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ABSTRACT: Family engagement empowers family members to become active partners in care delivery. Family members in-
creasingly expect and wish to participate in care and be involved in the decision-making process. The goal of engaging families
in care is to improve the care experience to achieve better outcomes for both patients and family members. There is emerging
evidence that engaging family members in care improves person- and family-important outcomes. Engaging families in adult
cardiovascular care involves a paradigm shift in the current organization and delivery of both acute and chronic cardiac care.
Many cardiovascular health care professionals have limited awareness of the role and potential benefits of family engagement
in care. Additionally, many fail to identify opportunities to engage family members. There is currently little guidance on family
engagement in any aspect of cardiovascular care. The objective of this statement is to inform health care professionals and
stakeholders about the importance of family engagement in cardiovascular care. This scientific statement will describe the
rationale for engaging families in adult cardiovascular care, outline opportunities and challenges, highlight knowledge gaps,
and provide suggestions to cardiovascular clinicians on how to integrate family members into the health care team.
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morbidity and mortality globally, with more than
18.6 million deaths in 2019, and it is estimated
that nearly half of adults in the United States have some
type of cardiovascular disease.! Many individuals living
with cardiovascular disease have an illness trajectory
that can span over years, including multiple transitions
in care. These transitions encompass outpatient man-
agement, home care, acute hospitalizations, and end
of life care during times of medical stability as well as
acute exacerbations (Figure 1). As the individual living
with cardiovascular disease traverses the illness trajec-
tory, so do their family members.
There is a growing body of evidence on the sig-
nificant impact that illness has on family members of

Cardiovascular disease remains a leading cause of

people living with cardiovascular disease. Patient and
family engagement in care is an approach to improve
experiences and to achieve better outcomes for both
the person living with an illness and their family mem-
bers. Engagement is the active participation of patients,
families, and health care professionals as essential and
active partners in health care delivery. Family engage-
ment is conceptualized as taking action with people
as opposed to for people, in which patients, families,
and health care professionals actively work together to
support involvement of both parties in health care and
decision making.? Family is defined as any person(s)
whom the patient wants involved in their care.’
Engaging families in care is a means to achieve
family-centered care. The concept of family-centered
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OPPORTUNITIES FOR FAMILY ENGAGEMENT
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Figure 1. Opportunities for family engagement in cardiovascular care.

care gained traction when the Society of Critical Care
Medicine introduced the first guidelines in 2007.%
Those guidelines were updated with the most current
evidence in 2017 and provide recommendations for
a family-centered approach across all age groups in
the intensive care setting.® Family-centered care, as a
framework to guide care, received national recognition
in 2011 when the Institute for Healthcare Improvement
released the white paper Achieving an Exceptional
Patient and Family Experience of Inpatient Hospital
Care.® These seminal papers were the impetus for
a growing body of studies evaluating the benefits of
family-centered care and have expanded beyond the
acute care setting.

Multiple studies have demonstrated the positive
benefits of implementing family engagement in care,
primarily in intensive care units, and there is a growing
body of evidence on the role of families in care in car-
diac settings. Evidence supports family engagement in
care as a strategy to improve both the patient and fam-
ily experience and outcomes. Interventions promoting
family engagement in the intensive care setting have
demonstrated increased satisfaction with care, im-
proved medical goal achievement, and superior patient
and family psychological recovery and well-being.”®

In this scientific statement, the evidence pertain-
ing to family engagement in cardiovascular care is
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synthesized to describe (1) a structural framework of
family engagement, (2) family engagement in the acute
and outpatient cardiac settings, (3) caring for the care-
giver, (4) family engagement during times of crisis, (5)
family engagement in special population groups, (6)
the role of the family in the transition from pediatric to
adult cardiovascular care, (7) knowledge gaps and fu-
ture directions, and (8) suggestions for clinical practice.

STRUCTURAL FRAMEWORK

Principles of Family Engagement

There is a role for engaging families in patient care
across all age groups. Among groups generally not
considered autonomous decision makers, such as
children or adults with significant cognitive impair-
ment, there is a tacit societal acceptance for family to
be more involved in care. However, some may con-
sider family engagement optional or even unneces-
sary for adults with decision-making capacity.”® Yet
many adults want family to participate in their care, and
many family members wish to engage in the care pro-
cess. The effort to include family in care must be bal-
anced against the patient’s right to autonomy; some
patients may not wish to have their family members
engaged in their care or they may have desired limits
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on the degree of engagement. During an acute crisis,
when a patient is unable to communicate, it may be
difficult to evaluate the patient’s desires in their fam-
ily engagement when there is no power of attorney
in place. The health care professional should assess
and support family engagement in suitable aspects of
care to the extent of the patient’s wishes, if known or
previously expressed.

