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Abstract-

By 2050, most of the population growth will be in the African American
population, and other minorities. Because of this, it is important to study the health-care
habits of African Americans. One example of a disease in which African American’s
health care beliefs are unclear is dementia. Dementia is an umbrella term that describes
a variety of diseases and conditions that develop when nerve cells in the brain die or no
longer function normally. Symptoms include memory loss, communication issues,
functional incapacity, psychiatric disorders, personality changes, impaired judgment,
and unpredictable mood changes.

In order to learn more about the beliefs of African Americans regarding dementia,
an ethnographic study took place in which clergy members were interviewed in order to
fully understand how African Americans recognize and give meaning to dementia and
dementia Related Symptoms. Interviews lasted approximately 90 minutes. Within this
time, the participants were engaged in dialogue about their experiences with dementia.
After the interview took place, the interview responses were transcribed and coded to
find significant themes about the beliefs of dementia. Due to the purely qualitative
nature of this study, no statistical analyses were performed. This study demonstrated
that there may be numerous barriers that prevent some African Americans from
receiving the help and treatment they need when confronting dementia, including limited
resources, a lack of accurate knowledge of dementia causes and treatments, culturally
held views of help-seeking behaviors, and misinformation provided by non-medical

confidants such as clergy members.



Introduction-

By 2050, most of the population growth will be in the African American
population, and other minorities. Because of this, it is important to study the health-care
habits of African Americans. One disease in which African American’s health care
beliefs are unclear is dementia. In order to gain a better understanding of this, nine
African American Clergy Members were asked about their experiences with their
congregation’s beliefs about dementia, and their personal beliefs about the disease.
This study illuminated several compelling themes related to the experiences of clergy
members regarding their interactions with African American community members who
struggle with the care of loved ones living with dementia. These experiences of clergy
and the beliefs of their parishioners offer important insights into the help-seeking

behaviors of these African American community members.

Review of Literature-

“‘Dementia” is an umbrella term describing a variety of diseases and conditions
that develop when nerve cells in the brain die or no longer function normally
(Alzheimer’s Association, 2012). Dementia is commonly misunderstood to be a form of
Alzheimer’s disease, but Alzheimer’s disease is actually a known cause of dementia.
Alzheimer’s disease is just one of many causes of dementia. Currently 5.3 million
people in the U.S. have Alzheimer’s disease, and by the year 2050, that number is
expected to double (CDC). Symptoms include memory loss, communication issues,
functional incapacity, psychiatric disorders, personality changes, impaired judgment,

and unpredictable mood changes (Ravaglia, 1998). In some cases the cause of



dementia may include multiple conditions and/or other neurological diseases (Patterson,
2007). Factors associated with higher rates of dementia in the population include
elevated serum cholesterol levels, less than twelve years of education, and reduced
daily physical and mental exercise activity (Patterson, 2007; Ravaglia, 1998).

As dementia worsens for a particular patient, the family of that patient often
experiences increasing difficulty in finding effective ways to care for their loved one
(Donovan, 2011; Cooper, 2009). This is due primarily to the increasing severity of the
disease and the energy it takes to care for someone whose needs continually change.
For example, as the disease progresses the patient becomes more unable to do
everyday activities; the caregiver must now assist them in all of these activities at any
hour needed. Family members face the choice of providing care for their loved one,
bringing hired help into the home, or choosing to place them in a professional caring
facility. Many families resort to caring for their loved one at home (Ravaglia, 1998). This
is possibly due to the excessive financial costs that care facilities require. Families who
decide to care for the ones that they love often face a hard time attempting to cope with
the stress and burden of dealing with the sick family member (Gibson, 2010). Some of
the difficulties caregivers may face include dealing with violence, hallucinations,
continuous wandering, and delusions (Ravaglia, 1998; Arriola, 2005). Sleep
disturbances are a major difficulty felt by many caregivers. Constant disturbance can
lead to a long-term effect on a caregiver’s sleep or a sleep rhythm disorder (McCurry,
2004; Meguro, 2011).

