


Executive Summary

I Background

The aging of the American population poses numerous chdlenges to the dderly, ther family
members, and the providers who care for them. As sources of preventive services and information
on awide range of hedth and safety issues, public hedth agencies can support families and providers
as they seek ways to maintain the hedth and well-being of the derly in our society.

This focus group study sought the opinions of ederly men and women, spouses and other family

members who care for them, and non-medically trained paraprofessonas who work with the ederly
and ther families

II. Purpose of This Study

The purpose of this research was to identify interests and concerns of the ederly, their families, and
elder care providers in sdected areas of hedth and safety to help inform the development of a
handbook delinesting CDC policies and recommendations in disease prevention and hedlth
promotion in elder care settings. Key areas addressed by the study include:

. topics of interest in preventing disease and injury and promoting hedthy behaviors

. the role of public hedth agencies in encouraging hedth and safety through consultation,
ingpection, regulation, or smilar mechanisms

opportunities to educate the dderly, ther families, and elder care providers in disease
prevention and hedlth promation, including issues not specific to the elder care setting (eg.,
violence and abuse prevention, nutrition, etc.) via outreach through the elder care setting

. opportunities for direct delivery of prevention and public health services (eg.,

immunizations, denta check-ups, vison and hearing screenings, etc.) through eder care
settings, epecidly for the dderly in medicaly underserved aress of the population.

Ill. Methodology

Eight focus groups were conducted in Atlanta, Georgia, and in Foyd County, a rurd aea in the
northwest pat of the date. Focus group participants included the ederly themsdves, family
members (spouses or companions of the same generation as well as children or younger relaives),
and providers. In each case, participants were those who ether lived independently or cared for
elderly rdaives or clients who were 4ill ambulatory. This digtinction was made because the hedth
and safety and caregiving issues for non-inditutiondized ederly (and their families and caregivers)
are quite different.
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Each focus group discusson followed a series of questions designed to dicit information on key
sources of hedth and safety information, concerns in these aress, reactions to current or proposed
materias, and the potentid role of public hedth agencies.

Focus group research is a qualitative research method that is often used in the early stages of broader
rescarch or materials development projects. While focus group results cannot be generdized to
larger populations, they do suggest lines of inquiry and initia reactions that can guide future research
or products. Because participants answer questions in a group setting, the moderator can probe for
additiond reaections and indghts from the group that would not be avalable through other data
collection techniques, such as individud interviews or surveys.

IV.  Findinas

Elderly

To whom do the elderly turn for health and safety advice?

The main sources of health and safety information for ederly focus group
participants were their private physicians. Participants noted, however, that their
physicians did not dways have time to answer al their questions. Those who had
to consult specialists worried that their care was not necessarily coordinated by any
paticular physcian. In some cases, participants thought their physicians were overly
concerned about hedth and safety issues.

Pharmacists and pharmacies congtituted another important source of information
-both the pharmecists as individuds, and the materids avalable in the pharmacy
sting. Although participants praised the useful information available in pharmacy
printouts that accompanied their medications, they complained about the smadl print
gze and medicd jargon in these materids. Family members — especidly those
trained in the medicd fidd — were another often-cited source of information.

For the ederly patient, the most important festures of any interaction with providers

were the providers knowledge of the ederly patient's overal condition, and the
edely patient's trugt that the provider would thus manage his or her condition
effectivey.
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What are the elderly’s main health and safety concerns?
Hedth and safety concerns included:

fals

medications and ther sde effects

warning sgns of Alzheimer’'s disease, heart attacks, and cancer
safetyproofing the home

diet and nutrition, especidly regarding diabetes and high blood pressure
. hedthier cooking techniques

. safe exercise

. insurance issues— especidly how to avoid “scams.”

How can health and safety information be disseminated to the elderly?

’ Trangportation barriers and unfamiliar surrounding would keep most of the
elderly away from health and safety classes. Mobile vans and hedth fars are
considered too public a setting for asking persond questions about hedth.  With one
exception, the dderly participants in these focus groups were not aware of the hedlth
department’ s functions, nor did they view such agencies as potentid sources of useful

informetion.

’ Videos and large-font printed materials, large enough to handle with arthritic
hands, were recommended as suitable mechanisms for tranamitting hedth and safety
informetion.

B. Elderly Caring for Elderly: Spouses and Companions

To whom do spouses/companions turn for health and safety advice?

. Spouses/companions turn to their family members physicians and nurses and
other family members. Support groups were especidly vaued sources of
information (as wel as support) among those caring for a spouse with Alzheimer’s
disease.

What are spouses’/companions’ main health and safety concerns?

. Haf the paticipants were caring for someone with Alzheimer’s disease. The
confuson and decline asociated with that disease were paramount concerns for
spouses, as were the disease’s consequences in terms of safety, independence, and
communication.
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Information on the warning sgns of Alzhemer’s would have been hepful, to give
families time to prepare emotiondly and financidly.

Falls, medications, and financing care in the future were other concerns.
Spouses'companions were also concerned about their own health, particularly
nutrition, exercise, preventing injuries (especidly from lifting or moving their spouse
or companion), and maintaning their own mental/emotional hedth.

How can health and safety information be disseminated to spouses/
companions?

L]

Spouses and companions were more receptive than others to the idea of attending
classes or seminars on hedth and safety topics.

A video andlor manud specificaly designed for this population would be well-
received. Suggestions included a video following a “This Old House® formé,
showing how to make each room in the house or apatment safer for an ederly

person.

Spouses/companions were unfamiliar with heath departments and their resources.

Family Members (children, grandchildren, nieces, nephews, etc.)

To whom do the family members turn for health and safety ad\)ice?

Family members turned to private physicians caring for the dderly family member,
as well as to the local hospital’s social work department (for referrds to other

SerVices).

What are family members main health and safety concerns?

Concarns include the dderly family member's diet, nutrition, and safety
(particularly cooking and driving).

Family members would like more information on:
lifting or moving the ederly family member

communicating effectively with an ddely family member when family roles are
reversed
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' convincing elderly family members to ask for help

. discussing driving with family members who are at risk of endangering themsdlves
or others

’ the medica management of severe pain

' medication interactions and Sde effects.

How can health and safety information be disseminated to family members?

. Family members suggested videos and local cable television as suitable channds
of information.

. Some recommended a “survival kit,” perhaps prepared by the hedth department,
with a variety of useful referrd telephone numbers, checklists and tips for caring for
an ddely reative.

. Health departments were not mentioned as a potential resource or source of
information.

. Family members noted that in publications for or about the ederly, the elderly

should be portrayed in a postive light ~— as active, dert people, rather than as
infirm and feeble

D. Elder Care Providers

To whom do providers turn for health and safety advice?

. Providers who work for an agency turn to their immediate supervisors and/or
colleagues, providers who are self-employed turn to colleagues (especidly those with
a medical background) and/or reference books.

What are providers’ main health and safety concerns?

Providers concerns include:

’ deding with the behavior of ddely dients especidly combative/bdligerent
behavior and mood swings
when (and when not) to seek emergency care
moving dients &ter they have fdlen
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. lifing/moving dients safdy.

Concerns often raised by ther clients family members include:

. fdls
driving

Topics that should be addressed in training include:

. experiencing the world through the dlient’s eyes (wearing cotton bdls in one's ears,
gneaing Vasdine on eyeglasses, moving around in a whedchar) to gan an
understanding of and empathy for what clients experience
interacting with dients

heping dients and family members safetyproof the home
food safety

preparing for extreme heat or cold.

How can health and safety information be disseminated to providers?

. Videos and in-service training sessons would be the most accessble formats for
providers. (Few had received formd training to work with the ederly.)

. Videos and traning Stuations should depict red dtuations that providers might
encounter — combative behavior, awkward lifting or moving of a client, frustration.

V. Conclusions/Recommendations

The dderly, their rdatives, and the providers who care for and advise them are eager for current,
precticd information on hedth and safety. No comprehensive resource currently exists, yet one is
greatly needed and, according to participants, greetly desired.

A modular format could be developed, with some common sections on basc hedth and safety
information and others geared to the different needs of the dderly and their caregivers. Although
no single document could address the myriad specific questions that the elderly and their caregivers
might have, a compendium could address mgor categories and suggest other organizations to turn
to for more specific information.

In terms of format, large print, easy access to information, and clear graphics were common
suggestions across dl four groups. However, classes or seminars on hedth and safety information
were well received by only those focus group participants caring for the elderly, not by the ederly
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themsdves For carggivers, dasses on caring for the dderly and handling difficult issues were most
desred.

Prevention sarvices, in particular public hedth sarvices such as flu shots, pneumonia shots, and TB -
skin tests were congdered important and worthwhile to provide to the dderly. However, streening
sarvices, uch as blood pressure, cholesteral, and diabetes, were consdered by most dderly, the'rYk\\\v
family members and their caregivers as most gppropriatdy and adequatdy provided by privaie
physdans  Ye, offering such savices to disadvantaged ddely and those without trangportation

was dill conddered an important function and sarvice

The lack of awareness of public hedth’s scope and potentid  usefulness as a source of information
was an unfortunate theme in these focus groups — one that has been documented in other types of
research as wdl. However, research on the generd public’s attitudes towards public hedth dso has
reveded an encouraging siver lining. In generd, the public's lack of awareness about public hedth
agendies seams rooted in a lack of exposure, rather than in hodility or negetive experiences The
opportunity to pogtivey influence the public's views about public hedth is largdy untgoped.

The dfort to consolidete useful, rdevant informaion on the hedth and sefety of the dderly — an
Issue thet dfects dmog every American family — will be tremendoudy appreciated and represents
an opportunity for CDC and its partners a the date and locd levds to rase avareness of public
hedth's continuing rale in the lives of every American. "
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l. Background

The aging of the American population poses numerous chdlenges to the dderly, ther family
members, and the providers who care for them. As sources of preventive services and information
on a wide range of hedth and safety issues, public heath agencies can support families and providers
as they seek ways to maintain the hedth and well-being of the ederly in our society.

This focus group study sought the opinions of ederly men and women, spouses and other family

members who care for them, and non-medically trained paragprofessonds who work with the ederly
and ther families

Il. Purpose of This Study

The purpose of this research was to identify interests and concerns of the dderly, their families, and
elder care providers in sdected areas of hedth and safety to help inform the development of a
handbook delinesting CDC policies and recommendations in disease prevention and hedth
promotion in elder care settings. Key areas addressed by the study include:

. topics of interest in preventing disease and injury and promoting hedthy behaviors

. the role of public hedth agencies in encouraging hedth and safety through consultation,
ingoection, regulation, or Smilar mechanisms

opportunities to educate the ederly, their families, and elder care providers in disease
prevention and hedlth promation, including issues not specific to the elder care setting (eg.,
violence and abuse prevention, nutrition, etc.) via outreach through the elder care setting

. opportunities for direct deivery of prevention and public hedth services (eg.,

immunizations, dentd check-ups, vison and hearing screenings, etc.) through dder care
settings, especidly for the dderly in medicaly underserved aress of the population.

IIl. Methodology

Eight focus groups were conducted in Atlanta, Georgia, and in Hoyd County, a rura area in the
northwest part of the date. Focus group participants included the ederly themsdves, family
members (spouses or companions of the same generation as well as children or younger relaives),
and providers. In each case, participants were those who ether lived independently or cared for
elderly relatives or clients who were gill ambulatory. This digtinction was made because the hedth
and safety and caregiving issues for non-inditutiondlized ederly (and their families, and caregivers)
are quite different.
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Each focus group discusson followed a series of questions designed to dicit information on key
sources of hedth and safety information, concerns in these aress, reactions to current or proposed
materias, and the potentid role of public hedth agencies

Focus group research is a quditative research method that is often used in the early stages of broader
research or materids development projects. While focus group results cannot be generdized to
larger populations, they do suggest lines of inquiry and initid reactions that can guide future research
or products. Because participants answer questions in a group setting, the moderator can probe for
additiond reactions and ingghts from the group that would not be avalable through other data
callection techniques, such as individud interviews or surveys.

IV.  Findings

A. Elderlv

To whom do the elderly turn for health and safety advice?

. The main sources of health and safety information for ederly focus group
participants were their private physicians. Participants noted, however, that their
physicians did not dways have time to answer al their questions. Those who had
to conault specialists worried that their care was not necessarily coordinated by any
particular physician. In some cases, participants thought their physicians were overly
concerned about hedth and safety issues.

. Pharmacists and pharmacies congtituted another important source of information
~ poth the pharmacists as individuads, and the materids avalable in the pharmacy
seting. Although participants praised the useful information avallable in pharmacy
printouts that accompanied their medications, they complained about the smdl print
gze and medicd jargon in these materids. Family members — especidly those
trained in the medica fidd — were another often-cited source of information.

. For the dderly patient, the most important features of any interaction with providers
were the providers knowledge of the ederly patient's overal condition, and the
eldely patient's trugt that the provider would thus manage his or her condition
effectivdy.
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What are the elderly’s main health and safety concerns?
Hedth and safety concarns induded:

fals

medications and their Sde effects

warning 9gns of Alzheme’s disease, heart atacks, and cancer
setyproofing the home

diet and nutrition, egpecidly regarding diabetes and high blood pressure
hedthier cooking techniques

sdfe exardse

Insurance issues — espedidly how to avoid “scams”

How can health and safety information be disseminated to the elderly?

. Trangportation barriers and unfamiliar surrounding would keep most of the
elderly away from health and safety classes. Mohile vans and hedth fars ae
congdered too public a setting for asking persond questions about hedth.  With one
excegption, the dderly particpants in these focus groups were not awvare of the hedth
Oepartment’ s functions, nor did they view such agendes as potentid sources of ussful
information.

. Videos and large-font printed materials, large enough to hande with athritic

hands, were recommended as suitable mechaniams for tranamitting health and safety
informetion.

B. Elderly Caring for Elderly: Spouses and Companions

To whom do spouses/companions turn for health and safety advice?

. Spouses'companions turn to ther family members physicians and nurses and
other family members. Support groups were espeddly vaued sources of
information (as wel as support) among those caring for a spouse with Alznemer’s
disease.

What are spouses’/companions’ main health and safety concerns?

. Hdf the patidpants were caing for someone with Alzheimer’'s disease. The

confuson and dedline assodiated with that dissese were paramount concarns for

oouses, as Were the diseass’'s consequences in terms of safety, independence, and
communication.
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Information on the warning Sgns of Alzhemer’'s would have been hepful, to give
families time to prepare emoationdly and financidly.

Falls, medications, and financing care in the future were other concerns.
Spouses/companions were also concerned about their own health, paticularly
nutrition, exercise, preventing injuries (especidly from lifting or moving their spouse
or companion), and maintaining their own menta/emationa hedth.

How can health and safety information be disseminated to spouses/
companions?

Spouses and companions were more receptive than others to the idea of attending
classes or seminars on hedth and safety topics.

A video andlor manua specificaly designed for this populaion would be well-
received. Suggestions included a video following a “This Old House® formd,
showing how to make each room in the house or apatment safer for an ederly

person.

Spouses/companions were unfamiliar with heath departments and their resources.

Family Members (children, grandchildren, nieces, nephews, etc.)

To whom do the family members turn for health and safety advice?

Family members turned to private physicians caring for the ederly family member,
as wdl as to the local hospital’s social work department (for referras to other
SEVices).

What are family members main health and safety concerns?

[

Concearns include the dderly family member's diet, nutrition, and safety
(particularly cooking and driving).

Family members would like more information on:
lifting or moving the ddely family member

communicating effectively with an ddely family member when family roles are
reversed

Executive

Summary | iv



Executive Summarv

convincing elderly family members to ask for help

discussng driving with family members who are a risk of endangering themsdves
or others

the medicd management of severe pain

medication interactions and sde effects.

How can health and safety information be disseminated to family members?

Family members suggested videos and local cable television as suitable channels
of information.

Some recommended a “survival kit,” perhaps prepared by the hedth department,
with a variety of useful referrd telephone numbers, checklists and tips for caring for
an ddely rddive.

Health departments were not mentioned as a potential resource or source of
information.

Family members noted that in publications for or about the ederly, the elderly
should be portrayed in a podtive light — as active, dert people, rather than as
infirm and fecble .

Elder Care Providers

To whom do providers turn for health and safety advice?

Providers who work for an agency turn to their immediate supervisors and/or
colleagues, providers who are self-employed turn to colleagues (especialy those with
a medical background) and/or reference books.

What are providers’ main health and safety concerns?

Providers concerns include

deding with the behavior of €edely dients especidly combativelbdligerent
behavior and mood swings

when (and when not) to seek emergency care

moving dients &fter they have fdlen
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. lifing/moving dients safdy.

Concerns often raised by ther clients family members include:

. fdls
driving

Topics tha should be addressed in training include:

' experiencing the world through the client’s eyes (wearing cotton bdls in one's ears,
smearing Vasdine on eyeglasses, moving around in a whedchar) to gan an
understanding of and empathy for what clients experience
interacting with dients
helping dients and family members safetyproof the home

food safety
preparing for extreme heat or cold.

How can health and safety information be disseminated to providers?

. Videos and in-service training sessons would be the most accessble formats for
providers. (Few had received formd training to work with the elderly.)

. Videos and training gStuations should depict red dtuations that providers might
encounter — combative behavior, awkward lifting or moving of a dlient, frudration.

V. Conclusions/Recommendations

The dderly, ther relaives, and the providers who care for and advise them are eager for current,
practica information on hedth and safety. No comprehensive resource currently exidts, yet one is
greatly needed and, according to participants, greatly desired.

A modular format could be developed, with some common sections on basc hedth and safety
information and others geared to the different needs of the elderly and their caregivers.  Although
no single document could address the myriad specific quetions that the elderly and their caregivers
might have, a compendium could address mgor categories and suggest other organizations to turn
to for more specific information.

In terms of format, large print, easy access to information, and clear graphics were common
suggestions across al four groups. However, classes or seminars on hedth and safety information
were well received by only those focus group participants caring for the elderly, not by the elderly
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themsdves. For caregivers, classes on caring for the elderly and handling difficult issues were most
desired.

Prevention sarvices, in particular public hedth services such as flu shots, pneumonia shots, and TB
skin tests were considered important and worthwhile to provide to the elderly. However, screening
services, such as blood pressure, cholesterol, and diabetes, were considered by most elderly, their
family members, and ther caregivers as most appropriately and adequately provided by private
physcians. Yet, offering such services to disadvantaged ederly and those without transportation
was dill condgdered an important function and service.

The lack of awareness of public hedth’'s scope and potentia usefulness as a source of information
was an unfortunate theme in these focus groups — one that has been documented in other types of
research as well. However, research on the generd public's attitudes towards public hedth also has
reveded an encouraging dlver lining. In generd, the public’'s lack of awareness about public hedlth
agencies seems rooted in a lack of exposure, rather than in hodtility or negative experiences. The
opportunity to pogtively influence the public’s views about public hedth is largey untgpped.

The effort to consolidate useful, rdevant information on the hedth and safety of the dderly == an
issue that affects dmost every American family — will be tremendoudy appreciated and represents
an opportunity for CDC and its partners at the state and loca levels to raise awareness of public
hedth’'s continuing role in the lives of every American.

Executive Summary Vi
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1. Introduction

“Many years ago, there was always a spinder sdter, a devoted daughter, or a daughter-in-law who
took responsibility for caring for aging parents. It really wasn ’# a problem then . . . but over time
families became more spread out, children moved away, and oldpeople were simply put into nursing
homes . . . But nowadays nursing homes are so expensve and it's hard to find a good one, SO0 most
older people would rather stay at home, live on their own . . . so now what do we do? ”

Daughter who caresfor her aging mother

The scenario described above is the current redity of gpproximatey 34 million Americans (ages 65
and older) as the twenty-first century approaches.! Concurrent with the “greying” of the U.S.
population has been a steady demand for personal care services for the ederly. In response to the
increesng cost of skilled nurang facilities and growing concerns about the future of Medicare, there
has been a marked increase in the use of persond care services for the elderly — many consdering

such options to be more persona and humane than their more codly dternatives.  In particular
demand is assistance in maintaining hygiene and performing routine persond care chores as well as
information on common diseases and conditions of the dderly. The use of persond hedth ades to
as3s with housekesping and hygiene has become incressingly popular adong with other
pargprofessonal services such as adult day care services, respite services, and therapeutic
recregtional  activities.

While such sarvices offer the derly and their families cogt-effective dternatives to nurang homes,

many of the professonas ddivering these services are not hedth care professonds and therefore
may lack the necessary training or information in basic hedth issues and disease and injury
prevention. In addition, the growing numbers of dderly who choose to care for themsdves and the
increesng numbers of family members taking on this responghility highlight the importance of
providing Americans with the necessary skills and information to maintain hedth status and prevent

diseese, illness, and injury.

As the nation’s premier public health agency, the Centers for Disease Control and Prevention (CDC)
iswell positioned to respond to the needs of Americans as they grow older. Over the past few years,
the agency has recaelved numerous inquiries from elder care professonds requesting both basic
hedth information and more specific information on reducing the spread of infectious diseases and
the incidence of drug resstance. In response to these inquiries, CDC has accelerated its efforts to
provide useful, timely, and practical information on preserving the hedth of an aging America

I American Association of Retired Persons, A Profile of Older Americans, 1996, Wash&on, D.C.

Disease and Injury Prevention and Health Promotion in Elder Care



I, Purpose of This Studv

The Hospitd Infection Program within the Nationd Center for Infectious Diseases contracted with
Macro International Inc. under the CDC Policy Assessment Contract (200-96-0598/07) to carry out
a sudy of “Disease and Injury Prevention and Hedth Promotion in Elder Care: Needs and
Opportunities as Perceived by Elder Care Providers, the Elderly Themsdves, and Ther Families”

The purpose of this sudy was to identify interests and concerns of the ederly, their families, and
elder care providers in sdlected areas of hedth and safety to help inform the development of a
handbook delinesting CDC policies and recommendations in disease prevention and hedth
promotion in elder care settings. Key areas addressed by the study include:

. topics of interest in preventing disease and injury and promoting hedthy behaviors

J the role of public hedth agencies and licensing and regulatory agencies in encouraging hedth
and safety through consultation, ingpection, regulation, or other mechaniams

’ opportunities to educate the ederly, their families, and dder care providers in disease
prevention and hedth promotion, including issues not specific to the elder care setting (eg.,
violence and abuse prevention, nutrition, etc.) via outreach through the elder care setting
opportunities for direct deivery of prevention and public hedth services (eg.,
immunizations, denta check-ups, vison and hearing screenings, etc.) through eder care
stings, especidly for the dderly in medicdly underserved aress of the population.