Structural Framework

Various conceptualizations for family engagement in
care exist. One practical framework involves catego-
rizing care engagement along a continuum of involve-
ment from most passive to most active (Figure 1)."
The most passive involvement includes allowing family
presence during patient encounters, cardiac investiga-
tions, procedures, and health care team discussions.
More active involvement includes communication be-
tween the family and the care team, meeting the care
needs of the family member, and acting as a surro-
gate decision maker or as part of the shared decision-
making process. The most active involvement involves
direct care contribution by the family member, such as
provision of basic care needs (ie, feeding and hygiene),
assisting with mobilization, fall prevention, detecting
delirium, administering medications, bringing patients
to appointments, and monitoring vital signs.

Scope of Family Engagement

Beyond participating in the care of their relative, fam-
ily members have much to offer as partners in care
at multiple organizational levels. At the institutional
level, family members can participate in administrative
groups to ensure that organizational policies reflect
core principles of family engagement and to support
engagement initiatives. Family members can also part-
ner with key stakeholders to advocate for family en-
gagement in health care delivery on a regional health
system or a national scale. Family members may also
actively participate in the design of research, educa-
tion, and quality-of-care initiatives. Family member
involvement in these endeavors should reflect a true
partnership rather than mere tokenism.'?

Family Members Themselves May Benefit
From Being Engaged in Care

There is emerging evidence that family members them-
selves benefit from being engaged in their relative’s
care. Person- and family-centered interventions have
been shown to improve family satisfaction with care
and family mental health outcomes, such as symp-
toms of depression and anxiety.'® Family-centered in-
terventions may also improve cardiovascular risk factor
management.™ Thus, when circumstances prohibit the
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physical presence of family members during patient
encounters, such as the coronavirus disease 2019
(COVID-19) pandemic or socioeconomic stressors of
the family member, clinicians should look for innovative
approaches to engage family members.'® Health care
professionals should recognize that their care extends
beyond the patient to the family and even to their larger
community.

ACUTE CARDIAC CARE SETTING

Supporting a family member through an acute care ad-
mission is a stressful experience. Patients and families
often feel helpless and experience a high level of anxiety
during and after hospitalization. The goal of family en-
gagement in acute cardiac care is to improve the care
experience for both patients and family members and
to decrease the residual trauma that can be associated
with these hospitalizations (Supplemental Material).

Providing increased access to visitation by fam-
ily members can reduce the social isolation patients
often experience during acute care hospitalization.
Liberal visitation policies, which can allow family
members to visit for up to 24 hours per day, are asso-
ciated with reduced anxiety and depression in family
members compared with more restrictive visitation
policies.'® Importantly, increased visitation flexibility
did not appear to increase infection rates or health
care professional burnout, although this evidence
comes from the pre—COVID-19 era.'® Family members
may also benefit from being present during resuscita-
tion efforts and invasive procedures. Offering family
members the option to witness resuscitation efforts
is associated with lower rates of depression, anxiety,
and posttraumatic stress disorder—related symptoms
in family members 1 year after the event without a
deleterious impact on resuscitation characteristics,
clinician stress, or patient survival.”” Family members
who were present during invasive procedures report
feeling like they were active participants in care and
provided comfort to their relatives.'® The presence of
family members during interdisciplinary team rounds
has also been shown to improve communication,
reduce rounding time, and improve health care pro-
fessional satisfaction, while allowing adequate oppor-
tunity for teaching the house staff.'® A pilot study of
virtual rounding demonstrated the feasibility of using
technology to engage family members during inpa-
tient rounds.?°

Providing patients and family members with rel-
evant written or online materials about the patient’s
condition and upcoming tests can improve compre-
hension and family satisfaction.?! There is a need to
ensure adequate communication between family
members and clinicians about decision making and
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care plans, particularly for vulnerable groups who are
more likely to require family input. Phone and virtual
meetings may be especially useful when in-person
visitation is limited or for family members who cannot
be present. Electronic patient and family portals have
also been used to improve the patient—family—clinician
communication axis.??

