MID-LIFE AFRICAN-AMERICAN WOMEN WITH TYPE 2 DIABETES: INFLUENCE ON WORK
AND THE MULTICAREGIVER ROLE

Purpose: Few studies have examined the mul-
ticaregiver role, including the work role, of Af-
rican-American women and the influence of
that role on diabetes self-management and the
ability to cope with type 2 diabetes. Therefore,
the purpose of this study was to explore the
perceptions of work and the multicaregiver
role of a group of such women to more clearly
identify the influence of these factors on dia-
betic self-management and personal coping.

Methods: Focus group methodology was used
to collect data from 12 mid-life African-Amer-
ican women. After data inspection, the re-
search team extracted themes related to work
and the muilticaregiver role. Identification of
relationships among and between themes
helped delineate explanations of data and re-
fine questions for future research.

Findings: Focus group analysis of participant
responses elicited 4 themes. Family as core
represented the participant’s role as leader of
her household. Work as survival defined the
stresses of work and the physical and psycho-
social responses to not working due to the so-
cial and economic costs of diabetes. Partici-
pants also identified pressures of balancing
work and family responsibilities due to diabe-
tes, a theme of impaired role function. The fi-
nal theme, inner-strengthening, defined partic-
ipants’ methods of self-preservation through
introspection and spiritual behaviors.

Conclusions: Despite their identification of
physical and psychosocial struggles with dia-
betes, participants did not think of diabetes as
a life-long illness because it affected their abil-
ity to remain at “the head of the table,” to
continue engaging in paid work outside the
home, and to provide for their families. His-
torical, social, political, and economic factors
supported the themes of the study and provide
a foundation for further research and health-
care delivery system changes focused on im-
proving the lives of these women and their
families, who are facing the challenges of
chronic illness. (Ethn Dis. 2002;12:555-566)

Key Words: African-American Women,
Working Women, Diabetes Mellitus—Type 2,
Life Change Events, Role Concept

From the Harris School of Nursing, Tex-
as Christian University, Fort Worth, Texas
(CSC); University of North Carolina at
Greensboro (SA); School of Nursing, Uni-

Carolyn S. Cagle, PhD;

Susan Appel, PhD; Anne H. Skelly, PhD;

INTRODUCTION

Type 2 diabetes is considered epi-
demic among African Americans in the
United States. African Americans are
twice as likely to have diabetes as com-
pared to European Americans.! This
problem is particularly evident among
women and increases with age for this
group. African-American women exhib-
it an even greater prevalence of diabetes
when compared to African-American
men, with 25% of African-American
women over age 55 having diabetes.?

African Americans with diabetes also
experience higher rates of complications
from their disease than do European
Americans. For example, African Amer-
icans are more likely to experience hy-
pertension,’® retinopathy,* and end-stage
renal disease' compared to European
Americans who have diabetes. However,
significant educational, attitudinal, and
socioeconomic barriers hinder efforts to
improve care among African-American
women and to prevent life-threatening
complications.”> These barriers cause
more perceived diabetic care burden for
African Americans than for other mi-
norities because of the high rate of com-
plications among this group and because
African Americans perceive the self-care
regimen required to control their disease
as being more complex than do other
ethnic groups.>® To that end, research
has attempted to identify factors within
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the social network of individuals with
diabetes that contribute to their effective
self-care and efforts to prevent compli-
cations and early death from the dis-
ease.””?

One component of the social net-
work for many African-American wom-
en with diabetes is work, paid activity
occurring outside the home. The envi-
ronment of a patient’s life includes the
effects of a social network of interac-
tions between the patient, family mem-
bers, and healthcare providers.'® Afri-
can-American women’s interactions with
co-workers also fit into this social net-
work definition. More than 60% of Af-
rican-American women are in the paid
workforce, and many of these women
work to economically survive and to
care for dependent children as single
mothers.'"2 Almost 26% of these wom-
en work as clerical staff'® or as service

or retail personnel.!+!8

These jobs re-
flect working-class positions as defined
by the US government” and involve
work that is often tedious and physically
demanding, and that lacks benefits such
as health insurance, paid vacation time,
and social support services generally be-
lieved to facilitate individual and family
health.?-2! Frequently working-class Af-
rican-American women receive lower
pay than do their European-American
counterparts in similar jobs, a factor
that influences access to services that
promote the health of African-American
families.??

An additional component of the so-
cial environment of African-American
women with diabetes is a multicaregiver
role, defined as serving directly or in-
directly as a provider of instrumental
and emotional support to others in one’s
social network. Despite the historical
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African-American women
exhibit an even greater
prevalence of diabetes when
compared to African-
American men, with 25% of
African-American women
over age 55 having

diabetes.”?

value placed on this role by many Af-
rican-American women, competing
roles inherent in the multicaregiver role
affect these women’s ability to effectively
manage their diabetes.”?32* These com-
peting roles include providing service as
a worker outside the home, as a parent,
a partner, and a community member.
Few studies have examined the multi-
caregiver role of mid-life African-Amer-
ican women and the influence of that
role on diabetes self-management and
ability to cope with diabetes. Therefore,
the purpose of this study was to explore
African-American women’s perceptions
of their social network of work and the
multicaregiver role to more clearly iden-

tify the influence of these factors on
their diabetic self-management and per-
sonal coping,.

