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Abstract
The Community Outreach Education Program

(COEP) was designed to provide educational interven-
tions to disseminate information about the diagnosis,
assessment, management, and treatment of dementia to
health care professionals, service providers, staff of vol-
unteer and community organizations and family
caregivers. The present study describes one component of
the needs assessment phase of the COEP-focus group
interviews conducted with family caregivers and service
providers. The predominant themes identified included
myths and misconceptions about dementia, barriers to
effective service delivery, and community strengths. The
results were used to inform the curriculum andformat of
the community-based dementia education interventions
designedforfour sites in rural Michigan.
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Introduction
Although people with dementia and their care provid-

ers often need a wide range of services (e.g., diagnosis
and assessment, respite care, in-home services), family
members report that these services are difficult to obtain.
Numerous barriers have been reported, including the lack
of availability of needed services, poor coordination
within the service delivery network, and limited commu-
nication among local agencies."2 Misconceptions and
inaccurate information about dementia may also prevent
or delay utilization of the health care system. For exam-

ple, if it is commonly accepted that symptoms of demen-
tia are part of the normal aging process and that there is
nothing that can be done for a person with this disorder,
family members will be unlikely to seek needed services.-
Denial of symptoms and reluctance to seek help can also
be generated by feelings of shame, the stigma of demen-
tia, suspicion of the health care system, and fear of
institutionalization.4'5 In light of these widespread myths
and misconceptions, it is not surprising that family mem-
bers delay seeking a diagnosis and support services until
a significant event or crisis triggers a response. Ideally,
people with symptoms of dementia should receive prompt
medical attention.

In rural areas, access to needed services and health
professionals who are trained in dementia may be
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especially limited.6''For example, information and refer-
ral and diagnostic and assessment services are frequently
less available in rural than in urban areas. Even when
these services are available, families frequently report
that transportation and traveling long distances to receive
health care is a major concern.89 Finally, the value and
belief systems of older rural residents, particularly the
importance of self reliance and individualism, may de-
crease their willingness to seek and receive assistance.'0, II

To address structural attitudinal barriers to seeking
dementia services, community-based outreach efforts are
needed to dispel myths and misconceptions, increase the
coordination and cooperation among service providers,
and disseminate accurate information about dementia and
available services.'2 Including representation from health
care professionals, service providers, and staff ofcommu-
nity organizations and voluntary agencies increases op-
portunities for identifying community goals, problems,
and issues. Cooperative efforts help to develop commu-
nity competence and empowerment, and provide a greater
understanding of cultural values and beliefs. Familiarity
with relevant channels of communication within the com-
munity facilitates the correct response to local needs and
interests and ensures the institutionalization and long-
term success of outreach efforts.'3"-

The Community Outreach Education Program
(COEP) was developed to disseminate information and
skills related to the diagnosis, assessment, management
and treatment of people with dementia to health care
professionals, service providers, staff of relevant commu-
nity organizations and voluntary agencies, and family
members in Michigan. The long term objectives of the
COEP are to increase awareness, utilization and coordi-
nation of the service delivery network, and foster an
effective and knowledgeable community network that
works collaboratively to improve care for patients with
dementia and their families. Based on a community de-
velopment model, all phases of the project are part of an
outreach education process that facilitates community
empowerment and mobilization to create change.'6

The present study was conducted to explore:
* Knowledge of and attitudes about dementia and

services for people with dementia;

* Perceived barriers to coordinated and effective
service delivery; and

* Community strengths and resources.

Data were collected using focus group interviews
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coordinated by members of lay advisory boards estab-
lished in four rural communities selected as COEP inter-
vention sites. The interviews represent one component of
a needs assessment conducted prior to the implementa-
tion of the COEP Results will be shared with the com-
munity advisory boards, which will assist in the process
of identifying needs and developing locally relevant edu-
cational interventions to improve the response to people
with dementia and their families.

Methods
Focus group interviews

As described by Basch"7 focus group interviews rep-
resent an important exploratory step conducted prior to
the development and implementation of a comprehensive
health education intervention. A focus group interview is
"ia qualitative approach used to obtain data about feelings
and opinions of small groups of participants about a given
problem, service, or other phenomenon." Focus groups have
been used successfully to guide the development of a variety
of health education interventions18 and are especially useful
when exploring issues that people do not frequently discuss
through normal channels of communication.'