Many patients who are critically ill cannot advo-
cate for themselves, and therefore family members
are called upon to make medical decisions in their
place. Acting as a surrogate decision maker can be
difficult for distressed family members. Efforts to im-
prove communication with surrogate decision makers
include specialized training for physicians and allied
health team members, informational leaflets, spiritual
care support, and palliative care consultations where
indicated.?®

Family members may wish to directly contribute
to daily care of their loved ones. Direct care includes
basic hygiene, feeding, assistance with mobilization,
and delirium detection. The manner in which fam-
ily members engage with the patient and care team
may change throughout the acute iliness trajectory. In
addition, not all families wish to be engaged in care,
and the expectation to do so may be more stressful.
Successfully engaging families in acute cardiac care
requires flexible and adaptable care teams who can
tailor their approach to the patient and family’s comfort
level.

Acute care hospitalization of a relative is also an op-
portune time to address family health. Family members
are highly willing to be referred for cardiovascular risk
factor screening at the time of their relative’s hospital-
ization for acute cardiovascular disease.?* Interventions
targeting family following a relative’s hospitalization
have been shown to be effective at improving the car-
diovascular risk factors and modifying health behaviors
of family members.'*

OUTPATIENT CARE SETTING

The challenge of living with chronic cardiac disease
in a stable state, with the goal of avoiding hospitaliza-
tions, is inextricably linked to reliance on the unpaid
support from caregivers.?>?8 Caregivers can include
the patient’s family, friends, religious group support
members, or neighbors. Advances in the treatment
of cardiovascular disease have improved survival, but
this often means living longer with the consequences
of the syndrome itself, which include, but are not lim-
ited to, symptoms of dyspnea and fatigue, arrhythmias,
psychological consequences, and the financial conse-
quences of chronic cardiovascular disease.?” The spe-
cific tasks of the caregiver vary widely based on the
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individual’s needs, cultural background, and the age of
the affected patient.?®

Most reports that have explored family engage-
ment in patient care have been initiated with the given
that the support has already been elicited and agreed
upon. Few have explored how individuals became
caregivers and what it took to obtain their approval
and engagement. Common to most studies is that the
caregiver requires and wishes to become an integral
part of the care team obtaining communications in
parallel to the patient to reduce ambiguity in the plans
of care and the follow-up needed.?®3° Others have felt
inadequately armed with knowledge of the waxing and
waning of symptoms and their acceptance as part of
the chronic cardiac condition. Most studies have fo-
cused on patients living with chronic heart failure (HF)
syndromes, and there is a limit to the knowledge base
of issues related to caregivers for other chronic cardiac
conditions.?® There is a need for studies exploring the
role of caregivers in other cardiac conditions.

Thus, engaging caregivers in the longitudinal care
of their family member’s chronic cardiac conditions
is a responsibility of the cardiac team; this can be
achieved by including caregivers as part of the health
care team and including them in all discussions about
care protocols. To better understand the disease it-
self, cardiac care education should be tailored to the
caregivers by using lay language or language com-
mensurate to the caregivers’ experience and level of
training. Caregiver preparedness and understand-
ing of the family member’s disease condition can be
helpful in working through shared decision-making
options with long-term implications and risks (eg, de-
cision to implant a destination therapy left ventricular
assist device).?"?°

CARING FOR THE CAREGIVER

There is increasing recognition that patients’ acute or
chronic illnesses adversely affect the health of care-
givers.?”31:32 Among patients with cardiovascular dis-
ease, conditions such as HF are often accompanied
by frequent hospitalizations, whereas others such as
chronic ischemic heart disease may require multiple
revascularization procedures. Beyond the burden of
acute care, cardiovascular patients may experience
chronic symptoms with daily activities such as fa-
tigue, dyspnea, or angina. Furthermore, the major-
ity of patients with cardiovascular disease are older
adults, and comorbidities are therefore common;
these may increase caregiver burden, especially if
cognitive impairment is present. Caregiver responsi-
bilities can range from hospital visitation and support
through an acute iliness to coordination of outpatient
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care, transportation to medical visits, emotional sup-
port, medication management, and with more ad-
vanced disease, assistance with basic activities (eg,
feeding, dressing, ambulation).?” Given changing US
demographics, the total burden of informal cardio-
vascular disease caregiving (and its concurrent costs)
is projected to increase considerably in the next 2
decades.®® As such, the health of the caregiver is
paramount.

