Family Diabetes Matters: A View from the Other Side
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BACKGROUND: Typically, chronic disease self-man-
agement happens in a family context, and for African
American adults living with diabetes, family seems to
matter in self-management processes. Many qualita-
tive studies describe family diabetes interactions from
the perspective of adults living with diabetes, but we
have not heard from family members.

OBJECTIVE: To explore patient and family perspectives
on family interactions around diabetes.

DESIGN: Qualitative study using focus group method-
ology.

PARTICIPANTS & APPROACH: We conducted eight
audiotaped focus groups among African Americans
(four with patients with diabetes and four with family
members not diagnosed with diabetes), with a focus
on topics of family communication, conflict, and
support. The digital files were transcribed verbatim,
coded, and analyzed using qualitative data analysis
software. Directed content analysis and grounded
theory approaches guided the interpretation of code
sumimaries.

RESULTS: Focus groups included 67 participants
(81 % female, mean age 64 years). Family members
primarily included spouses, siblings, and adult chil-
dren/grandchildren. For patients with diabetes,
central issues included shifting family roles to ac-
commodate diabetes and conflicts stemming from
family advice-giving. Family members described dis-
comfort with the perceived need to police or “stand
over” the diabetic family member, not wanting to
“throw diabetes in their [relative’s] face,” perceiving
their communications as unhelpful, and confusion
about their role in diabetes care. These concepts
generated an emergent theme of “family diabetes
silence.”

CONCLUSION: Diabetes silence, role adjustments, and
conflict appear to be important aspects to address in
family-centered diabetes self-management interven-
tions. Contextual data gathered through formative
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research can inform such family-centered intervention
development.

KEY WORDS: family interactions; type 2 diabetes; qualitative research;
African Americans.

J Gen Intern Med 28(3):428-35

DOI: 10.1007/s11606-012-2230-2

© Society of General Internal Medicine 2012

INTRODUCTION

African Americans have some of the highest rates of
diabetes and obesity."> Over the last two decades, diabetes
prevalence has increased significantly among adult non-
Hispanic blacks” to a level that is nearly double that of non-
Hispanic whites. Fueling some of this increase are the high
rates of obesity among African Americans, particularly
among women. Today, about one in two African American
women is classified as obese, compared to the national rate
of about one in three.” This context of high diabetes and
obesity prevalence among African Americans challenges
researchers to identify treatment approaches and interven-
tions to prevent secondary complications.

Sufficient research already exists demonstrating the
effectiveness of lifestyle and self-management interventions
in the treatment of overweight/obesity and diabetes.*® In
the management of diabetes, there is evidence of proven
effectiveness of family-based interventions for families of
children with diabetes.” Studies show that family interac-
tions among adults with diabetes also affect diabetes self-
management.® ' Moreover, recent studies show aspects of
family functioning can influence weight loss success among
African Americans."'

This evidence has raised interest in intervention
research focused on the behaviors and interactions of
adults in families living with diabetes.'”'* In the case of
African American adults living with diabetes, qualitative
studies with patients have described family members’
influence on diabetes self-management.'>™'” While these
qualitative studies have focused on family roles and
interactions from the perspective of persons with diabetes,
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little to no attention has been given to understanding the
views of non-diabetic family members (not just limited to
spouses) who live or regularly interact with diabetic family
members. By exploring family diabetes interactions
from the perspective of adult family members not
diagnosed with diabetes, we potentially gain a broader
view of the interactions that may impact diabetes
management in African American families. Moreover,
understanding the interactions of family members who
are themselves at risk for diabetes could provide impor-
tant information about family-centered approaches to
diabetes prevention.

With a focus on designing a family-based behavioral
lifestyle intervention for overweight/obese African
Americans with diabetes that would address both
diabetes self-management and diabetes prevention (for
family members), we conducted this formative research
to guide intervention development. To this end, we
conducted qualitative research to gather information
from adults living with type 2 diabetes and family
members not diagnosed with diabetes. Hearing from
both family members and patients on issues such as
family communication, conflict, and support would offer
a unique opportunity to expand our understanding of
how African American families interact in diabetes
management. Also important was exploring how diabe-
tes changes family life and family members’ reactions to
these changes. We pursued both lines of inquiry to gain
valuable information for developing family-focused
intervention components.