In each of these areas, study participants were asked to consider the following:

' At what levd of exiging knowledge or undersanding of hedth and safety issues should
messages be written?

' How should messages be structured?
. What type of forma would be most useful?

’ What are the bariers to implementing recommended hedth and safety messages?

Disease and Injury Prevention and Health Promotion in Elder Care , 2



Methodology

Focus Groups: Strenaths and Caveats

This study examined the views of the dderly, their families, and eder care providers, dl of
whom represent “consumers’ of hedth and safety information for people over the age of 55.
Exploring their views and concerns through a group discussion format offered an opportunity
to conduct quditative research in this growing fied of interes.

Focus group discussions were chosen as the most gppropriate research technique for this
study because they are ideally suited to explore and probe awide variety of topics and inform

the early stages of a research project. Focus groups have been a standard methodology for
consumer products research, where they are used to gain ingghts into consumer preferences

regarding a wide variety of products and their specific attributes.

The interactive discusson promoted by focus group methodology is often an ided way to
ask draghtforward questions and to recaeive “red life’ answers. This interaction among
participants often reveds much more information than other data collection techniques, such
as surveys or one-on-one interviews. In addition, a skilled moderator can follow up on or
probe certain tangents or views that were unanticipated in the design of the discusson group
guide, often yidding new information and/or additional nuances of exiding information.

Despite these advantages, focus group methodology is not without limitations. Findings
from focus group discussions are neither quantitative nor generdizable to the population as

a whole. Focus group findings are suggestive, not definitive, and should be used to enrich
understanding of an issue rather than to unequivocaly support a certain podtion. In addition,
dthough trends and commondities are important in focus groups, “outliers’ and more
solitary voices aso have weight. In fact, more uncommon views are often the most reveding

and ggnificant in focus group research. Within these condtraints, however, focus groups can
offer researchers vauable ingghts that can be integrated into program plans or reved new
lines of inquiry for future research efforts.

Recruitment of Focus Group Participants

The target audiences for this focus group project consisted of the following:

. elderly (55 years and older)

elderly who care for dderly spouses or companions
elder care providers (non-medical professonals who provide care to the elderly)

family members who care for an dderly rdative.

In an effort to gain geographic and socioeconomic diversty, focus groups were held in two
sttings: Atlanta (urban setting) and the rura areas surrounding Floyd County (Rome,
Georgia).
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Flyers describing the focus groups were didtributed to a variety of locd public and private
agencies and organizations in both Atlanta and the FHoyd County area. Flyers were dso
posted in community centers, apartment complexes, and other recreationd and residential
settings where older people ether live or congregate. The vast mgority of the ederly and
family member participants were recruited in this way. Participants in the ederly and family
member groups were much easier to recruit than elderly who care for a spouse or companion.

These potentid respondents were reluctant to participate because they often were the sole
caretakers for their spouses or companions, and could not leave them unattended.

Elder care providers were recruited by disseminating flyers to both public and private
agencies that provide services to the dderly such as respite, recreationd activities, persona
care sarvices, home health services, and adult day care. In an effort to recruit providers who
are not professondly associated with a particular agency, flyers were distributed to loca
churches, community centers, and other Stes where older people ether gather or receive
services.

As gated on the flyer, people who were interested in participating in one of the focus groups
were asked to call Macro to register for a group. Upon cdling Macro, prospective
participants were asked to complete a brief telephone interview for screening purposes to
ensure that callers would be assigned to the most gppropriate group.  Copies of the flyers and
screening interview forms can be found in Appendices A and B, respectively.

Conducting the Focus Groups

A totd of eight focus groups were held in Atlanta and Floyd County be:ween August and
November 1997, with the following types of participants:

| Urban/Suburban | Rural

Elderly \ 22 o

Elderly Spouses | | 0

Family Members | ! !

Elder Care Providers 1 | |

Only one person atended the ederly spouses/companion group held in Hoyd County.
However, this participant was interviewed and her comments incorporated into the
discusson that follows. Between 5 and 11 participants attended the other group discussions.

2 Due to the large turnout (11 people) of participants for this group, they were divided into two separate

groups of five and six to make the discusson more managesble.
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The location of the focus group discussons varied, depending on what was most convenient

for paticdpants. In generd, the mgoarity of focus groups for the ddely patidpants took
place in the community, & dther a locd recredion center or an gpartment complex within

waking or driving digance to mog datendess. However, in Atlanta, the focus group for
family members and providers was hdd in the conference room of Macro's Atlanta office

All of the focus groups hed in Hoyd County were convened a the locd senior recregtion

center, a wdl-known gte in the community.

Focus group participants received a $25 gipend for attending the group as well as brochures,

booklets and flyers addressng a wide range of hedth and sdfety topics petinat to the

ddely and those who care for them. These maerids were published by a number of both
public and private agendes such as the Nationd Inditutes of Hedth, the Hedth Care
Hnandng Adminigration, the Amearican Red Cross, the Americean Assoddion of Retired
Persons the American Cancer Soddly, ad the Adminidraion on Aging. Fnandd

assgance with trangportation was dso provided or aranged for ddely participants who

could not drive

The focus group discussons were guided by a moderator who dosdy followed a pre-
developed moderator’s guide aimed a addressng severd main topics of interest as wel as
probing for any tangentia issues or views that may arise A separate discusson guide was
deveoped for each of the four groups, copies of which can be found in Appendix C.

In an effort ensure that hedth and sfety information is as useful and rdevant as possble,
focus group participants were asked to gpend the find 15 minutes of the discusson thinking
about the format (3ze, shape, calor, eic) mog uitable and useful for reachlng the ddely
populaion. Below is a destription of the materids reviewed.

Foundations of Caregiving, American Red Cross, July 1993. This 1.5 lbs, 85" x 1 1", 560-
peage, colorful, glossy-covered handbook was origindly designed as an accompaniment to
an Ameican Red Cross course for caregivers of the aging, young, and infirm.  The book
provides vary detaled desriptions on providing pedific services such as trandering
patients, food preparation, and proper bathing. Colorful diagrams and photos accompany
these descriptions and can be found on the margins of dmost every page of the book.

Resource Directory for Older People, Nationd Inditute on Aging, March 1996.  This 274-
page, black-and-white, oira-bound, 6.5” x 9" directory provides the names, addresses, and
telgphone numbers of over 200 public and private agendes offeing hedth and information
SVICes to the dderly.

Talking with Your Doctor: A Guide for Older People, Nationd Ingitute on Aging,
December 1994. This 29-page, 85" x 1 1", glossy-covered booklet provides readers with
vaious draegies for improving communications with ther providers  Important
informetion is bulleted in the margins of each page, the print is large (14- to, 16- point font),
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and lively caricatures, depicting the do’'s and don'ts of effective communication, accompany
many important passages.

Talking with Your Doctor, American Cancer Society, 1996. This 9 x 3.5 colored
pamphlet was desgned to assg cancer pdients in effectively communicating with their
doctors and specidigts. The print is standard font (12 point), although it uses colored ink,
and the pamphlet is Sx pages in length (front and back).

Cancer _and the FElderly, American Cancer Society, 1988. This is another booklet published
by the American Cancer Society aimed at educating the public about cancer in the ederly
population and its diagnods, prognoss, and treatment. Information about care of ederly
cancer patients is aso provided. The entire booklet is 5.5 x 85" and printed in black and
white text. The print is very smdl (8- or 9- point font, such as newspaper or magazine) and
the booklet is 19 pages in length. Important information is presented in a series of articles
(smilar to those found in refereed journals) and a bibliography accompanies each article.

Aging, No. 360, Adminigration on Aging, 1990. Aging is a magazine published quarterly
by the U.S. Adminigration on Aging. The format (in content, shape, and Sze) is Imilar to
those found on most newsstands (without advertissments). A series of articles addressing
topics of interest to the ederly can be found in this journal, and the cover and pages are of
megazine, glossy qudity. The print is dso sandard for a magazine, but the mgority of the
journd is printed in black and white. Severd issues are devoted to a specific issue such as
lega services for the elderly or diet and nutrition. Participants were asked to critique the
legal services and/or the eder abuse editions of the magazine, which are 57 pages and 137

pages in length, respectively.

Age Page, Nationd Inditute on Aging. The Age Page is a series of one or two page 8.5" X
11" informational sheets produced for the elderly by the Nationd Inditute on Aging. The
print is of large font (16 point) and black and white. The Age Page covers a wide range of
hedlth topics such as dietary supplements, digestion, and deep disorders.

Age Pages are dso printed as standard fold-out brochures covering a range of topics and
issues. The brochures are usudly a bit more lively, featuring some graphics, as well as text
boxes and titles printed in colored ink. However, the print font is often smdler, only 12 or
14 point.
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Your Medicare Handbook: 1996, Hedth Care Finandng Adminidration. This85” x 11"
guide to the 1996 Medicare program is produced in booklet form and frequently
dissaminged in mass mallings to retired dtizens The booklet was desgned to provide
readers with badc information about the Medicare program and to answer frequently asked
guegions. Topics such as feefor-savice, managed care, skilled nurang fadlities, and
hospice care ae ds0 discussad. Readers dso lean how to gpped dams A glossary of
terms and aligt of Sate Medicare agenciesis dso provided. The print is very large (16 point)
and text boxes st off important topics or frequently asked questions
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V. Findings

This section of the report presents the findings from each of the four types of discusson groups held.
While differences between participants responses based on setting (urban vs. rurd) were dight,
these are discussed where relevant.

A. Elderly Focus Groups

As previoudy discussed, paticipants for the ederly focus groups were recruited from a
variety of sources. While the main criteria for participating in the discusson group was age
(55 years or older), a specid effort was made to balance the focus groups with elderly who
live independently, those who live with a family member (such as a child or grandchild), and
those who live in an asssed living fadility. Because this project is largey amed a
educating the public on preventing disease, injury, and the indtitutiondization of the dderly
(i.e, placement in nurang homes or hospitas), ederly who live in skilled nursng facilities
or those who are no longer capable of caring for themsalves in any capacity were excluded
from the groups. Thus, participants in these groups were generdly of stable hedlth, requiring
only light to moderate assstance in atending to mog activities of daily living. Reflecting
the current demographics of dderly in the United States, the mgority of participants in these
groups were widowed women.

1) Health and Safety information

Sources of Information

Paticipants in both the urban
and rurd focus groups were “1've had my doctor forever, he has known me
asked to begin the group Sfrom way back when, so I call him.”
discusson by thinking about a
recent hedth or safety question
they have had and from where or whom they sought advice. Private providers,
mainly consgting of persond physcians and nurses, were most frequently consulted
by participants. The general consensus across the three groups was thet their private
doctors were mogt familiar with their persond hedth and would thus be the most
knowledgesble, if not the most logica, source of information.

Beyond ther private doctors, few could even think of anyone ese to cdl or consult.

However, upon further probing, severd participants mentioned caling either their
persond pharmeacist or a locd “dl-night” pharmacy with specific questions related
to a prescription or certain medications. Severa participants mentioned that they had
built a rgpport with their locd pharmacists and because most prescription histories
are now mantained on a daabase a the locd pharmacy, they fdt increasngly
comfortable consulting them. Although rardly mentioned, a few participants hed
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consulted hedth hotlines ether publicized in the loca telephone book or sponsored
by ther insurance companies.

A few participants mentioned that they frequently consult family members who are
in the hedth care professon, such as nurses or physcians. Agan, the issue of
knowledge and trust was paramount. Those participants who did not enjoy such a
luxury wished that they did, again citing the advantages of having access to someone

who is knowledgegble about them and their hedth.

Although persond doctors and nurses were cited as the most common source of
information, most participants stated that on many occasons they had encountered
difficulties receiving timdy information. Physicians busy schedules, complicated
telephone answering systems, and rushed office vigts were thought by many to be
the underlying causes for their unanswered questions.

Health and Safety Concerns

The vast mgority of focus group participants had very specific hedth and safety
concerns, most of which were directly related to a current or recent illness or injury.

Thus, responses to this question were extremely varied. However, when asked to
think of general hedlth concerns as well as safety issues, participants  responses were
much more smilar. In generd, fdling and injuring backs and hips was a leading
concern. The steep mortality associated with hip fractures was well known to ederly
participants, thus contributing to their heightened awareness of potentialy dangerous
Stuations such as steep dairs, icy Sdewaks, and escdators. In' ‘fact, many had
consulted a doctor or nurse about preventing fdls both a home or while traveling
about. Others reported being hyper-vigilant about medications or conditions which
might cause dizziness, which could then leed to a fdl and possble hip injury.

Consequently, severd reported discussing sgns of dizziness or faintness with ther
doctors and/or nurses.

Medications and their side
effects and the specific use of “1 am on several different medications, each
medicines were dso leading || from a different doctor...what happens if I
concerns  of focus group ||forget to tell one doctor about my other
participants. Participants stated || Medicines? Do they talk to each other so that
that they hed been prescribed they know what I'm on? What if there is a bad
evera medications and were reaction between all these drugs? ”
concerned  about potential
interactions between them. Few
felt confident that their doctors were aware of al of the potentia interactions between
drugs, especidly if the medications were prescribed by different physicians, Others
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expressed concern about the necessity of some of their medications and the
appropriate use of their medications.

The warning sgns of various illnesses common to the dderly dso aose as a key
hedth concern of participants. Although severd different illnesses or conditions
were mentioned, knowledge of the sgns of heart attacks, Alzheimer’s disease, and
cancer were of most importance to participants. Severd participants fdt that if they
were more knowledgeable about the signs and symptoms of various diseases, they
could be more vigilant about their hedth and perhgps even prevent an illness from
occurring.

The specidization of modem medicine was dso thought to be a mgor problem
among focus group participants. Although many could recognize the importance of
seaing a specidig for a specific hedth problem, many aso voiced concern about the
degree of communication among different providers. As previoudy discussed, of
particular concern was the interaction between the various medications prescribed by
different physcians. Others highlighted the need for improving the extent to which
medica records and other important hedth information is shared among various
providers — dgating that they wanted dl of their providers to be as knowledgegble
and as “up to date’ as possible with their hedth condition.

A few participants aso raised concerns about the necessity of specididts, citing
recent newspaper articles or teevison exposes about unnecessary referrals to
gpecidids as a moneymaking venture for physicians. This topic prompted a flurry
of debate among participants, especidly among those who belong to managed care
hedth plans, which they felt limited their access to needed specidists. Whether
participants felt that specidists were necessary or not, al agreed that more
information was needed on the various types of medica specidists, management of
their hedth care with multiple providers, and ther necessty.

Other Topics of Interest

As a natura extenson of the discusson about heath concerns, participants began to
discuss topics on which they would like more information. Again, a liteny of hedth
topics was raised, many specific (and often persond) in nature. The most frequently
mentioned were those cited above: heart attacks, Alzheimer's disease, and cancer.
Participants were especidly interested in recealving information on the sgns and
symptoms of these conditions as wel as information on prognoses and forms of
treatment. In relaion to this information, many aso expressed a dedire to learn more
about the different specidists or experts in these conditions, particularly those located
in their communities.
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Agan, additiond information on medicaions, ther potentid sSde effects, drug
interactions, and drug alergies was a top priority for participants. Some expressed
a dedre to receive more information on discerning a drug dlergy from a Sde effect,
while others wanted more information on the specific uses of different drugs (“how
they work”). Although many participants noted that pharmacists often provide this
information with prescriptions, severa pointed out the difficulty in reading the smal
print Sze or underganding the complex medical terms in these printouts. Others
dated the difficulty of keeping track of this information, which is often printed on
loose, small sheets of paper or as a package insert.  Although few in number, a amal
number of participants expressed a desire to learn more about the appropriate use of
over-the-counter medications, particularly for pain. With the plethora of medications
avalable today, severd participants found it confusng to determine, for example,
whether acetaminophen, aspirin, or ibuprofen would be most gppropriate for muscle
pains or a headache. Others had questions about the difference between generic and
name-brand, over-the-counter drugs. Consequently, a book describing the uses for
and sde effects of both commonly prescribed and commonly used medications was
desired by dl.

Given that fdls were cited as a mgor hedth concern of participants, information on
preventing fals, such as safetyproofing the home, was dso a topic of intered.

Severd participants had heard of the dangers of throw rugs and icy sdewaks but

were afraid that many other ederly had not. Thus, a booklet on preventing fals was
thought to be extremely important to the ederly.

With the benefits of hedth, nutrition, and exercise being frequently-extolled in the
current media, many focus group participants expressed a desire to learn more about
these topics. Information on proper diet and nutrition, particularly for certain hedth
conditions such as diabetes or high blood pressure, was desired by many. Others
desred more generd nutrition information, such as ways to maintain their current
egting habits but reduce fat or sodium intake. A few aso sated that they would like
information on credtive cooking =~ making thar favorite meds hedthier.

Although all agreed on the
importance of exercise, many “Everybody says that exercising is good for
were concerned about its safety, you, but how much is an older person supposed
again citing their concerns to do, what kinds of exercise?”’

about falling. Some had
adopted a daily regimen of
waking but did not know how far or how fast they needed to walk to impact ther
hedth. Others expressed some concern about the lack of safe areas to walk, citing
increasing crimes againg the elderly and the lack of sdewaks as mgor obstacles,
Thus, information on safe exercises for the ederly, especidly those that could be
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done a home, and information on the frequency and duration of exercise were
consgdered important information to disseminate to this population.

Although initidly mentioned by only one or two paticipants per discusson,

information on Medicare, Medicaid, and supplemental hedlth insurance sparked a
flurry of questions and debate among participants. Growing concern about the future
of Medicare has caused many to congder purchasing supplementa insurance, yet few
know how much, if any, was needed. Some were aso concerned about insurance
“scams’ and therefore wanted more information on disinguishing legitimate hedth
plans from fraudulent ones. Other focus group participants expressed a dedire to
learn more about the different types of insurance plans such as managed care and fee-

for-service. Additiond information about Medicare coverage of dentd and vison
services was desired by most.

Sharing Information with the Elderly

Participants were next asked to
consider means of sharing “Unless the class was about my own health
information about the hedth problem, something I was interested in, I
concerns they had just| |Wweslddbggo—1I justtwouldmt findiitt
mentioned with others in their | |ieeesingganvaRAasisimmACiasssoor.”
age group. When asked to
consder whether or not they
(and their friends or neighbors) would attend a class or informationad sesson on a
hedth or safety topic, most stated they would. Upon further probing, participants
dated that unless a class were to address a specific hedth problem they were
currently facing, it would not be very rdevant and therefore not very interesting.
Others cited lack of trangportation as another potentia deterrent. In generd,
however, the thought of atending a class, perhaps conjuring up memories of past
school days, did not raise much enthusasm among participants. Only a class on a
specific topic of interest, offered after a recent diagnosis such as a heart attack or
Alzheimer's, would prompt most participants (or their friends) to attend.

Although the location or setting of a hedth and safety class did not have any impact
on paticipants desire to attend, participants in each of the discusson groups were
adamant about the importance of offering classes within waking disance to the
elderly. Some even suggedted offering classes in community centers or gpartment
complexes where many ederly live as a way to improve atendance and further
disseminate important hedth and safety information. When asked to consder
offering hedth classes in a locd church, severd participants raised some concerns
about the effectiveness of reaching dl dderly with such a drategy. Severd were
concerned that those who are not members of the sponsoring church may fed
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uncomfortable attending, while others were concerned about offering classes a a
church when some elderly may be of other faiths. Thus, a hedth and safety class,
within walking distance and held in a “neutrd” setting, was thought by most to be
the most effective approach.

Communication with Providers

Given that persond providers are the main source of information for the dderly,
questions in this section sought to further explore the extent to which participants and
their providers communicate and, in particular, learn more about what is discussed
and how.

Frequently Asked Questions

Although many participants turn to their persond doctors for hedth and safety
information, few reported having had any meaningful conversations with them about
their hedth. Mogt participants reported feding rushed during their office vidts or
confused about what information they did receive. Only in cases where a mgor
illness or condition was diagnosed did participants fed they actudly taked to their
doctors. Many described office vists and conversations smilar to the Socratic
method where there was little room or time for them to ask questions. Although
most participants reported bringing a lig of questions to their doctors offices, few
reported having received answers to dl of these questions. Agan, lack of time
and/or the doctor’s inability to adequately explain higher answers were often to
blame. A few dso noted that often they have severd questions to ask their doctor but
are forced to choose only one or two of the “most important” questions to ask
because the office vist is so short.

While few reported having had conversations with their doctors, most could recal
an ingdance where they were able to discuss (even briefly) a topic of interest or
concern. The most frequently discussed topics included diet and nutrition, reducing
cholesterol intake, preventing fals, and medications. The issue of driving sfety was
aso mentioned by severa participants as an increasing topic of discusson with ther
providers. Those participants with declining vison often were routinely asked about
their driving skills and safety while others were only asked as part of an annud or
semi-annual exam. In two cases, participants shared that their doctors had asked
them not to drive anymore and that they had agreed. Others were only asked to ater
their driving regimen, such as to drive only short distances or to avoid driving a
night.
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The Doctor's ‘Concerns vs. Personal Concerns

In the context of discussng
their hedth concerns with their “1 worry about the same things my doctor
doctors, participants were asked || does, but not as much. I just try to live each
to compare or contrast their || day at atime.”

persond concerns with those of
their doctors. It was hoped that
such a discusson would yield some indghts into the degree to which the ederly and
their providers agree on important health issues and perhaps predict those aress in
which implementing prescribed hedth or safety recommendetions might prove
difficult.

Driving safety, smoking cessation, and diet/nutrition were sated by the mgority of
participants as their doctors chief concerns regarding their hedth and safety.  \While
participants shared these concerns, few felt them as strongly as their providers did.

A number of participants dated that they fdt that their doctors “worried too much”

about things or that physicians often fed compdled to “find something to worry
about” in an effort to keep people from becoming complacent about their hedth.

Thus, participants often stated that they didn’'t worry about their hedth until a major

problem arose.

Health and Safety Materials

Although the magority of focus group participants had received hedth and safety
materiads from their doctors (usualy in the form of a pamphlet or brochure on topics

such as cholesterol, blood pressure, diabetes, or heart attacks), few found the
materids hepful. While impating some information, most participants fet that
brochures and pamphlets were ether too complex or too basic, often leaving many
unanswered questions. In addition, many of the materids covered “the usual” hedth
information such as heart attacks, high blood pressure, and cancer, but few
participants had received any information on specific illnesses or conditions unless
they had been diagnosed with an illness. As a result, many participants were left

wanting information on the prevention and/or early detection (the warning signs) of
diseases and illness.

