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Communal Coping as a Strategy to Enhance 
Family Engagement in Dilated Cardiomyopathy
Wylie Burke , MD, PhD; Shelly R. Hovick , PhD; Elizabeth Jordan , MMSc; Hanyu Ni , PhD, MPH;  
Daniel D. Kinnamon , PhD; Ray E. Hershberger , MD

BACKGROUND: Assuring that relatives are informed about a genetic diagnosis and have appropriate medical follow-up can 
be challenging. We hypothesize that communal coping (CC)—an approach in which a group views a stressor (such as a 
new genetic diagnosis) as our problem, versus my or your problem, and takes joint action to address it—can help families 
to address this challenge. A better understanding of CC could also inform counseling interventions to promote CC and 
family follow-up.

METHODS: In the Dilated Cardiomyopathy (DCM) PM study (Precision Medicine), living first-degree relatives of DCM 
probands were invited to undergo clinical screening; 31% of these did so. This research program offers the opportunity 
to determine the frequency of CC in DCM families, assess whether CC attitudes and actions occurred more commonly 
among families in which family members participated, and conduct prospective follow-up to evaluate family coping and 
counseling needs over time.

RESULTS: The proposed studies will provide evidence about the frequency of CC attitudes and actions among DCM families, 
assess the association of CC with increased family follow-up, and identify counseling needs related to family follow-up.

CONCLUSIONS: The DCM PM study offers an opportunity to test the hypothesis that CC contributes to increased family follow-
up and generate evidence to inform counseling interventions to encourage such follow-up.
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Dilated cardiomyopathy (DCM)—a condition that 
results in significant morbidity and mortality—has a 
substantial genetic basis.1 Recent guidelines recom-

mend genetic testing and counseling after DCM is diag-
nosed.2 Genetic testing can potentially identify the cause 
of the condition and assist in identifying family members 
at risk. Yet even without a confirmed genetic etiology, 
first-degree relatives (FDRs) of a person diagnosed with 
DCM are at increased risk to develop DCM. The con-
ventional approach is to recommend that the proband 
informs family members about the risk and encour-
age them to undergo the recommended cardiovascular 
screening and genetic testing. Assistance with family 
communication may be provided by written materials.3

However, many relatives do not proceed to medi-
cal follow-up (eg, in the case of DCM, cardiovascular 
evaluation, and genetic testing).4–6 There is a critical 

need to understand how families communicate about 
genetic risk and to identify strategies that can sup-
port family follow-up. We propose communal coping 
(CC) theory as a framework for understanding and 
promoting effective communication within families. We 
hypothesize that families who demonstrate elements of 
CC may be more successful in adjusting to genetic risk 
and accomplishing follow-up. If so, facilitation of CC 
using targeted strategies may offer a productive way 
to support families.

METHODS
The Institutional Review Boards at The Ohio State University and 
all clinical sites approved the initial period of the DCM PM study 
(Precision Medicine) followed by single Institutional Review Board 
oversight at the University of Pennsylvania.7 Written informed 

D
ow

nloaded from
 http://ahajournals.org by ray.hershberger@

osum
c.edu on O

ctober 22, 2022

mailto:wburke@uw.edu


Burke et al Communal Coping to Enhance Family Engagement

Circ Genom Precis Med. 2022;15:e003541. DOI: 10.1161/CIRCGEN.121.003541� June 2022 247

consent was obtained from all participants. The authors declare 
that all supporting data are available within the article.

Background for Study Development
DCM Is a Heritable Genetic Disease
DCM—a condition characterized by left ventricular enlargement 
and reduced left ventricular ejection fraction—affects about 1 
in every 250 individuals in the United States. Genetics plays an 
important role in idiopathic DCM cases (referred to as DCM).2 
About a third of DCM is familial; causative variants in several 
genes have been identified and are mostly inherited in an auto-
somal dominant pattern with reduced penetrance and variable 
expressivity.1 However, even when the proband is the only per-
son affected in the family, FDRs (parents, siblings, and children) 
are at increased risk to develop DCM.2

Early DCM is usually asymptomatic, and early treatment can 
reduce or delay debilitating heart failure.2 Thus, all FDRs of a 
patient with DCM are recommended to have cardiovascular 
evaluation. If the genetic cause is known, FDRs can be offered 
testing for the causative variant found in their family, with sub-
sequent clinical workup for those who share the genetic risk. If, 
as is the case for most families, genetic testing has not been 
done, does not identify a disease-causing variant, or provides 
uncertain genetic results, a cardiovascular evaluation is recom-
mended for all FDRs.2