METHODS

Study Population

Participants were 12 women be-
tween the ages of 35 and 55 years of age
(defined as mid-life) who were patients
at an ambulatory family practice clinic
in an urban community in the south-
eastern United States. All women cur-
rently worked or had worked outside
the home for pay in the recent past. The
majority of women identified them-
selves as working-class employees, and
all noted they held concurrent life roles
(mother, partner, worker, community
member) and had lived with diabetes for
at least one year. Religious affiliation
and activity was not directly collected
for the study, although participants ver-
balized the importance of this activity in
all focus groups. The average age of the
participants was 49.3 years; 50% were
divorced or separated; almost 60% had
education beyond high school; and 58%
had an annual income of $25,000 or
less. Due to the participants’ choice of
a range of annual income on the de-
mographic data form, the mean income

and standard deviation of this variable
could not be calculated to describe the

sample (Table 1).

Procedures

A family nurse practitioner and re-
search study assistant presented the
study to women who met the focus cri-
teria of the research during their regular
clinic visits. Only women who agreed to
participate in the study received a fol-
low-up phone call by the research assis-
tant and by one of the research team
members, who provided information on
placement and time of each focus
group. The research team paid special
attention to the busy lives of the inter-
ested women through flexible schedul-
ing of focus group sessions. No one on
the research team had worked with
these women before the study. Data col-
lection completed during focus groups
did not provide evidence that any par-
ticipants were related to one another nor
did it allow for comparisons between
the participants and women who chose
not to be part of the study.

Design

Focus groups were used to identify
opinions and attitudes of the sample on
the multicaregiver role and its relevancy
to diabetes self-management. The Afri-

Table 1. Description of the sample (N = 12)

Age Marital Status Job Role* Annual Income Education
35-44 years
(5 women) Single = 0 (0%) A =4 (80%) Less than $25,000 = 2 (40%) Less HS = 0 (0%)
Divorced = 1 (20%) B =0 (0%) $25,000-50,000 = 2 (40%) HS diploma = 1 (20%)
Separated = 1 (20%) C=1(20%) $50,000+ = 1 (20%) HS+ = 4 (80%)
Married = 3 (60%) D = 0 (0%)
45-54 years
(4 women) Single = 1 (25%) A=1(25%) Less than $25,000 = 3 (75%) Less HS = 0 (0%)
Divorced = 1 (25%) B =1(25%) $25,000-50,000 = 1 (25%) HS diploma = 1 (25%)
Separated = 1 (25%) C=1(25%) HS+ = 3 (75%)
Married = 1 (25%) D =1 (25%)
55-64 years
(3 women) Single = 0 (0%) A =0 (0%) Less than $25,000 = 2 (67%) Less HS = 1 (33%)
Divorced = 2 (67%) B = 0 (0%) $25,000-50,000 = 1 (33%) HS = 2 (67%)
Separated = 0 (0%) C = 0 (0%) HS+ = 0 (0%)
Married = 1 (33%) D = 3 (100%)

*Job role = data entry/clerical (A); teacher assistant/bus driver (B); teacher (C); or retired (D).

t Education = less than high school (less HS); high school diploma (HS); or educated beyond high school (HS+).
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can-American community has a strong
oral tradition for responding to stressful
life events,> and focus group method-
ology, as defined by one expert,?® main-
tained this tradition for the study. This
focus group methodology optimized the
ability of participants to express in their
own words the experience of being an
African-American, mid-life woman with
diabetes and multiple roles. Over the
course of 6 weeks, 3 separate focus
groups were held in a quiet classroom
at the Family Practice Clinic. An Afri-
can-American member of the research
team with a history of conducting focus
groups with African-American women
moderated the sessions. A note taker
and the study’s principal investigator
also attended each session. Each session
began after traditional work hours for
the participants (ie, 5:30 pm). The re-
search team provided refreshments ap-
propriate to a diet for persons with di-
abetes prior to and during each focus
group. Audiotaping of the focus group
sessions occurred based on prior in-
formed consent of the participants. The
moderator used a focus group guide and
relevant probes to gain additional re-
sponses to the posed questions (Table
2). As participants responded to each
question, their responses were placed on
poster paper and displayed across the
room. After the first focus group, the
research team refined the initial ques-
tions to provide further insight into the
multicaregiver role. All sessions lasted
approximately 1.5 to 2 hours. The study
was approved by the human safeguards
committees at the authors’ places of em-
ployment prior to implementation.
Throughout the study, efforts were
made to address the trustworthiness, in-
tegrity, and validity of the research pro-
cess as recommended by several quali-
tative research authors.?>?” These efforts
included using focused group questions
grounded in the literature on work and
diabetes of African-American women;
testing the questions with similar wom-
en as the participants; establishing rap-
port with the women through the con-
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Table 2. Focus group guide

Multicaregiver role:

® How has diabetes affected your life as a
woman? (probes: as a mother, as a partner
in an important relationship)

® How does diabetes affect your family?
(probes: affect your life as a working
woman)

® How does your family respond to your di-
abetes? (probes: how does your family
help or support you; if they help, who
helps and how do they help; if your family
doesn’t help, why? What could they do to
help you; how do you share your needs
related to diabetes with your family?)

Life stress/Social support:

® What are the special stressors in your life?
(probe: how do you deal with these stress-
ors? What works and what does not
work?)

® What are the needs of African-American
women with diabetes? (probes: how do
the following help these women [such as
you] meet these needs: family, commu-
nity, church/faith in God, healthcare per-
sonnel and healthcare system? Are there
groups that provide support for women
[such as you] who have diabetes?)

® |f you don’t have someone close to you
to help you with your diabetes, what do
you do?

® What does social support by others mean
to you as a diabetic woman?

® If you could change one thing about your
life as a diabetic woman, what would that
be? (probe: what advice would you give
an African-American woman with diabe-
tes to more effectively manage her life and
health?)

