referral and care
coordination. For the social support programs in this study, the most common services
offered are information and referral, transportation, friendly visiting, case management
and congregate meals. On average, these social support programs offer seven to eight
different services from the list of nineteen in the survey.

Nearly three out of four programs include the active engagement of the family as a
standard feature of their social support programming. Just over one-third include door-
to-door outreach as a standard way to identify clients in need. Phrases commonly used
by respondents to describe their social support programs include “one stop shopping,”
“comprehensive,” “personal,” and “allows older adults to remain in their own homes.”

Chart ll. Social Support Services
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Caregiving programs are targeted toward a family member or other “informal” caregiver,
and may also include supplementary services for the frail older adult. Many caregiver
programs address the specific needs of caring for an older adult with dementia. In this
study, frequently mentioned supports for caregivers include training in the care of frail
elderly, operating a resource center, formal assessments of caregiver needs and caregiver
support groups.

The most common services for older adults and/or the caregiver are respite, case
management, social stimulation, personal care and adult day services. Certified or
licensed paid caregivers are available through 64% of these programs; one-third of
programs offer services 24 hours/day and 7 days/week. Descriptive phrases used by
survey respondents with caregiving programs include “family-centered,” “client-
directed,” and “flexible, individualized relief for caregivers.”
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Chronic disease self-management and/or health promotion programs work with older
adults to promote healthy life styles and self-care skills, and to slow possible progression
of functional decline or disability. Often these programs are run as health education
classes, workshops or support groups, but they may also include health fairs,
immunization drives, health screenings, and individualized health assessments among
other formats. For the programs in this study, the most common diseases being addressed
are diabetes, hypertension, heart disease, arthritis and osteoporosis. On average, these
programs address seven to eight of the fifteen diseases/conditions listed in the survey.

Most frequently, the educational content in these programs includes nutrition/diet,
physical activity, appropriate use of medications, and health literacy. Two-thirds of
programs have paid or contract staff available with certified expertise in specific diseases
or health problems. Health care providers frequently partner with community
organizations to operate these programs. Phrases used by leaders to describe these
programs include “holistic,” “empowering,” and “preventive and wellness focus.”

Chart IV, Disease Self-Management Programs
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Physical activity programs offer mixtures of exercise and health education targeted at
improving balance, flexibility, strength and/or endurance, as well as overall health. Most
are delivered through group classes, but in some cases participation is individualized.
These programs are not just for healthy, active seniors. Many involve older adults who
are frail, disabled or homebound. For the physical activity programs in this study,
walking, aerobics, weight training and dancing are the most common forms of exercise.
From the survey’s list of ten types of physical activity, the average program offers four to
five.

Nearly all programs include educational content on the importance of physical activity
and how to engage in physical activity safely. Eight in ten programs have paid or
contract staff available with certified expertise in physical activity for older adults.
Phrases used to describe these programs include “diverse options,” “fitness-focused,”
“fun, social,” and “educational.”

Chart V. Physical Activities
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For all types of programs, our study wanted to identify which ones are based on a well-
recognized model and which models are commonly used. Among our respondents, about
35% are using a well-recognized model. Examples of such models include: Brookdale
National Group Respite Program, Interfaith Volunteer Caregivers, Social Model of Adult
Day Center, Senior Companion Program, Arthritis Foundation Programs, Body Recall,
Strong Living Program and the YMCA Active Older Adult Program. Those that are
using models such as these report very little difficulty in fitting the model program to
their agency. The use of a well-recognized model is most common in caregiving
programs and least common among physical activity programs.



C. Descriptive Findings

The programs studied vary widely in the numbers of clients reached. Some of these
programs involve one-on-one services, others are for small groups and yet others, such as
health fairs, reach large numbers. Across all programs, two in ten reached more than
2000 clients in 1999 while two in ten reached fewer than 100 clients. The average is
approximately 1200 clients annually; however the median is about 500. This indicates
that a few very large programs are raising the overall average. In general, social support
and disease self-management programs reach larger numbers of clients than caregiving
and physical activity programs. This may be due, in part, to differences in the size and
types of funding available to these four types of program.

Chart VI. Clients Reached in 1999
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Programs of all types appear to be serving older adults with the greatest needs. In over
half the programs, at least 60% of clients are low income and/or over age 75. In at least
one-fourth of the programs, 35% of clients are members of a minority group. And in
one-fourth of the programs, 70% of clients live in rural areas. In approximately two-
thirds of these programs, clients receive services for at least one year, suggesting that
these programs have success in maintaining continuity in the relationship with the older
person.