PARTICIPANTS, DESIGN, AND APPROACH
Participants

Study participants included adults who self-described as
African American. The study recruited adults with diag-
nosed diabetes and family members in regular contact or
living with someone with type 2 diabetes. These two sets of
participants were recruited separately, such that family
member participants were not necessarily related to partic-
ipants with diabetes. Persons with diabetes were eligible if
they: 1) were 21 years of age or older; 2) self-reported a
diagnosis of type 2 diabetes and were currently under the
care of a physician or other health care provider; 3) self-
reported as being overweight/obese (BMI>27); and 4)
spoke English. Persons with diabetes who lived alone and
had no regular interactions with family members were
ineligible. Inclusion criteria for family members were: 1)
21 years of age or older; 2) not diagnosed with type 2
diabetes; 3) living with or married to (> 1 year) an African
American adult diagnosed with diabetes or in regular
contact with an African American with diabetes self-

described as a blood relative; 4) self-reported overweight/
obesity (BMI1>27); and 5) English-speaking.

Design and Approach

This study used focus group methodology. Participants
were identified by four community recruiters who were well
respected in their communities and had previously worked
with the research team. We asked each recruiter to recruit
one to two groups of 8-12 persons per group. Using
recruitment flyers and information about eligibility criteria,
recruiters collected names and phone contact information
from potential participants. Study staff then made all
follow-up contacts. The recruiters also identified communi-
ty sites in which to hold the focus group(s), and scheduled
groups based on convenient times for participants.
Recruiters received a small stipend, and each site represen-
tative received minor reimbursement for costs associated
with making the space available. The University of North
Carolina Institutional Review Board approved protocols for
recruitment and conduct of the focus groups.

Data Collection and Analysis

We conducted eight 90-min focus groups (four among
persons with diabetes and four among family members)
between February and April 2008. Participants completed a
brief demographic questionnaire and provided written
informed consent before each group. Each participant
received a $20 cash incentive and standard (American
Diabetes Association, National Diabetes Education Pro-
gram) materials on diabetes self-management or prevention.

All groups were moderated and audiotaped by a trained
and experienced African American moderator (CSH).
Questions and probes elicited descriptions of family
interactions, with a particular focus on communication,
conflict, and support (see sample questions in Appendix 1,
available online). In developing the moderator’s guide, we
reviewed family and diabetes research™'*'*™'7 to identify
family factors related to diabetes self-management. Digital
files were transcribed verbatim and uploaded to Atlas.ti
(Scientific Software Development, Berlin), a software
program that facilitates qualitative data analysis.

We created a code dictionary (codes with definitions) for
each type of focus group (family members and persons with
diabetes). To refine our coding system, two reviewers first
coded one transcript, using this exercise to add and revise
codes. All transcripts were then independently coded by
two to three coders who were either African American
(CSH, CT, CC), medical providers caring for patients with
diabetes (CC, LC), or family members of persons with
diabetes (CC, CT). Coding discrepancies were resolved
through consensus. Using summary documents (code
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frequency tables and quotation summaries) created for each
set of transcripts, we met to discuss quote interpretation,
group codes into themes, and compare thematic content
within and across focus groups.

Because the purpose of this research was to inform
intervention design and not to develop theory, our analytic
approach relied primarily on directed content analysis, in
which we derived initial codes from existing research that
guided development of the discussion guide.'® We also used
an inductive approach consistent with conventional content
analysis and grounded theory, using the focus group data to
guide interpretation and description of emergent themes.
Qualitative researchers often use triangulation to enhance
the trustworthiness or credibility of a study’s interpretation
and findings, gathering multiple perspectives to reduce the
risk of systematic bias.'® We relied primarily on triangulat-
ing multiple researcher perspectives and theories during
analysis and interpretation.