The moderator of a focus group interview creates a
non-threatening and supportive climate that encourages
all group members to share their attitudes and opinions.
The moderator also facilitates interaction and covers key
topics and questions in a prepared outline. Because a
secondary goal of the current study was to examine the
attitudes and opinions of various constituents within the
service delivery network, group membership was consid-
ered a criterion for creating contrasting subgroups. Inclu-
sion of contrast variables in a sample design is useful for
comparing attitudes between subgroups and for deter-
mining which attitudes are common.20 In the present
study, focus group interviews were conducted separately
with family caregivers and service providers. Both groups
provide care and services for people with dementia as part
of the formal and informal service delivery network.
Thus, being a care provider is considered the control
characteristic.

Based on these contrast and control characteristics,
focus group interviews were conducted with 1 I groups of
family caregivers and eight groups of service providers in
the four rural areas selected as intervention sites for the
COEP Michigan's "Thumb" Area, the Upper Penin-
sula, Northeast Michigan, and Mid-Michigan. As de-
picted in Figure 1, the catchment area for the Thumb Area
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Figure 1. Map of Michigan. depicting COEP intervention sites.
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site includes Sanilac, Tuscola, and Huron counties; the
Upper Peninsula site includes Marquette and Alger coun-
ties; the Northeast site includes Alcona, Alpena, Mont-
morency, and Presque Isle counties; the Mid-Michigan
site includes Gladwin and Midland counties. (Educa-
tional interventions were planned and implemented in six
sites in Michigan. The present study focuses only on the
four rural sites.)

Participants were selected by local advisory boards
established at each site and included health care profes-
sionals, staff of government, social service and voluntary
agencies, community leaders, and family carerivers who
were recruited by a site coordinator in each commun 6
Local advisory board members also assisted in identifying
interested family caregivers, primarily by soliciting the
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involvement of local Alzheimer's disease support groups.
The number of participants in each group ranged from
nine to 15.

Procedures
Two health educators with Master's level training in

public health and expertise in qualitative data collection
served as facilitators for the interviews. As part of the
introduction, the facilitators stated that the goal of the
discussion was to explore attitudes about dementia and
services for people with dementia. Participants were in-
formed that results would be used in the development of
community-based dementia education interventions and
that their responses would be kept confidential. The pro-
cedures involved in audiotaping were explained and a
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tape recorder was set up in a visible location. Verbal
consent to record was obtained in advance. Each focus
group interview took approximately two hours and was
held at a location suggested by the local advisory board.
In order to develop descriptive profiles, participants were
asked to complete a brief demographic questionnaire
after the focus group interviews.

The following questions were included in the focus
group interview protocol:

* How aware and knowledgeable is your commu-
nity about dementia?

* How aware do you think people are about serv-
ices for people with dementia in your commu-
nity?

* What barriers have you or others faced in obtain-
ing services in your community?

* How would you characterize the coordination and
communication among various components of
the service delivery system? and

* What are your community's strengths?

Several additional questions about the availability of
services and recommended strategies to improve the serv-
ice delivery network were also included:

* What types of information about dementia are
available in your community?

* What can be done to improve the information and
referral system for people with dementia and their
families? and

* What kinds of education and training programs
would best address the concerns you have?

The audiotapes were transcribed after each interview,
yielding approximately 50 pages of transcript. Ethnog-
raph,' a software program designed to facilitate exami-
nation of qualitative data was used to analyze the
transcripts. First, a list of key ideas, phrases, and verbatim
quotations was generated. Next, major themes and sub-
themes were extracted and quotations to illustrate each
subtopic were selected.22

Resu Its
Descriptive profiles

A total of 138 service providers and family caregivers
participated in the study. Of the 87 family caregivers, 77
percent were women, 99 percent were white, 78 percent

18

were married, and 91 percent completed at least high
school. The mean age of participants in this group was
64, with a range of 22 to 85. Of the 63 service
providers, 83 percent were women, 97 percent were
white, 73 percent were married, and all completed at
least some college. The mean age of participants in this
group was 48 years, with a range of 23 to 79 years. The
majority of family caregivers (90 percent) and service
providers (68 percent) reported having personal involve-
ment with a relative or friend with dementia.

Themes and sub-themes

The general themes that emerged from the focus group
transcripts included: myths and misconceptions about
dementia; awareness of dementia; structural, attitudinal
and illness-specific barriers to effective service delivery;
and community strengths. Quotations that illustrate each
of these themes and corresponding sub-themes are sum-
marized in the next section.