African American caregivers of patients with mental illness such as dementia

face less of a burden than other races of caregivers (Gibson, 2010; Stueve, Vine, and



Struening, 1997). Those caregivers who do face an extreme burden can find
themselves facing depression. It has been shown that African American caregivers who
deal with depression are less likely to receive help (in dealing with the disease) than
other caregivers, also facing depression (Cooper, 2010). Much of the predicted
population growth in the United States over the coming years will be in Hispanic and
African American’s minority populations (Gibson, 2010). Thus it is important to learn
about the healthcare habits and trends in minority populations. Older African Americans
are twice more likely to become diagnosed with Alzheimer’s and other dementias than
older Caucasian’s (Alzheimer’'s Association, Dilworth, 2008). Studies have also shown
that those of Caucasian background contain more certainty and knowledge of
dementias than those of African American background (Roberts, 2006; Jett, 2006). This
indicates that when presented with a case of dementia, African American families would
have less understanding of the disease and its symptoms. This is possibly due to many
variables, some social and some economic. One reason is that local programs that
assist caregivers and help them with their problems are becoming more rare due to a
lack of adequate funding (Gibson, 2010). This funding is often direct from the
government. In fact, three quarters of states in this country do not have a policy that
supplies any assistance for families and family caregivers dealing with mental illness
(Gibson, 2010; Dixon, Goldman, and Hirad, 1999). The result of this lack of funding
often leads to local institutions such as the community church finding it necessary to
create programs to support caregivers as well as patients in the neighborhood. These
programs are extremely important yet rare, as the funds needed to adequately supply

help and resources are relatively non-existent. It is because of this lack of funding and



resources, particularly in local urban neighborhoods, that it is important to study and
understand church-based efforts to offer assistance and thus improve the healthcare of

African American families dealing with dementia (Gibson, 2010).

Research Question-
What are the experiences of clergy members regarding beliefs about dementia among
their African American community members and how do those beliefs relate to help

seeking behaviors?

Methodology-
l. Participants
a. Participants include four major groups. These groups include African
American clergy with predominately African American congregations;
African American family caregivers, aged 45 and older who care for a
loved one with dementia; African American non-caregivers, aged 45 and
older who do not have an immediate family member with dementia and
who do not work in healthcare; and Home Health Professionals, such as
nurses and social workers, of various ethnographic backgrounds who
work with large numbers of African American clients. These groups are
chosen in order to cover a broad diversity of viewpoints and perspectives
relevant to the guiding research question, and to build a multidimensional
conceptualization of African American illness beliefs. Approximately 60

interviews will take place in total (15 for each different group). The



interviewees are of mixed genders. By the end of the interview process,
nine interviews with clergy members were completed. Eight participants
were able to complete the full interview, and one was only able to
complete the clergy-specific portion of the interview due to time

constraints.

. Location

a.

In order to collect optimal data, the interviews are scheduled at the time
and place selected by the participant. By doing this, the comfort and
convenience of the participant is increased. The interviews will take place
in and around New York City, with locations in Harlem, Queens, and

Manhattan.

. Interview Protocol

a.

Upon the arrival of the participant, a period of informal conversation
begins in order to build the comfort of the participant. After this, written
consent from the participant is obtained. Thus beginning the start of the
interview. Interviews last approximately 90 minutes. Within this time, the
participants are engaged in dialogue about their experiences with
dementia, with an Interview Guide used by the interviewer as a reminder
of the topics and probing questions to be addressed during the interview
(See attached Interview Guide). As this is a qualitative study, all verbal

dialogues are digitally recorded, with participants’ consent.



V.

Data Analysis

a.

Digital audio files of each interview are replayed and transcribed
verbatim. The qualitative data are to be analyzed using Thematic Analysis
techniques. This is a four step process that includes open coding in which
distinct ideas found in each transcript are first given descriptive labels,
axial coding in which similar labels are combined into broad themes,
selective coding in which particularly meaningful themes which emerge
across interview transcripts are identified as the primary findings of the
analysis, and a final step in which selected themes are fully described with
examples of illustrative transcript excerpts. Due to the purely qualitative

nature of this study, no statistical analyses are to be performed.



Interview Guide

Interview Questions

1. Will you please tell me your ideas and beliefs about health and iliness as people

get older, including your personal experiences with older family members and

friends?

a. Whatis “normal” aging?

b. What illnesses are commonly associated with aging?

c. How do people maintain good health as they age?

d. What roles do others play in helping older adults?