® How are the lives of diabetic African-
American women different than the lives
of diabetic women who are not African-
American?

Work:

® Has diabetes changed your life as a work-
er outside the home? If so, how?

® |f you do not work outside the home,
what do you do during most days?

® Has diabetes affected what you do each
day, or how you feel about your daily
tasks?

sumption of snacks and engaging in in-
formal conversation prior to the focus
groups; listening carefully to partici-
pants’ words and manner of responding;
and secking clarification of responses
through respectful probing by the mod-
erator. The study also involved an ex-
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perienced focus group moderator who
reflected participant ethnic and age
background, and an additional research
team member who had published infor-
mation on focus groups for persons with
diabetes. Integrity of the study was also
addressed by assuring women through
both oral explanation and written con-
sent that their responses would be kept
confidential; summarizing the content
of each session at the end of each focus
group, thus allowing participants to ver-
ify the accuracy of their comments; and
using a systematic data collection and

analysis throughout the

26-27

process
study.

Analysis

Each focus group was audiotaped,
and transcription of tapes occurred by a
typist who did not attend the focus
groups. To extract initial emerging
themes, the transcribed texts were com-
pared to specific notes taken by a re-
search team member that detailed verbal
and nonverbal comments of participants
(triangulation of data sources?”). Each
member of the research team indepen-
dently evaluated both of these records
from each focus group as soon as each
was available (analyst triangulation?”) to
verify and validate the analysis, as used
in a similar study.”?® The research team
then met and reached 75%-80% agree-
ment on the 8 to 10 different themes
evolving from individual team member
review. Continued team discussion al-
lowed for further comparison and de-
velopment of 4 primary themes related
to work and the multicaregiver role.
Consistent with thematic analysis, iden-
tification of relationships among and
between themes also occurred to delin-
eate explanations and define questions
for future research.?”

RESULTS

Focus group analysis of the partici-
pant responses elicited the following
themes: family as core; work as survival;
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impaired role function; and inner-
strengthening. Family as core represented
the participant’s function as matriarch
and leader of the household. Work as
survival included responses about the
stress in daily work, defined more as a
job than a career, and the stresses of not
working due to the social and economic
costs of diabetes. Tied to the pressures
of work and family were the problems
associated with impaired role function, or
the ability to manage diabetes given
competing responsibilities at work and
home. Inner-strengthening involved pres-
ervation of one’s self through introspec-
tion and spirituality. Through their con-
nection to God and supportive others
associated with the church, and by re-
interpreting the meaning of their disease
to themselves and others, these African-
American women developed resilient
skills that allowed them to cope with
adverse life events. Further description
of these themes follows.

Family as Core

Overall, these women appeared to
prioritize family over work consider-
ations in their daily lives. Other roles in
life seemed secondary to serving as a
mother or helper to family members.
Work wages supported the essential
needs of the family. One unmarried
woman, who had a stroke at age 60, de-
scribed her required role as a worker
outside the home to enable her depen-
dent siblings to stay together after their
parents died. She spoke of “switching
oft” shift work with her younger sister
so that one or the other could be at
home with the younger children. De-
spite this sharing of caregiving, this par-
ticipant believed she would always be
the one to “lead the family.”

Maintaining the lead role of the
family (or “head of the table”) remained
important to the participants despite
their fatigue and complications from
lack of effective disease management.
Two women noted the “burden” of
maintaining this role while trying to
manage their diabetes. One woman
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knew her family depended on her lead-
ership, but illness prevented her even
from “helping herself.” She acknowl-
edged she did not know “how to let
someone else be protector and provider
of her family.” The second woman, cry-
ing during the focus group meeting as
she talked about 2 homeless grown sons
who had recently come to live with her,
resumed the protector and provider role
after retirement by doing private duty
nursing at night to pay for the treatment
of one son’s chest infection. She stated
that she worried the entire time at work
about her son’s condition, as well as her
ability to provide safe care to her pa-
tients at work.

Family came first, even when partic-
ipants perceived that their children and
husbands did not physically or emotion-
ally support them. More than one wom-
an accepted the role to care for children
and spouse and, initially, these women
stated that they expected little help from
family members in return. Most women
in the groups were reluctant to ask for
their childrens help; however several
stated that when they had asked for
help, they found their children willing
to pay for expensive diabetes medica-
tions or to provide resources for their
mother’s basic living needs. Other wom-
en did not wish to become dependent
on their children and allow them to
“handle family affairs,” a behavior
which several participants noted occurs
more often in European-American
women (called “White” by participants)
than in African-American women with
diabetes. More than one participant
noted that African-American women
face more challenges to diabetes self-
management than do “White” women
because “African-American men do not
take care of their wives,” and many Af-
rican-American women “serve as a wife
and also a mother” to their husbands.
By the end of 2 of the 3 focus groups,
women agreed that African-American
women must raise more ‘sensitive sons,
husbands, and daughters” who are will-

ing to share the “head of the household”
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role in order to strengthen the African-
American family. According to partici-
pants, this support would increase fam-
ily understanding of the disease and de-
crease African-American women’s per-
ceptions that they “alone” handle a
complex self-care regime involving diet
modification, exercise, and stress man-
agement, lifestyle changes that lessen the
severity of later disease complications.