Myths and misconceptions about
dementia
Dementia is a mental illness

"...you still have the tag on Alzheimer's disease that
people have mental illness and are embarrassed to
bring it out in public. Grandpa's going nuts. Terrible."
"It's amazing how many referrals have come
through our community mental health. I think that's
because the family has this idea that ... something is
wrong mentally."

Symptoms of dementia are part of the normal
aging process

"I encounter some folks that think it must be Alzhe-
imer's, that it's a natural thing with old age and what
can we do about it anyway? So, we'll just handle it as
long as we can, rather than being more assertive and
aggressive about seeking out information, seeking the
definite diagnosis, looking into services and all that."
"...there are still doctors who see it as senile demen-
tia and as just a natural part of aging ...can't do
anything about it anyway, so why refer them on to
use up our tax dollars for more tests?"
"My mom's doctor said if you really want to get the
complete story, have her go to a Neurologist... And
she said, 'No way am I going to a doctor, I'm 82
years old ... I expect this."'
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Nothing can be done for people with dementia

"The physicians ... don't have a pill to give you, they
don't have the operation to cure you, they can't do
anything for Alzheimer's."

"I think at least half of the professionals think it's
hopeless, if not more than half."

Memory loss is a sign that dementia is inevitable

"Every symptom [of memory loss] begins to be-
come Alzheimer's or possible Alzheimer's. I think
it's getting blamed for a lot of things that aren't
there.'

"When they ... recognize it [memory loss] you need
to stop the panic. They [older adults] jump to con-
clusions that it's Alzheimer's when maybe it's
something else."

Misconceptions about the cause/nature of
dementia

"I think that if you're connected with the disease,
the first thing people think of, and possibly some-
times the only thing, is memory loss..you say
Alzheimer's, and they say memory loss."

"What is the difference between senility and Alzhe-
imer's? Is there a fine line or is it the same? I think
we're just calling senility Alzheimer's disease."

"The way he [the doctor] described it, is that yourbrain
is made up of a lot of little bubbles and as you grow
older they burst and you forget how to do things."

Awareness of dementia
Media attention

"You hear the news talking about Alzheimer's."
"I don't think there's a single series on TV that has
not had someone depicted with Alzheimer's dis-
ease...that has helped to make people more aware of
it."

"I got a hold of an article about Alzheimer's disease
and she acted just like it said in the article. I believe
it was in Newsweek, back in about 1980. Prior to
that, I never heard of Alzheimer's disease."

Awareness among the public and service delivery
network

"If you're out in the community . .. you don't really
see that many people with Alzheimer's because
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most of them are kept home. A few of them get out
and they go places, but it's rare that you see it."

."It's really hard...to find a family that Alzheimer's
hasn't..touched in some way."
"We're just now getting some community leaders to
acknowledge problems with alcohol and drugs in
our county. We have a long way to go before they
admit that some of our families have dementia and
maybe it's in the genes."

Awareness of services, interventions and
treatment for people with dementia

"People don't know that there are methods to deal
with the difficult behaviors...and there are some
simple things, behavior modification...that can
help."

"There are medicines they're working on. Tacrine
has just been approved by the [Federal] Drug Ad-
ministration. That's something that people should
be aware of."

"No one knows what respite care even means."

"One of the things I'm asked to do as a professional
is to make recommendations to family members or
to the patients themselves about the kinds of things
this person should be doing or not doing. Should
they be driving, taking their own medications with-
out supervision, paying their bills? The families are
often looking to me to make suggestions-where do
I get help for these issues?"

Barriers to effective service delivery
Structural barriers

Lack of coordination in the service delivery network
"We don't necessarily act regionally...it's county by
county and defined by social services and mental
health and public health...they don't overlap
much...we're not really aware of what's in the other
counties."

"Our county has a lot of resources, but they are
rather disconnected and disorienting, particularly to
family members."

"There's a particular group of agencies who do
cooperate with each other, but we can't draw in the
other agencies. It's real difficult.. .either no time, no
funds, or there's no staff to do it. The interest is just
not there..."
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Cost of services
" ...it comes down to an ordeal with family members
who can't afford to provide care for their loved ones
and consequently end up being a nursing home
placement ... there needs to be some kind of a match
situation or a sliding scale. Up in the rural area here,
people are on limited budgets."
"They (caregivers) don't feel that they can afford to
pay somebody $7 an hour to stay with their loved
one for them to go to support groups to get help to
deal with the rest of the hours."
"Well, cost is definitely a factor for a lot of people.
They don't have insurance, or can't afford insur-
ance, they're not going to go see a specialist and
have multiple testing done."