Family Follow-Up Is Often Limited
Most probands inform at least some family members of their 
risk relatively soon after they undergo genetic testing.5,6,8,9 
However, risk communication may be selective and not reach 
all those at risk.5,6 Active nondisclosure (the deliberate choice 
not to inform relatives) is rare, but passive nondisclosure, in 
which the proband intends to disclose the genetic risk but 
does not do so, may occur.10 Factors that inhibit communica-
tion include emotional and geographic distance, health literacy, 
perceived difficulty of the discussion, desire to protect relatives, 
reluctance to discuss one’s own diagnosis, and lack of confi-
dence about conveying the genetic aspects of the disease.5,6 In 
consequence, many relatives either do not learn of their risk or 
do not follow through with follow-up recommendations; in our 
studies of DCM, only about a third of living FDRs presented 
for clinical screening (1693 of 5524).7 Studies of communica-
tion and follow-up in other inherited cardiovascular diseases 
similarly found that half or fewer of eligible family members 
were screened for the inherited condition.8,9,11 As a result, an 
important prevention opportunity is missed.

Communal Coping
CC refers to a shared or synergistic response to a stressor 
among a group of people, whereby the group defines the 

stressor as our problem (versus my or your problem) and mem-
bers of the group assume mutual responsibility for sharing infor-
mation and taking action together.12–15 CC has been described 
in shared exposures (such as war and natural disaster) and also 
as a strategy for addressing family challenges such as divorce 
or coping with health issues.12,14,16 It can occur when only some 
members of a group are affected by the stressor, as is typically 
the case with health-related stressors, and includes both inter-
relational components (ie, family members influence each oth-
ers’ coping strategies) and dynamic components (ie, personal 
actions change as needs of family members change).11,13,15

Helgeson et al14 distinguish 2 phases of CC related to ill-
ness. First is shared illness appraisal, in which members of the 
group develop an understanding of the illness and the respon-
sibilities it entails. This is followed by a phase of collaboration, 
in which members of the group work together to support those 
who are affected. Shared appraisal facilitates subsequent col-
laboration, increasing family members’ responsiveness to the 
patient’s needs and the patient’s willingness to ask for and 
accept such support.14

CC involves joint ownership of the stressor and responsibil-
ity for action (our problem, our responsibility; Table 1) and can 
be distinguished from other coping strategies (Table 1; Figure). 
For example, in contrast to CC, family members may cope with 
genetic risk as individuals in parallel (our problem, my responsi-
bility): a proband informs the family, but individuals are expected 
to manage the testing process by themselves.12 Additionally, 
protective buffering (ie, hiding or denying concerns or pretend-
ing everything is fine) may occur, whereby one individual takes 
responsibility for and shields others from shared stressors (our 
problem, my responsibility).12,17 This coping strategy may lead to 

Nonstandard Abbreviations and Acronyms

CC	 communal coping
DCM	 dilated cardiomyopathy
FDR	 first-degree relative
PM	 Precision Medicine

Table 1.  Approaches to Allocating Responsibility for Ge-
netic Risk Evaluation

CC

  Our problem, our responsibility

    Genetic risk is a shared family concern that requires joint action.

  �  Family members may hold family discussions to strategize and share 
resources for achieving recommended follow-up care.

    Family members share advice, emotional support, and practical help.

Other coping strategies

  My problem, my responsibility

  �  Family members have independent responsibility for addressing their 
own health risks

  �  The proband is encouraged to share information about genetic risk with 
family members but does not have an obligation to do so and does not 
assume responsibility for helping family members to address the risk

  Our problem, my responsibility

  �  The proband accepts responsibility for sharing information about ge-
netic risk with family members

  �  Each at-risk relative is responsible for arranging genetic counseling, 
testing, and clinical screening independently

  My problem, our responsibility

    Proband and family members are individual owners of their genetic risk

  �  Family members have a responsibility to help each other and may 
monitor each other or offer help or guidance if a family member is not 
following through.

CC indicates communal coping.
Data derived from Afifi et al.12
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passive nondisclosure.10 Conversely, probands (or a designated 
family member) may feel compelled to take on responsibility 
for family genetic testing and screening via reminders to family 
members or connecting them directly with genetic profession-
als (your problem, my responsibility). This type of support behav-
ior may constitute overprotection, resulting in the provision of 
unnecessary help or underestimation of what family members 
can do.17 Yet an information disseminator or champion within 
the family may serve as a helpful resource to family members 
as they attempt to understand and act on new information18 
and in appropriate circumstances could contribute to CC.