The survey asked agency leaders to rate the quality of many aspects of their programming
as “compared to similar programs with which you are familiar.” A 7-point rating scale
was used anchored by 7=Excellent and 1=Poor, with a Not Applicable option. For
reporting purposes, this scale has been collapsed and labeled as: Excellent=7, Good=6,5
and Needs Improvement=4,3,2,1.

How programs help older adults access their own services, and other community services,
is an important aspect of health and supportive services programming. Survey
respondents most frequently rate their programs as ‘excellent” in linking clients to
various other services and “good” at various access items related to their own program
(e.g., meeting transportation needs, adapting schedules to meet client preferences,
motivating hard to reach elders to participate, and marketing through mass media).



Programming is offered in a variety of locations including the agency, the client’s home
and other community organizations.

Chart VII. Quality of Access
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Agency leaders were also asked various questions designed to tell us how their program
seeks to improve the quality of life of clients. We were specifically interested in learning
if programs are trying to improve self care and/or communication skills, and enhance
self-efficacy. In general, respondents rate their programs as “good” on improving skills
for communicating with family or physicians. About 25%-35% of respondents indicate
that addressing one or more of these skills is not applicable to their program. Most
respondents rate themselves as “good” on self-efficacy items such as teaching clients to
develop their own service/improvement plan and incorporating peer-to-peer support in
programming.

The survey included questions on staffing, use of volunteers, funding, partnering and
overall program management. These are key components of any community-based
program. Based upon our data, high quality programming does not necessarily require
large numbers of staff or funding, however, there are sizable differences across the
program types. Social support programs require the most staff and volunteers, whereas
physical activity programs often operate with 1 or no paid staff and few volunteers.
Similarly, nearly two-thirds of physical activity programs had budgets under $50,000 in
1999 compared to only 16% of social support programs. In fact, one-fourth of social
support programs had budgets in excess of $750,000. Across all programs studied, 60%
started with grant funding.
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Though many start with grant funding, most of these health and supportive services
programs sustained themselves over the long term, with 60% operating at least 10 years.
Disease self-management programs are newer; nearly half are less than five years old.
One factor that contributes to program survival is partnering with other local
organizations. Such partnerships are fundamental to the aging services network. Not
surprisingly, the most common partner is the area agency on aging. However, other
common partners are health care organizations, other aging agencies and municipal
agencies. The most important functions of these partnerships are to provide funding and
to refer clients, but partners also assist with program evaluation, training and/or strategic
planning. About 25%-35% of respondents rate their partnering efforts as “excellent.”

Chart IX. Types of Organizational Partners
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Pulling all the pieces of quality programming together takes strong program management.
One aspect of management that we are especially interested in is performance and



outcome measurement. Forty to forty-five percent of respondents rate their programs as
excellent in tracking actual vs. expected revenues and/or clients served. Somewhat fewer
(30%-35%) give excellent ratings to indicators of “continuous quality improvement,”
such as using performance data to revise and improve the program and using written
objectives to focus on desired outcomes. Outcome measurement is challenging, even for
these high quality programs. About one in four respondents rate their programs as
excellent in various categories of outcome measurement (changes in quality of life, health
status, health behavior and/or health care use). Disease self-management programs are
much more likely to give themselves excellent ratings for measuring changes in client
health status, and caregiving programs are more likely to be excellent in measuring
changes in the quality of life of clients/caregivers.

Given that these programs were nominated for their quality, we wanted to learn what
barriers stand in the way of program expansion. Not surprisingly, the leading barrier is
difficulties in securing funding. However, at least 40% of respondents cited each of the
following as a medium or high barrier: shortages of volunteers, rules and regulations of
funding agencies, shortages of in-home personal care workers and/or shortages of staff
with appropriate certification or training.

Chart X. Barriers to Expansion
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Finally, our survey covered some basic descriptive information about the entire agency,
even though the focus of this study is a specific health or supportive services program
within the agency. We gathered data on the agencies to better understand the
organizational setting in which these programs operate. Among the programs studied,
117 were in senior centers, 115 in area agencies on aging, 202 in multi-purpose social
service organizations and 104 in other types of organization. Typical of the aging
network, the data indicate that these are solid, stable agencies that have been a part of
their communities for several decades. Over 70% of these organizations were established
at least 20 years ago; over half have annual budgets exceeding $1,000,000. Half are
independent agencies and half are part of a larger organization—most often a city, county



or regional authority. Frequently, those with smaller budgets are a part of a much larger
agency. Over half employ more than 20 staff and have over 100 volunteers.
Approximately 40% serve more than 4000 seniors annually; nearly two-thirds reach at
least 2000 seniors.