"Some families who have the means will go a step
further and take their families...down state to try to
get a further diagnosis. But, there's a lot of people
who can't afford that, or they're too stressed out to
go any farther with it and they just try to make do
with what they've got."

Service agencies are overburdened, understaffed, or
unavailable

"Agencies are understaffed. They need more help.
They get behind sometimes because they can't take
care of all the patients that they have."
"Mental health is becoming overburdened ... there
are many (people with dementia) on waiting lists..."

"There is a lack of money available for res-
pite.. there's not enough resources to handle all of
this."

Distance and transportation
"I used to get somebody who would come and stay
an hour ... you take a half hour to drive somewhere
and then you have to turn around and do a half hour
back ... the hour was gone, you didn't have time to
do anything in town."
"...a barrier is that counties (in our area) are large
...part of the resistance to taking them to day care is
because it's 20,40, 50 miles to get there. So you're not
just thinking of the time of the day care, it's the time
of getting the client ready and the transporting."

Reimbursement policies for services are too restrictive
"We know doctors who would put a family member
in a nursing home before they'll recommend home
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care..-because they don't get reimbursed from home
care...

"It's the same trouble with home health. We know
that home health would be a good option, but we
can't find a skilled nurse and we can't figure how to
get services in the home that are Medicare reimburs-
able."

"The person who has more income doesn't qualify
for Medicaid, but doesn't have enough resources to
hire caregivers, and yet it would cost the system less
money if they could be cared for at home than if they
were in the nursing home."

Lack of access to comprehensive diagnostic and
assessment services

"...the doctor doesn't even ask about Alzheimer's,
they just basically check your lungs, check your
heart and out the door you go. That's the end of it.
You get nothing but that around here."

"A lot of folks... have had a diagnosis but have never
had any ruling out tests, and I'm thinking...how
many of these people have brain tumors or the
wrong medications, or are severely depressed?"

Family physicians do not always make referrals for
services

"...he diagnosed her. He did not tell us one thing
about who to contact. The only thing he told us is I
suggest you get a guardian."
"Some of the family care physicians feel that once
they make a referral to a specialty...that they are
going to lose that patient...there's that perception
out there and therefore a lack of referral for the
evaluation."

"We have an aging physician population..they are
really reluctant to relinquish control over their pa-
tients. It's difficult to get referrals out of them."
"Well, physicians don't like to make referrals to
outside agencies, so I tell clients that there are
services out there and I give them brochures and
they can be self referrals. That way, I'm not going
against the physicians' wishes and I don't have to
document that. There are ways of getting around it."

Attitudinal barriers

Stigma of dementia
"...the guilt and shame associated with cancer is
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gone, so many families have dealt with it. We need
to see that happen with Alzheimer's disease ...i

Stigma and guilt about seeking help and receiving
services

"In this community, going to see a psychiatrist (for
diagnosis and assessment) is the end of the world.
Sometimes I (a local psychiatrist) want to wear a
hood over my head when I go out in public. Things
have to be bad for them to come to me with their
troubles."

"With Alzheimer's it takes a long time for them
[family members] to come to us to access serv-
ices...it's very difficult for them because of the guilt
associated with it."

Value of self-reliance
"I think there's a self-reliance and an independence
in a rural farming community."?
"If you're a good citizen, you won't ask for help.
You'll take care of it..."
"There's also, a stronger feeling [in isolated rural
areas] that...we don't take help from anyone."

Belief that family members should be responsible for
care

".-.they feel it's their parent or their relative, it's their
responsibility...there's an obligation there and they
go with it as long as they can. The person they're
caring for...wants to remain in the home or in the
context of the family. So that's why they wouldn't
go out for help at all."

"...a lot of families that were brought up here with
the old heritage of you take care of your own and
that's it...you keep your problems in the family."

Reluctance to seek services until a crisis occurs

"I don't think a lot of people would look or search
for help unless it really got critical and they simply
couldn't handle it."

"By the time we get there, the caregiver is worse off
than the client because they're run down and they're
ill."