When asked to generate a “wish lig” of hedth and ssfety materids, again easy-to-
read (and undergtand) pamphlets on nutrition, exercise, medications, and warning
signs of common diseases and illnesses were at the top of the lis.

Those participants who had recelved specific information on a certain illness or
condition (usudly upon diagnoss) often found the maerids very hdpful.
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Information on smoking cessation and nicotine control devices was thought to be
very hepful to severd paticipants while videos depicting an upcoming surgicd
procedure had eased the anxious minds of severd others.

The Role of Public Health Agencies

Across the three elderly focus groups, only one participant had ever used the hedth
department as a source of hedth and sdfety information. The overwhdming
sentiment among participants was thet the role of state and loca hedth departments
was very specific in nature, to handle disease outbresks and to provide care to the
indigent. While a few knew that the hedth depatment administers preventive
savices such as flu shots in the winter or childhood immunizaions in the lae
summer, even these sarvices were condder redricted to those in the community
without a doctor or means to pay for one.

When asked to consder cdling the hedth department for hedth or safety related

information, the concept was difficult to grasp. Participants had a difficult time

thinking of an “gppropriate€’ question to pose, agan dating that unless they had a
question about a communicable disease, they smply would not cdl ther locd hedth
depatment. This conversation quickly led into a discusson about the role and

responsbility of public hedth agencies. Many participants fdt that they smply were
not sufficiently informed about what hedth departments do or the services they offer,

while others continued to associate such agencies with disease outbregks, indigent

care, and sanitation. Many were surprised to hear about the different areas of interest

and respongbility that Federa, state, and loca public hedth agencies had adopted,

such as this particular project, violence prevention, and teen pregnancy.

Because participants found it difficult to describe or understand the role of state and

local hedth departments, they were asked to consider ways in which these agencies
could be more useful, paticulaly to the ederly. Although a few participants
expressed a dedre for the hedth department to offer hedth care services to the
elderly, supportive services such as assstance with transportation, socid/recrestiona
activities for the dderly, or a hedth “hotling’ were more frequently mentioned.
Low-cost van or bus trangportation to mgor hospitals or clinics in the community
was conddered the most vauable service public hedth agencies could offer. A 24-
hour hotline for after-hours or emergency health questions was adso consdered by
many to be a need that could be met by locd hedth departments.

Flu shots, pneumonia shots, and hedlth screenings for the ederly, often in the form
of mobile hedth vans or hedth fars, were other services that some participants had
heard were offered by locd hedth departments and al thought were important and
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appropriate functions. Yet, when asked if they would (or had) take advantage of
these sarvices, few participants responded in the postive. Again, the prevailing
thought was that the hedth department offers (or should offer) such services to
indigent ederly or those without trangportation or family to drive them to the
doctor’s office. In fact, many thought that it would be inappropriate of them to
receive such services since they had a persond physician and a means of accessing
necessary hedth services Othes smply sated that they would fed more
comfortable seeing their private physician since they dready had built a rgpport with
this provider and he/she would be most knowledgesble about their medica history.

In addition, perceived long waits, additiona hidden cogts, and unsanitary conditions
were cited as potential bariers to participants, their neighbors, and their friends
accessing hedth services from the local hedth department.

After learning about the various
services local hedlth “No one really knows what the health
departments can and do provide department does. | don *s even know where the
to the dderly, dl participants health department is in my neighborhood.
agreed that the public should be Maybe"ifwe knew what they did we would call
made aware of thisvauableand || ™

often free resource for the
edely. Severd participants
suggested that hedth departments sponsor a “senior citizen's day” during which
sarvices specificdly for the dderly are ddivered, hedth information is disseminated,
and only the derly are served. Others recommended that loca health departments
samply market themsaves more effectively, taking out ads in loca newspapers or
posting flyers about services they offer and how they can hep the dderly. Sill
others recommended that the hedth department act as more of a broker of hedth
information, helping the ddely chose the right doctor or hedth plan and
recommending books or other sources of vauable information.

Prevention and Public Health Services for the Elderly

As previoudy discussed, only a handful of focus group participants stated that they
would take advantage of preventive sarvices if offered to the ederly, sating that they
generdly receive mogt of these services from their persond physicians. However,
when asked to describe those services they felt were most important or critica to
offer, screenings for blood pressure, glaucoma, dental, and hearing were most
frequently mentioned. Severd participants dated that they would be interested in
accessing these services, especidly in light of the fact that there is often a 2- to 3-

month wait for doctor's gppointments, unless in an emergency. Others expressed
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concern that an ‘annua physica, during which many of these services are received,
might not be frequent enough to detect potentid problems (especidly in the ederly)
and that access to additional screening services might prove beneficid.

All participants were in agreement that convenient locations and free transportation
would be the best dtrategies for ensuring full access to prevention services. Several
participants described the difficulties they regularly encounter arranging
transportation to scheduled doctor vigts and said that preventive services, even if
free, would not be worth the hasde unless transportation could be provided.

Other preventive services, such as flu shots, were aso considered important services
to provide to the ederly community, but, again, few could say that they would take
advantage of them if offered by the local hedth depatment. Several participants
expressed some concern about the safety and efficacy of flu vaccines, while others
amply preferred to receive such services from someone they know and are
comfortable with — their doctor.

When asked to consder whether or not a hedth fair or mobile van, which would
trave through the community and deliver services, would be an effective drategy,
many agreed, but gill had reservations. Some mentioned seeing hedth fairs at the
locd shopping mdls but conddered such dtes “too public’ a venue to administer
such “persona services” Others fet tha hedth fairs or mobile vans were grest for
“other people” those without transportation, family, or means of paying for a private
physcian. A few participants who had attended hedth fairs expressed some
frugtration with the concept of being screened for a certain illness g condition and
not receving immediate assstance or treatment. These participants fdt that if a
gpecific condition or illness were detected in a hedth screen, a trestment or
medication should be immediately prescribed, not merdly suggested or a referrd
made.

A number of participants

suggested using loca “The pharmacy is a good place to get
pharmacies as a means of brochures, information, while you wait on your

shaing information with  the prescription ... they even have waiting areas.”

elderly and, perhaps, as a dte
for adminigering flu shots or
hedth screenings. Pharmacists were considered by quite a few participants to be
very knowledgesble and eadsily accessble, especidly given their extended evening
and weekend hours. Others mentioned the use of loca pharmacies as a place to
disssminate important hedlth information to the dderly, suggesting that public hedth
agencies capitdize on the time customers spend waiting for prescriptions to be filled.
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Materials Review — Suggested Formats and Venues

While dl edely participants found brochures and pamphlets helpful, many fdt that
the dderly are inundated with this media, sating that radio or televison might be a
more interesing and effective way of reaching people Many participants were
excited about the idea of watching a 30-minute video on a specific hedth topic of
interest, and being able to check this tape out for free a aloca library or video rentd

store.  Those who preferred reading materids fdt that the print size, color, and length
of the materids were the key determining factors in whether or not they read certain

materids. Newdetters and magazine articles were aso consdered very favorable
formats for sharing hedth information with the ederly. Severa dtated that they liked
the format of the AARP member newdetters. ,

In order to receive more speific ideas on what hedth and safety materids should or
should not look like, participants were aso asked to critique hedth and safety
materiads dready developed and printed for the ederly. Participants were asked to
comment on the gze, shape, fed, texture, and overdl format of these materids as
well as their content.

Participants’ Critiques and Recommendations

Materids that featured large sze fonts and were of standard sze (85" x 11") were
consdered the most useful and easly understood. In particular, the Medicare
Handbook and the Talking fo Your Doctor booklet were praised and recommended
as excdlent examples of useful and interesting formats in which to present hedth and

safety information. While many thought the print was too small, a magazine formd,

such as the Aging periodical, was dso consdered a new and different way of
presenting hedth information. Severa commented that a magazine would attract
ther attention much more than a brochure or pamphlet, but cautioned that the print

would need to be larger and the articles interesing and not too lengthy if ther

attention was to be held.

Although less “flashy” than ther counterparts, the Age Page informationad sheets
were dso praised by severd participants as an effective communication Strategy.

The large font was consdered an advantage as was the brevity of the materids, only

one or two pages in length. Materias which did not appear lengthy stood a better

chance of being picked up and read or even brought home if displayed in a credenza
a the doctor’s office or the locd pharmacy. The samdler Age Page brochures were
not as popular nor was the Talking with Your Doctor pamphlet. A number of
participants expressed a srong didike of keeping track of smdl pamphlets and
brochures and found more substantially sized booklets or magazines essier to locate
and mantan.
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The Cancer and the Elderly publication was determined the least helpful of al of the
materids presented, with participants citing the smal print, complex medicd terms,
and lengthy articles as prohibitive. Severd participants understood the importance
of printing some materids in black and white so that they can be easily reproduced,
but fdt that in such cases graphics and large print could be used to offset the
“plainness’ of black-and-white text.

When asked to provide feedback on the both the content and the outlay or graphics
of the materids reviewed, paticipants prased the magazine format of the Aging
journa and the graphics provided by the Talking with Your Doctor booklet. Many
found the caricatures amusing and the bulleted items in the margins hdpful in
quickly pointing out the most important information. One participant however,
warned againg the use of too many graphics or cartoons, stating that they can appear
juvenile and digtracting and that they should dso be used to demondtrate or impart
information, not merely decorate.

Although it contains a wedlth of information, the Foundations of Caregiving manud
was considered too lengthy and, in particular, too bulky or heavy for an older person
to pick up and refer to. As one participant stated, “I know it has good information
in it, but there is so much there | get tired just looking at it, let done reading it.”
Again, participants cautioned againg “overloading” readers with information, much
of which may not be rdevant to dl readers. One participant suggested that such
manuas be made into notebooks with sheets that could be added or removed so that
readers could tallor them to their own needs, without having to wade through mounds
of information to find what they are looking for.

Although many participants dated that a resource directory, lising the names,
numbers, and addresses of agencies providing information and services to the ederly
would be helpful, when asked to critique the Resource Directory for Older People,
many dated that a local resource directory would be more useful. Severd
participants noted that not al agencies had toll-free numbers and those that did were
often busy because “everyone in the country” is trying to cdl them. Others fdt that
nationa resource directories become outdated and obsolete as soon as they are
printed because so many people and agencies move, so they personaly found such
directories frudrating. However, the rdative weight and print sze of the directory
were praised and many liked the ease of reading afforded by the spird binding of the
book. Spird binding or three ring binders and tabbed pages were consdered
important features to making any hedth and safety manua easy to read and its
information easy to locate.
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Other Suggestions

In addition to print media, participants again raised the importance of developing
televison shows or short videos as a way of disseminaing important hedth and
sdfety information to the ederly. Mogt participants found watching videos a very
enjoyable leisure activity and had thus become comfortable with this format. Those
who did not watch televison or videos as much offered radio talk shows as another

possible medium for reaching the elderly, particularly medical tak shows such as Dr.

Laura Elderly participants living in the more isolated and rurd area of Floyd County

warned againg focusng too much atention on developing radio shows, dating that

often smaler cities and towns do not pick up as many radio daions as larger cities
and therefore not as many resdents tune in. However, tdevison, especidly cable

televison, and VCRs were thought to be in enough abundance to make videos or
televison spots more accessble to ederly in al parts of the country.

Elderly Caring for Elderly Focus Groups: Spouses and Companions

In addition to attending to their own persond hedth needs, many of America's ederly are

aso faced with caring for an aging, often sickly spouse or companion. The challenges posed
by such a dynamic — caring for oneself while caring for another — are made particularly

arduous when faced with the redity of growing old. In an efort to further explore this
dynamic, ederly who are caring for an dderly spouse or companion were recruited to

participate in this focus group discusson. Emphass was placed on recruiting those ederly
whose spouses or companions are currently living with them, in order to learn more about

the dally struggles presented by such a Stuation.

Participants reported (during the screening interview and the discusson group) that they
provide a range of assistance to their spouse or companion. The types of assistance they
provide include the following:

. trangportation
managing  finances
housekeeping (cooking, cleaning, and other “chores’)
persona care and hygiene.

All of the participants in these two discussion groups were women.
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1) Health and Safety Information

Health and Safety Concerns

Given that more than hdf of the
focus group participants “As a caregiver, you are under constant strain,

spouses or companions have || @on't know when something will higipen of

been  diagnosed  with || "%
Alzhémer's,  this condition
topped participants  lists of
concerns for their loved ones. In particular, many expressed concern about
increasing confuson associated with this condition. Participants shared their worries
about the safety of their loved ones cooking, driving, bathing, or, in one case
keeping a gun in the house. Participants shared stories of times in which ther loved
ones had become confused and had endangered themselves or others. In conjunction
with this illness, a handful of participants expressed some concern about ther
spouses emotiona hedth, stating that they had begun to detect Signs of depression
and/or anxiety in their loved ones behavior.

Fals often dtributed to Alzhemer'srelated confuson or declining vison, were

adso a leading safety concern among focus group participants. Finances, especidly

finding appropriate and affordable nurang homes or in-home services, were dso a
magor concern. Many participants were aware that they would not be able to care for

their spouses/'companions indefinitdly and some had begun to consder aternatives

to caring for them a home. Others had begun to explore the possibility of receiving

support services such as home hedth services or adult day care. All participants were
women.

Sources of Information

While their persond doctor was cited by most participants as their main source of
hedth and safety information, local support groups, visiting nurses, and pharmacists
were aso frequently consulted. However, a few participants did not fed that they
could contact their private provider with a question, stating that their providers were
difficult to tak to and often not very responsive, or did not respond in a timey
manner. Others stated that while doctors were a good source of medica
information, support groups, family members, or friends in Smilar Studions
provided more of the “red life’ information one needs to care for a sick or disabled

loved one. These individuds were dso a source of great comfort, support, and

empathy — supports vaued a least as much as hedth or safety information. In
particular, these individuds were important because they had the ability to impart to
others knowledge of what was to come, “the next steps’ in caring for a loved one
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whose hedth is ‘declining.

Loca poison control centers were offered by one participant as another source of
information, especidly regarding medications. This participant mentioned that she
often caled the poison control center to learn more about the Sde effects and
potentia interactions between various drugs and found the daff quite hepful in
answering her questions. She aso commented on the fact that such agencies are
often available 24 hours a day and thus could be consulted during late night or
evening hours, especidly-if a drug dlergy was suspected.

Frequently Asked Questions

In addition to Alzheimer’s, participants frequently asked questions of doctors, nurses,
or friends about medications, diet, and nutrition. As the individud responsble for
preparing their spouses/companions medls, participants were very concerned about
preparing hedthy foods and ensuring appropriate food intake. Severd participants
shared their concerns about their loved ones egting enough food or the “right” foods,
given their age and/or condition.

Information on appropriate use of medications (both prescribed and over-the-counter)
was ds0 a topic on which participants frequently sought additiond information.
Agan, faced with the responghility for ensuring that their spouse/companion
receved the appropriate medication, participants found themselves frequently
conaulting others for information such as Sde effects, drug interactions, and
effectiveness. Participants were very interested in finding safe, effedtive medications
for various types of pans.

Those participants deding with thelr spouse’s/companion’s Alzheémer's often sought
information about handling ther loved on€s behavior. Some desired more
information on effective communication drategies, while others sought information
on handling confuson or forgetfulness.

Many participants aso reported that useful, rdevant hedth and safety information
was often difficult to locate, and that frequently they had to search for the
information they needed.

Other Topics of Interest ) .
“MNo one likes to think abouir witel: ey 're

o going to do when tHey get older or sick ™. . but
Pecalret(';' pants tWheer? askgd .to then it happens and few are prepared . . . some
renect: tpon Ime aUng 1 hasic information on how to prepare for
which they first began 0 cae || certain illnesses, or even just getting old:
for their spouse or companion would help. *
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and to lig any information they would have found hdpful to have. The mgority of
participants wished that they were more aware of the warning sgns of Alzhemer's,
dating that the illness “took them by surpriss” and that its effects were wdl in place
before they could even learn about it. Others commented that prior knowledge of the
illness and how it progresses might have saved them much frudration and perhaps
better prepared them for what lay ahead. Many lamented that if they had some early
indication of the illness, they could have organized ther lives such as their homes
or finances, s0 tha they could more adequately care for their spouse/companion.

Other participants who were caring for loved ones with other allments shared this
sentiment, with some going even further to date that they wished they had known
what to expect dinicdly, as well as financidly, emotiondly, and mentaly as certain
diseases progress.

Health and Safety Classes

As an extenson of the conversation about topics of interest and frequently asked
questions, participants were asked whether or not a class addressing various hedth
and safety issues would be hdpful. All participants stated that they would find such
a class useful and that they would attend. In fact, several had attended seminars on
Alzheimer's and found them to be very informaive. While paticipants in this
particular discusson group were much more enthusiastic about attending a hedth and
safety class than their counterparts in the elderly focus groups, they agreed that hedlth
and safety classes would have to be reevant for them to attend. A class covering
generd hedth and safety issues which did not seem persondly relevant would not
arouse enough interest in themsdlves or their friends or neighbors. Others stated the
importance of offering cdasses ether in cose proximity to the ederly, providing
trangportation, and again, holding classes in a neutra location, such as a loca
community center or college.

In addition to classes on hedth and safety information, severd participants pointed
out the potentid of support groups as a means of sharing information with ederly in
amilar dtuations. As previoudy discussed, support groups offer participants much
needed support and empathy that could not be found in a one-time class or seminar,
yet vauable information is often shared a these meetings. Thus, if some support
group sessions could function as a class or seminar on various hedth and safety
issues, participants fdt that additiond ederly could be reached.

Personal Health and Safety

Although a difficult task for such devoted caregivers, focus group participants were
aked to spend some time thinking about their personad hedth and well-being,
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epecidly in light of the fact that they are caring for another.
Sources of Information

Not surprisngly, their persond physcians were consulted most frequently with
persona hedth or safety-related questions, with a few participants dso referring to
family members or friends in the hedlth care professon.

Frequently Asked Questions

Paticipants had posed a variety of questions to their providers regarding their
persona hedth care covering both specific, often persona, topics and those more
generd in nature, such as hedthy edting and exercise. Similar to participants in the
elderly group, these respondents expressed a desire to learn more about hedthy
exercises for the ederly and ways to eat hedthily, yet enjoyably, and monitor their
weight and fat intake. Generd information on what to expect as they themsdves
grow older was dso a mgor concern of ederly caregivers, especidly since the hedth
and wdl-being of those they care for is very much linked to their own. Thus, severa
participants were eager to learn more about future conditions or allments and any
possble physcd or menta limitations accompanying them.

Health and Safety Materials

Only a few participants had recaeived any materias from ther providers addressng
their persond hedth concerns. In generd, these maerids weréin the form of
pamphlets and brochures that covered certain medica tests or procedures such as
mammograms or provided informatiion on reducing cholesterol levels. Severd
participants dso mentioned that they had received pamphlets from their insurance
companies describing preventive hedth sarvices and ther importance in keeping
hedithy.

While dl were apprecidive of the materids they had received, many found them
difficult to read due to the smal print sze or difficult to understand due to the use of
complex medical terms. Others described materids “loaded” with information that
was too lengthy to read or arouse interest. Materials which provided easy-to-read,
practicd information were found to be the most helpful and interesting.

Other Topics of Interest

As caregivers, participants were
asked to condder other “If I am going to take good care of him, I have
information they would find to take good care of myself.”
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useful or hdpful to have access to, focusng ther atention on what types of
information would make caregiving eeser for them, if not on them. All participants
agreed that as caregivers, they could use more information on caring for themsdves,

such as preventing injuries to themsalves while caring for ther loved ones.  Severa
participants shared their concerns about injuring their backs while lifting, carrying,

or moving their spouse or companion, while others were concerned about faling or
draining a muscle during such drenuous physica activity.

In addition to concerns about
their physicd hedth and safety, “When you are taking care of a loved one, it’s

al participants agreed that physical, mental, and emotional with you, all of
caegivers should be equaly || the time.”

concerned about their menta
and/or emotional well-being.
Citing depression, exhaugtion, and frudration as typica emotiond responses to
caregiving, paticipants stated that they would like more information on credtive
ways of handling these fedings. Others thought that information on respite services,
adult day care, or senior recreational services would be helpful so that they could take
a well-deserved bresk from their caregiving responsbilities.

3) Communicating with Providers

During this portion of the discussion, focus group participants were asked to discuss
their rdaionship with both their personal doctors and their lovedones doctors.
Participants were asked to comment on the quality of their relationship with these
providers, and in particular, the degree to which their providers were aware of their
hedth and safety concerns and the qudity of communication with their providers.

All dated that on a least one occasion, they had had a conversaion with their
pouse's or companion’s physician regarding ether their specific health condition or
a recent issue or area of concern. In generd, participants shared their doctors

concerns, epecidly regarding safety issues with Alzheimer’s patients such as driving
and cooking. In fact, severd participants spoke of cases in which they had
collaborated with their loved ones physician to develop a sendtive way of taking the
ca keys away from a spouse or companion who could no longer drive safely.

Another participant shared her story in which she was concerned about her husband
(diagnosed with early stages of Alzheimer's) owning a gun and how the physician
shared her concerns and helped her convince her husband to alow their sons to keep
the gun a their home.

Preventing fdls and injuries was another frequently discussed topic and an area of
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shared concern between participants and providers. Physicians were equdly
concerned about ether the caregiver or the spouse/'companion fdling and injuring
themsdlves while lifting or moving abouit.

Communicating wifh Personal Providers

As previoudy discussed, participants persond providers had expressed great
concern about persond injuries such as muscle or back grain and faling while lifting
or moving their loved ones. As participants either grow older or their own allments
begin to “flare up,” persond doctors grow increasingly concerned about the safety
and prudence of their patients caring for others. Other participants stated that their
doctors were worried that they were not getting enough rest or “diverson” and that
if this continued, it would lead to depression, frudration, or burnot.

Although participants stated that their providers had expressed concern for their
well-being as both patients and caregivers, few had received any hedth or safety
information on preserving their own hedth while caring for others. A few of the
participants caring for Alzhemer’s patients had received a book entitled “The 36-
Hour Day,” but none had received it from their persond doctor; rather they had
received it through a loca support group or their spouses physician. This book,
which provides a redidic look a (and recommendations for) caring for an
Alzhemer’s patient, was consdered a vauable resource for caregivers.

Communicating with Spouses and Companions

Although Alzhemer's had made communication with some participants spouses or
companions extremdy difficult, participants nonetheless provided vauable ingghts
into the difficulties they faced conveying their hedth and safety concerns to ther
loved ones.