10



D. Conclusions

Overall, these data document the valuable work being done by agencies in the aging
services network to improve the health and quality of life of older adults. The programs
described include social support, caregiving, disease self-management, and physical
activity. Within these broad program areas, there is great variety in number and types of
specific services and educational content provided to older adults throughout the country.

The wide variation in program size (budget, staffing, clients served) is indicative of the
success of these programs in adapting to local needs and resources. There is no “one size
fits all.” Even programs based upon a well-recognized model must fit the model to the
local situation. Though target populations vary by program type and geographic location,
in general these programs reach those in greatest need — minorities, persons of low
income, those over age 75, and/or those in rural areas.

The collaborators on this project see this survey as a way to identify areas to target for
future initiatives, technical assistance, training, and best practice studies. Drawing upon
the survey data, we have identified some specific services and/or program features that
we believe are likely to become increasingly important in the years ahead. Special
initiative funding from foundations or the public sector could help community agencies
expand programming.

An area of specific interest was the extent to which the programs studied are built off of
well-recognized models. We learned that one-third of the programs are based on such
models. Some of the models named were not designed from strong evidence or
documented outcomes. The number of intervention studies with documented positive
outcomes for older adults is growing, but too rarely these studies are translated into “real
world,” effective programs that could reach millions of older adults through community
agencies. Despite considerable recognition of the importance of translating research
evidence into programs, there has been very little leadership or funding for such work.
Recently, The John A. Hartford Foundation has stepped forward to provide funding to
The National Council on the Aging to bring more evidence-based model programs to the
aging network.

The study also indicates that whether or not these programs are based on well-recognized
models, many appear to have a long and successful history of addressing critical needs of
older people. This study provides an excellent platform for identifying best practices
around the country that are suitable for replication. While the survey offers a broad
overview of programs, it needs to be supplemented with in-depth, on-site studies of how
best to bring together all the components (e.g. funding, partnering, staffing, management,
services and supports) to run high quality, sustainable, client-centered programs. The 628
programs participating in this study have provided a wealth of information that can be
used to identify best practices. They have valuable lessons to share with the aging
network—whose members are eager for best practice information. Such best practice
material can also serve as the basis for training and technical assistance, and the design
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and implementation of relevant outcome measures. Through such efforts, tens of
thousands of older adults nationwide could reap the benefits of stronger programming.

We looked at services and features offered by each of the programs to identify areas that

may need expansion. For each of the topics listed below, fewer than 40% of respondents

indicated that their program is currently including this service or feature. The National

Family Caregiver Support Act will expand some of these services, but more resources are

needed.

e Social Support — adult day services, elder abuse services, door-to-door outreach

e (Caregiving — special assistance to long distance caregivers, internet support groups,
services available 24/7

e Disease Self-Management and Health Promotion — attention to alcohol-related
problems and pain management

e Physical Activity — tools for client goal setting and monitoring progress, replication
of an evidence-based program

Though our data indicate that some of these services are not widely available, this may
not always be the case. Our data were gathered on specific programs within larger
agencies — agencies that are part of a community network working to provide
comprehensive services to older adults. Services not offered in the specific program may
be offered elsewhere in the agency or in a local partnering agency. For example, one-
third of these programs have caregiver support services available every hour of every
day. However, this round-the-clock service may be provided by some other local agency,
or may not be in great demand in some communities. A study that maps the services
available in an entire community, and how those services are or are not linked for clients,
would provide an excellent complement to these data.

We also looked at the quality ratings to identify the topics that respondents are less likely
to rate as "excellent." Such areas may be targeted for developing and delivering best
practice information, and training and technical assistance to community-based agencies.
Listed below are selected topics for which fewer than 25% of respondents rate their
programs as “excellent.”

e Accessibility — motivating hard to reach elders to participate, marketing through the

mass media

e Self-care — improving clients’ skills in self-care

e Staffing — training on cultural competence, using computer-based training tools

¢ Funding — engaging broader community to meet funding needs

e Outcomes — measuring changes in health status and/or health behaviors

In addition to these quality ratings, the most frequently mentioned barriers to expansion
also provide opportunities for new initiatives, including training and technical assistance.
Clearly, identifying new funding sources or expanding existing ones is key to reaching
more older adults. Fostering consistency across regulatory agencies and eliminating
unnecessary rules and regulations would also lead to service expansion. A first step
could be to document the most problematic regulations at the state and federal levels, and
the negative impact that these regulations have on getting needed services to older adults.
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Despite considerable attention to the problem of shortages of volunteers and in-home
personal care workers, these shortages continue to pose serious barriers to program
expansion. One way to address some of these shortages is to support new initiatives that
recruit and train older workers for employment in personal care. Greater investment in
finding solutions to the shortage of volunteers and staff is crucial if older adults are to
receive the services they need and deserve.