Work as Survival

Although these women prioritized
family needs over work, they believed
they had “no choice” except to work
outside the home in order to meet their
family’s financial needs. Half of the
women in this study worked because
they were the predominant breadwin-
ners in their family. Eighty percent of
the women worked or had worked as
bus drivers, administrative assistants,
teacher’s aides, and secretaries/clerical
personnel, jobs offering limited personal
control and little money. Several women
described their feelings related to work-
place discrimination and the little per-
sonal power they feel they have due to
their gender, race, and sometimes their
chronic illness. When asked by the
group facilitator whether work was a job
or a career, several women noted work
was a job—an activity completed be-
cause they “had to.” Despite negative
job environments perceived to increase
personal stress, these women worked to
enable themselves and their families to
afford housing, food, transportation, ex-
pensive diabetes medication, and im-
mediate healthcare treatment. Generally,
women in the focus groups had limited
economic resources with more than half
of the sample having an annual family
income of less than $25,000. Despite
this income level, these women were the
sole providers for their families, ranging
in size from 2 to 5 members. Placing
their family’s needs above their own,
many women noted they could not
spend their limited funds on perceived
expensive diet, exercise, or stress man-
agement changes, although they agreed
these might help control their diabetes.



Several women described their re-
sponse to working outside the home as
obligatory and unpleasurable, but stated
that as head of the household, “you do
what you don’t want to do in order to
keep things in place, to keep the family
alive.” These women emphasized, “you
have no choice” [but to work]. The
presence of diabetes contributed to the
unpleasantness of their work because,
for many women in the group, the ill-
ness “slowed them down,” and they per-
ceived themselves to be less efficient at
work compared to their productivity be-
fore their illness. For these women,
work was now done “out of necessity,
not out of joy” (as it seemed to have
been before diabetes).

On the other hand, one third of the
women perceived a “need to work” for
reasons beyond financial survival. They
worked outside the home because “it
was the right thing to do.” For these
women, work was more than just a job.
Many noted they liked socializing with
women co-workers and appreciated the
opportunity work gave them to feel
competent as an African-American
woman. Others were committed to their
communities, worked to improve those
settings, and demonstrated a strong cul-
tural work ethic. One woman, a bus
driver of mentally handicapped chil-
dren, spoke of going to administration
to report a lack of attention to handi-
capped student issues that she believed
were a result of discrimination against
these children. She, like many women,
valued the idea of working beyond the
home, even though physical concerns
limited more active participation with
co-workers.

The 4 retired participants also re-
flected on the “need to work.” Three of
the 4 retired participants had worked as
clerks or service personnel in the recent
past, but had retired due to age or ill-
ness. Although employed participants
noted that work was stressful, the ab-
sence of work was “devastating” for
these retired women. They identified
“loneliness” as an emotion because they
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no longer had access to valued social
connections with women like them-
selves. Loss of this role also led to fewer
financial resources to cover diabetes care
costs, including more expensive medi-
cations and frequent changes in these
due to side-effects. The retired women
also lacked partners who could help
with the social and financial costs of not
working. One woman noted that her
monthly medications cost 3 times her
monthly check from Social Security, but
when she requested financial help from
Social Services, she was told she made
too much money. According to these
women, Medicaid assistance for living
expenses and for chronic illness man-
agement is too limited, hampering their
access to healthcare services and needed
information to manage their diabetes.
One woman noted her frustration with
the system saying, “I'm dirt poor and
living in a tent up by the stop sign!”
During the focus group meetings, sev-
eral women indicated that they did not
fully understand their illness insurance
coverage or recent changes that slowed
payment of their Social Security, Medi-
care, and/or Medicaid benefits. This un-
anticipated lack of economic and social
assistance caused them to become more
dependent on their children, leading to
a perceived loss of the valuable “head of
the household” role.

Several retired women expressed dis-
belief that the governmental Social Se-
curity system would not provide for
their basic living needs after all their
years of “paying into the system” while
they were working. One woman, a re-
tired licensed vocational nurse, shouted
her belief that the government had mis-
led her in allocating her retirement in-

come:
“... when you'e on Social Security, you
can't work ... you can’t get paid what
you make . . . after 35 years of working,

they decided to give me $87 a month

. if they had given me that money
they took out for Social Security for 35
years, I wouldnt have had to worry
about it . . . I'm just asking them to give
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me what I put in there. No social service
either.”

Impaired Role Function

Many women defined their diabetes
as “restrictive” because it limited their
abilities to perform their multicaregiver
role, a set of valued job functions that
support the African-American family
and community. Perceived barriers in-
cluded symptoms of fatigue, neuromus-
cular weakness, vision problems, body
weakness, dizziness, and anxiety related
to the experience of diabetes. Partici-
pants also identified limited finances
and the time required to manage their
chronic disease as barriers. Based on
these perceptions, many women rated
their overall health as “fair” or “poor.”
Although participants knew the impor-
tance of daily checking their blood sug-
ars before eating breakfast each day,
many stated they lacked energy and
time to complete testing before “bolt-
ing” out the door for work. Several
women stated that fatigue affected their
ability to efficiently function at work
and to complete needed household daily
tasks, and that they sometimes ignored
their symptoms of glucose imbalance in
order to complete their assigned work.

Participants identified an average of
six daily roles that defined their multi-
caregiver role (mother, partner, worker,
family chauffeur, cook, and community/
church member). According to the par-
ticipants, functioning in these various
roles detracts from the time required to
manage their disease. For the 7 study
women without partners, daily demands
related to the multicaregiver role were
perceived as more complex, because
there was no significant other to handle
some of the “load.” The role of cook
was complicated for the majority of
women who continued to cook tradi-
tional African-American foods based on
their family’s requests and who identi-
fied eating with family socialization.
Women noted that they felt “isolated”
from their families if they occasionally
followed a diet for persons with diabe-
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tes, a situation that did not support
their desire to be perceived as the family
matriarch. Neuropathy related to dia-
betes “restricted” the mothering role for
some women as well. One stated she
could not participate in outdoor activi-
ties with her family because she had lim-
ited sensation in her feet. Another de-
scribed a drive home during which she
needed her son’s help to safely maneuver
the steering wheel and accelerator of her
car when her feet “failed her.”