Studies to date of caregivers have documented
considerable stress, especially in the setting of acute
hospitalization, where caregivers have been shown
at risk for obesity, lower physical activity, and less
healthy dietary behaviors at long-term follow-up.3"3?
Psychosocial stresses are also common among care-
givers for patients with cardiovascular disease. These
stresses include financial strain, sleep disturbance,
and feelings of being overwhelmed.3'3? Notably, the
majority of caregivers for patients with cardiovascular
disease are women, and many are more than 65 years
of age.®* Especially at older ages, caregivers may have
their own health needs that are neglected because of
time demands.?”34

Relatively few interventions have been developed
and tested to support caregivers. for patients with car-
diovascular disease.?”** HF is the best studied condi-
tion to date, given its chronic and progressive nature
with traditionally high caregiver involvement. To date,
HF caregivers have reported multiple needs unmet
by the current health care system, including being
unprepared for managing medications and devices,
balancing home and work responsibilities, engaging
in their own self-care, and handling emergencies.3
Interventions directed at HF caregivers have ranged
from face-to-face nurse psychoeducational support
of patient—caregiver dyads to mobile health support
for self-care, and although a select number of these
studies have shown a reduction in caregiver burden, to
date a consistent effect has not been demonstrated.3*
Investigators have recommended that future stud-
ies adopt larger sample sizes and longer duration of
follow-up, incorporate objective measures, leverage
technology, and focus on understudied populations
(eg, younger, underrepresented minorities from un-
derrepresented racial and ethnic groups, nonspouses,
and non-English speakers).?"34

FAMILY ENGAGEMENT DURING
TIMES OF CRISIS

The COVID-19 pandemic has had a considerable
impact on family engagement in care. At the onset,
many health care institutions strictly limited visitor
entry because of concern for infection spread and
inadequate personal protective equipment supply.’®
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The pandemic response also shifted the priorities of
health care delivery and led to the overstretching of
resources in many care settings. As a result, efforts
aimed at engaging families in care have been severely
curtailed.3®

A restrictive visitor policy is associated with risks to
patients and family members.” Inadequate family ac-
cess can lead to social isolation, emotional distress,
and mental health issues for both patients and fam-
ily members. Vulnerable populations, such as those
with cognitive impairment, underlying mental health
conditions, or a language barrier, are likely to suffer
the greatest consequences from the lack of family
support. Flexible visitation policies have been shown
to strengthen communication and trust between the
health care team and family members, particularly for
vulnerable patient populations.®®

During a pandemic response, there is a crucial
need to balance the concerns of the health care sys-
tem with the potential impact on the physical, emo-
tional, and spiritual needs of the patient and family. If
future events require restrictions on family presence,
a strict no-visitor policy should be avoided whenever
possible. A potential approach is to allow one desig-
nated essential family member per patient per hospi-
tal stay, particularly for people with cognitive deficits
or delirium, and for those who have language bar-
riers, psychiatric issues, or are receiving end-of-life
care. Family members who are allowed to visit can
be provided with information and training on infection
control, physical distancing, and being screened for
exposure. There is a need for studies to assess the
safety of family presence in terms of infection risk to
the patient, family, and health care team during a pan-
demic. Family members may be used as health care
team extenders by assisting with appropriate tasks,
such as hygiene, feeding, mobilization, and orienta-
tion, which can reduce burden on the medical staff
while providing support to the patient. There is also a
need to consider the disproportionate impact that the
COVID-19 pandemic has had on women, who more
frequently act as the primary caregiver for the car-
diac patient. Additional psychosocial resources could
be provided to support caregivers during challenging
times.

If family members cannot be present at the hospi-
tal, there should be a concerted effort by the health
care professional to maintain regular and structured
communication using secure video communication
tools. Virtual family presence during team rounds
can be integrated into the routine workflow. A fam-
ily support liaison can also facilitate commmunication
between the care team and families. Tools such as
video communication should be given to patients so
they may communicate often with family members
to prevent social isolation. Once conditions permit,
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family members should be allowed back into hospi-
tals and clinics.

SPECIAL POPULATION GROUPS

The presence of a supportive family positively impacts
the likelihood that a patient will adhere to a medication
regimen, consent to an invasive procedure, and keep
follow-up appointments. Recent data suggest that the
presence of a family member at the bedside after open
heart surgery may reduce objective measures of pa-
tient stress, including circulating cortisol levels.®” Yet
in certain communities, the same social determinants
of health that lead to a greater burden of incident car-
diovascular disease can have a negative impact on the
level of family support.

A relative’s ability to be present for a family mem-
ber’s office visit or medical procedure is influenced by
their own socioeconomic status. Just like Black and
Hispanic workers were less likely than others to be able
to work remotely during the COVID-19 pandemic be-
cause of their overrepresentation in essential service
occupations, they likely find it more difficult to secure
time off to attend a loved one’s appointment.3® This
presents a challenge to recruiting family members as al-
lies in the care of patients from underrepresented racial
and ethnic groups.