In the context of genetics, CC has been used to describe 
the processes of coping with a genetic diagnosis, rather than 
the processes families employ to manage genetic testing and 
medical workup.19 However, CC could also contribute to effec-
tive appraisal of genetic risk and motivate follow-up actions for 
family members. Additionally, differential stress and changing 
needs of family members over time, noted in other instances of 
CC,12 apply to newly diagnosed genetic conditions like DCM. 
Family members differ in risk for DCM, based on whether or 
not they inherited a risk-predisposing genetic variant. Cascade 
genetic evaluation, that is, repeated rounds of testing in those 
at risk, often leads to new diagnoses and identification of addi-
tional at-risk relatives. Those at risk may face recurrent cycles 
of stress and reassurance, as periodic cardiovascular screen-
ing occurs. Among those not at risk, the stress associated 
with DCM may vary considerably (eg, may be much higher for 
spouses and children of those affected than for siblings found 
to be unaffected); however, all could still be involved in CC as 
they acknowledge an ongoing need within the family to identify 
and help those at risk. CC might involve regular communication 

to appraise risk, provide emotional support, and assist individual 
family members with testing and management.12

Despite its potential, CC has limitations. For example, 
affected women in families with hereditary breast and ovar-
ian cancer may sometimes feel the need to reassure relatives 
found not to have the causative variant when they experience 
survivor guilt.13 In addition, more shared informational support 
was associated with increased somatization among sisters in 
such families, suggesting that CC may sometimes undermine 
coping effectiveness.19 Research is needed to better under-
stand these potential drawbacks of CC and how they might be 
avoided. In addition, the coping strategies used within families 
vary and may change over time.12 For example, families may 
engage in CC initially after a genetic diagnosis but adopt a 
more individualist style over time. Conversely, families who are 
initially coping individually with a genetic diagnosis may cope 
more communally as they recognize and discuss their shared 
experiences. In addition, some family members may be more 
likely to engage in CC than others. However, we hypothesize 
that even partial CC, with recognition by at least some family 
members of a shared stressor (our problem), and some efforts 
to provide mutual assistance, could help to address the chal-
lenges of a new genetic diagnosis.

Role of Genetics Providers
Genetic counseling–based interventions could potentially pro-
mote CC if they are shown to improve family follow-up. A tele-
phone counseling intervention (following in-person counseling) 
was shown to increase proband communication of genetic risk 
information to family members.20 In a different context, we-talk 

Figure. Family communication in the communal coping (CC) framework.
The top row demonstrates the 2-step appraisal and collaboration process of CC can facilitate communication to result in the desired outcome 
of at-risk individuals obtaining clinical screening. In contrast, the bottom row outlines the limitations of an individualized process of coping with 
the stressor when viewing dilated cardiomyopathy (DCM) as my problem–my responsibility. FM indicates family member.

D
ow

nloaded from
 http://ahajournals.org by ray.hershberger@

osum
c.edu on O

ctober 22, 2022



Burke et al Communal Coping to Enhance Family Engagement

Circ Genom Precis Med. 2022;15:e003541. DOI: 10.1161/CIRCGEN.121.003541� June 2022 249

(indicative of CC) was associated with improved outcomes 
among couples participating in a smoking cessation program.21 
Importantly, an increase in the use of we-talk after the interven-
tion predicted increased smoking cessation.21 Building on these 
findings, we hypothesize that the development of an interven-
tion to encourage CC might improve communication and medi-
cal follow-up with DCM families, particularly one designed to 
directly reach family members. A CC approach might help 
reduce misunderstandings of the genetic implications of DCM, 
mitigate potential harms of survivor guilt and overprotection, 
and allow genetic counselors to assume some responsibility 
for explaining the need for workup. The direct interaction with 
family members to engage them in follow-up challenges the 
traditional proband-centered model,22 but studies of genetic 
risk communication suggest that such approaches would be 
welcomed.23 To be most effective, providers would need to 
work with the proband and be sensitive to family-specific health 
communication patterns,5,24 informed by knowledge about the 
kind of provider assistance that best supports family follow-up.

RESEARCH TO INVESTIGATE THE ROLE 
OF CC IN FAMILY FOLLOW-UP
Several questions arise in the study of CC as an approach 
to addressing genetic risk (Table 2). For example, does 
CC involve multiple family members or is it usually lim-
ited to dyads within the family? Do key family members 
promote CC within the family? How do family members 
share the tasks of risk appraisal and action to address 
risk? To pursue these questions, existing measures of 
CC developed for spousal coping25 need to be adapted 
to the study of families.