Women varied in their responses to
questions about establishing routines for
managing work and their diabetes. One
woman had a strict morning routine for
testing her blood sugar, engaged in daily
exercise to control her disease, and had
food at work or in her purse in case she
had symptoms of low blood sugar. Dis-
ease management became part of her ac-
cepted daily schedule. Other women,
less effective in disease management,
perceived their disease to be quite dis-
ruptive. These women experienced de-
lays in getting to work and felt “sleepy
and tired” during the day, both of which
affected their ability to be productive
workers.

In all focus groups, women identi-
fied significant concerns about devel-
oping complications of diabetes that
would affect their abilities to continue
supporting their families. Although sev-
eral mentioned ignoring symptoms of
diabetes prior to their diagnosis, many
had close relatives who had limb am-
putations due to poor diabetic manage-
ment. One woman jokingly stated that
in her family, “once we get to age 30,
we figure everyone’s gonna get high
blood pressure or have sugar, maybe
both.” Although many of the partici-
pants used oral hypoglycemic agents,
several had a history of insulin use and
continued to be “very scared” about this
method of blood sugar control. Rather
than viewing insulin therapy as a way to
control their blood sugar, they saw it as
a sign of worsening diabetes and, thus,
potential amputation, outcomes that
would block their performance of the
valued multicaregiver role.
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Inner-Strengthening

Connecting with God and Those
Associated with the Church

Participants coped with their chal-
lenging lives by having a strong religious
connection to their church and bonds
with supportive females (Black female
kinship) within that structure. Many
women spoke of the “uplifting” experi-
ence of church member phone calls to
“check on” a participant after a physi-
cian visit. Visits by church members, in-
tercessory prayer, weekly prayer meet-
ings, and connections to other African-
American women who were “good
friends” helped focus group women
cope with the multicaregiver role, dia-
betes, and their lives as African-Ameri-
can women. Many women noted they
“trusted in the Lord,” “talked to God,”
or read the Bible to “get through” when
their lives became unmanageable.

The church represented a place
where these women felt successful, safe,
understood, part of a social network,
and less burdened from the overload of
their lives and perceived workplace bi-
ases. With many women expressing con-
cern about diabetic healthcare access de-
spite Medicare and/or Medicaid cover-
age, the church provided a “community
that understood their needs as diabet-
ics.” The world views provided by the
women when speaking about their in-
formal church work vs their formal
work experiences were vastly different.
It was clear that their ability to cope
with adversity, such as that related to
chronic illness management, low paid
employment, and the subtle forms of
discrimination they often faced, came
from the strength they gained from
working with, being connected to, and
receiving guidance from their churches.
Women noted that this strong spiritual
connection differentiated them from
“White” women with diabetes who “do
not rely on God to get them through
this, maybe because diabetes is more of
a crisis event for African-American
women because only they can do it

»

[complete the multicaregiver role]
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During the focus group meetings, sev-
eral women cried and expressed sadness
about “losing one of their long-term an-
chors in life” because work and fatigue
prevented them from actively participat-
ing in their church.

Sharing Selectively

Self-protection also involved selec-
tive discussion of their diabetes with
trusted others in order to maintain the
valued multicaregiver role. In contrast
to the physical and emotional support
given by church members, the majority
of participants did not freely discuss
their disease with co-workers. These
women supported such behavior by not-
ing they had either experienced co-
workers trying to control their jobs or
had seen co-workers express an over-
bearing concern for a person with a
chronic illness because they perceived
the person’s ability to perform the job
competently was impaired. For many of
these women, failing to mention their
diabetes and not complaining about it
allowed them more freedom and better
mental attitude to meet their work
goals. Disclosure of one’s diabetes led to
being judged by others, an outcome one
previously quiet woman in the focus
group mentioned toward the end of the
group:

“Don’t discuss your health with anybody

so you can’t be judged ... My mother

was thin and sickly looking with her di-

abetes, people would say, ‘you probably

don’t feel good, do you? After 5 or 6
people do that, you don't feel good.”

Several women noted that they did
not tell non-diabetic coworkers about
their diabetes because they believed one
had to have diabetes in order to fully
understand it. In conversations with the
focus group women, they recognized
that even rhey did not understand as
much as they needed in order to effec-
tively handle their disease, so how could
others without the disease understand
this challenge to African-American
women’s lives?

Likewise, some participants stated
they chose to share only essential infor-



mation about their lives and diabetes
when seeking health care, a behavior
they believed to be more common
among African-American women, who
“keep things bottled up inside” to pro-
tect themselves than do “White” wom-
en. Many participants noted that during
healthcare visits, their physician or nurse
focused only on the participant’s blood
sugar value and not the life factors that
could be addressed to improve one’s di-
abetic management. Although much has
been written about dual discrimination
in the workplace based on one’s identify
as an African-American and as a fe-
male,?® participants stated that diabetes
produces a third level of discrimination
for them when seeking health care. A
retired woman spoke emotionally about
the night she was diagnosed with dia-
betes and her perceptions of discrimi-
nation/lack of understanding by the
healthcare system related to interactive
factors of race, gender, and disease. Her
story seemed particularly poignant be-
cause, although she had worked for a
number of years as a licensed vocational
nurse, most of her co-workers and a su-
pervisor friend failed to support her
when she was wrongly accused of alco-
hol abuse, often mimicked by symptoms
of high blood sugar. As she told her sto-
ry, she occasionally stopped to gain con-
trol over her anger about this situation
that had occurred 15 years ago.