Studies have suggested that underrepresented
groups benefit from telehealth appointments to improve
adherence to prescribed medical therapy and self-care
regimens.®® Although the impact of telehealth to en-
courage family support in patient care has not been
studied extensively, leveraging technology may also be
an important tool for these families. Furthermore, many
mobile, cell-phone—based applications help motivated
patients track indicators like blood pressure, heart rate,
and fluid intake. If patients transmit this information to
a trusted family member in addition to the doctor, the
relative could support the patient to help them achieve
their goals and later provide valuable information in
conference with the physician.

Ethnic and cultural differences may play an import-
ant role in decision making and end of life discussions.
Health care professionals should be sensitive and
open to patient and family needs of different identity
groups. However, clinicians should not generalize eth-
nic and cultural differences in the decision-making pro-
cess; different perspectives should be anticipated, not
presumed.

Underserved populations tend to reside in multi-
generational households and, where Hispanic and
non-English speaking families are involved, young
family members and teenagers may be more profi-
cient in the English language and in American culture
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than the senior members of the household. Leveraging
the higher language and cultural competency of the
younger generation to enhance patient engagement
in self-care and health-promoting strategies might be
an underused strategy. A novel approach recruited
bilingual Hispanic teenagers to serve as messengers
about influenza vaccinations for internet and radio
messages to the Hispanic community.“® This resulted
in a significant increase in middle-aged and elderly
Hispanic individuals attending a drive-through event
to receive vaccinations distributed by an academic
medical center. This could easily serve as a model
in which younger members of the household are not
only used as occasional language translators, but as
trusted members of the patient’s health care team to
reduce vaccine hesitancy and reluctance to participate
in clinical trials.

As America ages and life expectancy increases,
caring for an older adult and being engaged in their
care brings other challenges. With aging comes the
increased incidence of senile dementia, which impacts
everyone in the care circle, making adherence and
the need for caregiver involvement in everyday deci-
sions and care vital.*' Health care professionals should
see the older adult and caregiver group as one unit
for framing plans of care. Older adult visits are also
those that may benefit from telehealth if transportation
is difficult. Should an older patient need day care or
residential living, communication by the facility medical
staff and family/caregivers must be maintained and ad-
vanced directives be clearly delineated.

Nontraditional family units should also be embraced
as an untapped resource for bidirectional communica-
tion between the patient and physician, using technol-
ogy, honest discussion, and compassion to enhance
trust.

TRANSITION OF CARE FROM
PEDIATRIC TO ADULT

The families, and particularly parents, of individuals
who are born with or develop cardiovascular disease
early in life have unique challenges in managing their
child’s condition, including possibly facing multiple
surgeries/procedures that can disrupt schooling
and peer interactions, as well as result in financial
strain. Parents must digest complicated informa-
tion about their child’s diagnosis and collaborate
with health care professionals to educate the patient
and promote disease self-management behaviors
when developmentally appropriate. Transitioning
from a pediatric care model (ie, parents make medi-
cal decisions and assume responsibility for disease
management) to the adult care model (ie, the patient
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assumes the lead role in disease self-management)
is vital for ensuring the best long-term health out-
comes. Family engagement is essential for a suc-
cessful transition.

Successful transition includes several components
of disease self-management, such as understanding
the nature of one’s cardiac condition (ie, diagnosis,
implications for future health), appropriately manag-
ing medications and cardiac follow-up appointments,
asking questions of health care professionals, and
eventually transferring care from pediatric to adult cli-
nicians. Formal transition education should begin be-
tween 13 and 16 years of age, using the adolescent’s
maturity as a guide for initiation,* and would occur
over several years. Education designed to address
these components of successful transition may start
in the clinic but should proceed at home with par-
ents echoing the messages delivered by health care
professionals.

Research has highlighted the important role of
parents in this transition of care, including reinforcing
information about diagnosis and proper disease self-
management. Parental knowledge is associated with
their adolescent’s knowledge, which in turnis predictive
of increased self-reported disease management*® and
better understanding about transition.*? Furthermore,
parents discussing transfer of care with their adoles-
cent is associated with increased self-management
skills.*3 However, parents and their adolescents differ
in their perceptions of transition readiness during the
process. Parents may overestimate their adolescent’s
knowledge, and adolescents may perceive themselves
as better able to engage in self-management behav-
iors than their parents.** Although these discrepancies
are unsurprising, it suggests that engaging the family
in the transition process and encouraging communica-
tion in the home will aid successful transition.