The fact that 59% of respondents selected a social support program to describe in the
survey is not surprising, given the long history of development of in-home support
services. However, we know that caregiving, disease self-management/health promotion
and physical activity programming is also necessary and needs to be expanded. Two new
initiatives should help expand these programming areas: The National Family Caregiver
Support Program and the planned RWJF initiative to promote physical activity among
older adults. Additionally, the RWJF Initiative on Community Partnerships for Older
Adults will strengthen the comprehensiveness and integration of supportive services
programs.

We hope that this study will be used by leaders across the country to document the value
and capacity of existing programs for older adults and to identify ways to expand and
improve services. In fact, it has already increased visibility and support to expanding and
improving services in the aging network. The Robert Wood Johnson Foundation used
these findings to develop their recent initiatives on community partnerships and physical
activity. The National Council on the Aging has drawn upon this study to conduct two
best practices studies — one on caregiving and one on health promotion — that will be
published soon. NCOA also drew upon these findings in gaining support from The John
A. Hartford Foundation to strengthen model programs in health and supportive services
and foster teamwork between local agencies and healthcare providers.
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II. Statewide Initiatives in Health and Supportive Services
Prepared by the National Association of State Units on Aging (NASUA)

While the National Study of Health and Supportive Services in the Aging Network was
designed to focus primarily on quality in community-based programming, it is important
to recognize that a number of quality program initiatives have been established statewide.
In this section of the report, several replicable statewide models are summarized in order
to provide an understanding of how coordinating efforts on the state level can lead to
quality cost-effective health and supportive services programming. Programs in the
areas of chronic disease/health promotion/physical activity and caregiving/supportive
services are described. Information on these statewide programs was obtained from
telephone interviews conducted by NASUA and from printed materials. These statewide
programs were not part of the mail survey described earlier in this report.

A. Disease Self-Management and/or Health Promotion

e Pennsylvania

The PrimeTime Health Program of the Pennsylvania Department of Aging focuses on
health promotion and disease prevention activities for older Pennsylvanians. The overall
goal of the PrimeTime Health Program is to promote optimum health and well being.
Two of the most successful statewide Primetime programs are FRIENDS and PEPPI
described below.

The Fall Reduction Initiative: Establishing New Directions for Safety (FRIENDS)
program was developed in 1997 to help identify people with a high risk of falling and to
help raise awareness of ways to reduce their risks. Operated through the area agencies on
aging, fall risk screenings are offered on the local level through senior centers, senior
housing facilities, hospitals, faith based groups and other community organizations. In
FY 1999 approximately 3000 clients were served using $13,700 in state funding.

Participating organizations are given the materials and instructions for conducting the
screening. The screening consists of three physical skills tests: a timed get up and go;
functional reach; and the one leg stand. Participants also answer 10 questions concerning
fall risk. Participants are given their results at the time of the screening and if rated at
medium to high risk, they are given a copy to take to their physician as well as
educational materials related to their particular risk factors. Other referrals, such as to the
PEPPI program, are made as appropriate.

The Department of Aging contracts with the University of Pennsylvania for evaluation of
the FRIENDS program. Three months after participating in the screening, each
participant is sent a postcard which asks them to check off the follow-up steps they took
after the screening: went to see a doctor; had their eyes checked; started an exercise
program; saw a physical therapist and others. In addition, each FRIENDS site is
annually given a composite report that details the results of their participants. These
reports assist the site in planning educational programs for the next year.
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Peer Exercise Program Promotes Independence (PEPPI), as with the FRIENDS program,
partners the Pennsylvania Department of Aging with area agencies on aging to establish
exercise programs at various community locations such as senior centers, senior housing,
fitness centers and other locations. Older volunteers, committed to maintaining their
independence and fitness, are trained to lead the exercise programs that include strength
training, walking, and educational programming.