RESULTS

A total of 67 African American adults (35 persons with
diabetes and 32 family members) participated in eight focus
groups, comprised of 3—12 participants. Seven focus groups
were held in church fellowship halls and one in the private
residence of a community member. Table 1 shows the
characteristics of each set of focus group participants.
Participants with diabetes were on average 65 years of age
and diagnosed for 8 years, with most (49 %) treated with
oral hypoglycemic agents only. Family members were on
average 62 years of age and included mostly spouses,
siblings, and adult children or grandchildren. Most (56 %)
reported providing three to four types of support to their
diabetic family members.

Codes and Concepts—Persons with Diabetes

The main concepts from the persons with diabetes groups
centered around diabetes’ impact on individuals, family
roles, and family conflict (Table 2). These concepts are
described below, along with representative quotes.

No Place to Talk About Diabetes. Participants described
diabetes as an expected condition for African Americans.
According to this view, because African American families
expect that they will have to “deal with” diabetes, it has
become a common background condition that is not worth
talking about relative to other problems, stressors, and
challenges. According to one participant, “It’s always
something...so you just go on with it.”

“You know diabetes has been in us [as a race]... And
then things would happen, it’s like poor circulation,

Table 1. Participant Characteristics

Persons with Family
diabetes members
(N=35) (N=32)
N (%)" N (%)"
Age, mean (SE), y 64.8 (2.80) 62.2 (2.47)
Gender, Female, % 28 (80) 26 (81)
Educational attainment, 12.2 (0.40) 12.2 (0.37)
mean (SE), y
Employed 10 (29) 11 (34)
Household income
(annual) :
< $30,000 14 (58) 13 (45)
$30,000—< $50,000 7 (29) 8 (28)
> $50,000 3 (13) 8 (28)
Persons with diabetes
Years diagnosed, mean (SE), y 8.2 (1.24)
Treatment: 17 (49)
Oral hypoglycemic agent(s) 15 (43)
only
Insulin (+ oral hypoglycemic 39
agent(s)) No diabetes
medication
Perceived blood glucose 3.4 (0.19)
control, mean (SE)
Adult family members in 24 (71)

household: (N=34) 1 or more
Children (< 18 years of age) 8 (24)
in household: 1 or more

Family members
Relationship to person with diabetes*:

Spouse 8 (25)
Sibling 7 (22)
Child/Grandchild 10 (31)
Other 14 (44)

Type of support given to person with diabetes®:

Diabetes medication(s) 14 (44)
Doctor’s visits 15 (47)
Food/Meals 20 (63)
Diabetes information 14 (44)
Emotional/coping 16 (50)
Other diabetes care 11 (34)
Number of support types provided:

1-2 8 (295)
34 18 (56)
5-6 6 (19)

*Data are n (%) unless otherwise indicated. Sum of percentages may
not = 100 due to rounding. Missing data for household income:
persons with diabetes, N=24 (missing = 11),; family members, N=29,
(missing = 2)

"Scale (analog) of 1 = not very good to 5 = very good control
Multiple responses allowed if regular contact with more than one

family member with diabetes

you’d lose a leg...you just took care of it and went
on. It was not like you would call [someone] and
say, ‘How you doing today?’ You know how people
say ‘Well, I called her, and she went to complaining
about what was wrong. I don’t want to call her
‘cause I don’t want to hear that. I’'m already stressed
myself.””

Shifting Family Roles and Role Reversals. Diabetes affects
the family life of persons with diabetes by changing family
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Table 2. Summary of Codes and Concepts from Focus Groups
Among Persons with Diabetes and Family Members

Code category Concepts

Persons with diabetes
Diabetes impact Diabetes as ‘expected’ and the norm, with
no place to talk about diabetes

Diabetes-related role Shifting roles and role reversals within

changes families
Diabetes-related Family conflicts as misdirected attempts by
conflict family to be helpful

Family members
Diabetes interactions Food policing, ‘standing over’ and
watching person with diabetes

Diabetes-related Role conflict and confusion

conflict

Family balance Not wanting to ‘throw diabetes in their

face’

Need for family diabetes education

Talking doesn’t help

Family needs
Diabetes
communication

roles. Discussions highlighted what happens when, for
example, adult children take on the role of telling parents
what they should be doing to take care of their diabetes, or
when a spouse assumes the decision-making role for what
and how foods are prepared for the person with diabetes.
Participants also commented that roles change when
traditional roles (especially food preparation) are seen as
inconsistent with diabetes self-management. Having to
change or make a shift in these roles may be accompanied
by guilt.