Engaging Families in Adult Cardiovascular Care

Several barriers to involving families in transition
have been qualitatively documented, including over-
protection because of parents viewing their child as
more vulnerable than healthy peers, discrepancies be-
tween parents and youth on perceptions of maturity,
as well as caregiving exhaustion.*®> However, a sense
of partnership with health care professionals, a clearly
communicated timeline for acquiring disease self-
management skills and transfer of care, and providing
informational tools that can be used in the home may
go along way in helping recruit parents as strong allies.

One tool that can enhance communication be-
tween health care professionals, parents, and adoles-
cents in clinic is the Transition Readiness Assessment
Questionnaire, which comprises 20 items with 5 sub-
scales, including managing medications, appointment
keeping, tracking health issues, talking with clinicians,
and managing daily activities (eg, helping to prepare
meals, cleaning one’s room).*® The questionnaire was
designed to be given to both parents and youth to
assess readiness for assuming these responsibilities.
Discrepancies can be addressed during transition ed-
ucation visits and used to provide homework to fami-
lies in between visits that can carry forth the discussion
of transition at home.

KNOWLEDGE GAPS AND FUTURE
DIRECTIONS

Family engagement in cardiovascular care is evolving.
The existing knowledge gaps should be addressed
to improve family engagement in cardiovascular care
(Figure 2). Approaches to doing so include training
health care professionals, furthering research specifi-
cally in the cardiovascular care setting, and establish-
ing leaders within the medical community to promote
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Figure 2. Future directions for family engagement.
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Table. Suggestions for Clinical Practice

Engaging Families in Adult Cardiovascular Care

Skills training

For caregivers of patients with chronic cardiac conditions, including application-based training in problem
solving; goal setting; medication, symptom, and device management; and communication

cardiology health care team

For the health care team, with additional research to determine how to best incorporate the caregiver into the

Development of remote technology

To assist caregivers with the clinical management of cardiac conditions, which include telehealth feedback
among the health care team, family, and patient; to assist in the remote management of medical therapies,
devices, and changes in symptoms

Psychosocial resources

Providing psychosocial resources to family members of patients with chronic cardiac conditions (ie, peer
support groups, referrals for behavioral health professionals)

Advocacy Advocate for policies to support caregivers, including government-mandated leave to support caregivers (ie,
Family Medical Leave Act). In the United States, the last legislation passed to support caregivers was the 2018
RAISE (Recognize, Assist, Include, Support, and Engage) Family Caregivers Act (S.1028/H.R.3759)

Research Addressing research gaps, including the impact of the role of the family on outcomes of people living with

chronic cardiac disease and family member psychological and physical health

Reimbursement

Reimbursement for health care systems and team members who promote and provide family-based care,
including caring for multiple members of a family, may also encourage family engagement efforts

these endeavors. Importantly, developing family-
focused communication methods through platforms
such as digital applications may improve understand-
ing between health care teams and families.

CONSIDERATIONS FOR CLINICAL
PRACTICE

The integration of patient engagement into cardiovascu-
lar care results in improved quality of care. Embedded in
patient-centered care is patient-caregiver engagement,
creating an environment where the patient, family, and
health care team come together as partners to improve
the quality of care, both in the hospital and outpatient
settings. Family members or any designated caregiver
should be viewed as collaborative partners in patient care.

There are limited data relating to the effectiveness
of caregivers on the overall health and outcomes of pa-
tients living with cardiac disease, whether newly diag-
nosed or a chronic condition (Table). There is a lack of
a conceptual model for how to best integrate family as
a partner in the care of any given specific cardiac con-
dition. There remain critical research gaps in the role of
family, specifically their impact on outcomes for patients
living with chronic cardiac disease and the cost or sav-
ing to the health care system and society, in addition
to the psychological and physical health of the family
member. There are significant gaps in research related
to multiple caregivers. We recommend further research
be done in this area. To date, the majority of the litera-
ture has focused on patients living with HF.?” Ultimately,
closing these gaps will require more research, given
that it may have the potential to reduce hospitalization
and urgent care visits, and ultimately the costs and bur-
dens to our health care systems.

J Am Heart Assoc. 2022;11:025859. DOI: 10.1161/JAHA.122.025859

To date, there are no data to understand the use of
family in risk factor modification, medication interven-
tions for blood pressure control, and other preventative
interventions. Innovative approaches to family-based
cardiovascular risk factor modification, similar to the
community support model in hypertension control,
can be developed.*” There also remain significant gaps
in physician education for how to engage the patient
and family member, including how to incorporate fam-
ily in telehealth visits.
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Engagement of Families in Cardiovascular Care - The Patient’s Viewpoint

On June 8, 2000, I experienced a heart attack at work, diagnosed as a sudden MI, and diagnosed
ten years later as “Broken Heart Syndrome”. Although I needed no stents or open-heart surgery,
I spent a frightful week hospitalized for diagnostic testing, regulation of arrhythmias, and getting
accustomed to taking daily medications. Despite having been a nurse for many years, I was
totally unprepared to find myselfin the “patient” role. As a single woman and a recent ‘empty-
nester’, this had a huge impact on me and my family.