The majority of the women re-
mained quiet during the storytelling of
the more vocal participants, who
seemed relieved to share their experienc-
es of perceived discrimination in the
healthcare system. These women be-
lieved that they, as African-American
women, had less access to healthcare ser-
vices and received less understandable
information as compared to “White”
women with diabetes. Several other
women, encouraged by these more vocal
women, stated that they had “few rights
as African-American women” and that
the current medical community “disre-
spected” them by not understanding
how their cultural needs were compli-
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cated by their diabetes. However, one
woman disagreed, noting that “you do
have rights” and encouraged others to
“exert themselves” to change the health-
care system to improve the care of Af-
rican-American women.

Not Claiming Diabetes
An additional self-protective behav-
ior used by the participants included
“not claiming their diabetes.” These
women expressed a strong desire to re-
main at the “head of the table” in their
families despite the existence of diabe-
tes. Many women made it clear during
the focus group sessions that they were
not diabetic African-American women
but “African-American women with di-
abetes.” These women refused to iden-
tify themselves as “sick,” which they
stated many “White” women do. Sev-
eral participants continued this “not
claiming” behavior by noting their dis-
like of the phrase “chronic disease.”
“I hate the word chronic, sometimes I'm
tired but chronic is such a (group re-
sponse) DEVASTATING word; this is
not my disease. You don’t own it! It’s a
mental thing, you can keep it in control
if you change things.”
At first, this statement of “not claiming”
had a tone similar to denial. But it was
clear that most of these women were not
denying their disease because they
sometimes had successfully implement-
ed diabetic routines that were evidenced
by their ability to work outside the
home and provide care to others. The
term “claiming” appeared to relate to
their spirituality or religiosity. Because
they believed that God would take care
of their diabetes, they felt that they had
to possess faith that God would make
them healthy. This possession of strong
faith was translated by these women
into not accepting, or “claiming” the
disease. Thus, they were determined not
to show they were “sick.” Doing this
would be a sign of weakness and lack of
faith. They believed that God would
make them well if they exhibit strength,
a belief they identified more in African-
American women than in their Cauca-
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sian counterparts. Strength was the abil-
ity to complete multiple roles and re-
sponsibilities, without asking for help or
complaining or acknowledging weak-
nesses, such as diabetes.

DISCUSSION

The themes of this study (family as
core; work as survival; impaired role
function; and, inner-strengthening) can
be interpreted relative to the historical,
social, political, health, and economic
factors that influence these 12 women’s
lives. Consideration must also be given
to the factors of class, ethnicity, and
gender, all of which affect access to care
and the general quality of life of Afri-
can-American women.?*? An under-
standing of these factors, operating in-
dividually and cohesively, provides a
foundation for supporting healthcare
practice, research, and policy approaches
that may improve the overall health of
these women and their families, who vi-
cariously face the challenges of this dis-
ease.

Consistent with Black feminist
thought,? the women of this study pri-
oritized their family’s needs over other
daily needs. This perspective defines an
African-American woman’s self-identity
as based on her relationships with others
and the welfare of her community. Ac-
cording to several authors, these women
often face a conflict between responsi-
bility to self and responsibility to others,
and this conflict inherently influences a
woman’s self-management of chronic ill-
ness.”? Compared to European-Ameri-
can women (“White” women from the
perspective of the participants), African-
American women have a long history of
combining paid work and family roles,
of surviving as unmarried mothers, and
in performing a multicaregiver role to
allow family survival.>' However, partic-
ipants in this study, affected by the con-
straints of a chronic illness and the de-
mands of these multiple roles, perceived
themselves to be less able to reflect the
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Afrocentric perspective: to be indepen-
dent, strong, and self-reliant.?®

With the family as priority, many
participants worked, despite unsatisfac-
tory job conditions, to meet the basic
survival needs of the family and, occa-
sionally, their own emotional needs.
More than half the women in the study
were of single “heads of household,”
functioning at an economic status close
to the poverty level.?? Seven of the 12
focus group members (58%) reported
annual incomes between $10,000 and
$24,999, and focus group conversations
indicated that several women supported
themselves and two to five dependents
each on incomes of less than $20,000
per year (close to the currently defined
level of poverty in the United States).
Although no specific question on health
insurance coverage was asked in this
study, participants, like many working-
class women earning low wages, noted
their personal difficulty in accessing
needed health care due to cost and/or a
lack of coverage for diabetes self-man-
agement. Although cultural behaviors
influence the use of preventative and
disease-specific care,® a lack of afford-
able/comprehensive insurance and suf-
ficient work income prevents and limits
healthcare access and use by African-
American family members.’* Thus, the
intersection of class, ethnicity, and gen-
der creates significant obstacles for Af-
rican-American families seeking quality
health care for prevention and active
treatment of an illness such as diabetes.

The retired women of this study de-
pended on Social Security benefits ac-
crued during their work years and on
Medicare to cover healthcare bills. For
these women, and others dependent on
Medicaid for health care, healthcare
coverage problems arose due to an in-
complete understanding of these social
programs. Several women did not know
that Social Security often fails to cover
some prescription drugs and recom-
mended diabetic protocols®® and that
Medicaid and Medicare contracts often
narrowly define fundable prescriptive
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drugs and preventative services.’ Thus,
many of the participants ended up pay-
ing “out-of-pocket” for new and expen-
sive diabetic drugs and treatments to
control their disease. Women noted that
other suggested changes in their lives
(diet, exercise, stress management, etc)
for diabetes control were either too
complicated to use due to work or fam-
ily issues, or unavailable due to one’s
limited income. The lack of financial
and insurance resources to pay for these
lifestyle changes and lack of culturally
relevant interventions to meet the needs
of these women, limits African-Ameri-
can women’s ability to focus on needed
care and, ultimately, contributes to the
development of diabetes complications.