“It’s good. I don’t complain. Sometimes I don’t want
to eat what she cooks. I am like a child.”

“A lot of time I feel guilty if I don’t cook. I just like
to cook sweets. So I just make a cake or something,
and I end up eating a piece...most of it by myself.
I’'m not giving them some of the things like all the
cake and stuff...I don’t need it, but I feel guilty.”

Diabetes Family Conflict. Conflicts between family
members and the person with diabetes seem to revolve
around uninvited and/or unwelcome advice-giving. Diabetic
participants described family members telling them what to
do (especially what they can and cannot eat), doing things
for them that they can do for themselves, or being
overprotective. Although indicating that they understood
that family members were trying to help, these situations
often appeared to leave the person with diabetes feeling
powerless to make their own decisions.

“I think it depends on what level you’re at. If you are
doing well, nothing particular bothering you, then
they don’t take it serious. But if you get down and
they think you will really get sick or something,

that’s when they come in and want to be the doctor
and tell you what to do.”

Codes and Concepts—Family Members

In the groups with family members, discussions centered on
food policing, conflict and confusion about their role, attempts
to not always focus on diabetes, needing to know more about
diabetes, and family diabetes communication (Table 2).

Food Policing. Family members reported feeling the need
to monitor the self-management behaviors of their family
members living with diabetes. However, simply “standing
over” or “watching” the behaviors of another adult appeared
to be an uncomfortable position. Much family monitoring
dealt with food-related behaviors, but it also included blood
glucose self-testing.

“It’s just hard to deal with him because it’s like he’s
in denial. I ask him all the time ‘Did you test your
sugar?” and he’d say ‘Yeah, it’s OK.” It’s like he
does not share information and I don’t want to stand
over him. I don’t want to watch him, but I worry that
it’s not under control.”

Role Conflict and Confusion. The conflict and confusion
expressed by family members was in the form of
questioning whose role it was to tell the patient with
diabetes how to take care of their diabetes. Many expressed
conflicts between their role as a spouse, child, or sibling,
and the perceived need to help their relatives with diabetes
take better care of themselves. Some expressed confusion
about their role, and questioned whether they should be
giving diabetes advice that might conflict with advice from
doctors or other providers. Role confusion made decisions
about what to do more difficult and sometimes resulted in
unintended family conflict.

“I’'m the wife, not the mother... He was under
control and baking cakes every weekend. It didn’t go
to the back of our minds that he was a diabetic, but
we just let it go...because he said, ‘It’s under
control.” He is checking [his blood sugar], but it’s
not like he’s sharing that information with me, and I
get tired of nagging.”

Throwing Diabetes in Their Faces. One area of great
difficulty mentioned by family members of adults with
diabetes is the conflict that arises when family members
want the person with diabetes to do a better job of self-
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management, but perceive it as cruel to “throw diabetes in
their face” by reminding them of diabetes complications.
This seemed to be especially true in families where
diabetes was prevalent; in such cases, individuals with
diabetes live with the fear of complications and memories
of how diabetes has devastated their family. These views
make it hard to communicate concerns about self-
management behaviors. Other family members spoke of
wanting balance, such that diabetes does not take over
every aspect of family life and the person with diabetes
does not feel “sick” all the time. The desire for balance
may mean that diabetes is set aside at social events
involving food, so that the person can have time away
from diabetes. Additionally, some participants stated that
foods brought into the home should not be selected based
solely on the needs of the person with diabetes.

“I don’t have to remind him but, you know, his
mother was a diabetic and she’s deceased and his
brother was diabetic and he’s deceased. His mother,
she went blind, and his brother lost a limb. And so
you know...I know these things he goes through. I
don’t throw it in his face because he knows it. I say,
“You have to take care of yourself.””