As expected, participants faced the grestest difficulties trying to convince their
Spouses or companions that certain activities such as cooking and driving were no
longer safe. Paticipants  struggled with trying to preserve their
spouses’/companions’ sense of independence and pride while ensuring their safety.
Participants fet that this was an even more difficult concept to convey to men, citing
traditiond gender roles, especidly about driving, as a mgor barrier. Spouses,
epecidly men, found it difficult to rdinquish the perceved independence and
freedom offered by an automobile.

Along smilar lines, femae participants dso discussed the difficulties their husbands
faced in rdinquishing their role as the proverbid “head of the household.” As
conditions such as Alzhemer's or stroke make independent living more difficult, it
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often becomes necessary for women to adopt the more traditionaly male tasks of
driving, managing finances, or household maintenance, a concept that is unfamiliar
and uncomfortable for men of an older, more “traditiond” generation. The sense of
weekness or lack of sdf-worth that accompanies such a redlity is often difficult for

men to bear.

Participants respongble for caring for female companions dso shared therr struggles
trying to maintain the independence and dignity of their loved ones yet ensure ther

safety. As one participant pointed out, women are often widowed and thus have the

opportunity to spend a portion of ther older lives living independently.  Thus, when
thelr hedth declines to the point that another mugt care for them, smilar chalenges

are faced as with husbands. Again, the decision to quit driving was mentioned as a
difficult subject to discuss, as was cooking safety. In addition, severd participants
gpoke of the difficulties they faced trying to convince their loved ones to safetyproof
their homes, which often required the rearrangement or remova of items. Asone
participant explained, “it is difficult to go in someone ese's house and tell them what

they need to get rid of or how to arrange ther furniture, even if it is in ther best
interest.” Again, convincing others of the importance of ensuring their persond
safety was deemed perhaps the most arduous task of al. Severa participants noted
that information on tactful and cregtive ways to communicate such messages with
their loved ones would be very hdpful.

The Role of Public Health Agencies

As with their counterparts in the elderly focus groups, none of the focus group

participants had consulted the loca hedlth department for information on any hedth
or safety issue. When asked why they had not, participants smply responded that
they just had not thought about it. Only one participant personaly knew of someone
who had cdled the hedth department with a question, and unfortunately she did not
receive a helpful reply, which served as a deterrent to other friends and neighbors
with whom she shared her experiences.

Participants offered a number of reasons why they had not considered the loca hedth
department a resource for hedth and safety information, most dtating tha their
personal doctors were the more gppropriate persons to cal because they were most
familiar with their persond hedth Stuation. Others, who had heard taes of
automated voice sysems and answering services “often used by government
agencies” found these difficult to maneuver and therefore a deterrent. Still others
held more traditiona views of hedth departments as a resource for disease outbreaks
or indigent care and therefore not appropriate for them.
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Participants were adso asked to
consder the various ways that “‘Local health departments could be more
the hedth department could be helpful in providing information to the elderly

of more use to them and others to help them plan ahead for things like long-
like them in the community. term care, in-home support, etc. Sometimes
Again assigance  with || information itself is the hardest thing to find. ”

trangportation was consdered
an aea where hedth
departments could be most useful to the elderly.  Additiondly, participants fdt thet
the hedth department should adopt a more visble role in disseminaing information
about the availability of services (both public and private) to the dderly, especidly
in ther communities. Severa participants commented on the difficulties they had
encountered when trying to get information on support groups, respite care, and
insurance plans and many felt that these were areas where assstance from the hedlth
department was desperately needed.

Others thought that the hedlth department should perhaps offer classes or recrestiona
activities for the dderly a which hedth and safety information could be shared. A
few participants dso fet tha loca hedth departments should smply make the
community more aware of the services they provide, especidly those of use to the
ederly.

Prevention and Public Health Services

Participants in this particular discusson group could list a number of preventive and
early detection services they fet would be vauable to offer to the ederly population.

Such sarvices included flu shots, blood pressure screenings, eye exams, and dentd

exams. While a number of participants stated that they would take advantage of such
sarvices if offered, many questioned the appropriateness of doing so, considering
that they had private physicians who aready offer such services, and felt that other
elderly would mogt likely fed the same way.

Lingering stigma about the hedlth department as a resource for the poor was aso
rased as a potentia barier to sarvices, while others fet that the generd lack of
information or knowledge about the hedth department (what it does and who it
serves) would dso prevent many ederly from accessing their services. Convenient
times and transportation assistance were agan raised as criticd components to
ensuring widespread access to preventive services.  In general, however, participants
agreed that prevention and public hedth services should be made more readily
available to the dderly and that this was an gppropriate role for public hedth
agencies.
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Materials Review - Suggested Formats and Venues

Respondents in these two discussion groups were asked to review the same set of
materids as other focus group participants. Agan, they were asked to provide
feedback on not only the content of materias but on their format, shape, color, and
gze

Not surprisingly, the Cancer and the Elderly booklet was found to be the most
difficult materid to read or underdand. Citing the smal print, medica journd
format, and lack of graphics, participants found this booklet the least helpful. Onthe
other hand, the Aging magazine received rave reviews despite its smal print.
Paticipants found the magazine format enticing and the articles, many of which
discuss “the good old days” extremely interesting and relevant to the elderly. As one
participant stated, “It looks like something you would want to pick up and read.”

The spird binding of the Resource Directory for Older People was again praised,
with participants commenting on the ease with which they could turn pages and find
information. They dso found its amdler, yet subgantid, sze useful and essy to
either tote or file on abookcase. The glossy cardstock cover of the Foundations of
Caregiving manuad was a0 prased, with many daing the importance of making
hedth and safety information durable and therefore long lagting, by protecting it from
soills. However, the smdl print, weight, and size of the manua were found to be less
desrable, while the content appeared interesting and informetive to many.

The Age Page one- and two-page informationd sheets were more wdl liked than
their counterparts, the brochures, again because of their larger Sze and brevity.

Smilaly, the Talking with Your Doctor_booklet was preferred to the pamphlet, for

many of the same reasons. The format of the Talking with Your Doctor booklet was
aso praised, while some fet that the print sze should be larger. All agreed that the
content was very vaduable and an area where more information was needed.

The gze, font, content, and color of the Medicare Handbook made it another favorite
with focus group participants. A number of participants had received copies in the
mail from the Federd government and had found it both useful and easy to read.
Others who had not seen it prior to the discusson group agreed. The semi-glossy
cover was adso conddered an advantage, again protecting it from spills or other

mishaps.
Other Suggestions

Participants were asked to provide some find, yet genera, suggestions on useful
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formats for disseminating hedlth and safety information to the ederly. In the area of
print media, participants highlighted the importance of large fonts, concise
information, and interesing content as criticd to developing hedth and safety
information that would at least be read, if not referred to again.  Larger Sze, yet not
too heavy, booklets or manuals were recommended because they could be easly
picked up and stored by aging hands. Other participants cautioned about keeping
information as brief as possible, warning that lengthy booklets, articles, or even
brochures would mogt likely be found tiresome, if not boring. Severa participants
suggested combining interesting non-hedth related articles with hedth and safety
information S0 as to initidly attract readers to the materids and then perhaps entice
them into reading some of the other more hedth-related information.

Focus group participants found the idea of a hedth and safety manua designed
especidly for dderly caregivers an intriguing idea. Information on diet and nutrition,
medication safety, preventing fdls, safe exercises, warning sgns of diseases and
illnesses, managing finances, communication with providers, and information on
locating affordable, quality hedth care were consdered the mogt critica items to
include in the manud. In addition, assstance with locating quality in-home support,
a quitable nurang home, and information on various types of insurance plans and
public assstance were aso conddered important to include in the manua. When
asked to congder a potentid format for this information, severa participants
suggested a spird-bound or notebook-type manual, with tabbed pages for easy
reference, as an ided format. One participant suggested that the manud take the
form of a some cookbooks, with an index as well as tabbed pages and pockets or
three-ring binders into which addition information could be added (6r removed) as
determined by the individual reader. Others once again stressed the importance of
large fonts and graphics to “liven” up the document, while another cautioned about
printing colored ink on colored paper. As this participant explained, “even though
colors make materids more attractive, you have to think about older eyes reading
them. It is eader to differentiate black and white than some of those colored inks”

Videotgpes and televison shows were dso suggested as potentiad formats for
dissaminating hedth and safety informetion to the ederly. Televison spots during
daytime sogp operas were thought to be a useful mechanisms for reaching older
viewers, while others fdt that short videotapes would be helpful. Videotapes were
aso thought to be very helpful because they could clearly demonstrate how certain
types of hedth or safety information should be adopted or implemented. For
example, an exercise tgpe for older people with someone demonstrating how to
exercise safely was suggested by one participant, while another thought that a
videotgpe (in a smilar format to the PBS show “This Old House’) depicting the
narrator walking through a house and finding and correcting potential safety hazards
would be extremey useful to many ederly.
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In conclusion, participants highlighted the importance of broad dissemination of
hedth and safety materids to the derly. Given that many dderly are homebound,
much information is not readily available unless it comes through the mail, televison
or radio, the doctor’s office, or, in some cases, the locd hospital, which is often then
too late. Thus, participants stressed the importance of capitdizing on the places
where dderly spend time and live as the most effective method of reaching as many
older Americans as possible.

Family Members — Caring for an Aging Parent or Grandparent

Like their counterparts in the ederly spouses’companions focus groups, participants in the
family members discusson group aso face the task of caring for an aging, often infirm loved

one. While ther dtuations may not be complicated by their own declining hedth, younger
family members face a number of chalenges such as children, marriages, careers, and
finances, which often work in partnership to further confound the task of providing for an
aging loved one.

With the exception of one woman who cares for her older aunt, participants in these two
discussion groups were responsible for caring for a parent, grandparent, or in-law. Because
we were interested in learning more about the chalenges family members face in providing
direct and frequent assstance to aging reldives (eg., assstance with activities of dally
living), family members whose rdaives live in skilled nurang faciliies (where resdents
generdly receive a high level of assstance with mogt tasks) were excluded from the study.
Efforts were dso made to baance the discusson groups with family members whose
relatives live with them and those whose rdtives live independently or in an asssed (light
to moderate) living Stuation. Participants reported providing a range of assstance to their
older rddives incduding the following:

. trangportation
managing  finances
housekeeping (cooking, cleaning, and other “chores’)
persond care and hygiene
companionship.

All but one of the participants were women.
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Health and Safety Information

Main Health Concerns

Family members across both of the discusson groups shared similar concerns about
their loved ones hedth and safety. Hedth-rdated concerns included diet and
nutrition, exercise, and depresson, while driving and cooking safety were the
primary safety-related concerns. Family members dso shared their concerns about
finding qudity, affordable in-home support such as visting nurses or home hedth
ades. Along smilar lines, many participants were concerned about locating qudlity,
affordable nursng homes or perhaps trangtiona care, in anticipation of a time when
they could no longer care for thar reatives themsdves.

Limitetions on reaives sdf-aufficiency were dso a grea concern for family
members, with many gaing that dedining vison and overdl generd hedth would
make relatives more dependent on them, thus further straining their often busy and
overextended lives. As one family member noted, “As they grow older or get Sicker,
they need even more help and they need it more of thetime . . . | am aso caring for
my husband and kids. How am | going to do thistoo?. . . | am afraid that something
will give”

Poor communication with older
relatives was aso percdved to “ Often parents will wait until there is a crisis,
poss a mgor threat to their something bad has happened, before they let
health and safety.  Family you know they need help.”

members were very concerned
about their relaives reluctance
to ask for help, preferring to atempt to do things on their own (such as climbing
ladders, driving a night, or walking long distances) tha often place them in physcd
danger. Fear of being a burden combined with a dedre to mantan ther
independence and sef-sufficiency were often to blame for relaives reluctance to cal
on family members for hdp.

Sources of Information

Family members were asked to ligt their usua sources of information for addressing
these issues Those providers directly involved in caring for their aging relatives
(such as vidting nurses, nurses a the loca hospita or the doctor’s office, nurses a
an adult day care or respite program, or physicians) were frequently consulted by
family members. In Hoyd County, however, severa participants mentioned that they
frequently cdled the locd community care program for senior citizens, which
deploys home hedlth ades to the ederly, with their questions or concerns. As with
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the edely and ddely spouses groups, providers directly involved with ther
relatives were deemed the most knowledgesble and relevant sources of information.

Although few in number, some participants also mentioned caling the loca hospitd,
especidly its socid work department, for information regarding the hedth and sdfety
of their rddives. In particular, these sources of information were consulted when
family members wanted to learn more about available services in the community or
if they had questions regarding digibility for state or Federad programs.

Frequently Asked Questions

While mogt family members generdly consult persond providers (or others) about
very specific problems related to their loved ones persond hedth care or condition,
a few commonly asked questions or topics did arise. Information about finding
quaity hedth care (in-home, trangtiond, or inditutional) was a leading topic aong
with safetyproofing the home.

Across the two groups, family members reported that ,quite frequently, needed hedlth
and safey information is dther unavaldble or extremdy difficult to find.
Paticipants were quite disgppointed with physcians lack of knowledge or
awareness of services in the community for the ederly. Others were frustrated by the
fact that some providers could offer little or no assstance beyond those questions
more biomedica in naure.

Other Topics of Interest

Family members were able to
generdte a rather exhaudtive list “*Itis easy to find or get lists of nursing homes,
of topics or types of assisted living facilities, home health agencies,
information  that they wished || €C. .. Our doctor gave usa list. But we had no
they had access to, both || Packground information on them and we did
currently and when they first not know what to Jook for . . . We visited some

begen caring for their older places and they weren ’t very nice. ”

relaive. Although very broad
in scope, dl participants agreed
that a guide or handbook to caring for an older rdative would be an invaduable
resource. Specificdly, information on finding qudity in-home support, transtiond
care, or nursang homes was desred by mogt participants as was information on
gopropriate medica or safety equipment for the home.
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Assgance in planning for the
care of an older reative was “ One of the things /’ve learned was how slow
adso deemed crucd, older people can move . . . You have to build in
particularly tips on both extra time when you are traveling with them
financially and emotionally ?ecausnettgithe(; ézfgdwalk 5'%""‘9“ tr;]eedhmore

: ime getting dr , or perhaps ave a
Ea?g;?ng for Sucgever? Wheelgchai rgyou need to pgck aﬁd unegack. "

participants pointed out the
need for practical advice such
as building in extra time when traveling with older relaives or finding cregtive ways

to provide assgtance to the ederly while maintaining their pride and sense of self-

sufficiency. Others wanted more information on balancing their persona needs with
those of their relatives and emotiondly adjusting to the fact that their roles with ther
parents had reversed. As one participant explained, “How do you take charge of
caring for your parent when they were aways the one who took care of you?

When asked to consider what
additionad types of information “ Support groups are a great source of not only
they could use, family members || support but information. You can see how
dso mentioned that they could others are handling things and learn from
use more information about them.

insurance plans, what the
options are, what is covered,
and how much coverage is needed. Information on support groups for both
themsaves and their older relatives was dso frequently requested by participants.
Support groups were considered an excdllent source of not only emotiona support,
but additiond information — a place where members could formdly recelve
information and learn from each other. Assistance with financidly preparing for the
care of thelr loved ones, what expenses to expect, and how to get financid assstance
were additiona topics suggested by family members.

Sharing Information with Others

In addition to generating a list of desred information, family members were asked
to discuss posshle ways of sharing this information with the dderly and to
specificaly consider the advantages and disadvantages of hedth and safety classes
or seminars. Most participants stated that they would attend a hedlth and safety class,
especidly if the class covered a topic of interest. In fact, classes on safetyproofing
the home were conddered a very interesting topic by participants in one of the
groups, while others lissed more specific hedth topics such as Alzhemer’'s, heart
disease, and diet and nutrition as other possible areas of interest.
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Other factors such as location, length, and time of day were aso considered
important predictors of whether family members (and their family, friends, or
neighbors) would attend. Classes short in duration (perhaps an hour), offered in their
community, and during convenient times (on a weekend or after work) would be
more well attended.

Family members were adso asked to think about whether or not their older relatives
would attend a health and safety class, if offered. Some fdlt thet their older relatives
would be rductant to attend a class, especidly done or if it were hdd somewhere
unfamiliar. Lack of trangportation was aso consdered a dgnificant barrier to the
elderly atending a dlass or seminar. In generd, participants fdt that if they attended
the dass with ther rdatives, they would be more willing to participate.

2) Personal Health and Safety

Family members concerns about their persond hedth and safety were dmost
entirdy discussed in relation to the hedth of the relatives they cared for. Several of
the older family members expressed great concern about Straining their backs or
muscles while trying to lift or support their reaives. Severd older family members
a0 had serious hedlth conditions of their own, such as cancer, a heart condition, and
a nervous system disorder that was often exacerbated as they sought to care for their
loved ones.

A few family membes dso
expressed some concern about “| get so depressed thinking about how mys
the impact of caegiving on || mom was and how she is now.”

ther persond lives, such as
their rdaionships with thar
children or spouses, while others were concerned about their emotiond or menta

hedth and issues such as depresson or guilt. Watching the dow deterioration of a
loved one's hedth, especidly when associated with Alzheimer’'s, was a particularly
gruding orded for participants.

Paticipants in the urban focus group setting had received little information on
keeping themsdves hedthy and safe, unless accompanied by a specific diagnosis or
detected hedlth condition. Similarly, few of their counterparts in Floyd County had
received any information on their persond hedth or safety. However, two of the
paticipants suffering from serious, persona hedth problems had received
information from their providers, on both the illness itsdf and information on
maintaining their hedth while caring for another. In both of these cases, participants
had extensve conversations with their providers about their persond hedth datus
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and the impact ‘of certain activities such as lifting, bending, or excessve physical
exertion.

Health and Safety Communication

Communicating with Loved Ones

Although dl family members
had tried to communicate “ Every blouse my mother owns has a burnt
important health and safety spot on the sleeve ... this scares me because I
information to their reaives, know she got it while cooking.”

al had encountered some leve
of difficulty or resistance.
Hedth and safety issues they found most difficult to ather discuss or explan were
cooking safety and driving. Severd participants shared stories of kitchen fires, gas
soves left on and unattended, and burnt pots or, in one case, aticles of clothing.

Driving safety, specifically
when and how to prohibit older “I had been trying to coax my mother into
relatives from driving, was dso selling her car, to give up driving. But it

a “touchy” topic of discusson || wasn'’t until our neighbors and others from our
between family members and area started to call zs and ask us to keep her
ther  rdatives. Some || @f theroads. .. When that happened, | knew |

participants told stories of had to do something, fast.

parents who had accused them
of “medding” when they
suggested that driving was no longer safe, while others had met outright oppostion
to the idea. Ironicdly, children were faced with the task of trying to monitor or
prevent their parents from driving, with some being forced to teke away driving

privileges dl together.

Convincing relatives when and how to ask for help was adso a difficult task facing
many caregivers. Rdatives who had been independent and active their entire lives
hed difficulty accepting the fact that they needed to “dow down,” while others
resented being told what to do and when by their children. Family members dso
struggled to find ways of baancing their rdatives need for independence with their
concerns for their safety and well-being. Although participants swapped stories and
examples of credtive ways in which they had convinced a redive to stop driving,
learn to use a microwave, or ask for help, few expressed faith that these ideas would
work in their particular Stuation. After exhaugting numerous possibilities and not
knowing where else to turn for help, one daughter concluded, “At some point you
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just have to cross your fingers and hope they will be okay on their own . . . Just like
they did with us”

Communicating with Providers

The majority of family
members reported that they had
some type of conversation with
providers (usudly  their
relaive’s) about their concerns
for their loved ones hedth
andlor sfety. Again, driving safety was a frequently discussed topic, as was the
sofety and effectiveness of medications.  Specificaly, severd participants had
growing concerns about the necessty of the various drugs prescribed to ther
relaives, as well as possible adverse reactions to drugs or interactions between them.
The appropriate use of over-the-counter medications, especidly for pain, had aso
been discussed with providers. Family members fet that pain levels were very
different and therefore might require a specific type of pain killer, depending on the
location or severity of the pain. Thus, severd had sought the advice of providers in
answering this question,

“ Sometimes the elderly have 8, 10, or 12
prescriptions. Are all of these drugs really
necessary?”

A few family members had expressed some concern about the level of
communication or coordination of care among the various doctors and specidists
atending to therr relaives care. Some paticipants had experienced some
differences of opinion among providers or conflicts in recommendations or
trestments and were thus left confused about which advice to heed.

As previoudy discussed, two

participants have had the
opportunity to have very
specific conversations with
providers about maintaining
their personal health while
caing for ther mothers. In
these cases, both family
members had discussed with
their providers the safety of
performing specific tasks such

“When my mother became sick, | talked to my
doctor, who is also my mom's doctor, about
caring for her since | also care for my hushand
who has Alzheimer ’s . . . He said that | should
not try to keep her at home with me because |
would be overburdened and this wouldn ’ be
good for my health . . . | am glad that | talked to
him . . . his concerns validated mine, made me
fedl less guilty.

as lifting, bending, or moving things (or people) and the potentid impact of such
physicd activity on their own hedth. In both cases, participants were advised to
limit physica activity or were given some safe parameters within which to. operate.
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When asked to comment on the usefulness of advice or information received from
providers, responses were mixed. Some participants were very pleased with the
information and feedback they had received, while others found providers ether too
busy to answer their questions or smply ill-informed.

4) The Role of Public Health Agencies

Across the two focus groups for family members, none of the participants had ever
cdled the hedth department for information or answers to a hedth or safety-related
guestion.  As with participants in the focus groups for the elderly and

spouses/companions, no one had even redly consdered the health department as a
resource. Similarly, respondents in these focus groups did not view the hedth
department as an gppropriate source of hedth and safety information, especidly for
the dderly, and many 4ill associated public hedth agencies with disease outbresks.

Others fdt they redly did not know what the scope of responsbility or the role of

local health departments was and many were surprised to hear how diverse the public

hedth misson had become. Many were dso unaware of the relaionship between
CDC and dae and locd hedth depatments and no one could think of a family

member, friend, or neighbor who had called the hedth department with a hedlth or

safety question.

Dissaminating important hedth and safety information to the community and
providing preventive services were consdered key services that could or should be
offered by locd hedth departments. In generd, however, family members fdt that
hedth depatments should focus ther attention and efforts on increesng ther
vighility and generd awareness of ther sarvices

5) Prevention and Public Health Services for the Elderly

As discussed above, a number of family members fdt that preventive services such
as dentd exams or flu shots were important services to offer to the ederly, yet
severa questioned whether or not they would be used because many ederly would
prefer to see their private providers. Thus, participants in both groups turned their
attention to developing a ligt of those services that are not readily available or essly
accessble by most dderly and ther families.