The women of this study clearly did
not wish to have diabetes as a life-long
disease because it affected their ability to
maintain their valued role of “sitting at
the head of the table” of their family.
Women acknowledged symptoms relat-
ed to diabetes (an “illness”) but did not
acknowledge having a “disease” (a med-
ical diagnosis by their physician), a dis-
tinction in definition that one author
has made between illness and disease.>
Not “claiming” this disease meant these
women would not assume the “sick”
role or respond to symptoms, but would
continue life activities until symptoms
limited their abilities to perform the
multicaregiver role.

Despite the fact that the majority of
the women knew diet changes could im-
prove their symptoms of diabetes, many
believed that diet modification would
restrict their ability to complete the
multicaregiver role, including work out-
side the home. As with many cultures,
food and drink are central to the social
lives of African Americans, and diet
changes require women to prepare and
eat different (and sometimes more ex-
pensive) foods, often at times apart from
family. These changes affect African-
American women’s desire to meet their
valued social role as family provider and
to encourage family cohesion during
meal times. Thus, an approach to effec-
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tive management of diabetes must take
into account an individual’s social re-
sponsibilities, resources, and personal
priorities in order to understand the rea-
sons for a person’s noncompliance with
recommendations made for their disease
management.

Several women in the focus groups
mentioned that symptoms of their dia-
betes and side effects from their diabetic
medications affected their ability to safe-
ly work. Symptoms included fatigue,
weakness, mental fuzziness, forgetful-
ness, nausea, diarrhea, and headache.
Many women indicated that they ini-
tially ignored their “subtle” symptoms
of the disease despite a strong family
history of diabetes. Various authors®?”
have confirmed that African Americans
may ignore mild symptoms or seek tra-
ditional healthcare system advice only
after disease management options have
been exhausted. This delay initiates the
development of disease complications,
negatively influencing the abilities of Af-
rican-American women to complete the
multicaregiver role.’” Other authors
note that a sense of present time and an
external locus of control (“God will take
care of this”) may be factors in African-
Americans’ delay in seeking treatment
and in modifying diet and exercise pat-
terns, thereby worsening their dis-
ease.’8%?

As a primary method of coping with
their diabetes, women consistently re-
ferred to an overwhelming sense of be-
longing, community, and positive social
network provided by being connected to
their church and its members. This is
consistent with literature identifying the
historical role of the African-American
church in fostering positive role models,
encouraging ethnic pride, supporting
coping strategies among its members,
and promoting social change, thus cre-
ating a better quality of life for African
Americans.* Additionally, the church
has supported African-American wom-
en’s mental health by validating their life
experiences for personal growth, provid-
ing preventive health services, and by



supporting women’s rights to define the
church’s role in strengthening the Afri-
can-American community.3:31:33:39-41
Furthermore, church support increases
patient compliance with a medical reg-
imen?? and acceptance of lifestyle
changes such as altered diet, exercise,
and blood sugar monitoring in mid-life
African-American hypertensives®® and/
or diabetics.** Church involvement
served as a source of strength and de-
termination for each focus group wom-
an who viewed diabetes in perspective
and as only one part of her life.

In contrast to support by the church
and its members, the majority of focus
group women perceived little consistent
social support from their co-workers or
their families. Working participants felt
that their workplaces supported their
economic needs for survival, but failed
to focus on their lifestyle needs related
to their diabetes. Similar to the findings
of another study,* several women stated
that they would not discuss their diag-
nosis of diabetes with co-workers be-
cause they believed this would increase
discrimination at work and besides,
“what could these women do?” None of
the participants mentioned a supportive
co-worker when asked about mecha-
nisms and persons used to cope with the
stress of having diabetes. Most partici-
pants did not perceive social support
from their children, which was concep-
tualized as “doing what was needed.”
This absence of “doing” seemed partic-
ularly important to most of the women
who lived alone and interacted infre-
quently with family members for phys-
ical and financial needs. A solitary ex-
istence, perceived by these women as
unsupportive of African-American fam-
ily values of the extended family and
family matriarch, may increase the in-
cidence and severity of chronic illness,
including diabetes.*47

Most participants also identified a
lack of healthcare system support for
their diabetes. In particular, the retired
women passionately argued for a more
sensitive system, one addressing social
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service and economic resources for dia-
betes management. Several women re-
ported delaying or failing to continue
health care due to concerns about cul-
turally insensitive healthcare practices
and limited resources for covering med-
ication costs for their illness. These con-
cerns supported findings of previous
studies that have isolated multiple bar-
riers to healthcare use among diverse
populations, including racism, econom-
ic constraints, and differences in percep-
tions/expectations for preventative care
and disease management among health-
care providers and consumers with dia-
betes.®474¢ Perceived poorer quality care
may also relate to healthcare providers
lacking understanding/acceptance of pa-
tient life conditions, health-illness be-
liefs, previous negative care experiences,
or to providers offering less-than-usual
information on disease management
when interacting with poorer cli-

ents. 4950

IMPLICATIONS FOR
PRACTICE

Of the 60 women approached for
the study, only 12 chose to participate
over the 6-week time period. This small
sample number, and the fact that these
women reflected values and behaviors of
a localized part of the country, must be
considered when interpreting the appli-
cability of the study to practice. Those
who chose to be part of the study, how-
ever, remarked about the helpfulness of
the group discussion in connecting
them to similar women, in understand-
ing their disease as part of their lives,
and in finding direction for their future.
Therefore, these women’s information-
rich feedback provides insight into the
lives of mid-life African-American wom-
en with diabetes to direct practice, re-
search, and healthcare policy changes.