Need for Family Diabetes Education. Family members
who want to support relatives with diabetes reported that
they don’t know how to help provide information about
diabetes self-management. They mentioned not knowing
how to interpret when a family member was feeling badly
(not knowing when it was/was not related to diabetes) or
what information to give, especially about diet.

Talking Doesn’t Seem to Help. Many family members
reported feeling compelled to say something when their
relative was not caring well for their diabetes. They
suggested, however, that well-meaning words either had
no impact or had unintended negative consequences. Many
felt torn between not saying anything (so as not to “nag”),
and wanting to say something to show that they care. The
prevailing view was that talking did not help, but they
didn’t know what else to do.

“It’s just negative, now that I think about it. He

doesn’t care for it. It gets on his nerves. He knows

I’'m trying to help, but it doesn’t benefit him.”

Themes and Relational Interpretations

Combining the perspectives of family members and persons
living with diabetes resulted in two major themes: family
diabetes communication and family adjustments. Figure 1

shows the relationship of discussion concepts to these
themes. Family diabetes communications from both patient
and family member perspectives mainly revolve around
food policing or communications described by family
members as self-management reminders. The category of
communication conflict and confusion captures the con-
cepts described earlier, namely “throwing diabetes in their
face,” not knowing what to say, needing diabetes education,
role confusion, conflict arising from diabetes communica-
tion, and the feeling that “talking doesn’t seem to help.”

Both sets of participants suggested that families make
two types of adjustments to living with diabetes: adjust-
ments related to family roles, and adjustments related to the
family food environment (Fig. 1). In the family roles
category, persons with diabetes discussed giving up
traditional roles and accepting new roles assumed by family
members (e.g., adult children and spouses giving advice and
making decisions about food). For family members, role
changes had to do with trying to help the relative with
diabetes. Contributing to the food-specific adjustments was
the concept of “balance” mentioned by some family
members.

Emerging from the combined perspectives of both sets of
focus group participants is the theme of “family diabetes
silence” (Fig. 2). Given the high prevalence of diabetes,
both family members and patients with diabetes described
diabetes as an expected “background” condition that did not
warrant frequent discussion relative to other daily chal-
lenges or life events. The theme of “diabetes silence” also
emerged from family members’ comments about being

Food
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Family Diabetes
Communication
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Adjustments

Figure 1. Family diabetes communications and adjustments.
Communication concepts from both focus groups; solid border =
both groups; dashed = family members only.
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concerned but not knowing what to say, feeling conflicted
or confused about their role in diabetes care, or not wanting
to mention diabetes for fear of eliciting negative thoughts
and feelings about living with diabetes. All of these issues
lead to family members remaining silent about diabetes,
even though there are things they want to communicate (in
words) to the family member living with diabetes.

DISCUSSION

This qualitative study of African American families living
with diabetes provides two perspectives on interactions
between persons living with diabetes and their family
members. When both perspectives are combined, the
emergent themes of family diabetes ‘silence’ and ‘adjust-
ments’ offer new ways of conceptualizing the behavioral
context for diabetes management in African American
families. Family diabetes silence, in particular, presents a
complex and interesting view of how issues related to
communication, conflict, roles, and support are connected
to create a behavioral environment that undoubtedly
impacts diabetes self-management. The purpose of this
formative research was to inform the design of a behavioral
lifestyle intervention for African American adults living
with diabetes. Our findings provide culturally relevant
information that helps to identify important intervention
components, especially when integrated with what’s already
known about family-based interventions for chronic disease
management'>?%*! and family diabetes interactions.'*** 2
Designing a behavioral lifestyle intervention for African
American families living with diabetes based on these
findings suggests the following:

Diabetes
as
expected

- -~
’ c
; Watching \ No place to
o Y talk about
| person with diabetes

\ diabetes /e“‘“--» Famlly
Nie - Diabetes
Silence

N\, - =~
~
4

’ \ by
Mot
/' Role i \
. throwin

conflict and diobetes n |
confusion \ their face [/

7 /7

~ - ” e ~ -

Figure 2. Contributors to family diabetes 'silence' theme. x*
Concepts from both groups contributing to family diabetes silence;
solid border = both groups; dashed = family members only.