Denial of symptoms
"In most cases, there's that time of denial ..family
members know that the person has a problem, but
the actual person afflicted is going through a denial
stage."
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"By the time the family recognizes memory loss or
by the time anyone is willing to confront it, it's
pretty severe."

"I think one of the big problems with the disease is
that people can't accept it or cope with it. Even
members of the family."

"You're in denial for such a long time because
you're trying to protect your loved one. You don't
want anyone to know that he isn't what he should
be. After a few years, you're not able to carry on the
charade and you finally have them diagnosed."

"My eldest son denied for a long time there was
anything wrong with his father. I think they ... don't
want to admit to themselves that this is happening
to someone they care about."

"She can't remember names or things that she did
or things that people told her, but she doesn't think
there's anything wrong with her. We're worried
about her living by herself "

Reluctance to seek health care in general or care from
specialists

"...we have a lot of elderly in this community who
still do not go to any physician or the health depart-
ment. We [Commission on Aging] have become the
stop gap where they call us... it's really amazing that
they have never gone to any type of health care."
"I think that is a problem ..especially with the eld-
erly patients...they say, 'Dr. Jones has been my
doctor ever since I can remember and he's going to
take care of all my problems and I'm not going to
see a specialist or go to another clinic as long as he's
here and willing to take care of me."'

Ageism
"There are a lot of doctors that don't like to treat
older people. Probably [because they] don't know
what to do. They can't help us if they don't know
what to do."
"I can't say that it's lack of knowledge on their part.
It's lack of interest and the part I find up here,
whether they have Alzheimer's or dementia, it's
basically, 'They're getting old and we don't care...
put them in a home... let them die.' And I've heard
them say it."

"I don't want to spend money on this demented old
person. You're spending my inheritance."
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"I'm really saddened to see that the older the person
is, the less even the family is willing to take steps to
make life better for that person."

Illness-specific barriers

Patient cannot participate in decision making
"You're dealing with someone who's not rational so
you can't counsel them, you can't speak to them
logically about what they're doing and have them
respond."

Health care insurance is inadequate for people with
dementia

"Most of the insurance will not pay for care for
Alzheimer's people, it's self-pay."

it's my understanding that nursing home insurance
will not take people with dementia or, once they find
out the person has dementia, the policy is void."
"For home care, they will not pay for someone to
come in and care for an Alzheimer's client. You have
to have an acute medical problem that's diagnosed
and that they can verify."

Fear of the diagnosis of a dementing illness

"I think that people are afraid to find out that their
family members may be diagnosed as having that
problem because they're going to lose that person,
even though the body may still be there."

"I see a lot of it when I go in the homes and talk to
the husband, the wife, and the children-they want
somebody else to handle it. They don't want to
admit that their mother or father has that dis-
ease...they don't want the diagnosis."

Concern about the role of family history in risk of
being diagnosed with dementia

"You think of it [dementia] when you get older
whether it existed in the past in your family. . you
hear that your mother or father died of this or had
that, and you expect the same for yourself."
"The business of whether or not it's hereditary is a
big concern to every family member."

Community strengths
Community action and cooperation

"Well, I think it's just the cooperation, being small,
you know. Just word of mouth will travel a long way."
"...in this area..-different groups can communicate...we
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know each other and we're a lot closer, we are able
to coordinate and discuss things, whereas in a bigger
area, they can't."

Close-knit ties and long-established roots

"We're not a large community, but small and close-
knit. There are a lot of...large, extended families here."

"There are so many of our population who are quite
a bit older...they're the roots of the community.
They've been born and raised here...they're inter-
twined, people are related heavily here."

Dedication and caring for residents in rural areas

"Pan of a rural community, especially ifyou've been
there for three or four generations, is that you know
a lot of people and...the people, as a rule, care ...you
know your next door neighbor and other people in
the community."

"There's a high commitment on the part of families,
or extended family, or neighbors...to help these peo-
ple (with dementia). It's not like a large metropoli-
tan area where you...lock your door and you have
no idea who lives next to you."

Strong cultural identity

"...most of our problems are... because we are rural,
but that's one of our strengths too as far as dealing
with people...networking and having more commu-
nity atmosphere."
"I think by virtue of the fact that we're so isolated it
makes us stronger, culturally."