Through a consumer satisfaction survey, PEPPI program clients are tracked to measure
improvements in their health status, behavior, and their knowledge of the benefits of
good health practices including exercise. Performance data are used to revise and
improve the program. Aging network support for the program is strong and marketing
occurs largely at the local level. Incentive gifts and local recognition programs assist in
the recruitment and retention of clients. In FY 1999 3000 clients were served statewide
for less than $30,000.

e Minnesota

The Minnesota Board on Aging strives to increase consumer awareness and knowledge
of health issues by annually focusing on a different acute or chronic disease. Each year
they form a new partnership with state agencies and disease management organizations to
pool resources, develop health promotion messages and implement an education
campaign. In 1999, they partnered with the National and Minnesota Stroke Associations,
the Minnesota Twins Baseball Team and others for the Strike Out Stroke campaign that
won the Minnesota Association of Government Communication Award of Excellence. In
2000, they partnered with Minnesota’s Arthritis Foundation and Department of Health for
the Arthritis Doesn’t Have to Slow You Down campaign. By focusing on a different topic
each year, they not only educate consumers on a variety of issues, but also are able to
develop lasting new partnerships, which continue on beyond the campaign. Upcoming
campaigns will focus on Alzheimer’s disease, diabetes, and heart disease.

The low cost programs ($12,000 in 1999) are conducted at senior nutrition sites and
through the home delivered meals program. Promotional and educational materials are
distributed providing consumers with basic information as well as resources for gaining
additional knowledge. For example, the arthritis campaign materials instruct consumers
on how to obtain additional written or on-line information and how to sign up for arthritis
self-help courses.

Each year, new program objectives are established and outcomes are measured to not
only determine how well the objectives are met but to assist in planning for the next
year’s campaign. An evaluation of the stroke campaign surveyed area agencies on aging
and nutrition providers and site managers on quality and type of materials as well as
feedback they received. Approximately 19% of the 342 sites responded to the survey.
65% of these rated the campaign materials as excellent or good. Respondents offered a
number of useful suggestions for future campaigns. One participant reported that they
had had a slight stroke and would not have known but for the campaign. For the arthritis
campaign, the Health Department received CDC funds to conduct an on site evaluation of
the program at select sites. The results are not yet available.
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e New York

The New York State Office for the Aging conducts their Health Promotion and Disease
Prevention program using a combination of Older Americans Act, state and private
funding. Working in conjunction with the area agencies on aging, the New York Office
for the Aging forms partnerships with a variety of public and private community
organizations to conduct media campaigns, training and education programs for
consumers and professionals and to develop resources related to health promotion and
prevention.

A health and wellness web site (http://agingwell.state.ny.us), Aging Well: A Health and
Wellness Village for Mature Adults, is one of the most visible products developed by the
New York Office for the Aging effort to date. Funded by GlaxoWellcome and a number
of health organizations, this site assists consumers and professionals in learning about
nutrition, health and safety, specific diseases and disease prevention, and directs them to
resources where additional information can be obtained.

In another effort, the New York Office for the Aging partnered with Pharmacia (formerly
Upjohn) in an effort to educate older persons and their caregivers about urinary
incontinence. This effort came about when Urinary Incontinence Centers funded through
the National Institutes of Health noticed that they were not effectively reaching the older
population. They produced a video training seminar called Good Bladder Health and
distributed it through adult day care programs, caregiver support groups, and senior
centers. Outcome measurements indicate that as a result of this training, visits to
physicians for treatment of incontinence increased.

As a result of their work in the area of health promotion, they have gained new
opportunities to educate physicians. Two Office for the Aging staff have been invited to
sit on the Governing Board of the American Geriatrics Society. In this capacity, they
have the opportunity, both for the American Geriatrics Society and their New York
Affiliate, to review materials intended for physician training that relate to the field of

aging.
B. Caregiving

e QOregon

The state of Oregon has developed a unique program in an attempt to reach caregivers
during the early stages of their caregiving. Partnering with Oregon Public Broadcasting,
area agencies on aging, faith based organizations, AARP and others, the Oregon Senior
and Disabled Services Division (SDSD) took a multi-faceted approach which included a
two hour television broadcast augmented with readily available information resources
including a Web site (www.oregoncare.com), an 800# for caregivers, and written
resource packets.