The following questions will be used to elicit components of Explanatory Models of

dementia:

1) How do you refer to memory/cognitive problems among older adults? What do
you call it (informant gives Dementia Related Term <DRT>)? What are the

symptoms of [DRT]?
2) What do you think causes [DRT]?

3) When does [DRT] start? Why does it start when it does? How does one prevent

it?



4) What does [DRT] do to a person? What is happening in the person’s
body/mind/spirit?

5) How serious is [DRT]? How long does it last, and what changes occur over time?

How does it end?

6) What can be done for someone with [DRT]? What treatments are available?

What results can be expected from care/treatment?
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Clergy-Specific Interview Guide

1. Please discuss your experiences working with African American congregants

who are dealing with memory loss/confusion and aging.

a. What terms are used by your congregants to label memory loss/confusion

in old age? What terms do you use?

b. What concerns do families bring to clergy about [DRT] among older

adults?

c. When do families turn to clergy with these issues and what are their

expectations of clergy?

d. What approaches do clergy take in helping families deal with an older

member experiencing [DRT]?

i. What referrals are made?

e. What difficulties have you and your staff had discussing [DRT] with your

congregants.

f. What barriers exist for African American families to seek help for [DRT]?
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Results-
Beliefs of clergy regarding aging and dementia:

The clergy members interviewed in this study were all asked to share their
personal beliefs about dementia. Their answers demonstrate their knowledge about
aging and dementia. When asked about normal aging, the clergy members spoke about
expectations of physical decline in late life. They also acknowledged the importance of
health-promoting behaviors, including diet and exercise. When asked about the illnesses
that are commonly associated with aging, one clergy member mentioned malnutrition
caused, in some, by self-neglect. The clergy member explained that, “Folks either
choose not to, or they don’t eat proper meals. They don'’t eat things that are good for
them.” Other illnesses clergy members spoke about that are commonly associated with

aging include Alzheimer's, dementia, diabetes, and arthritis.

Clergy members also spoke about a decline in the strength of one’s memory as a
part of normal aging. Clergy members also went on to say that some various terms
used when referring to memory loss include dementia, Alzheimer’s, “Losing It”, and
“Slipping.” Clergy members’ confusion over what is factual on the topic of dementia
was discovered when they were asked about their personal beliefs as to what causes
dementia. Their answers had a mix of both accurate and inaccurate beliefs. One clergy

member noted that there was a chemical cause to the disease:

| read something about this stuff, if it's the utensils that we use in cooking or
things that we use like we drink out of aluminum cans or your pots or your cups.

All kinds of things, but really we don’t know what causes it. But they say leave

12



aluminum alone. | tell people “cook in something other than aluminum pots, find

better cooking wear.”

This thought emerged in the 1960’s and 1970’s, when aluminum consumption was
thought to be a possible cause of Alzheimer’s. This idea led to people becoming
concerned over aluminum consumption due to the use of commonplace items such as
pots and pans. Yet definitive correlations between aluminum exposure and Alzheimer’'s
disease have yet to be documented ("Alzheimer's myths"). Another clergy member
stated that they believed Dementia was caused due to lack of mental stimulation as a
result of technology. This clergy member stated that one doesn’t have to use one’s
memory as often anymore to remember things such as phone numbers, as phones do

this for you now.

When clergy members were describing the symptoms of dementia, some spoke

about memories than can be retained despite the impacts of dementia:

And the other day | was visiting a nursing home with someone with Alzheimer’s.
She said to me, “I thought our pastor was much tall yeah. You don’t seem like my
pastor because you’'re handsome and you’re tall.” And | said, “Yeah, I'm your
pastor!” And so | tried to make light of the conversation because she doesn’t
remember her family or her son or anything, but what happened there was, and
there were a bunch of people sitting around and they were so all seemingly out of
it, and | started saying our prayers, and | said ‘Our Father and everyone woke up
and chimed in, and it was just like wow - people who were just completely out of

it a minute ago started ‘Our Father’ and everybody started saying ‘Our Father.’

13



So there’s something about prayers and what memory that folks have that is still

there.

This comment is enlightening as it explores the idea that long-term memories, such as
the words to a prayer or song learned long ago, still remain accessible despite relatively
major impairment in the ability to recognize or accurately identify a familiar person. The
comment also alludes to the idea that familiarity can be used to the benefit of people
with dementia, which is a concept discussed by other interview participants as well. One
clergy member described the importance of, “keeping folks in familiar environments,
allowing them to constantly be exposed to things that they are and have been familiar
with.”