While hospitalized, the medical team offered no ready explanation other than “you’re having a
heart attack™ and very little support or education was provided. At discharge, [ was given a list of
medications and a return appointment to see the cardiologist assigned to me. Since my own
mother had died from heart disease at age 42, [ was very fearful and even recall contacting the
hospital on my ride home to ask if  needed a prescription for nitroglycerin in case the chest pain
returned. [ was clearly unprepared.

My family visited me regularly in the hospital, which was certainly appreciated, but I felt the
need to hide my fears to make them feel less anxious--a very common behavior I have since
observed, especially by wives and mothers. My son remained stoic and supportive; he drove me
back from the hospital but burst into tears of relief when I finally was back safe at home. My
daughter was dealing with her own newly diagnosed health issue, and the stress on her was
especially painful to us both. I remember feeling guilty that the attention was diverted to me and
experienced feelings of blame and guilt  now recognize as common after a cardiac event. [ am
sure we could all have benefited by some education and support from the care team prior to
discharge!

Things markedly improved when I reached out and found a recommended cardiologist, away
from the large teaching hospital where I had been cared for, and then discovered my two best
recuperative tools--cardiac rehabilitation and WomenHeart, The National Coalition for Women
with Heart Disease. The impact they had on me personally, and my family as a result, was life
changing.

This month, [ am fortunate to be celebrating 21 healthy years since my “event”. I continued my
nursing career for many more years, switching to the field of cardiology soon after my initial
diagnosis. Through my extensive network with Heartsisters (survivors) and friends, [ have met
many patients and families impacted by this number one cause of death in America. While my
own recovery was fairly straightforward and uncomplicated, this has often not been the case with
others. I hope that by offering a synopsis of what I have heard and observed, rather than just my
story alone, a wider patient viewpoint can be appreciated. Their stories are all as unique and
personal as mine; their recoveries and experiences equally important and valued.

I am honored to share below some of the more common experiences voiced that illustrate the
value and importance of engaging families in cardiovascular care.

© 2022 The Authors. Published on behalf of the American Heart Association, Inc., by Wiley. This is an open access article under the
terms of the Creative Commons Attribution-NonCommercial-NoDerivs License, which permits use and distribution in any medium,
provided the original work is properly cited, the use is non-commercial and no modifications or adaptations are made.
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“I felt blindsided by the event/diagnosis and really needed family support”

“It would have really helped if my family could have been involved in the education and
discharge plans. I was still in my own state of shock and denial and could not really remember
anything and honestly didn’t even know what to ask.”

“I wish the doctor/medical provider had asked about my home life/family support and involved
them from the beginning. A family meeting to explain my condition and answer their questions
would have been so helpful.”

Questions and comments around activity progression, dietary restrictions, healing, returning to
work, “when to call the doctor”, medication compliance/side effects, self-image, intimate life,
etc. are all topics brought forward by the patients with whom I have spoken. These areas were
felt to be important for family engagement and integral to setting realistic expectations. When
these points are not addressed, it is an opportunity for problems leading to conflict within the
family and an extra burden on physical and emotional recovery. It may even have a societal and
financial impact if return to the workplace is hindered due to a prolonged, non-supported patient
recovery and return to their place in the society and within the family unit.

[ heard many comments from the patients and their families after their hospital discharge,
especially from my Heartsisters and the patients in cardiac rehabilitation. Some are listed below
in italicized text. Following the statement are ideas about how they felt attention to family
engagement could have benefitted their experience or outcome.

“The family would NOT let me drive for so long that I felt infantilized and useless.”
Explanation of criteria and expected time to return to driving would have done a lot to make this
easier. The fear of loss of future independence is widespread.

“It turns out that one of my meds made me so tired that I felt guilty not being able to return to my
regular active role in the family”.

It is important to give information about common side effects of the newly prescribed
medications (especially voiced by many on beta-blockers for the first time). [ recall an incident,
fairly soon after my own event, when I decided that going out to the movies with friends would
be low stress and a chance to get back to ‘normal’. I became so exhausted just walking from the
car to the entrance in the mall, a walk I had made multiple times before, that [ had to siton a
bench to catch my breath. I burst into tears thinking, “I will never be the same”. At that moment
it hit me, and I felt old and helpless! After getting used to the meds, in combination with cardiac
rehab, [ was back going to the movies and socializing again. A major milestone and emotional
shot in the arm for my recovery! If  had only known about those side effects!