1. Enhance communication and conflict management
skills — The theme of family diabetes silence revolved
mainly around issues of communication and conflict.
Thus, enhancing family communication skills could
potentially prevent some conflicts affecting family
interactions and, ultimately, family diabetes manage-
ment. Improving communication skills would also
mean including opportunities for intervention partic-
ipants to learn and practice active listening. Address-
ing conflict directly, although challenging, might
include strategies for managing emotions (and stress)
and problem-solving training. The contributors to
family diabetes silence shown in Figure 2 could be
used as discussion prompts, adding meaningful con-
text to skill-building activities. Better communication
skills may be essential to improve family members’
ability to offer effective support to relatives with
diabetes. Our results suggest that unhelpful words
and silence can have equally harmful consequences.

2. Strengthen family support mechanisms — Family mem-
bers want to support relatives with diabetes but some-
times don’t know what to do or say. Likewise, persons
living with diabetes may not clearly communicate the
support they desire. To achieve effective support, family-
focused interventions may need to strengthen diabetic
individuals’ ability to enlist family support that improves
disease management while upholding autonomy (an
important part of feeling motivated to engage in chronic
disease management).”®*’

3. Clarify roles for family members — For family members
to play a more productive role in supporting diabetes
management, they may need to know what role(s) they
should play, and what adjustments to previous roles
may be needed. In the context of an intervention,
discussions of family roles can be integrated in topics
related to communication, support, and conflict or stress
management. Additionally, focusing on what roles
family members can play by engaging in healthful
lifestyle behaviors (and not just in what they say), may
be another approach to more productive family inter-
actions that support diabetes management.

To operationalize these behavioral strategies, it may
be necessary to collaborate with experts in psychology and
family and marital system dynamics. Such expertise
should lead to appropriately designed family-focused
interventions that fit the context of African American
families living with diabetes. Because our findings provide
culturally relevant “stories” that are likely to be familiar to
African Americans, our formative research can frame and
contribute to this collaborative process of developing
family-focused diabetes interventions. Beyond the value
to intervention design, these findings also have implica-
tions for health care providers. It may be important for
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providers to talk with patients about the nature of family
interactions around diabetes and move beyond simple
inquiries about the presence or absence of family support.
Family members may also need additional information that
helps them understand their role in supporting the patient
with diabetes.

Although we’ve described the value of this qualitative
research, some limitations should be noted. The study’s
convenience sample of older, lower-socioeconomic-status
African Americans living in the south means our findings
cannot be generalized to all African Americans living with
diabetes. Additionally, we focused on family members
without diabetes, which limits the extent to which these
data can inform intervention designs focused on interactions
between family members who both live with diabetes.
These data are best used to further our understanding of
diabetes self-management in African American family
contexts so that we can translate that understanding into
effective family-focused interventions.

CONCLUSION

This qualitative study with a relatively large sample of
African Americans took a novel approach of focusing on
the views of family diabetes interactions held by adult
family members not diagnosed with diabetes, while also
gathering perceptions from patients living with diabetes.
The emergent theme of “family diabetes silence” broadens
our contextual understanding of factors that shape family
diabetes interactions and potentially influence the behaviors
of persons living with diabetes. This formative research
provides important guidance to inform the design of family-
based interventions for adult African Americans with type 2
diabetes. Designing intervention components that address
family diabetes silence, role adjustments, and conflict offer
potentially new approaches to facilitate improvements in
diabetes self-management. Additionally, our findings ex-
pand what we currently know of the family diabetes
context, thus filling a gap in African American family-
focused diabetes research. The important contribution of
this research to the existing literature lies in exposing the
perspectives of family members in their interactions with
diabetes self-management. This exposure creates opportu-
nities for informing new intervention approaches to address
both risk reduction and enhanced diabetes self-management
support in African American families living with diabetes.
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