One clergy member suggested that another appropriate component of dementia

care is compassion:

There must be some compassion. They must not be made to feel helpless,
because they can’t take care of themselves. They must be a firm believer,

encouraged the way they are. Know their mental capacities are changing.
Those of us who have mental capacities with us, we have to make those

adjustments too.

This clergy member described compassion as a means of empowerment, which is at
the core of strength-base care. Empowerment and strength-based care are

compassionate models of interaction and intervention.
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Clergy-Congregant Interactions:

Many of the clergy members interviewed for this study described parishioners
who feel overstressed by the strain and burden associated with providing care to their
loved ones with dementia. They notice that family members stressed by their loved one
will come to clergy members when looking for help. These consultations include asking
the clergy members for assistance with family conflicts and for information about

treatment:

They're asking the clergy to mediate this. “You know this person's been a part of
this institution, well respected in the community, but they won't come, can you
help with...” Or “We're fighting with daddy now, and we don't want to. Can you
come?” Or “Can you help mediate some family conflict at times?” But also we're
sought out as encouragers to help encourage a particular place of treatment or
a particular protocol, if something's already been recommended and they're
trying to get their loved one to adhere to whatever the prescription is or
treatment. We're often called to encourage.
This quote shows the many different roles clergy members may assume when helping
families dealing with dementia. On top of giving suggestions for care and solving family
conflicts, clergy members also act as encouragers helping to guide the path of
treatment.
Families choose clergy members to talk to about their issues because the clergy
members know their family. These clergy members are aware of their position and

even added that, “they come sometimes for comfort. They come sometimes for that, like
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they, by the time they come to me and they start talking about medical things, they

know they need to go.”

Barriers to Helping:

Clergy members described barriers that prevent their African American
parishioners from seeking help for dementia, including economic challenges, lack of
knowledge, and cultural norms. Some clergy members believe that their congregants
don’t have enough money to deal with the costs that come with the disease. When
asked about the barriers that exist, one clergy member stated, “Money. Think about the
tests that have to be had to determine it. I'm just thinking, off of the top of my head, |
think that an MR is necessary. How much is an MRI today?” The clergy members also
noticed that many of their congregants lack the knowledge to see the early signs of
dementia. One clergy member stated, “They haven’t read up on it. They won'’t do the
reading, or they’ll just take one doctor’s opinion on it.” This idea shows that lack of
knowledge will cause many families not to know the right thing to do after the initial

diagnosis, and where to turn next.

Another barrier identified by the clergy members is resistance to openly discuss
health concerns. One clergy member said that this resistance among members of the
African American community is the greatest difficulty he confronts when talking about
Dementia with congregants. This clergy member said, “The biggest thing would be
getting them to admit that there is something wrong and then responding to it. But that

pretty much goes across the gamut for all health issues.” Clergy members said that this
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resistance stems from the African American culture, saying, “It's how we’re raised.
We're raised to take care of our own.” This quote implies that it is an idea passed on
and taught from older generations. One clergy member said that his congregants
nicknamed this cultural practice as “Big Momma Syndrome,” meaning that African

Americans don’t want to share private matters with people outside of their family:

I’'m trying to train them to change from the “Big Momma Syndrome,” saying we
don’t air our laundry, we keep it in. And by keeping stuff in sometimes is how you
don’t get the help that is needed or desired. Because you shut everything in and
no one else will know what is going on. It’s alright to share. Share with the right

people that can help you. You stay in isolation. You can’t receive help.

Numerous clergy members mentioned this resistance within the African American

community.

Discussion-

This study explores the lived experiences of clergy members in supporting their
African American community members around issues stemming from the care of loved
ones with dementia, as well as the perspectives of clergy members regarding their
parishioners’ beliefs about dementia and how those beliefs relate to help-seeking
behaviors. During the interviews with clergy members, several compelling themes
emerged in answer to these research aims. When asked about normal aging, the views

shared by clergy members were mostly accurate and as expected. One interesting
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finding was the belief that malnutrition caused by self-neglect is common among the
elderly. This finding represents a clergy member’s beliefs about normal aging. The
clergy member referred this to as an “eating disorder,” which is not an accurate
statement because an eating disorder is a psychological disorder with maladaptive
eating habits and the clergy member did not describe any evidence of mental illness.
This is an interesting finding, as malnutrition isn’t usually described as an illness one
would get as they age. It is alarming due to the fact that it adds yet another health
concern to the aging process.