Discussion
Myths, misconceptions, and general awareness of
dementia

The present study confirms previous research by iden-
tifying commonly held myths and misconceptions which
influence how family members and communities respond
to people with dementia. For example, focus group par-
ticipants indicated that symptoms of dementia are viewed
as part of the normal aging process for which nothing can
be done. Dementia shares a stigma with mental illness
and people with dementing illnesses are seen as "crazy"
or '1wrong mentally.' There is great confusion about the
cause and nature of dementia, with people referring to it
as old timers and senility, or assuming that all memory
loss is a sign of dementia.
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Because these beliefs may prevent or delay utilization
of needed services, including a comprehensive diagnosis
and assessment, efforts to increase public awareness of
dementia are extremely important. Although attention to
the topic has certainly increased in recent years, some of
the information disseminated by the media has resulted
in more confusion than understanding, especially se-
lected findings from ongoing research efforts that are
often taken out of context. For example, research on the
role of genetic factors and family history in Alzheimer's
disease is commonly misunderstood to mean that a diag-
nosis of Alzheimer's disease is inevitable if the disease
"runs in your family." Similarly, the public has been
exposed to promises about the effectiveness of new medi-
cations to treat symptoms of dementia and the availability
of a blood test that can be used for diagnostic pur-
poses.>324 Because the public generally has difficulty
interpreting research evidence, misunderstandings may
accelerate unnecessary fears about the risk of being diag-
nosed with dementia or provide false assurance about the
accuracy of unproven diagnostic tests or the potential of
currently available treatments. Thus, although media at-
tention to, and awareness of dementia has increased, both
knowledge and practical understanding of the disease
among the general public are limited, except for families
who have experienced dementia firsthand.

Barriers to coordinated and effective
service delivery
Structural barriers

Several barriers to effective service delivery were
identified in this study, including a lack of coordination
of health and social services agencies, the prohibitive cost
of services, the lack of available services (especially
diagnostic and assessment services and respite care) and
appropriate referrals, restrictive reimbursement policies,
as well as understaffing and high demand for existing
services. Although these barriers have been identified
previously, particularly in rural areas,26 the comments
made by family caregivers and service providers during
the focus group interviews reflect how these structural
barriers affect help-seeking behavior and the experience
of being a caregiver. Family members report several
frustrations related to the utilization of needed services:
being put on a waiting list for services that they need
immediately; physicians who do not provide an adequate
diagnosis or referral to services; difficulties under-
standing complex Medicare reimbursement policies; and
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the inadequacy of health insurance that does not cover
essential services.

Caregivers and service providers reported that physi-
cians are sometimes reluctant to make referrals to special-
ists for diagnosis and assessment because they fear losing
their patients. Alternatively, some families are reluctant
to seek a diagnosis from a specialist because they feel they
would be going against their doctor's wishes. Ultimately,
both of these attitudes reduce the number of people who
receive an adequate diagnosis and assessment for symp-
toms of dementia. Access to transportation is another
major problem in rural areas, especially for older adults
who may be unable to drive for reasons of health or
poverty.8 Even when transportation is available, however,
the need to travel long distances can effectively eliminate
the intended benefit of support services (e.g., respite/adult
day care, support groups) because the free time
caregiver's gain is spent in the car.

Attitudinal barriers

Several strongly held beliefs reduce the likelihood that
people in need of care for dementia will receive help,
especially in rural areas. As mentioned previously, many
focus group participants indicated that denial of symp-
toms due to the stigma of the disease is common. Family
members are also reluctant to seek community-based
services because they are seen as 'hand outs' or 'wel-
fare.' These misconceptions, in combination with the
belief that family members should be self-reliant and
solely responsible for the care of older adults, create a
very unfavorable situation for pursuing appropriate
health care options. Even when people do seek help, the
response they receive from health care professionals is
not consistently appropriate. Ageism and misconcep-
tions about dementia among health care professionals
reduce the likelihood that people will receive adequate
information and referral to needed services.

Illness-specific barriers

Several barriers to effective service delivery are spe-
cific to the nature of dementia. Except in the early stages
of the disease, people with dementia are usually not able
to participate in decision making about their care. This
complicates efforts to provide needed services, because
the patient cannot always understand the need to seek
services and may be uncooperative. Additionally, because
dementia is not considered an acute or a terminal illness,
family members are frequently denied insurance cover-
age for needed services. People fear a diagnosis of a
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dementing illness because of the pain associated with
losing a family member to a disorder that takes such a
devastating toll on the patient and family, the discomfort
experienced in confronting persons who are exhibiting
symptoms from their cognitive losses, and the realization
that family members might be at higher risk of being
diagnosed due to the hereditary nature of the disease.