Safe exercises, hedthy eating, medications (use, sSde effects, interactions), driving
safety, and safety at home (preventing falls, cooking safety) were areas where many
fdt locd or gate public hedth agencies could take the lead in educating the public,
egpecidly the dely. Others recommended that hedlth departments develop local
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or date resource guides, which could provide information such as the location and
times of hedth and recreationd services in the community or ligts of area pecididts,
al of which were thought to be desperately needed.

One family member suggested that hedth departments develop “survivd kits’ for
both the dderly and caregivers. These surviva kits would contain not only useful
and relevant information regarding hedlth and safety, but dso would include resource
directories and first aid information. Items useful to the ederly (and those who care
for them) such as pill containers, lists of important phone numbers, or reminder
caendars about doctors appointments could aso be included as a part of these
aurviva kits, adong with coupons for drug store items and medicad equipment.

One participant suggested that
local hedth departments offer a || “ Often times you learn about a health class too
course on caregiving, with a late, once your parent is in the hospital or a
prevention focus, targeting nursing home. .. then you get all kinds of
those families whose loved || information.

ones ae dil living
independently or are in the
initid stages of requiring care and assdance. Severd participants agreed, Stating
that much of the information they have recelved as caregivers, they received too late,
“after the fact.” A short course or seminar on how to plan and what to expect would
prove very beneficid and perhaps prevent unnecessary stress and strain brought
about by a sudden illness or injury.

Not surprigngly, trangportation (especidly for those living in more outlying aress
where public trangportation is scant and taxis even more inaccessible) was considered
criticd to ensuring that the ederly take advantage of preventive and public hedth
savices. Mobile vans and hedth fars that travel to loca churches, apartment
complexes, or senior centers were consdered to be an excellent way to reach the
edely, paticularly those without families to transport them or financid access to
hedth care services via a private provider. Family members dso sressed the
importance of offering such services a times convenient to caregivers, such as after
work or on weekends, so that they could drive their reatives to these services. If
these condderations were met, family members fdt that many dderly and their
families would take advantage of these services.

6) Materials Review — Suggested Formats and Venues

Although participants in the dderly and ederly spouses/companions focus groups
found both of the Aging magazines a useful format for dissaminaing information to
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the ddely, severd family members found the grgphic depictions of the dderly
depressing. According to these participants, many of the pictures they see, both in
the Aging magazine and in the generd media, depict the ederly as “hunched over,”
extremdy old, decrepit, if not dying. In addition, depressing topics such as illness,
desth, abuse, or dementia were “overdone” topics of discusson. Thus, family
members stressed the importance of usng pictures and graphics depicting lively,
happy older adults, with more upbeat messages to reach older people and perhaps
combat the depressing images that are so pervasive in our society.

Large size and print items such as the Age Page sheets, the Medicare Handbook, and

the Talking with Your Doctor booklet were al well received by family members, as
was the Foundations of Caregiving manud. However, saverd family members
suggested ways in which such manuads could be made more “user friendly” by
adding a spirdl binding (such as that of the Resource Directory for Older People)

tabs so that information can be easily located, and a glossary of terms.  The Cancer
and the Elderly booklet again was found to be too difficult to read and understand.

Severd family members suggested other materids dready in print such as The 36
Hour Day or the Caregiving for Aging Parents as useful resources for caregivers.

Others wished for materids that provide advice on managing relatives hedth care,

finding quality and affordable support services, and planning for the future.

Other Suggesfions

Videos and loca cable tdevison shows were frequently suggested formats for
disseminating information to both the dderly and those caring for them. Visud
examples or depictions of people performing caregiving tasks were thought by some
to be useful idess for educating caregivers, while others suggested the use of an
active older person to “modd” certain hedthy behaviors for the dderly. Radio tak
shows, however, were more popular among families living in urban settings than
those in the more remote areas surrounding FHoyd county. Again, participants
stressed the importance of widespread dissemination of hedlth and safety information
and services, to ensure that as many ederly as possible and their families had access
to these needed services.

D. Elder Care Providers

Participants in this find discusson group conssted of persons directly involved in the
delivery of sarvices to the derly. Again, because the focus of the project is on reaching the
elderly population before they are injured or hospitalized, specid efforts were made to recruit
individuas who serve clients who require moderate or little assstance. In addition, trends
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in sarvices for the edely indicate a rise in the use of pargprofessonds (non-medicaly
trained personnedl) and support services such as home hedth, respite, and adult day care. We
wanted to hear from providers working directly in this rapidly growing field.

Specid efforts were taken to achieve a baance between providers who work in the homes
of the elderly, those who work in asssted living facilities, and those who work in day care
or respite centers. In addition, providers with years of experience serving the dderly and
those with some level of (non-medicd) training were balanced againgt those who were new
to the fidd and/or had little training or fidd experience.

Providers who participated in these groups offered the following range of services to the
ddely:

. persond care services (such as assstance with persona hygiene)
light housekegping
recreational support and/or therapy
in-home hedth assessments
respite care
private duty Stting.

All paticipants in these discusson groups were women.

1) Health and Safety information

Sources of Informafion

Supervisors, clinicd or nursing
directors, and other colleagues
(e.g. social workers) were
described by providers as their
usud sources of information
regarding the care and safety of
ther dients These individuds
were described as the most easily accessible sources of information as well as the
most knowledgeable and appropriate, given that many had professona degrees in
hedth care (such as a nursing or clinical socid work degree). In addition, severa
providers indicated that they found these persons to be the most relevant source of
information, snce they often were very familiar with the assgned dient and ther
hedth higory and medicd conditions. Alternatively, providers who were self-
employed and therefore had no direct line of authority to report to or consult relied
heavily on medical reference books and the advice of colleagues or friends,

“ Often it's your supervisor or the case
manager who assigns you clients, so they have
the most information on their medical history,
situations to be aware of, things like that. ”
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espeddly those in the hedth care professon, such as nurses or socid workers.

Frequently Asked Questions

Providers mog frequently asked quedions often revolved around handiing ther
dients behavior, induding changes in ther behavior. How to respond to combetive
behavior, mood swings, and non-compliance were providers chief concans. Non-
compliance with medications and prestribed diets or medicd equipment were of
particular concearn for some providers, who feared that such behavior would lead to
further injury or hospitdization. Thus, they found themsdves frequently conaulting
others, induding family members, for credtive ways to promote hedthy behaviors
in thar dients

Other providers expressad concan (and frudration) with dients who diglayed
combetive behavior or mood swings. In an efort to temper ther own frustrations,
yet maintain respect for thar dients, many providers had consulted others on how
to sudan this difficult baandng act. Sudden and unexpected changes in behavior
were dso conddered worrisome by providers, leading some to ether quedion ther
dient's mentd datus or condder the Sde effects of dients medications as a possble
cause of behavior change. Such situations hed led severd providers to conault others
for asadance in @ther determining the cause of such changes in behavior and ather
correcting it, or seeking emergency medicd  atention. All providers fdt thet
additiond informetion on this topic was criticd to ther jobs

When to pursue emegency
medicd atention was another “1 would like to know more about when to take
aea where providers found a client to the emergency room ... Sometimes
themsdves frequently seeking you go to do a home visit and the client does
the avice of othars When and not fook well or doesr ’t seem well. ”

how to move (or not move) a
dient who haes fdlen was one
aea of interest, while other providers expressad a desre to learn more about
detecting emergency Stuations — those times in which medicd atention should be
ought  immediady. Smilaly, provides wanted more informaion about the
Sveity of certain symptoms or condiitions, especidly those that menit a vigt to the
emergancy room. Again, dl providers found immediae access to such information
cruad.

Providers aso mentioned thet they frequently consulted others about kesping dderly
dients sffe. Information on preventing fdls, ssfetyproofing dients homes, and the
prevention of degowaking or “wandering” were on the top of providas ligs of
ety concarns and aress in which many desired additiond information.
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Severd providers reported that more “public hedth’-related issues, such as
preventing the spread of disease, were becoming a growing concern among elder care
providers and therefore a more frequent topic of conversation and consultation. In
particular, information on communicable diseases such as meades, tuberculoss, and
the flu was often sought by providers, as was information on safely handling bodily
fluids such as blood.

Finding Readily Accessible Health and Safety Information

None of the providers reported difficulties finding important or required hedth
information. Those who were afiliated with an agency or elder care sarvice enjoyed
particularly good access to information. In these Stuations supervisors, clinica
gaff, and colleagues were readily available to answer questions and respond to
inquiries quickly. Those who were sdlf-employed and providing fredance services
aso reported little difficulty finding desired hedth or safety information. While they
did not have direct access to an agency, they had established contacts with other
providers, including their clients, whom they frequently contacted if and when
questions arose.

Most Useful Sources of Information

As previoudy discussed, providers found their supervisors and colleagues the most
helpful in answering their hedth or safety rdated questions. Ther dinicd traning,
combined with the rdevancy of the information they provide, was consdered by
many providers to be extremely useful. In addition, severa providers in the Floyd
County area found the local hedth depatment a useful source of information,
particularly their community program for the ederly. The Hoyd County Hotline, a
sarvice which provides a range of hedth and socid services information to Hoyd
County residents, was also considered very helpful. Other providers in this county
found the locd hospita, especidly its socid work department, very supportive.

Other Topics of Interest

As previoudy discussed, a number of providers expressed an interest in learning
more about appropriate ways to respond to combative, unusual, or destructive
behavior in ther dients. Information on gppropriate ways to restrain physcaly
violent clients, as well as ways to prevent clients from wandering out of their rooms
or houses and into harm’s way, was desired. A number of providers aso indicated
that they would like additional information on medications, such as their Sde effects,
potentia dlergic reactions, and possible drug interactions.

In an effort to generate more suggestions about other types of information that would

Disease and Injury Prevention and Health Promotion in Elder Care 4



V.

Findings

2)

be useful to dder care providers, participants were asked to congder if there was
anything they now do differently as a result of hedth or ety informetion they have
recaived. With near unanimity, providers responded that they had learned to be
petient and supportive with their dients and to treet each of them as an individud.
The more experience providers had gained about the impact of certain diseases and
illnesses, combined with what they hed learned about the aging process «— sodiety’s
response to it and its effects on people's minds and bodies -the more paient and
underganding they had become towards their dients Many had begun to recognize
the snse of isolaion that often accompanies growing old and found themsdves
trying to add enjoyment and plessure to the lives of thar dients

A few providers dso discussed the importance of recognizing thar boundaries as
providers to the ddely, daing the importance of defaring to trained hedth care
professonds to answer more complicated hedth-rdated questions that demand an
accurae diagnoss. While providers fdt that they were becoming more skilled a
Oetermining which quedtions they could answer and which they should refer, severd
thought that guiddines or parametes of provider behavior would be hdpful,
espedidly for those just darting out.

Health and Safety Training

While the mgority of providers hed recaived some type of training to provide
savices to the ddely, when further probed on this subjedt, it was noted that fewer
then hdf of the participants hed atended a dass, seminar, or course on caring for the
ddaly. Other providers who hed recaived traning had mogt likdy particpated in
some type of “ontthejob traning” during which they hed ether been pared with a
more experienced provider and “shown the ropes’ or, in some cases, had atended an
orientation. All but one of the sf-employed providers had not recaived any type of
traning.

Training == Sponsors and Topics

As mentioned above, most providers hed recaived traning through ther jobs In
some casss, this training was in the form of a new employee orientation followed by
a job “shadowing’ experience, while others atended regularly scheduled seminars,
lectures and insarvices (employer-gponsored  training).  Severd  participants
mentioned thet they hed recalved spedific traning from sources outdde thar jobs,
often prior to thar current employment Studtion. Severa providers had atended
classes a locd technica or vocationd schools, while others had attended classes
sponsored by public or private agendes such as the American Red Cross, a locd
sodd savices agency, or a hosoitd.
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The topics of training courses attended by providers varied little. First aid, CPR, and
infection control were the most common topics covered in addition to lifting,
trandferring, and moving dlients safely. Other popular topics included signs and
symptoms of heart attacks, fire prevention, and prescription drug abuse. Only a smdl
number of participants reported ever receiving training in handling combative or
otherwise “difficult” dients or working with dients with menta hedth problems
such as dlients suffering from depresson, hadlucinations, or dementia

Only one participant reported receiving training on stress management and burnout
for elder care providers.

Providers found ther training in fird ad, CPR, and lifting paients, as wdl as
information on infection control, the most useful and relevant in their everyday work.
Genera information some providers had received on the aging process and associated
hedth problems was dso found to be very useful and relevant.

Other Topics of Interest

Providers generated a rather lengthy list of criticd items they thought were missng
from ther training, yet should have been covered. Topping this list was additiona
training on how to work with clients, not merely providing services to the dderly, but
how to interact with them. In addition to their desire to learn more about ways to

handle difficult behavior, many providers fdt ill-prepared for working with aging
clients. Many sruggled with concepts such as working with clients when they are
angry, appropriate handling (and presarving) of clients pride, providing’ assistance
to the ederly without enabling them, and maintaining their sense of independence
and sdf-sufficiency. Other providers reported initid difficulties with these concepts,
which often led to frudtration, anger, and burnott.

Severd paticipants dso mentioned that additiona training on safetyproofing cdlients
rooms or homes would aso be useful.

Sexudity among the ederly was another topic mentioned by one or two participants
as a criticd “missng piece’ of their education and training as elder care providers.
Severd druggled to find ways to curtal ther clients ingppropriate displays of
affection, and, in some cases, ther infiddities. While they wanted to maintain ther
professond relationship with ther clients and stay out of ther persond lives, many
felt compelled to intervene when dients displayed behavior that was ingppropriate
or perhaps harmful.
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practice or rewound to provide opportunities for review and more accurate
noteteking.

Participants advised that videotapes should be short (no longer than 60 minutes) and
depict red-life experiences or scenarios encountered by providers in the fied.
Severd paticipants shared ther frudtrations a viewing videos that addressed either
outdated or irrdlevant topics rarely encountered in the field. When asked to provide
examples of the types of “red-life’ scenarios they would like to see on videotape,
participants responded that scenes depicting a provider handling a combative or
angry dient, lifting a dient, or peforming some difficult task such as putting
support hose on a dient who has difficulty “gtting gill” would be more redigic
Stuations.

While providers felt that videotapes should be as “red lifé’ as possble, many dso
fdt tha training that clearly demondrates important concepts and activities that
would be encountered, if not performed, by al providers would be the most useful,
and the mogt interesting.

Another participant suggested such experientid training exercises as ear plugs,
blurred glasses, confinement to a whedlchair, or the use of a walker as excdlent ways
of teaching providers whét it is like to have certain health conditions such as cataracts
or a hearing problem.

Communicating with the Elderly

This portion of the discusson focused on exploring the various dynamics of
communication between providers and their clients. In particular, participants were
asked to focus their thoughts and discussion on the topics of conversations they have
hed with their clients as well as the nature of these conversations.

Clients’ Concerns/Family Members’ Concerns

Providers reported that many of their clients (and their clients families) had shared
with them their concerns about fals. Providers stated that many of their clients were
familiar with the high mortdity associated with hip injuries and thus were very
interested in preventing fals and responding appropriately when fdls or injuries
occurred. Smilarly, family members had expressed their concern to providers about
safety in the home, citing smal gpartments (such as those found in senior or asssted
living facilities), often cramped with furniture and other beongings, as potentid
safety hazards.
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While few dderly clients had expressed concern about the safety of their driving,
. providers reported that family members had frequently stated their concerns about

their loved ones continuing to drive. In some cases, providers had been asked to help

families come up with a drategy for convincing ther relatives to give up driving.

Focus group participants reported that both clients and family members dike had
expressed a desire to learn more about finding qudity, affordable hedlth care (such
as nursang homes, visting nurses, and in-home support), often in anticipation -or
preparation for the time when the ederly could no longer live independently or be
cared for a home. Information on paying for nursing homes as well as guidance on
what to look for in a qudity, well managed facility were conddered important
information to have. In addition, providers aso discussed family members concerns
and questions about when to place a loved one in a nursing home.

Convincing the ederly when to cdl or ask for hedp was another topic frequently

discussed by providers and family members. As the elderly grow older or scker,

family members often become increasingly concerned about their safety, fearing that
ther ederly relatives will not recognize their limitations and ask for assstance or
help when needed. Family members were thus &fraid thet their older relatives would
injure themselves (or perhagps others) in their atempts to care for themsdves.

Providers reported that they were often consulted on this topic as family members
sought new or cregtive ways to convince their loved ones to ask for their help and

assistance.

Information on supplementa hedth care, specificdly when and how much is needed,
was also mentioned by afew providers as akey concern of both their clients and their
clients families. Information on Medicare, Medicad, and disgbility insurance was
cited as a chief concern of clients and their family members.

Providers’ Concerns

While most focus group —
participants shared dients and “Often families go out and spend lots of money
family members health and on locks, contraptions, or other gadgets aimed
safety concerns. manv had at preventing things like falls or wandering.

Y " y Yet often, it's simple, cheap solutions such as a
additional worries. Quick : :

) > .~ || ribbon across a door frame or bright colored
creative, and  inexpensve tape on the edge of steps that can keep elderly
solutions to safetyproofing the || safe without breaking the bank. *
home (geared towards family
members) were desperately
needed. A manua describing easy-to-implement drategies to prevent wandering,
fadls down dairs, or other unsafe and/or troublesome behaviors was suggested as a
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way to address family members concerns in this area

Along gmilar lines, severd providers dso suggested the need for a manud or
guidebook for family members that explains safe, humane ways to keep the ederly
from hurting themsdves and others. One provider stated that she is constantly asked
by family members if it is okay to lock certain doors & night to prevent loved ones
from wandering outsde and into danger. Other family members had requested
information on handling combative behavior in their older relatives. Thus, a manua
which describes safe ways of addressng such tricky Stuations would be of greet use
to family members

Difficult Issues

Providers described a number of issues or concepts they found difficult to ether
explan to ther dients or convince them of ther importance. Not surprisngly,

driving safety was a the top of providers ligts, in addition to hedthy (and safe)

egting and the need to safetyproof clients homes. Given that they are in the position
to serve ther clients, providers often found it difficult to transcend this professond

relationship and advise their clients on how to organize their homes, shop, or store
their food. In many cases, providers raised their concerns with family members with
the hopes of recelving some support or reinforcement.

Severd providers mentioned the chalenges posed by menta hedth problems such
as memory |oss or depresson in conveying important hedlth and safety information.

In cases in which their clients were suffering from memory loss, providers found that

ther clients often forgot either important information or to perform important tasks
(such as bathing), while other clients smply became confused. On the other hand,
providers serving clients with depresson were faced with the task of trying to
convince ther cdlients to eat hedthily, take their medications, or exercise when many
fdt that death was not only inevitable but imminent.

Additional Information

Given the difficulties many providers experienced trying to convey certain heath and
safety information to their clients, focus group participants were asked to consider
what types of materids are or would be hepful to share with dients or family
members. Again, information on nursng homes, inchome support, and other hedth
sarvices for the dderly was mentioned by severd providers, as was information on
underslanding and communicating with the ederly.
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Food safety ‘was a topic
paticipants in one group fdt
would be very hdpful to share
with  dients Severa
paticipants fet tha materids
on the proper preparation of -
specific foods such as chicken

or pork as well as information on soring foods might prevent vird infections and
food poisoning among the ederly.

“Many elderly are on a fixed budget and try to
save money by keeping food as long as
possible, even when it starts to go bad . . . They
don ‘¢ want to throw anything away. ”

Although Georgia offers rdativey mild dimates, resdents are sometimes faced with
extreme wegther conditions ranging from sweteing summes to freezing
temperatures and icy conditions in the winter. As a result, severd providers fdt that
materials on both hot and cold weather precautions would be useful to share with
edely dients Sgns and symptoms of heat stroke and frosthite in the ederly, as
well as information on preventing such conditions, were considered useful pieces of
information.

Brief pamphlets or brochures on specific illnesses common to the dderly such as
arthritis, diabetes, cholesterol, or high blood pressure, dong with information on the
specific Sgns, symptoms, and treatments for these conditions, were aso thought to
be usseful to share with both clients and their families.

4) The Role of Public Health Agencies

Only a few providers reported having contacted their loca hedth department for
information, with respondents in the rurd group being very happy with the response
they received. In particular, the community care program and Elderly Protective
Services were praised for their usefulness and support. Providers in the urban group,

however, were not as satisfied with the response of their locd hedth departments.

An ingbility to provide consgent, timdy, expedient information was conddered a
weakness of loca hedth departments by participants, citing their business hours (9

to 5 p.m.), automated answering services, and overdl bureaucracy as mgor obstacles.

One participant in this group, however, reported having had a postive experience
with the local hedth department, citing the assistance they had provided to her when

aresdent was found to have active tuberculosis. The hedth department offered free
screenings to dl resdents, family members, and staff and helped her dlay the fears
of concerned resdents and family members.
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Other participants shared a
common sentiment that the
hedth department is smply not
the most appropriate resource
for providers, consdering such
problems as disease outbresks 1
or sanitation as more relevant to
the work of public hedth agencies. Interestingly, few participants fdt as if they were
unaware of the services provided by the hedth department. Instead, they fdt quite
informed about the respongbility of public hedth agencies and had smply
determined that the mgority of their services were not reevant to the work of elder
care providers. Thus, participants were rather surprised to learn about the various
aress of interest and expertise of locad hedth departments.

“The health department can only help you with
things that they do, their area of expertise,
such as baby shots, TB, disease outbreaks ...
You can call them with these questions. *

A number of providers dso
expressed some reluctance to || “The health department is the Jast place we
contact the hedth department, would call; it makes us and our staff nervous;
largely out of fear of its || we view them as regulators, bureaucrats. . .
regulatory  responsibility  and They are the ones who want to give us a hard
licensing requirements. time, shut us down if everything is not quite
Providers affiliated with an || 9"

elder care agency were
particularly leery of health
departments, fearing audits and surprise inspections.  Severd  participant
commented, however, that if they knew exactly which department or person to ca
(perhaps to avoid the regulatory department) they might consder using the Joca
hedlth department as a resource.

Once providers began to think about the hedlth department as a possible resource to
them and/or their clients, they suggested severad ways in which the agency could be
of more use. Hotlines, open 24 hours, with a “live voiceg’ on the other end were
thought to be a good use of public health resources, as were newdetters or updates
disributed to agencies sarving the: ederly, to keep providers informed about
upcoming events or hedlth problems on the rise. The provison of services such as
flu shots, TB tests, and dentd or vison screenings was aso thought to be useful,
especidly if these services were provided free of charge and in locations where the
elderly live or frequent.