A finding that related directly to the primary aims of this study is that clergy
member’s spoke about a decline in the strength of one’s memory as a part of normal
aging. Clergy members noticed that short-term memory was the first to decline, while
long term memory didn’t decline as quickly. This shows that some clergy members have
a sophisticated level of understanding of the nature of human memory and age-
associated memory deficits.

For both clergy members and their congregants, lack of knowledge about the
causes of and treatments for disorders of dementia may be problematic. Some beliefs
of clergy members are based on misconceptions, or a combination of both accurate and
inaccurate beliefs. For example, one clergy member spoke about aluminum
consumption as a cause of memory loss. This is not a current scientific fact. Another
misconception was the idea of memory loss being caused by lack of mental stimulation
due to technological advances. While there may be some emerging science around the
lack of intellectual stimulation as a potential exacerbating factor for neurodegenerative

disease, the idea of technology causing cognitive problems is an assumption has led at
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least one clergy member to give misleading information and inappropriate
recommendations to families when giving counsel about the care of their loved ones.
The congregants receiving this counsel may believe that they are responding
appropriately to dementia symptoms, while overlooking more effective intervention
options. For example, if a clergy member tells a family that the memory losses of their
loved one is caused by the use of aluminum cookware or reliance on the data storage
offered by cell phones, the family may decide to expend limited resources of time and
money on replacement pots or a routine of telephone number memory quizzes instead
of going to a health professional for further testing or for medication.

When talking about treatment, clergy members identified the goals of creating a
familiar environment and fostering the empowerment of people with dementia through
the use of compassion. A stable, familiar environment could help to provide
reassurance and comfort. It also supports memory functioning and reduces the
confusion that may result from changing the environment. The use of compassion
comforts the person with dementia to and reduces distress. This is a humane and
strength-based form of care that is broadly supported in the dementia care community.
While familiarity and compassion are excellent approaches for supporting people with
dementia, there was a noticeable lack of treatment recommendations based on other
widely promoted care and communication techniques, and ways of addressing safety
concerns. These oversights could be due to lack of knowledge regarding the
management of diseases of dementia. A similar lack of knowledge emerged as a theme
in the interviews as clergy members described their congregants’ ignorance about the

disease.
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An important finding of this study is that clergy members readily identify a
number of barriers preventing their African American congregants from seeking or
receiving the help they need to deal with the disease. One of the more prominent
themes mentioned in the interviews was a resistance to openly discussing health
concerns. Many clergy members said that it appeared to stem from the African
American culture. This resistance was referred to by one clergy member as “Big
Momma Syndrome.” This desire not to share personal issues can harm some families,
as they will not receive the help they need. If families keep such problems within the
family, and attempt to take care of it themselves, they will not know how to treat the
disease correctly or take advantage of services and resources that could lessen their
burdens.

Another barrier addressed by clergy members is family conflict. Clergy members
revealed that they are sought out by various families to help resolve family conflicts that
arise from time to time in the context of dementia care. In some instances, it seems that
caregiver stress and burden leads to conflict within the family. This conflict may also be
associated with disagreements over care methods or decisions related to seeking
outside help. These findings demonstrate a diversity of roles clergy members assume
to help families deal with dementia. Some of the roles clergy members assume can be

educators, counselors, and even mediators.

Conclusion-

This study contributes valuable insights into the dementia-related knowledge and

help-seeking behaviors of African Americans, as well as into the dementia-related

20



knowledge and practices of clergy members in a predominantly African American
community. This study demonstrates that there may be numerous barriers that prevent
some African Americans from receiving the help and treatment they need when
confronting dementia, including limited resources, a lack of accurate knowledge of
dementia causes and treatments, culturally held views of help-seeking behaviors, and
misinformation provided by non-medical confidants such as clergy members. Further
inquiry that builds upon the findings of this small preliminary work is recommended to
identify interventions so bolster appropriate help-seeking behaviors of African
Americans when dealing with dementia. In addition, community-level health education

campaigns are recommended.
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