Building on community strengths and resources

In addition to identifying barriers to coordinated and
effective service delivery, the focus group interviews also
allowed participants to articulate strengths and resources
in their community. Participants mentioned the small size
of their community as being advantageous to cooperation
and coordination of services, and that strong ties in the
communities, genuine dedication and caring for resi-
dents,7 and a strong cultural identity were all valuable in
their work as professional or family caregivers. These
strengths provide a solid foundation for implementing the
COEP in rural communities.

Implications for intervention
A second goal of the focus group interviews was to

establish priorities for community-based education and
training programs in dementia and elicit suggestions to
increase awareness of dementia among the public. Par-
ticipants indicated that health care providers, service
providers, hospital staff, home care agencies and long
term care facilities should be primary target audiences for
the intervention. In particular, physicians have an impor-
tant role to play in diagnosing and assessing the patient,
informing the family about the disease, and providing
referrals to needed services. Caregivers and service
providers who participated in the focus group interviews,
however, suggested that most local physicians were in-
adequately prepared to respond to people with dementia
due to lack of training and expertise about dementing
illnesses. According to participants, some physicians
reinforced the misconceptions that are commonly ex-
pressed among the general public, particularly that symp-
toms of dementia are a normal part of the aging process
and that nothing can be done for the disorder. Addition-
ally, local physicians (and their office staff) lacked aware-
ness of information and referral sources, and were
uninformed about the benefits of diagnosis and interven-
tion early in the disease process. Participants also sug-
gested that physicians need to be informed that a referral
to a local geriatric assessment team or diagnostic and
assessment center will not jeopardize their relationship
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with their patient. After the diagnosis is made, the primary
care physician can provide long term management of the
disease and serve as the gatekeeper for specialized care
and treatment.

Focus group participants also indicated a need to target
educational interventions to information and referral
agencies (e.g., staff of Area Agencies on Aging), govern-
ment agencies (e.g., local health department, Commis-
sion on Aging), law enforcement agencies, and the
general public. For example, outreach to service clubs
(e.g., Lions, Kiwanis, Rotary), churches, the local busi-
ness community, and community centers was recom-
mended. Another suggestion was to develop a speaker's
bureau as a mechanism to disseminate information to the
community. A supportive community and informed pub-
lic is especially important given the nature of the symp-
toms of dementia (e.g., wandering, getting lost in familiar
places). Because focus group participants expressed con-
cern that people don't understand the disorder unless it
affects them personally, efforts to educate the public were
thought to decrease the stigma, dispel myths and miscon-
ceptions as well as to increase community awareness of
the disorder. Mass media, including newspapers, radio,
local access public television, billboards, newsletters,
educational videos, senior fairs, public libraries, and the
local telephone book were suggested as effective means
of increasing awareness of local services. Families are
often the primary caregivers for as long as possible and
do not seek services until a crisis has occurred, often late
in the disease process when the stress of being a full time
caregiver has taken a toll. Consequently, caregivers may
also benefit from education and training that focuses on
skills to manage difficult behaviors, maintain optimal
self-care, cope effectively, initiate therapeutic activities
with the family member with dementia and understand
complex health care insurance policies.

Several limitations of the present study should be
noted. First, as with all focus groups, the sample used
was small and participants were not selected randomly.18
Focus group interviews, however, are adept at capturing
in-depth contextual detail and assisting in the process of
exploring the social context and subjective meaning of
dementia in the community.27 Also, data for the four sites
is combined. As noted by Krout,'0there is likely consid-
erable diversity among rural communities in attitudes and
values, availability of services, and barriers to service
util ization.

In summary, focus group interviews with family
caregivers and service providers proved to be effective in
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identifying attitudinal and structural barriers, educational
needs, and strengths and resources in the service delivery
network for people with dementia and their family mem-
bers. As part of the community development approach to

educational outreach, results were shared with the local
advisory boards established at each of the intervention
sites during a community forum and planning session.

This open dialogue provides the needed framework from
which to develop educational interventions that are tai-

lored to address local concerns and reflect the priorities
identified in the needs assessment. Most importantly, the
process of conducting the focus group interviews fostered
a level of community involvement, ownership, group

identity, and commitment to the COEP that will be vital
to the long term change in the response to people with
dementia and their families in rural communities.
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