The DCM PM study3 offers a unique setting for this 
research. In the initial phase of the study (PM-I),3 Afri-
can American, European American, and Hispanic pro-
bands and family members were invited to participate 
in a genetic evaluation aimed at documenting genetic 
contributors to DCM. After enrollment, probands were 

asked to invite FDRs to participate in the study; half of 
the probands were randomized to receive a family com-
munication tool to assist this process. The tool explained 
DCM and risk to family members and offered family dis-
cussion guides. About a third (n=1693) of FDRs alive at 
the time of proband enrollment (n=5524) were enrolled 
in the study.7

Interviews with a representative sample of PM-I par-
ticipants from each racial group would enable a better 
understanding of the prevalence and characteristics of CC 
in DCM families (eg, family participation in risk appraisal, 
communication, emotional coping, and actions related 
to genetic risk).15,25 These data could be used to revise 
and pilot previously validated survey measures assessing 
shared risk appraisal and collaboration.25 The resulting 
survey instrument could be used with the remaining PM-I 
cohort to assess the association between CC and FDR 
follow-up among DCM families. Although participants 
would consist of those recruited into the DCM study, 
thus potentially omitting less responsive family members, 
these studies offer an important opportunity for founda-
tional research on CC in DCM families. These studies 
would also provide evidence about any differences in CC, 
risk appraisal, or follow-up between families who received 
the communication tool and those who did not.

A second phase of the DCM PM study (PM-II) offers 
further opportunities through recruiting additional family 
members for genetic evaluation. The participants will con-
sist of relatives receiving their first invitation to participate, 
based on newly available contact information, and rela-
tives responding to a second invitation. As these relatives 
join the study, they could be asked to participate in pro-
spective follow-up of family coping. The survey instrument 
developed for the PM-I study of CC would be adminis-
tered at baseline, 6 months, and 12 months after enroll-
ment, to evaluate the participation of family members in 
CC-related activities. The survey would be supplemented 

Table 2.  Research to Investigate the Role of CC in Family Follow-Up

Research Questions Methodologies Objectives

What characterizes CC with genetic risk? Formative qualitative research with probands 
and family members

Evaluate and define CC related to genetic risk

How do family members participate in risk 
appraisal and actions related to risk?

Adaptation and pilot test of survey measures 
of CC in DCM families

Develop CC measures for DCM families

How prevalent is CC in DCM families? Cross-sectional survey of DCM probands 
and their family members

Assess perspectives on and prevalence of CC

What individual and familial factors are as-
sociated with CC?

Cross-sectional survey Determine factors that are associated with CC, including demo-
graphic (eg, race/ethnicity, age, sex), cognitive (eg, perceived risk, 
attitudes, self-efficacy), and familial (eg, family size, geographic 
dispersal, communication patterns)

Is CC associated with family member 
follow-up?

Cross-sectional survey Evaluate correlation between measures of CC and family follow-
up

How does CC occur over time? Longitudinal family-based surveys and inter-
views

Assess CC over time

What time points and challenges could be 
addressed by an intervention?

Longitudinal follow-up Identify time points and family circumstances where information or 
counseling could provide assistance

CC indicates communal coping; and DCM, dilated cardiomyopathy.
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with individual interviews in a subset of participants. 
These studies would provide prospective evaluation of CC 
activities (ie, shared appraisal and joint action related to 
genetic risk), determine changes and perspectives on CC 
over time, and provide in-depth information about individ-
ual and shared responses to messages about genetic risk 
and family workup. They would also allow further study 
of the family dynamics of CC (eg, CC occurring in dyads, 
such as one sibling supporting another, or in larger fam-
ily structures). This mixed method approach would allow 
for the identification of correlates of CC, including fam-
ily characteristics, genetics (whether or not a pathogenic 
variant was identified), and demographic factors (such as 
the number of at-risk relatives, geographic proximity of 
family members, race, and ethnicity).

These data would also provide information for the 
design of interventions. The goal of such interven-
tions would be to facilitate both CC and family follow-
up. In particular, we would seek to define time points 
after diagnosis, or family circumstances, where provi-
sion of information or counseling assistance would be 
viewed as helpful by family members and could promote 
risk appraisal and action. These data could be used to 
design approaches tailored to the characteristics or cir-
cumstances of different families and to identify poten-
tial intervention methods (eg, provision of informational 
resources to family members versus methods that enable 
direct contact between the genetic counselor and fam-
ily members) and strategies (eg, communication scripts, 
family coaching, online or media communication tools) 
that promote coping with genetic risk within the family.

CONCLUSION
DCM offers a valuable context for identifying new strate-
gies for addressing genetic risk within families. Because 
heart failure is not routinely screened for, asymptomatic 
relatives of a person with DCM will learn of the importance 
of medical evaluation only if effective communication 
occurs within the family after the proband is diagnosed.

The CC theory provides a framework for understand-
ing and describing patterns of communication and action 
related to genetic risk. The DCM PM study offers a unique 
opportunity to assess the role of CC in promoting family 
communication and follow-up, through both retrospec-
tive and prospective assessment. This work would help to 
refine our understanding of CC in the context of genetic 
risk, provide new measures to assess CC, and generate 
evidence to inform interventions to assist families in coping 
with genetic risk information and achieving family follow-up.
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