The two-hour broadcast aired twice in October 2000 and consisted of four documentary
segments followed by an expert panel and studio audience discussion. Over 20,000
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households viewed the program. Viewing “parties” sponsored by faith based
organizations and other non-profits gave viewers an opportunity to watch the program
with their peers. Plans for a second show are underway.

A caregiver web site was designed and launched with the show. The goal of the site is to
help family caregivers access timely, low cost assistance which may help reduce or delay
participation in public-funded services. Caregivers and other consumers were involved in
the design of the site. Feedback on the television broadcast was sought through a survey
posted on the web site. An additional web survey seeks input from consumers about their
information and resource needs. Based on the results to date of this ongoing survey, new
information on caregiving for younger people with disabilities will be added to the web
site.

For more personalized assistance, or for those without web access, SDSD developed a
toll free help line to provide caregivers with information, referral and consultation.
Educational resource packets are distributed through the web site and 800# and were also
handed out at the viewing parties. As ongoing activities, the web site and 800# are also
marketed separately from the broadcast.

o New Jersey

New Jersey’s statewide Respite Care Program was started in 1988. The New Jersey
program operates at the county level and takes the approach that the caregiving family is
the client. A formal assessment of caregiver needs is conducted and the client is involved
in the design of her/his plan of care. The program is a partnership between the New
Jersey Division of Senior Affairs, area agencies on aging, and local service providers. It
is funded entirely through casino revenues. Each county level sponsor contracts with
local agencies to provide the services.

A typical plan of care might include support groups or educational programming for the
caregiver, as well as respite services through the provision of home health care, adult day
care, temporary nursing facility placement, companion/sitter services and other
supportive services for the elder family member.

The New Jersey Respite Care Program is well established and major program marketing
is not required. Though the program was funded at $6 million for 2,500 client families in
1999, most counties maintain a waiting list for the program. Written program objectives
guide the program; performance is measured; and the resulting data are used to revise and
improve the program as necessary. The most recent program evaluation indicated that
program flexibility is one of its greatest strengths. For example, when one family wanted
to take their father with them on vacation to North Carolina, the respite program
contracted with a North Carolina home health service agency to provide assistance during
their vacation.

e Wisconsin

The Wisconsin Bureau of Aging and Long Term Care Resources has been operating the
Alzheimer’s Family and Caregiver Support Program since 1985. The program was
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created by the Wisconsin legislature in response to the growing number of families trying
to care for relatives with Alzheimer’s or related dementia at home. Designed with the
entire family in mind, this program provides families with the funds necessary to obtain
goods or services that allow the family to keep their loved one with Alzheimer’s in the
community setting.

Over 900 Wisconsin families received services in 1999 using state funds totaling
$1,877,000 with some client cost-sharing. The program is available in every county and
counties may use the funds to develop or expand services, and to fund families directly.

The Wisconsin program provides caregiver training and support groups in addition to
helping families obtain such services as respite care, adult day care, home care services,
personal care, nutritional supplements, security systems, adaptive equipment and other
needed supports. Case management services assist clients in determining their needs and
setting up the appropriate plan of care.

e Connecticut

The Connecticut Elderly Services Division partners with the Alzheimer’s Association and
area agencies on aging to offer a statewide Respite Care Program. Begun in 1998, this
program served over 200 client families in 1999 with $500,000 in state appropriations.

In Connecticut, a comprehensive assessment assists caregivers in determining their needs.
A plan of care is established with client input. Caregivers directly benefit from support
groups, depression screening and case management. A Caregivers Resource Center is
sponsored by the Alzheimers Association. The state additionally contracts with
supportive services such as adult day care, personal care services, 24-hour respite
services, home health and other programs to provide direct services. Depending on the
care plan, a family can be funded up to $3,500 per year for securing services.

At the end of the program year, each family is given the opportunity to evaluate the
program and offer suggestions for improvement. Most families report that the most
important benefit of the program is stress reduction. The primary suggestion for
improvement is an increase in funding.

C. Summary
There are a number of advantages to implementing health and supportive services

programs on a regional or statewide basis. Some aspects of project administration can be
centralized and thus more cost effective. Statewide programming allows the consumer to
move from one area to another without loss of service. The involvement of a variety of
agencies and organizations can stimulate creative thinking in program development and
implementation. For these and other reasons, many states across the country seek to
implement health and supportive services programs statewide. This report summarizes
just a few of these efforts and is intended to give the reader a sense of the range and
diversity of projects that have been developed. A number of good programs exist that
have not been included in this report. Contact the appropriate state unit on aging for
information on other statewide health and supportive services initiatives.
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