Prevention and Public Health Services

Only a smdl number of providers felt that denta, vison, or hearing, screening were
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important services to provide to the ederly. Severd providers fdt that hedth fairs
and mobile vans had been “overdone’ and that most ederly would prefer to see their
private physcians. Flu shots, however, were siill considered an important preventive
sarvice to provide, even if the ederly did not take advantage of it as they should.

Severd providers fdt that public resources would be better spent educating the
elderly and the generd community through hedth classes addressing topics such as
nutrition and exercise for the ederly.

Hedth information fars, which trave through communities, especidly to places
where the ederly socidize or live, were consdered by most providers the most
effective method of reaching the dderly population. A hedth fair that could trave
to the dderly (especidly the poor) attracted the most attention and support among
providers because it would help overcome transportation barriers. Providers adso
mentioned that they would be willing to ether persondly drive or arange for the
trangport of their clients to receive such services.

Materials Review == Suggested Formats and Venues

Paticipants were asked to review assgned maerids while considering their
usefulness as manuds or guides for providers, especidly in the fidd. Given that it
is soecificdly designed for caregivers, Foundations of Caregiving was highly
praised by the mgority of providers. They found the content comprehensive, the
information relevant and “red,” and the explanations and demondrations clear.
However, saverd commented that the Sze and format of the manud did not easily
lend itsdlf to use in the field but was more gppropriate as ether an accompaniment
to atraining course (which in redlity it is) or as adek reference.  Participants felt that
spiral binding or a three-ring notebook, with tabbed sections, would make the manua
more useful in the fidd. The glossy cover was praised for its durability, especidly
agang wetness and spills.

Severd providers liked the sze of the Resource Directory for Older People, sating
that it could be easly carried in a bag while its spird binding made turning pages and
overdl handling much eeser.

Severd providers aso highlighted the importance of usng cear and concise
language and providing easily understood definitions for medica or complex terms.
A glossary of terms was thought to be an excdlent way to teach providers, especidly
those new to the field, complex hedth and medica terms. A quick reference chart
lising commonly prescribed or used medications, ther dde effects. dlergic
reactions, and drug interactions was aso congdered important information to include
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in materids for providers.

Above dl dse, providers felt that quick and easy access to important information
should be consdered the mogt criticd element to address when designing materids
for providers. As previoudy discussed, the mgority of providers questions require
immediate responses, thus manuas and reference guides should be developed with
this redity in mind. Quick reference charts and tables for frequently used
information were frequently suggested by some paticipants, while others
recommended placing important information in conspicuous locations, such as the
clipboards providers often carry with them on home vists.
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This focus group sudy yielded a wedth of information regarding the need for timdy, rdevant, and
easy-to-understand hedth and safety information. Although participantsS responses were numerous
and often varied, there were saverd key themes or motifs within each population studied. In the
sections that follow, these most common or frequently stated topics are summarized by group.

A. Elderly

1) Sources of Information

J The main sources of health and safety information for elderly focus
group participants were their private physicians. Participants noted,
however, that ther physcians did not dways have time to answer dl ther
questions. Those who had to consult specialists worried that their care was
not necessarily coordinated by any particular physcian. In some cases,
participants thought their physicians were overly concerned about hedth and

safety issues.
. Pharmacists and pharmacies congituted another important source of
information — both the pharmacists as individuds, and the materids

avaladle in the pharmacy setting. Although participants praised the useful
information available in pharmacy printouts that accompanied their
medications, they complained about the smal print sze and medicd jargon
in these maerids. Family members — especidly those trained in the
medicd fidd — were another often-cited source of information.

. For the ederly patient, the most important festures of any interaction with
providers were the providers knowledge of the dderly patient's overdl
condition and the elderly patient’s trust that the provider would thus manage
his or her condition effectively.

2) Main Health and Safety Concerns
Hedth and safety concerns included:

fals

medications and ther sde effects

warning sgns of Alzhemer’'s disease, heart attacks, and cancer
safety-proofing the home

diet and nutrition, especialy regarding diabetes and high blood pressure
hedthier cooking techniques

safe exercise

insurance issues — especialy how to avoid “scams”
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Dissemination of Information to the Elderly: Formats and Venues

Trangportation barriers and unfamiliar surroundings would keep most
of the elderly away from health and safety classes. Mohile vans and
hedlth fairs are consgdered too public a setting for asking persond questions
about hedlth. With one exception, the dderly participants in these focus
groups were not aware of the hedth department’s functions, nor did they
view such agencies as potentid sources of useful information.

Videos and largefont printed materials, large enough to handle with
arthritic hands, were recommended as suitable mechanisms for tranamitting
hedth and safety informetion.

Elderly Caring for Elderly: Spouses and Companions

1)

2)

Sources of Information

Spouses/companions turn to their family members physicians and nurses
and other family members. Support groups were especidly vaued
sources of information (as well as support) among those caring for a spouse
or companion with Alzheimer’'s disease.

Main Health and Safety Concerns

HAf of the participants were caring for someone with Alzheimer’s disease.
The confuson and decline associated with that disease were paramount
concerns for spouses, as were the disease’ s consequences in terms of safety,
independence, and communication.

Information on the warning dgns of Alzhemer's would have been hepful,
to give families time to prepare emotiondly and financialy.

Falls, medications, and financing care in the future were other concerns.

Spouses/companions were also concerned about their own health,
paticularly nutrition, exercise, preventing injuries (especidly from lifting or
moving their spouse or companion), and maintaining their own
mental/emaotional  hedth.
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3) Dissemination of Information to Spouses/Companions: Formats and

Venues

' Spouses and companions were more receptive than others to the idea of
attending classes or seminars on headth and safety topics.

. A video andlor manua specificdly designed for this population would be
well received. Suggestions included a video following a “This Old House”
format, showing how to make each room in the house or gpartment safer for
an ederly person.

. Spouses/companions were unfamiliar with hedth departments and their
resources.

C. Family Members (children, grandchildren, nieces, nephews, etc.)
1) Sources of Information

. Family members turned to private physicians caring for the ddely family
member, as well as to the local hospital’s social work department (for
referrals to other services).

2) Main Health and Safety Concerns

Concerns include the ederly family member’s diet, nutrition, and safety
(particularly when cooking and driving).

Family members would like more information on:
lifting or moving the ddely family member

communicating effectively with an ddely family member when family
roles are reversed

convincing elderly family members to ask for help

discussng driving with family members who are a risk of endangering
themsdlves or others

the medicd management of severe pain
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. medication interactions and Sde effects.
3) Dissemination of Information to Family Members: Formats and Venues
. Family members suggested videos and local cable television as suiteble

channds of information.

. Some recommended a “survival kit,” perhaps prepared by the health
department, with a variety of useful referrd telephone numbers, checklists,
and tips for caring for an ederly redive.

' Health departments were not mentioned as a potentia resource or source
of informetion.
. Family members noted that in publications for or about the ederly, the

elderly should be portrayed in a postive light — as active, dert people,
rather than as infirm and fecble.

D. Providers

1) Sources of Information

. Providers who work for an agency turn to their immediate supervisors and/or
colleagues, providers who are sdf-employed turn to colleagues (especidly
those with a medica background) and/or reference books.

2) Main Health and Safety Concerns
Providers concerns include:

' dealing with the beliavior of elderly clients, especially
combative/bdligerent behavior and mood swings
when (and when not) to seek emergency care
moving clients &fter they have falen
lifting/moving clients safdly.

Concerns often raised by ther clients family members include:

. fdls
driving.
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3) Training Topics

Providers suggested severd key or essentid topics that should be addressed in

traning:

’ experiencing the world through the client's eyes (wearing cotton balls in
one's ears, sSmearing Vasdine on eyeglasses, moving around in a whedlchair)
to gan an underganding of and empathy for what clients experience
interacting with clients
helping clients and family members safety-proof the home
food safety
protecting clients from extreme heet or cold.

4) Dissemination of Information to Providers: Formats and Venues

. Videos and in-service training sessons would be the most accessible formats
for providers. (Few had received formd training to work with the ederly).

’ Videos and training Stuations should depict red dtuaions that providers

might encounter == combative behavior, awkward lifting or moving of a
client, frudration.
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While focus group methodology does not lend itsdf to comparisons across groups or the
generdization of partidpants comments a discusson of recurring themes or matifs as wdl as
differences in responsess is often a very worthwhile and vaid andytica goproach. Recurring  themes
often provide guidance on aress that should be emphasized or addressed, while differences between
groups can indicate aress in which hedth and sfety information should be talored to reech a
goadific audience. In the sections thet fallow, both the common themes as wel as the differences
are further discussed.

1)

Sources of Information

An overarching themeto al participants responses was a desire to conault the person
deemed mogt knowledgedble about ther persond hedth daus ther private
physdan. Even those who had expressad some difficulty talking with ther doctors
continued to refer to them Imply because the doctors “know me and my hedth.”
Smilaly, locd pharmacists who had persond medicd informetion on file were dso
deemed trustworthy sources of information. Even those who had consulted “ask a
doctor” or “ask-a-nursg’ hatlines did so in cases where their private doctor could not
be reached, such asin an emergency or after hours. Elder care providers shared this
sentiment, many dating that they fdt more comfortable and assured by conaulting
upavisor or colleagues who know them and their dients These findings suggest
thet providing additiond information to physdans nurses, and agendies might be
an dfective way of reeching the dderly populaion and those who care for them.

Theloca hedth department was not seen as ether an gppropriate or expedient source
of information by the vest mgority of respondents While lingering sigma about
hedth depatments as a resource for the indigent had prevented many participants
from conaulting them, others were Imply unaware of the services such agendes
provide. Consequently, increased marketing of locd hedth departments as a source
of both information and hedth care sarvices was suggested by dl.

Also of interegt, few participants mentioned consulting a book or resource guide for
hedth and safety informetion. While some mentioned such popular materids as The
36 Hour Day, many could nat think of any book or manud to which they could tumn
for hedth care information. Although respondents fdt that hedth and safeaty
materids such as brochures, manud, pamphlets, etc. were ussful and needed sources
of information, many fdt that currently such informetion is rardy organized in a
condse, easy-to-underdand fashion. A number of respondents commented on the
fact that often they recaive a pamphlet here or a booklet there, and thet some type of
manua covering a wide range of topics and concarns would be mogt hdpful.

On the other hand, other respondents dated thet they preferred to consult hedth care
professonds with their questions, dating that they often doubted whether or not they
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would find relevant or applicable hedth or safety information in hedlth care manuals
or pamphlets. Many fdt ther questions were generdly very specific and persond
in nature and therefore might not be found in the pages of a hedth care manud or
guide. While these findings highlight the importance of developing comprehensve
resource guides, they dso indicate that no single guide or even a series of guides can
answer dl questions or meet dl needs. Thus, the need for increasing access to
multiple sources of information and improving the qudity and quantity of
information available from providers becomes extremdy important.

Main Health Concerns

Although participants across the focus groups shared smilar hedth concerns, there
were differences in how participants prioritized these concerns. For example, while
safety issues such as driving, cooking, and preventing fdls were the most commonly
shared concern across focus group participants, ederly participants caring for
themsdaves were most concerned about fdls and related hip injuries. On the other
hand, cooking and driving safety were more the concerns of those who care for the
elderly. As many family members and providers pointed out, these concerns quickly
trandate into struggles to ensure the safety of older loved ones — especidly when
driving. Consequently, specific information to assgt the ederly in recognizing when
the time has come stop driving would benefit both them and those who care for them.
In paticular, information on the warning sgns of declining driving skills or other
potentid tests or markers of driving ability are greatly needed.

Focus group participants across groups also requested information on common
diseases, illnesses, and allments of the ederly. However, dl were quick to stress the
importance of not merely describing or explaining certain diseases or illnesses, but
providing a breadth of information, ranging from signs and symptoms to diagnosis,
prognosis, and treatment. Many fet that too often hedth and safety materids offered
too little information, therefore forcing readers to consult their physicians not for
additiond information, but for initid undersanding and explanation.

Information on interacting with the dderly, especidly in light of certan conditions
such as Alzhemer's, depresson, memory loss, or combetive behavior was frequently
requested by caregivers, both family members and hired providers dike.
Specificaly, tips on effective communication and the at of persueson were
consdered most critical. Providers dso pointed to the need for taloring such
information for providers, depending on the setting in which they work or the hedth
datus/condition of their clients.

Lastly, across the groups, participants expressed a strong desire for information on
planning for the future, including materids on finding the most gppropriate hedth
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insurance plans, locaing qudity and affordable hedth care services, and managing
finances. Many participants felt unprepared, in some cases surprised, and in al cases
overwhemed by the cost and responsbility of either growing old or caring for an
aging loved one. Thus, materias to help guide and prepare people for this task were
frequently suggested. Some respondents aso pointed out the need for providing
some guiddines on when to condder nursng homes or other asssed living
gtuations.

The Role of Public Health Agencies

As previoudy discussed, the vast mgority of focus group participants did not
consder the hedth department an gppropriate source of hedth and safety information
and had therefore not sought their assistance in these areas. Y, participants across
the groups fdt rather srongly that public hedth agencies should in fact provide the
public with needed hedth and safety information, especidly for the dderly. In
particular, participants across the groups suggested that loca hedth departments
serve as referrd sources or networks, brokering information to calers with an
emphads placed on linking them with Jocal and free services and resources.

While participants felt strongly that loca and sate hedlth departments should expand
ther roles to include information dissemination and referrd, the capacity or ability
of local hedth departments to meet this need remains unanswered. It needs to be
caefully consdered whether or not hedth and safety materias should recommend
that readers contact their locad hedth departments without first. equipping such
agencies with the information and support necessary to be of assstance. As one
reader cautioned, “it should not be made difficult to get needed and important hedlth
information, that’s often suggested by the government . . . if it is too hard, people will
give up and never do things they need to stay hedthy and safe”

Prevention and Public Health Services for the Elderly

Given that the mgority of focus group participants fed wel served by private
physicians, it remains unclear whether or not Federd, state, or local resources should
be used to offer prevention and public hedth services to the ederly. Lingering
digma about recelving “freg’ or “public’ services combined with the gpparent
widespread access to primary hedth care among participants suggest that the
provison of such services would be ill-advised. A number of participants, however,
suggested that public hedth agencies concentrate their efforts on serving identified
pockets of need, those areas of the community where elderly lack access to primary
hedth care. In addition, severa participants suggested that hedth departments
provide services such as dentd exams, which are often difficult for the ederly to
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access due to trangportation or financia barriers. Other specific areas of current or
growing public hedth concern such as flu shots, pneumonia shots, mammograms,
and TB skin tests were dso consdered essentid services to continue providing and
expand, agan targeting those dderly with limited financid or transportation
resources as well as those living in group settings.

Health and Safety Information == Formats and Venues

Visud media such as videos and tdevison (excluding written materids) were clearly
the mogt favored format for providing hedth and safety information to the ederly
and those who care for them. This media dlows viewers to access needed
information in an often eader-to-understand format, with visud demondrations of
important kills or tasks. Videos in particular dlow viewers to access information
a their own pace and persond convenience, dlowing for opportunities to review
important information & a time and location most suitable.

Widespread use of videos and televison to disseminate important hedth and safety
information should, however, be caefully conddered for ther usefulness and
gppropriateness to the intended audience. Some ederly, for example, may not own
videorecorders (VCRS) or televisons or others may find this venue too difficult to
follow or understand, preferring print media or even radio. Given the possble and
likely range of preferences for (or access to) formats for hedth and safety
information, a multi media approach, teking advantage of printed materia, video,
televison, and radio, is highly recommended.

Participants across the groups aso daed that font or print size should be large
(especidly for older readers), the size and weight of the materids should be moderate
to smdl (again, for older readers), and graphics should be both useful and positive

— dealy demondrating an important piece of hedth or safety information. Quick
reference guides and pages with large, protruding tabs were aso considered by most
participants an important feature of hedth and safety materids, citing the importance
of making information easy to access Along smilar lines, spird binding was aso

preferred by the vast mgority of participants, however, many dderly participants
suggested the use of notebooks to alow for easy remova or addition of materids —
alowing readers to develop notebooks tailored to their specific areas of interest.

Although many participants consdered pamphlets and brochures useful formats, they
were the least favored. Many participants found the font of most pamphlets too small
to read and the sze of the pamphlets too easy to misplace or lose. However, 8.5" X
11" pamphlets (the size of standard paper) were consdered essier to read and file
away in anotebook or folder for future use. These larger-sized pamphlets dso dlow
for additiona information to be printed on them as well as the use of larger text and
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Paticipants caring for the edely (spouses/companions, family members, and
providers) were more receptive to attending a hedth and safety class or seminar than
the dderly participants caring for themsalves. Elderly participants did not find hedth
and safety classes particulaly useful or hdpful, gtaing that they would not fed
comfortable attending a class where they did not know anyone or a class held in a
building or part of town they were not familiar with. Many dderly participants dso
felt that transportation to classes would be difficult to arange. In generd, atending
a hedth and safety class conjured up for many ederly participants thoughts of Stting
for long periods of time in one place and being “lectured to.” When asked to
condder dtending a class tha would be more interactive in nature — where
attendees participated in activities, asked questions, and worked with each other e
many had difficulty grasping the concept and thus remained skeptical.

Participants responsible for caring for the ederly, however, found the idea of
atending a hedth and safety class quite intriguing and many dtated tha they would
attend if the class was nearby, held a a convenient time, and inexpensve. In
particular, classes or seminars on caring for the elderly, that provided tips on
addressing commonly encountered problems or difficult issues, were most desired.
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VIl. Conclusions

Paticipants across groups offered a wedth of information, advice, and recommendations for
educating and informing the public on hedth and safety issues for the dderly.  While ther comments
cannot be generdized, participants nonetheless echoed in many ways the sentiments and concerns
of the public a large. Despite the format or venue, whether on television, in books, on the radio, in
newspapers, or on the Internet, millions of Americans are seeking information on preparing for “old

age.”

Although participants comments and responses were both numerous and varied, one sentiment rang
true for everyone in this study — the importance of being prepared. All participants agreed thet the
more useful, relevant, and easy-to-understand information they could receive, the more prepared they
would be for not only caring for aging loved ones, but caring for themsealves when they grow old.
As one participant concluded, “Growing old is inevitable; there is nothing we can do to stop that or
change it, but how we handle it is sill up to us” The Centers for Disease Control and Prevention
is wel poised to not only hep Americans “handle’ old age but prepare for it and enjoy it in as
hedthy and safe an environment as possible.
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APPENDIX A

FLYERS




ARE YOU OVER THE AGE OF 55?

ARE YOU INTERESTED IN HEALTH CARE AND SAFETY ISSUES FOR
OLDER ADULTS?

PLEASE CALL USTO PARTICIPATE IN A FOCUS GROUP DISCUSS ON

We will provide refreshments
and $25 for your time...

T Call Erika Reed or Antoinette Buchanan at 404-321-3211

Under contract to the Centers for Disease Control and Prevention (CDC), Macro International Inc. is conducting focus groups with

older adults to discuss health and safety issues. Focus groups are small informal group discussions, usually of 8-10 people, in
which a trained facilitator guides the discussion in order to understand participants’ views about a particular topic. There are no

right or wrong answers in focus group discussions, because they are about each person’s individual opinions and interests.

The purpose of these focus groups is to help CDC understand how it can be more helpful to older people and help you
stay healthy and safe. We are interested in finding out more about the types of health and safety information that are currently
available, what types of other information might beneeded, and the best way to get this information out to older people.

_The group will be held on H3AT¥E], during the day. When you call us, we will schedule a specific time that is most convenient
for you and WE CAN ALSO ARRANGE FOR A TAXI AS WELL. Refreshments will also be served at the groups and you will
receive $25 in cash in return for taking time out of your day to share your views with us.

@  If you are interested in participating or would like more information, please contact Erika Reed or Antoinette
Buchanan at Macro at 404-321-3211.



DO YOU CARE FOR AN OLDER SPOUSE OR COMPANION IN YOUR
HOME?

ARE YOU INTERESTED IN HEALTH CARE AND SAFETY ISSUES FOR
OLDER ADULTS (AGES 55 AND OLDER)?

***WOULD YOU LIKE TO MAKE $25!!1%**

PLEASE CALL US TO PARTICIPATE IN A FOCUS GROUP DISCUSSION
© Call Erika Reed or Antoinette Buchanan at 404-321-3211

Under contract to the Centers for Disease Control and Prevention (CDC), Macro International Inc. is conducting focus groups with

older adults to discuss health and safety issues. Focus groups are small informal group discussions, usually of 8-10 people, in

which a trained facilitator guides the discussion in order to understand participants’ views about a particular topic. There are no
right or wrong answers in focus group discussions, because they are about each person’s individual opinions and interests.

The purpose of these focus groups is to help CDC understand how it can be more helpful to older people and help you
stay healthy and safe. We are interested in finding out more about the types of health and safety information that are currently
available, what types of other information might be needed, and the best way to get this information out to older people.

The group will be held on [DATE], during the day. ; When you call us, we will schedule a specific time that is most convenient
for you and WE CAN ALSO ARRANGE FOR A TAXI AS WELL. Refreshments will also be served at the groups and you will
receive $25 in cash in return for taking time out of your day to share your views with us.

T If you are interested in participating or would like more information, please contact Erika Reed or Antoinette
Buchanan at Macro at 404-321-3211.



DO YOU CARE FOR AN OLDER FAMILY MEMBER?

ARE YOU INTERESTED IN HEALTH CARE AND
SAFETY ISSUES FOR ADULTS 55 AND OVER?

***WOULD YOU LIKE TO MAKE $25//I***

PLEASE CONTACT US TO PARTICIPATE IN A
FOCUS GROUP DISCUSSION

@ Call Erika Reed or Antoinette Buchanan
at 404-321-3211

Under contract to the Centers for Disease Control and Prevention (CDC), Macro International
Inc. is conducting focus groups with famify members who care for an older relative,
companion, or spouse to discuss health and safety issues. We will also be conducting focus
groups with older adults and elder care providers, in both urban and rural settings throughout
Georgia. Focus groups are small in formal group discussions, usually of 8- 10 people, in which
a trained facilitator guides the discussion in order to understand participants’ views about a
particular topic. There are no right or wrong answers in focus group discussions, because
they are about each person's individual opinions and interests.

The purpose of these focus groups is to help CDC undersfand how if can be more
helpful fo older people, fheir families, and providers who care for older people. We are
interested in finding out more about the types of health and safety information that are
currently available, what types of additional information might be needed, and which format
would be most useful to older people and the people who care for them.

minufes. A specific time will be arranged depending on what is most convenient for
participants. Refreshmenfs will be served, and you will receive $25 in cash for taking time
out of your day to share your views with us.