Although a variety of individuals
play a role in improving the lives of
these women, healthcare providers ap-
pear to have a primary role in collabo-
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rating with these women and their fam-
ilies in diabetic management. These
professionals and ancillary personnel
must use active listening skills and
knowledge of African-American cultural
values and behaviors (ie, the multicare-
giver role, value of family) to implement
quality care for these women. Ancillary
personnel, lay representatives of the Af-
rican-American community employed
in a clinic or office, can facilitate this
knowledge by sensitizing the healthcare
team to the needs and healthcare issues
of diabetic African-American women.
During care, providers must encourage
each woman to choose options for con-
trolling her disease based on her indi-
vidual circumstances and her own defi-
nition of diabetes. Healthcare providers
must provide verbal reinforcement (“I'm
so proud of you”) to women and their
families who choose to implement life-
style changes, including the delegation
of household tasks to other family mem-
bers, that support more effective self-
management of diabetes. Each health-
care visit should focus on supporting
and teaching women and their families
about diabetes while allowing for dis-
cussions on unique cultural factors and
behaviors that influence management of
symptoms, diabetes control, and pre-
vention of complications. Based on the
importance of the multicaregiver role,
the social context (ie, family, quality of
the marital relationship, work outside
the home, and church) must be fully
considered to design relevant interven-
tions to manage mid-life events of Af-
rican-American working women. Some
women may express needs for informa-
tion on nutrition, self-management,
family issues, or for financial/social ser-
vice/insurance information; healthcare
providers need to provide this informa-
tion, or refer women to appropriate per-
sonnel for culturally sensitive care and
followup to address women’s concerns.
Other women may perceive limited sup-
port from family or co-workers,
prompting healthcare providers to offer
free and convenient group sessions for
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During care, providers must
encourage each woman to
choose options for controlling
her disease based on her
individual circumstances and
her own definition of
diabetes.

diabetic women aimed at increasing
women’s insight into their disease and
generating personal empowerment
through information-sharing with simi-
lar women.

Healthcare providers and ancillary
personnel must also practice their skills
and knowledge about African-American
women beyond their offices and clinics
by consulting with workplace managers
to improve both the physical and emo-
tional setting for women with diabetes.
Providers can offer free services focused
on screening and treatment for illness
within workplaces. Working with
church leadership, providers can also
demonstrate commitment to African-
American women’s issues and spiritual-
ity by providing care within the church
community through health fairs, edu-
cational sessions, and social service re-
ferrals known to improve the life of
those affected by diabetes.

Much potential exists for researchers
in the area of working-class African-
American women with diabetes who
serve as multicaregivers. Although pre-
vious authors have examined mid-life
working women,'®>1-% their focus has
often been on non-diabetic women and
occasionally on women engaged in non
working-class roles. Based on the work
of one researcher group focused on
working-class women,'®35-7 research-
ers must successfully differentiate inter-
active factors such as ethnicity, SES lev-
el, education, work experience, and the
experience of chronic illness (diabetes)
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to design successful interventions fo-
cused on improving African-American
women’s health. Additional work must
be done to more clearly define work as
a blend of both public (paid, outside the
home) and private (unpaid, inside the
home or community) dimensions. This
interactive concept of public and private
work (the multicaregiver role), often not
valued by our society, allows one to ac-
knowledge the financial and societal
gains created by ethnic women’s com-
mitment to a marketplace economy, as
well as to social harmony and family
and community health.” Further re-
search must also focus on effective
healthcare system changes that address
the needs of diabetic African-American
women who prioritize a “duty” to mul-
tiple roles despite a unequal burden of
care that causes stress, overload, and
may compromise their health.’

This study also addresses the role of
healthcare policymakers and the health-
care system in implementing culturally
sensitive, comprehensive, and well-artic-
ulated care models to more effectively
care for African-American women.
Strategies should focus on improving
healthcare access and creating a collab-
orative, long-term relationship between
healthcare providers and women to
manage both acute and chronic symp-
toms of the illness. Such interactions
can empower these women and their
families with knowledge and skills, thus
producing a feeling of greater personal
control over the illness process. Present
concerns about the efficiency of man-
aged care and large numbers of unin-
sured individuals (frequently members
of minority groups) mandate that cur-
rent healthcare policymakers exert their
political power. Policymakers should
work with other “players” (employers,
insurance companies, financiers, etc)
that determine support for healthy
workplace environments, reimburse-
ment for physical and psychosocial care,
and inclusion of consumer information
to define relevant and quality care. Pol-
icy development must focus on meeting
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the principle of social justice: that each
person has a right to quality health care
despite economic status, cultural/ethnic
background, or disease status. Particu-
larly for minority groups such as Afri-
can-American women, health inherently
depends on socioeconomic status, a re-
sult of interactive and historical social,
political, racial, and economic factors
(including workplace choice) that affect
the lifestyle and self-identity of these
people.® Current healthcare policy must
acknowledge the role of these factors in
determining access, use, and evaluation
of healthcare systems if these systems are
to improve and to support better health
for African-American women and for
the larger society.
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