ﬁ If you are interested in participating or would like additional information, please contact
Erika Reed or Anfoineffe Buchanan at Macro, 404-321-3211.



DO YOU PROVIDE CARE, ASSISTANCE, OR
COMPANIONSHIP TO AN OLDER ADULT?

ARE YOU INTERESTED IN HEALTH CARE AND
SAFETY ISSUES FOR ADULTS 55 AND OVER?

WOULD YOU LIKE TO MAKE $25!!!

PLEASE CONTACT US TO PARTICIPATE IN A
FOCUS GROUP DISCUSSION THIS SUMMER

@ Call Erika Reed or Antoinette Buchanan at
404-321-3211

Under confract to the Centers for Disease Control and Prevention (CDC), Macro International
Inc. is conducting focus groups with elder care providers fo discuss health and safety issues.
We will also be conducting focus groups with older adults and their families , in both urban
and rural settings throughout Georgia. Focus groups are small informal group discussions,
usually of 8-70 people, in which a frained facilifafor guides the discussion in order to
understand participants’ views about a particular topic. There are no right or wrong answers
in focus group discussions, because they are about each person’s individual opinions and
interests.

The purpose of fhese focus groups is to help CDC understand how it can be more
helpful to older people, their families, and people who care for the elderly. We are
interested in finding out more abouf fhe types of health and safety jnformation and training
that are currently available, what types of additional information might be needed, and which
format would be most useful to older people and to those who provide care for the elderly.

A specific time will be arranged depending on what is most convenient for participants.
Refreshments will be served, and you wil receive $25 in cash for taking time out of your busy
schedule to share your views with us.

ﬁ If you are interested in participating or would like additional information, please contact
Erika Reed or Antoinette Buchanan at Macro, 404-321-3211.
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ELDER CARE HEALTH AND SAFETY FOCUS GROUPS
TELEPHONE SCREENER FOR _ELDERLY

Thanks for cdling. I'll give you some information about where and when the focus groups will be held,
and then I'll need to ask you a few questions. This should take about 5 minutes.

Wha kind of living arrangements do you have?

independently (their own house or agpartment)

with a family member

in an senior living fadlity (Ifyes, find out what type of facility it is-assisted, skilled nursaing
facility, no assigtance, €c.)

ille

For cdlers who live independently, do you receive any type of care or assstance in your home?

_ housekeegping/household chores (cleaning, laundry, dishes, €etc.)
_____cooking (can include Meds on Wheels)

_____ trangportation

____ persondl care (bathing, oral care, hair care, etc.)

_____ companionship

____ other (please describe)

Who provides this assstance?

___ family

____ friends or neighbors

____home ade or companion (hired person)
_____volunteer group (church or other civic organization)

last until [
participating.

Are you going to need any assistance with transportation (a cab, MARTA fare, etc.)?

Where can | reach you to confirm these arrangements the day before the group? Is it OK to cdl you a
work? Telephone:

| can fax or mail you something confirming these detals, if you'd like. Fax:
Mailing Address

Pease cdl me a 321 3211 if your plans change 0 that we can invite someone from the waiting list to



ELDER CARE HEALTH AND SAFETY FOCUS GROUPS
TELEPHONE SCREENER FOR ELDERLY WHO CARE FOR ELDERLY

Thanks for cdling. I'll give you some information about where and when the focus groups will be hed,
and then I'll need to ask you a few questions. This should take about 5 minutes.

How long have you been taking care of your spouse or companion?

months
years

Does your spouse or companion share a household with you?

If no, where does he or she live?
independently (their own house or apartment)
in an as3ged living fadlity (If yes, find out if the family member provides any type of
assgance to the family member or if the facility handles al of that)

4

How old is your spouse or companion?

__ years
What type of help or assstance, if any, have you (or do you) provide for your spouse or companion?

__ housekeeping (cleaning, laundry, dishes, etc.)
_____oooking

trangportation
__ persond care (bathing, ora care, hair care, etc.)
_____ companionship

other (please describe)

The focus group will be held & the![FI
lest untilffEIEL IN
participating.

Are you going to need any assistance with transportation (a cab, bus or MARTA fare)?

Where can | reach you to confirm these arrangements the day before the group? Is it OK to cdl you a
work? Telephone:

| can fax or mail you something confirming these detals, if you'd like. Fax:
Mailing Address

Pease cdl me a 321 3211 if your plans change 0 that we can invite someone from the waiting list to




ELDER CARE HEALTH AND SAFETY FOCUS GROUPS
TELEPHONE SCREENER FOR FAMILY MEMBERS

Thanks for cdling. I'll give you some information about where and when the focus groups will be held,
and then I'll need to ask you a few questions. This should take about 5 minutes.

How long have you been taking care of your older family member?

months
years

Does your family member share a household with you?
If no, where does he or she live?
independently (their own house or apartment)

in an assged living fadlity (Zf yes, find out if the family member provides any type of
assdance to the family member or if the facility handles dl of thet)

How old is your family member?

years

What type of help or assstance, if any, have you (or do you) provide for your family member?

_ housekeeping (cleaning, laundry, dishes, etc.)
_____cooking

_____ trangportation

___ persond care (bathing, ora care, hair care, €c.)
_____ companionghip

____ other (please describe)

Where can | reach you to confirm these arrangements the day before the group? Is it OK to cdl you a
work? Telephone:

| can fax or mail you something confirming these detalls, if you'd like. Fax:
Mailing Address.

Please cdl me a 321-3211 if your plans change, so that we can invite someone from the waiting list to
attend instead.

Again, we look forward to seeing you on[F




ELDER CARE HEALTH AND SAFETY FOCUS GROUPS
TELEPHONE SCREENER FOR ELDER CARE PROVZDERS

Thanks for cdling. I'll give you some information about where and when the focus groups will be held,
and then I'll need to ask you a few questions. This should take about 5 minutes.

How long have you been providing care for the ederly?

months
years

Have you had any training in elder care before you began caring for the ederly?

__yes
no

Where did you receive this training?
How old are the clients that you tend to care for?
years
What is your case load? (i.e. the totd number of clients you currently care for)
How many hours a week do you spend with each client?
What types of services do you generdly provide?
housekeeping (cleaning, laundry, dishes, etc.)
cooking
trangportation
persond care (bathing, ord care, hair care, etc.)

companionship
other (please describe)

The focus group will be held a the [FII
lagt until [FILL;IN
participating.

Where can | reach you to confirm these arrangements the day before the group? Is it OK to cdl you a
work? Telephone:

| can fax or mail you something confirming these detalls, if you'd like Fax:
Mailing Address

Pease cdl me a 321-3211 if your plans change, so that we can invite someone from the waiting list to ‘
attend instead.

Again, we look forward to seeing you on{FILE
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l. BACKGROUND AND INTRODUCTIONS (5- 10 minutes)
Objectives:

. Put participants at ease
Explain purpose of discusson and focus group process

Moderator will introduce herself, welcome participants, invite them to enjoy refreshments, and
digribute tent cards and consent forms.

Purpose:

As you know from the phone cdl inviting you to participate, this discusson is part of a study being
conducted by the Centers for Disease Control and Prevention. The purpose of the study is to learn
more about what you think is important in terms of preventing disease and injury and promoting
hedthy behaviors among people your age. We are dso conducting Smilar discusson groups (both
here in Atlanta and in rural areas) with family members and providers to dso find out what they
think is important in keeping people safe and hedthy as they get older.

What you share with us today [tonight] will assst CDC in determining topics of interest and needs
for the development of policies, guiddines, and manuds regarding hedth and safety for older
people. We thank you in advance for coming out and sharing your opinions and ideas with us

Procedures:

Before | ask you to introduce yoursalves, | want to explain how this will work. I’'m going to ask a
series of questions to launch the discusson. Anyone can pesk out; you don't need to wait for me
to cdl on you. But please keep in mind that we have a lot to cover in our brief time together, so
please don't be offended if | interrupt you to move on. It's important for us to hear from everyone,
and to cover the topics in equal depth.

| dso want to point out that there's no such thing as a wrong answer to these quetions. We're
interested in your opinions.

We are tgpe-recording this sesson, even though my colleague is taking notes as well. | hope that
the tape recorder won't make anyone uncomfortable. We don't expect to get into any persond or
controversd topics, but if we do, rest assured that we will not report on any comments by name,
The recorder is purely for accuracy in our reporting. Please try to speak loudly and clearly, and one
a atime

Moderator will brigly review consent form with participants.
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Introductions:
Moderator will askparticipants to introduce themselves.
. HEALTH AND SAFETY INFORMATION (20 minutes)

One of the topics of interest to CDC is the kinds of information you have available to you, and what
other kinds of materids might be hepful.

1. Think back to a recent question you've had about your hedlth or safety. Who did you turn
to for information?

Probes:

o doctor or nurse

U other dderly (family or friends)

L locd hedth department

° senior citizen's center or organizaion
° brochures or handbooks

Is that your usua source of information?

Is there anyone ese that you might cal or contact?

2. What gdtuations or topics have you caled someone about in the past, or tried to get more
information  about?
Probes:
° preventing the soread of germs (handwashing, cleaning, etc.)
. injury prevention (prevention of fals, safetyproofing, €tc)
° CPR/ firg ad
. nutrition
° disabilities (physicd or menta)
° information on specific diseases or illness (eg. Sgns and symptoms of diabetes, heart

disease, osteoporos's, €tc.)

3. How often do you find you need hedth and safety information but it is not reedily available?
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What other kinds of generd hedth care or safety information would you find hepful?

warning Sgns of disease

preventing falls or injuries & home (safetyproofing your home)

nutrition and hedthy edting

exercise and physica fitness

smoking cessdion

finding qudity hedth care (eg. home-based, nursng homes, hospitas, ec.)
information about important vaccinations (flu shots, tetanus boogters, Hep B)
mentd hedth (eg. bereavement issues, deding with termind illness, Alzhemers,
efc.)

What format would you like this information in? (see examples)

Probes:

° poster/factsheet

. manua/handbook
[ video

° newdetter

J brochurefflyer

If some kind of hedth and safety class were offered a a loca hospitd, clinic, or hedth
department a couple times a year, would you go?

Why or why not?

Probes:

o transportation

o potentia costs

J “just not interested”

o “don’'t like going to hospitas or dlinics’

Would it make a difference if it were held somewhere dse like a a locad community center,
senior citizen's center, a local church, locd library, local school, or maybe at your apartment
complex or living fadlity?

Where could a class or sesson be held that was most convenient or comfortable for you?

What about for friends, family, or neighbors who are your age?

Elderly Discussion Guide Page 3



1. HEALTH AND SAFETY COMMUNICATION WITH PROVIDERS (15 minutes)

1. Have you discussed generd hedth and safety issues with your doctor or nurse? What kinds

of things did you tak about?

2. What kinds of things do you think your doctor or nurse worries about when it comes to your

hedth?
Probes:

nutrition/diet

exadse ad physcd fitness
smoking

medication compliance

injuries (fdling, car accidents, €c.)

Do you worry about these things too?

3. Do you ever write down your questions or concans to give to your doctor or ask them about

when you have an gppaintment?

4, Have you ever receved hedth and sefety materials from your doctor or nurss? What kinds

of materids did you recave?

Probes:

° brochure/pamphlet

° video

° handbook or manud

° lig of resources (places to cdl or go for more hep or information)

Which information or maerids did you find mog ussful?

Which did you (or do you) find mog difficult to understand or to use?
why?

Probes:

° vay complex (eg. medicd terms, complicated concepts)

° “doctor or nurse did not explain it wdl”
° “did not seem to goply to me™...probe further
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° race/culturd issUes. ..probe further

° gender issues..probe further

) finances (“I did not have the money to buy recommended foods or medicines, €c.)
[ feding rushed in the vigt (“not enough time to tak about it”)

5. Are there materids that you wish you had, to address a specific question or concern? What
kinds?

If any of the following are not mentioned:
What about information on topics such as

dissese prevention (flu, pneumonia, food poisoning)
nutrition

smoking cessation

prevanting fdls and injuies & home

violence or abuse prevention

mentd hedth issues

V. PUBLIC HEALTH ROLE (15 minutes)

As the US population ages CDC has been recaiving more and more requests for information on
basic hedth issues and disease prevention procedures. Thus, CDC would like to reech older people

with the information they need to day hedthy and sffe Let's gpend the ret of our time together
taking about the potentid role of hedth depatments and CDC in encouraging and promating your

hedth and sety.

1. Some of you have mentioned the hedth depatment as a source of information.  Why dd
you cdl them?

Probes.

to answer a gpedific question or give advice

to provide educaiond maerids such as brochures, pamphlets, or handbooks
to make referrds (get information about loca resources or programs)

to recdve a svice (immunizaions, flu dhots vison screening, )

What was ther regponse? Wes it hdpful?

Elderly Discussion Guide Page 5



1a.

Or, no one mentioned cdling the hedth department for information about hedth or ety

isues? Why not?

° “just did not think about it”

° “did nat think the hedth department could hdp me’
° “hedth department is not for hedth care questions’
° “hedth depatment is only for the poor”

Do you know of friends or family who use the hedth department?

What ae some ways that the hedth department could be more helpful to you?

hatine

newddter/updaes on hedth and sofety

lending library for hedth and sfety videos

traning sessons or dasses

screening sarvices (diabetes, blood pressure, vison, hearing, dentd, etc.)

PREVENTION AND PUBLIC HEALTH SERVICES FOR ELDERLY (15 minutes)

When we tak about prevention we mean preventing diseeses or finding out about a diseese
early enough to keep it from becoming too serious. If sarvices to prevent diseases or illness
could be offered to people your age, which sarvices would you consder most important?

dentd check ups

immunizetions (flu shots, tetanus boodters, Hepdtitis B vacanations, €tc.)
vidon and hearing screenings

blood pressure checks

digbetes soreening

nutrition

smoking cessdtion  information

If you think about yoursdlf, your spousg, (if goplicable) or other people your age, what would
be the best way of getting these sarvices out to older people?

mobile vans

hedth far a locd churches

locd hedth department and/or dinic

locd senior dtizen's center

a hedth far through ther living fadlity (eg. thar goartment complex, ther assgted
living fadlity, etc)
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3. What would be the reesonswhy you would not take advantage of such servicesif they were
avalable?

Probes:

costs

trangportation (if not very dose hy)

acoess (physcd imparment or disgbility issues)
fear or digrust of medicd care

4, What about other people you know who are your age, why wouldn't they take advantage of
these sarvices?

VI. MATERIALS REVIEW AND CONCLUSON (15 minutes)

In an efort ensure that hedth and sefety information is as ussful and rdevant as possble, | would
like you to spend the find 10 to 15 minutes of our discusson reviewing the materiads | am passng
around the table. Please think about the format (Sze, shepe, color, print Sze, etc.) of these materids
and tdl me what you like and didike mos aout what you are reeding.

Those are dl the quesions | have. Does anyone have any other comments about any of the topics
we ve discussed-something you' ve thought of while we were talking about other things? Please fed
freeto cdl me a ---- if you think of something you'd like us to know about in the next few days

Thanks again for taking the time to give us your gpinions Please remember to Sgn the partiapant
lig and recaive your honorarium from me before you leave
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l. BACKGROUND AND INTRODUCTIONS (5 minutes)
Objectives:

’ Put participants at ease
Explain purpose of discusson and focus group process

Moderator will introduce herself, welcome participants, invite them to enjoy refreshments, and
didribute tent cards and consent forms.

Purpose:

As you know from the phone cdl inviting you to participate, this discusson is part of a sudy being
conducted by the Centers for Disease Control and Prevention. The purpose of the study is to learn
more about what you think is important in terms of preventing disease and injury and promoting

hedlthy behaviors among people your age. We are aso conducting similar discussion groups (both
here in Atlanta and in rura areas) with older people and providers to aso found out what they think

is important in keeping people hedth and safe as they get older.

What you share with us today [tonight] will assst CDC in determining topics of interest and needs
for the development of policies, guiddines, and manuds regarding hedth and safety for older
people. We thank you in advance for coming out and sharing your opinions and ideas with us.

Procedures:

Before | ask you to introduce yoursalves, | want to explain how this will work. I’'m going to ask a
series of questions to launch the discusson. Anyone can spesk out; you don't need, to wait for me
to cdl on you. But please keep in mind that we have a lot to cover in our brief time together, so
please don't be offended if | interrupt you to move on. It's important for us to hear from everyone,
and to cover the topics in equa depth.

| dso want to point out that thereé's no such thing as a wrong answer to these questions. We're
interested in your opinions.

We are tgpe-recording this sesson, even though my colleague is taking notes as well. | hope that

the tape recorder won't make anyone uncomfortable. We don’t expect to get into any persona or
controversd topics, but if we do, rest assured that we will not report on any comments by name.

The recorder is purdly for accuracy in our reporting. Please try to spesk loudly and clearly, and one
a atime.

Moderator will briefly review consent form with participants.
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Introductions:

Moderator will askparticipants to introduce themselves and briefly describe the type of assstance
they provide to their spouse or companion and how long they have caring for this person.

. HEALTH AND SAFETY INF'ORMATION--SPOUSE/COMPANION (15-20 minutes)
One of the topics of interest to CDC is the kinds of information you have avallable to you, and what
other kinds of materids might be helpful. Of particular interest to us, is what kinds of information

you have and need, as an older person who cares for a sick companion or spouse.

1. What are some of the main hedth concerns you have for your spouse or companion, what
kinds of hedth or safety issues are you deding with?

2. If you have a hedlth or safety question regarding the care of your companion or spouse who
do you usudly cdl or where do you go to get more information?
Probes
° doctor or nurse
° other people your age (family or friends)
° hedth department
° senior citizen's organization or center (eg. Red Cross, AARP, eic.)
] socid worker
] library

Is tha your usua source of information?

Is there anyone else you might cal or any other place you might go?

3. What situations or topics have you caled someone about in the past, or tried to get more
informetion  about?

Probes:

handwashing, cleaning, (preventing the spread of germs)

persond care (bathing, ord care, etc.)

injury prevention (prevention of fals safetyproofing, €tc)

CPR/ firg ad

nutrition

disshilities (physicd or mentd)

menta hedth issues (depresson, mortdity issues, Alzhemers, ec.)
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° sgns and symptoms of diseases
4. How often do you find you need hedth and safety information but it is not readily available?

5. Thinking back to when you first began caring for your spouse or companion, is there any
hedth and safety information that you think would have been important or helpful to have?

6. Are there any other kinds of genera hedlth care or safety information you would find helpful
for caring for your spouse or companion?

warning sgns of disease,

preventing fdls or injuries a home (safetyproofing your home)

nutrition and hedthy eating

exercise and physica fitness

smoking cessation

finding qudity hedth care (eg. home-based, nursng homes, hospitas, etc.)
information about important vaccinations (flu shots, tetanus boogters, Hep B)
mentd hedth (eg. deding with termind illness, Alzheimers, eic.)

food preparation/food safety

What format would you like this informeation in?
Probes:

poster

manua or handbook
video

brochurefflyer
newdetter

1. If some kind of hedth and safety class were offered, specificdly for older people who care
for sck companions or spouses, a a loca hospitd, clinic, or the heath department, would
you go?

Why or why not?

Probes:

° transportation

° potential costs

® “just not interested’
. time
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9.

10.

Would it make a difference if it were hed somewhere e like a alocd community center,
senior citizen's center, a loca church, loca library, locd school, job, or maybe a your
goatment complex or living fadlity?

Where could a class or sesson be held that was most convenient or comfortable for you?

What about for friends, family, or neighbors that are your age?

PERSONAL HEALTH AND SAFETY INFORMATION (15 minutes)

CDC is very interested in learning about the different types of information you could use to keep you
safe and hedthy while you are caring for your spouse or companion.

1.

Who do you cal or where do you go to get personal information about staying hedthy and
safe?

Probes:

° personal doctor or nurse

° other dderly (family or friends)

° locd hedlth department

° senior citizen's center or organization
° brochures or handbooks

What stuations or topics have you called someone about in the past, or tried to get more
information  about?

Probes:

° injury prevention (prevention of fdls, safetyproofing, etc)

° nutrition

® information on specific diseases or iilness (eg. Sgns and symptoms of diabetes, heart
disease, osteoporosis, €tc.)

° exercise and physica fitness

o mental hedth (depresson, termind illness, etc.)
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3. Have you ever received any materials from your doctor or nurse regarding your personal
health and safety? What kinds of materids did you receive?

brochure/pamphlet

video

handbook/manual

list of resources (places to cal or go for more help or information

4. Which information or materials did you find mos useful?

5. Which did you (or do you) find mogt difficult to understand or to use?

why?
Probes:

very complex (eg. medicd terms, complicated concepts)

“doctor or nurse did not explain it well”

“did not seem to gpply to me”...probe further

race/culturd issues...probe further

gender issues...probe further

finances (“1 did not have the money to buy recommended foods or medicines,” etc.)
fet rushed during vidt (“did not have the time to ask questions, hshe did not have
the time to redly explain it to me’)

6. As an older person caring for a sck companion or spouse, are there any other specific topics
or issues that you would like information on to help keep YOU hedthy and safe?

information on preventing persond injuries while caring for others
nutrition (“meeting both of our nutritional needs’)

immunizations

preventing the spread of germs in the house

mental hedth (depression, dress, mortaity issues)

smoking cessation

7. What would be the best format for this information or materials?

handbook/manua
video
brochures/flyers
posters/factsheets
newdetter
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Iv.  HEALTH AND SAFETY COMMUNICATION--PROVIDER (20 minutes)

1 Coming back to something we talked a little bit about when we firg darted, if you think
about al of the different things you do to care for your spouse or companion, what kinds of
hedth and safety concerns do you have?

Probes:

° nutrition/diet

) exercise and physcd fitness

. smoking

o medication compliance

. injuries (fals, accidents, etc.)

° mental hedth (depresson, mortdity issues, stress)
J driving safety

Is your spouse or companion aso worried about these things?

2. Do you discuss generd hedth and safety issues with your spouse or companion?

Are there any hedth and safety issues that are hard to explain to them?  why?

Probes:
° level of information is too complex
° gender issues (eg. “my grandfather does not want to cook or clean”)
° age or generationd issues
] mental hedth issues (Alzheimers, dementia, €tc.)
. driving sfety
3. Have you ever talked to your (or your spouse's or companion’s) doctor or nurse about any
hedlth or safety issues you have related to taking care of your family member? What did you
talk about?
Probes:
] nutritiorv/diet
[ ] exercise and physica fithess
. smoking
] medication compliance
() driving safety
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4. What kinds of things do you think your doctor or nurse worries about when it comes to you
taking care of your spouse or companion?

Do you share these concerns?

5. Have you ever received any hedth and safety information from your doctor or nurse on
taking care of your spouse or companion? What kinds of materids or information?

Which information did you find mogst useful?

6. Which information did you (or do you) find mog difficult to understand or to use?

why?

Probes:

° very complex (eg. medica terms, complicated concepts)

] “doctor or nurse did not explain it wel”

) “did not seem to apply to me”...probe further

® racelcultural issues...probe further

) gender issues...probe further

° finances (“I did not have the money to buy recommended foods or medicines, etc.)
. did not have the time (“too rushed during dinic vist”)

1. Are there materias or information that you wish you had, to address a specific question or
concern? What kinds?

If any of the following are not mentioned:
What about information on topics such as:

dissese prevention (flu, pneumonia, food poisoning)
nutrition

preventing fdls and injuries & home

mental hedth (depresson, dress, mortdity issues)
smoking cessation
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V. PUBLIC HEALTH ROLE (15 minutes)

As the US populaion ages CDC has been recaving more and more requedts for information on
basic hedth issues and disease prevention procedures. Thus, CDC would like to reech older people
with the informetion they need to day hedthy and sffe Let's gpend the ret of our time together
taking about the patentid role of hedth departments and CDC in promating both your hedth and

sdfety and hdping you care for your spouse or companion.

1. Some of you have mentioned the hedlth department as a soure of information for helping you
care for your spouse or companion. Why did you cdl them?

to answer a Jpedific question or give advice

to provide educationd materids such as brochures, pamphlets, or handbooks
to meke referrds (get information aoout loca resources or programs)

to recave a savice (immunizations flu dhots vison screening, €c.)

Wha was thar responss? Was it hdpful?

la. Or, no one mattioned cdling the hedth depatment for information about hedth or sfety

issues? Why not?

° “jud did not think about it”

® “did not think the hedth department could hdp me’

° “hedth department is not for hedth care questions’

° “hedlth department is only for the poor or for diseases’

2. Do you know of friends or family who use the hedlth department as a source of information?
3. Wha are some ways that the hedth department could be more hdpful to you?

hatline

newdetter/updaies on hedth and safety

lending library for hedth and sfety videos

traning ssssons or casses

screening sarvices (diabetes, blood pressure, vison, hearing, dentd, etc)
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VI.

PREVENTION AND PUBLIC HEALTH SERVICES FOR ELDERLY (10 minutes)

When we tdk about prevention we mean preventing diseases or finding out about a diseese
early enough to keep it from becoming too serious. If sarvices to prevent diseeses or illness
could be offered to people your age, which sarvices would you consgder mogt important?

dental check ups

immunizations (flu shots, tetanus booders, Hepditis B vacandions, ec.)
vigon and hearing sreenings

blood pressure checks

diabetes screening

amoking cessdion

nutrition

If you think about yoursdf, your spouse, (if gpplicable) or other people your age, what would
be the best way of getting these sarvices out to older people?

mobile vans

hedth far a locd churches

locd hedth depatment andlor dinic

locd senior dtizen's center

a hedth far through their living fadlity (eg. thar goartment complex, ther assgted
living fadlity, ec)

What would be the reasons why you would not take advantage of such savicesif they were
avalable?

Probes:

® costs

° trangportation

° acoess (physicd imparment or dissbility issues)
° fear or digrust of medicd cae

What about other people you know who are your age, why wouldn't they take advantage of
these sarvices?
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VII. MATERIALS REVIEW AND CONCLUSION (15 minutes)

In an effort ensure that hedlth and safety information is as useful and relevant as possible, 1 would
like you to spend the find 10 to 15 minutes of our discussion reviewing the materids | am passing
around the table. Please think about the format (sze, shape, color, print size, etc.) of these materids
and tdl me what you like and didike most about what you are reading.

Those are dl the questions | have. Does anyone have any other comments about any of the topics
we ve discussed--something you' ve thought of while we were talking about other things? Please fed
free to call me at ---- if you think of something you'd like us to know about in the next few days.

Thanks again for taking the time to give us your opinions. Please remember to Sgn the participant
lis and recelve your honorarium from me before you leave.
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[ BACKGROUND AND INTRODUCTIONS (5- 10 minutes)
Objectives:

. Put participants a ease
Explain purpose of discusson and focus group process

Moderator will introduce herself, welcome participants, invite them to enjoy refreshments, and
distribute tent cards and consent forms.

Purpose:

As you know from the phone cdl inviting you to participate, this discusson is part of a sudy being
conducted by the Centers for Disease Control and Prevention. The purpose of the study is to learn
more about what you think is important in terms of preventing disease and injury and promoting

hedthy behaviors among older people. We are dso conducting smilar discussion groups (both here
in Atlanta and in rurd aress) with older people and providers to dso found out what they think is

important in keeping people safe and hedthy as they get older.

What you share with us today [tonight] will assst CDC in determining topics of interest and needs
for the development of policies, guiddines, and manuds regarding hedth and safety for older
people. We thank you in advance for coming out and sharing your opinions and idess with us.

Procedures:

Before | ask you to introduce yoursdves, | want to explain how this will work. I'm going to ask a
series of questions to launch the discussion. Anyone can spesk out; you don't need to wait for me
to cal on you. But please kegp in mind that we have a lot to cover in our brief time together, so
please don't be offended if | interrupt you to move on. It's important for us to hear from everyone,
and to cover the topics in equa depth.

| dso want to point out that there's no such thing as a wrong answer to these questions. We're
interested in your opinions.

We are tgpe-recording this sesson, even though my colleague is taking notes as wel. | hope that
the tape recorder won't make anyone uncomfortable. We don’t expect to get into any personal or
controversd topics, but if we do, rest assured that we will not report on any comments by name.
The recorder is purdly for accuracy in our reporting. Please try to spesk loudly and clearly, and one
a atime

Moderator will briefly review consent form with participants.
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Introductions:

Moderator will askparticipants to introduce themselves and brigly describe the type of assstance
they provide and how long they have caringfor this person.

. HEALTH AND SAFETY [INFORMATION (20 minutes)

One of the topics of interest to CDC is what kinds of information you have avallable to you as a
family member who cares for an older family member.

1. What are some of the main hedth concerns you have for your older family member, what
kinds of hedth or safety issues are you deding with?

2. If you have a hedth or safety questions regarding the care of your older family member, who
do you usudly cdl or where do you go for information?

Probes:

personal doctor or nurse

your family member’s doctor or nurse

family or friends

hedth department

senior citizen's organization or center (e.g. Red Cross, AARP, etc.)
socia worker

library

Is this your usud source of information? Is there anyone ese you might cdl or any other
place you might go to for hdp?

3. What gStuations or topics have you caled someone about in the past or tried to get more
information  about?
Probes:
® handwashing, cleaning, (preventing the spread of germs)
® hygiene (bathing, ora care, €tc.)
° injury prevention (prevention of fals, safetyproofing, €tc)
° CPR/ firg ad
° nutrition
° disbilities (physcd or mentd)
® mental hedth issues (depression, termind illness, bereavement)
° sgns and symptoms of disease

Family who care for Elderly Discussion Guide Page 2



4, How often do you find you need hedth and safety information but it is not readily available?

What are some examples?

5. Thinking back to when you first began caring for your family member or friend, is there any
hedth and safety information that you thii would have been important or hepful to have?

6. Are there any other kinds of generd hedth care or sefety information you would find hepful
for caring for your dderly family member or friend?

warning sgns of disease

preventing fals or injuries a home (safetyproofing your/their home)
nutrition and hedthy edting

exercise and physicd fitness

smoking cessation

finding qudity hedth care (eg. home-based, nursng homes, hospitas, etc.)
information about important vaccinaions (flu shots, tetanus boosters, Hep B)
menta hedth (eg. deding with termind illness, Alzheimers, c.)

food preparation/food safety

7. What forma would you like this information in?
Probes:

poster

manua or handbook
video

brochure/flyer
newdetter
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8. If there were some kind of hedth and safety class (like a the hedth department or a loca
hospitd or dinic) specificaly for family members who care for an ederly family member
or friend, would you go?

Why or why not?

Probes:

] trangportation

] potentiad costs

° time

] ‘just not interested”

9. Would it make a difference if it were held somewhere e like a alocd community center,
senior citizen's center, a loca church, loca library, locad school, or maybe at your job?

10. Where could a class or session be held that was most convenient or comfortable for you?
11. What about for friends, family, or neighbors that are in a Smilar Stuation?

I11.  PERSONAL HEALTH AND SAFETY INFORMATION (15 minutes)

Caing for a ddely family member or friend can be very physicdly, emotiondly, and financidly
burdensome. Thus, CDC is very interested in learning about the different types of information you
could use to preserve your own well-being as wdl as that of your family member or friend.

1. As a family member for an elderly family member or friend, are there any specific topics or
issues that you would like information on to help keep YOU hedthy and safe?

information on preventing persond injuries while caring for others

nutrition (“megting multiple nutritiond needs’)

preventing the spread of germs in the house

persond mentd hedth (bereavement, coping with termind illness in a family
member, stress, etc.)

2. What would be the best format for this information or materias?

° handbook/manual
° video

° brochures/flyers
o posters/factsheets
° newdetter
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IV.

Have you ever received any information on keeping yoursdf hedthy and safe?
What kinds or types of information did you receive?

Probes:

o communication skills (how to communicate with my dderly family member)

° nutrition (meeting the nutritiond nesds for my family and my ddely family
member)

. family issues (maintaining a steble family environment, maintaining your marriage,
trangtioning a new family member into your home, ec.)

° mentd hedth issues

HEALTH AND SAFETY COMMUNICATION (20 minutes)

Coming back to something we taked a little bit about when we firg darted, if you think
about dl of the different things you do to care for your older family member or friend, what
kinds of hedth and safety concerns do you have?

Probes:

nutritior/diet

exercise and physicd fitness
smoking

medication compliance
injuries (such as fals)
driving sety

Is your family member adso worried about these things?

Do you discuss generd hedth and sdfety issues with your family member?
Are there any hedth and safety issues that are hard to explain to them?
why?

Probes:

levd of information is too complex

gender issues (eg. “my grandfather does not want to cook or clean”)
age or generationa issues

menta hedth issues (Alzhemers, dementia, €tc.)
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3. Are there any types of information or materids that would be hepful to share with them?

4, Have you ever taked to your (or your family member's) doctor or nurse about any hedth or
safety issues related to taking care of your family member? What did you tak about?

Probes:
° nutrition/diet
o exercise and physcd fitness
® smoking
[ ] medication compliance
° injuries (falls, accidents, etc.)
] mental hedth (depresson, termind illness, bereavement, etc.)
5. What kinds things do you think your doctor or nurse worries about when it comes to you

caing for your family member?
Do you share these concerns?

6. Have you ever recelved any hedth and safety information from your doctor or nurse on
taking care of your family member? What kinds of materia or informetion did you receive?

Which information did you find most ussful? Why?

1. Which information did you find mog difficult to use or understand?

why?

Probes:

] very complex (e.g. medicd terms, complicated concepts)

° “doctor or nurse did not explain it wel”

° “did not seem to apply to me”...probe further

L race/culturd issues...probe further

° gender issues...probe further

° finances (“1 did not have the money to buy recommended foods or medicines, etc.)
°

did not have the time (“too rushed during dlinic vigt”)

8. We taked about this a little bit before, but are there any other types of information or
materids that you wish you had, maybe to address a pecific question or concern?
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Probes:

disease prevention (immunizations, food poisoning, €tc.)
nutrition

preventing fals and injuries/safetyproofing

mental hedth (depresson, stress, mortality issues)
smoking cesson

driving safety

V. PUBLIC HEALTH ROLE (15 minutes)

As the US population ages, CDC has been receiving more and more requests for information on
basic health issues and disease prevention procedures. Thus, CDC would like to reach more people
with the information they need to stay hedthy and safe. Let's spend the rest of our time together
talking about the potentia role of hedth departments and CDC in encouraging and promoting both
your hedth and safety and in helping you care for your family member.

L. Some of you mentioned the hedth department as a source of information for helping you
care for your family member(s). Why did you cdl them?

Probes:

° to answer a specific question or give advice

° to provide educationa materials such as brochures, pamphlets, or handbooks
° to make referrds (get information about loca resources or programs)

° to recave a sarvice (immunizations, flu shots, vison screening, €tc.)

What was thelr response? Was it helpful?

la. Or, no one mentioned calling the hedlth department for information about caring your family
member or friend? Why?

° “jugt did not think about it”
J “did not think the hedlth department could hep me’
o “hedth department is not for hedth care questions’
o “hedlth department is only for the poor or for diseases’
2. Do you know of friends or family who use the hedth department as a resource?
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3. What are some ways that the hedth department could be more helpful to you?

hatine

newdetter/updaies on hedth and sfety

lending library for hedth and ssfety videos

traning sessons or dasses

screening services for dderly (diabetes, blood pressure, vison, hearing, dentd, ec.)

VI. PREVENTION AND PUBLIC HEALTH SERVICES FOR ELDERLY (10 minutes)

1 When we tak about prevention we mean preventing diseeses or finding out about a diseese
early enough to keep it from becoming too sarious. I services to prevent diseeses or illness
could be offered to your family member, which sarvices would you condder most important?

dentd check ups

immunizetions (flu shots, tetanus booders, Hepditis B vaccindions, €c.)
vigon and hearing screenings

blood pressure checks

digbetes screening

nutrition

snoking cessdtion

2. What would be the best way of getting these sarvices to the dderly?

mobile vans

hedth far a locd churches

locd hedth department and/or dinic

locdl senior dtizen's center

a hedth far through ther living fadlity (eg. thar gpatment complex, thar assged
living fadlity, ec)

3. What would be the reasons why you and your family member would not take advantege of
uch savices if they were avaladle?

Probes:

® costs

] transportation

° aceess (physcd imparment or disshility issues)
° time

° fear or digrust of medicd care
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VII. MATERIALS REVIEW AND CONCLUSON (15 minutes)

In an efort ensure that hedth and sefety information is as ussful and rdevant as possible, | would

like you to spend the fmd 10 to 15 minutes of our discusson reviewing the materids | am passng
around the table. Please think about the format (Sze, shape, color, print Sze, etc)) of these materids
and tdl me what you like and didike mogt about whet you are reeding.

Those are dl the quedions | have. Does anyone have any other comments about any of the topics
we ve discussed-something you' ve thought of while we were talking about other things? Please fed
freeto cal me a ---- if you think of something you'd like us to know about in the next few days

Thanks agan for teking the time to give us your opinions Flease remember to 9gn the participant
lig and recaive your honorarium from me before you leave
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l. BACKGROUND AND INTRODUCTIONS (5- 10 minutes)

Objectives:

. Put participants a ease
: Explain purpose of discusson and focus group process

Moderator will introduce herself welcome participants, and invite them to enjoy refreshments.
Purpose:

As you know from the phone cdl inviting you to participate, this discusson is part of a Sudy being
conducted by the Centers for Disease Control and Prevention.  The purpose of the sudy is to learn
more about what dder care providers think is important in terms of preventing diseese and injury
and promating hedthy behaviors among the ddaly. We ae dso conducting Smilar discusson
groups (both here in Atlanta and in rurd areas) with family members and the dderly to dso found
out what they think is important in kegping ddealy sofe and hedthy.

What you share with us today [tonight] will asss CDC in determining topics of interest and needs
for the devdopment of palides and guiddines regarding dder care. Because you ae on the front
lines of providing care for the dderly, your opinions are vary important. We thank you in advance
for coming out and shaing your gpinions and idess with us

Procedures:

Before | ask you to introduce yoursdves, | want to explan how this will work. I’'m going to ak a
saries of quedions to launch the discusson.  Anyone can pesk out; you don't need to wait for me
to cdl on you. But please kegp in mind that we have a lat to cover in our brief time together, o
please don't be offended if | interrupt you to move on. It's important for us to hear from everyone,
and to cover the topics in equd depth.

| dso want to point out thet theré's no such thing as a wrong answver to these questions. Were
interested in your opinions.

We are tape-recording this sesson, even though my colleague is taking notes as well. | hope thet
the tape recorder won't make anyone uncomfortable. We don't expect to get into any persond or
controversd topics, but if we do, rest assured thet we will not report on any comments by name.
The recorder is purdy for accuracy in our reporting. Please try to speek loudly and dearly, and one
aatime

Moderator will review consent form with participants.
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Introductions:

Moderator will askparticipants to introduce themselves, briefly dexcribe the types of services they
provide, and how long they have been involved in caringfor the elderly.

HEALTH AND SAFETY INFORMATION (20 minutes)

One of the topics of interest to CDC is hedth and sofety issuesin dder care. Thus weld like to fmd
out more about the kinds of hedth and safety information you have availadle to you, and what other
kinds of maerids might be hdpful.

1

If you have a hedth and sefety question, who do you usudly cal or where do you go to get
more  information?

colleagues

phyddan or nurse

hendbooks or guiddines

published books

posters

journd atides

ederly or senior dtizens organizations or others (eg. Red Cross)
hedth department

professond  organization

internet

locd library

What gtuaions or topics have you cdled someone about in the padt, or tried to get more
informetion  about?

handwashing, deaning, preventing the soread of diseases
injury prevention (prevention of fals safetyproofing, ec)
CPR/ fird ad

nutrition

disbiliies (physcd or mentd)

mentd hedth issues (depresson, bereavement, mortdity issues)

How often do you find you nesd hedth and sefety informetion but it is not reedily avaladle?
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What have you found to be the mogt ussful sources of hedth and sdfety information?

Is there any hedth and ssfety information you wish you hed, but don't? Think back to a
recent question you had...

Wha foma would you like this informetion in?

Probes:

° poster or factsheet
° manud or handbook
° video

° pocket guide

What types of infformaion are the mod important--for example hedth and ety
information that was paticularly surprisng to you or the mogt hdpful?

Is there anything you do differently as part of your job as a result of hedth and ety
informetion’?

HEALTH AND SAFETY TRAINING (15 minutes)

Have you ever recaved any spedific traning or participated in any workshops related to eder
cae andlor sfety?

Who or what organizetion provided these tranings?

Wha types of topics or issues were discussed in the traning?

Probes:

° CPR/first ad

° dissese prevention (cdleening, handwashing, food prepardtion, €c.)
° communicdion  ills

° nutrition

) sy

Which information did you find mod useful?

What was missing from your traning? Perhgps something you learned on the job, or figured
out on your own?
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For those who have not received any type of training...

6.

7.

10.

If training courses or workshops were available, would you attend?
What kinds of hedth and safety information would you find most useful to learn about?
What about topics such as:

° violence and abuse prevention

° communication skills (how to convey hedth and safety messages to dderly and their
family members)

° mental hedth issues

° nutrition

° exercise and physcd fitness

Where and when would it be most convenient to receive training?

Wha type of traning forma would you find most useful?

° peer workshops
] lectures
° videos

HEALTH AND SAFETY COMMUNICATION WITH ELDERLY (15 minutes)
What kinds of hedth and safety concerns do your clients and/or their families have?
Are these different from yours?

Do you discuss generd hedth and safety issues with your clients? If applicable, what about
ther families?

What hedth and safety issues are hard to explain or convey to your clients? Why?
Probes:

level of information is too complex
culturdl  issues

gender issues

age or generationd issues

fear (mortdity, medical procedures)
mentd hedth issues
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5. Wha materids are [or would be] hdpful to share with your dients?

6. Are there maerids you wish you had, to address a specific question or concern that comes
up a lot? (eg., fird ad, nutrition, deaning, €c.)

V. PUBLIC HEALTH ROLE (10 5 minutes)

As the US populaion ages CDC has been recaving more and more requedts for information on
basc hedth issues and disease prevention procedures. Thus, CDC would like to adopt a more
expanded role in providing dder care providers with the information they need to keep ddely sofe
and hedthy. Let's pend the next few minutes taking about the potentid role of hedth departments
and CDC in encouraging and promating hedth and sfety.

1 Have you ever used the hedth department as a resource?
° to answer a pedific quesion or give advice
° to provide brochures
° to make rfards
What was thar response? Weas it hdpful?
2. For those of you who have not cdled the hedth department for information, why not?
“jug did not think about it
“did not think the hedth department could hdp me’

“hedth department is not for hedth care quegtions’
“hedth department is only for diseases or things life STDs of food poisoning”

3. Wha are some ways that the hedth department could be more hdpful to you?

hatline

newdeter/updates on hedth and safety
lending library for hedth and sfety videos
traning workshops
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VI,

PREVENTION AND PUBLIC HEALTH SERVICES FOR ELDERLY (10 minutes)

When we tdk about prevention we mean preventing diseeses from occurring or finding out
about a disease early enough to keep it from becoming too sarious  If services to prevent
diseasss or illnesses could be offered to the dderly, which services would you consder most
important or critical?

dental check ups

irmunizations (flu shots, tetanus booders, Hepditis B vaccinaions, €ec.)
vigon and hearing soreenings

blood pressure checks

diabetes screening

nutrition

amoking cessdion

If you think about the dients you sarve, what would be the best format or method of
ddivering these savices to them?

mobile vans

locd churches

locd hedth department and/or dinic

locd senior dtizen's center

a hedth far through their living fadlity (eg. thar goartment complex, their assgted
living fadlity, ec)

Agan, thinking about your dients what would be the reasons why they would not take
advantage of such sarvices if they were made availadle?

Probes:

costs

trangportation (if not very dose by)

aceess (physcd imparment or dissbility issues)
fear or digrust of medicd care

denid
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4. As an dder care provider, would you be willing to asig your dients in ether aranging or
accessing such savices (eg. make an gopointment for a screening, bring them to a locd
hedth far, arange a vidt by a visting hedth care provider, ec.)?

Why or why not?

Probes:

° too much of a burden (not within the scope of my job)

° my dient would not be interested

° my dient has a vidting nurse or private provider who dtends to these needs
° finances (I would have to charge my dient more and they could not afford it)
° not my rolenot my job

VIl. MATERIALS REVIEW AND CONCLUSION (10- 15 minutes)

In an efort ensure that hedth and sefety information is as ussful and rdevant as possible, | would
like you to spend the find 10 to 15 minutes of our discusson reviewing the materids | am passng
around the teble. Please think about the format (3ze, shape, color, print Sze, ec.) of these maeids
and tdl me wha you like and didike mogt about whet you are reading.

Those are dl the quegtions | have. Does anyone have any other comments about any of the topics
we ve discussed-something you' ve thought of while we were talking aboout other things? Please fed
freeto cal me at ---- if you think of something you'd like us to know about in the next few days

Thanks again for taking the time to give us your opinions. Please remember to Sgn the participant
li and recaive your honorarium from me before you leave.
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