“My family were like sergeants and watched every bite of food I put in my mouth. 1 felt like they
blamed my prior eating habits on my condition which made me feel guilty and depressed.”

A favorite outspoken Heartsister told me that upon getting home, her daughters went grocery
shopping and came home, per her account: “carrying bags of expensive ‘heart healthy’ items.
After trying a dry, low fat turkey sandwich on low salt bread (that tasted like cardboard), I yelled
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at them to take it all back, I wasn’t eating ANY of it!” A visit by a dietician or referral to one,
can positively impact patient compliance through understanding of individual preferences and set
realistic goals for adaptation and success as needed. In this instance, it might have prevented
both family and patient distress.

“On one hand, my family was always insisting that I take it easy but acted upset if [ said I could
notdo something or needed to take a nap. They wanted to protect me but also wanted the ‘old
Mom’ back! Couldn’t they see that I also, wanted my ‘old self’ back?”

This is another opportunity for understanding and support by professional engagement with the
family and patient as a unit. In reality, everyone mourns the ‘old Mom, the old self,” after a
cardiac event. Validating and talking about these feelings is critical to compassionate care,
understanding and recovery.

“I had to have a defibrillator implanted and have since had to have a new one. Everybody talks
about ‘moving on’ after a cardiac event but I wish they could know that every time I look at my
body when I shower, or look at the bedside device monitor, or worry about if it might activate, I
am reminded that I am always a ‘heart patient’. [ know my friends with open heart surgery feel
the same seeing their scars.”

This common statement speaks to the need for compassionate understanding by those engaged in
our care. Statements related to me such as: “don’t worry - you are ‘fixed’, you need to move
forward and get on with your life”, “you just need to accept this, you are fine now” are actually
not comforting at all and only reinforce shame or halt open communication with the caregiver or

family.

“I had a call from an old friend after discharge. She was a medical professional and asked me if
I was going to cardiac rehab? I had never heard of it, no one mentioned it to me in the hospital. [
called and was told I qualified but needed a referral from my cardiologist. At my next visit [
mentioned it he said, “well, not sure you need it, but you can go if you want to.” This took me by
surprise but I got the referral! Because of the demand, I had to wait weeks before an available
appointment to start; when I joined, there was only one other woman - it was awkward!
Thankfully, the staff was great, and I benefitted tremendously by attending ”.

This is one instance where caregivers can actively engage patient and family to take advantage of
this proven therapeutic tool for improved recovery. The long delay of access to care can be
shortened with timely referral. Patients voiced that they felt most receptive to acceptance of their
new diagnosis and adherence to healthy behavior changes the closer they occurred to the time of
their event. It was equally important to hear examples of things that DID work through good
family and caregiver engagement, intervention, understanding, and communication. Some
comments are listed below.

“My daughters were attuned to my vanity and my need to not look ‘sick’. They made surel
could be prepared for visitors and controlled their number, helped with my hygiene when
needed, protected my privacy in the hospital, and prepared my home for discharge. They knew [
would be so happy to see they had kept the house clean and organized and had arranged for
friends to help with meals.”

“Meeting with the cardiac rehab professional at discharge was so helpful as they included my
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family and they gave suggestions about a shower chair, activity progression, diet, medications,
future appointments, etc. My family felt vested in the idea that I could have professional
guidance and monitoring of my recovery. They supported my attendance and adherence to
completing the program. Upon graduation we all felt much more secure to go forward into this
new life--they practiced less hovering, and I recovered my independence.”

“I felt so hopeful after a visit in the hospital from a woman on their WomenHeart team. Actually
SEEING someone who survived and was now thriving meant more to me than any assurances
from the doctors. She offered to stay in touch as needed and provided information about their
support and educational meetings. I attended my first one the month after discharge and continue
to gather with my newfound “Heartsisters”. I am forever grateful for their impact on my
continued physical and emotional recovery.

In conclusion, [ hope I have provided a glimpse into the Patient Experience following entry into
the world of heart disease. I endeavored to bring voices forward in the hope of illustrating
common themes, their effects, and opportunities for better outcomes in the future. It should be
recognized that patients and their families overall expressed sincere gratitude and appreciation
for the caregivers they encountered, as do I.

Behind the universal statement that ‘my cardiology team saved my HEART’, it is important to
uncover and explore areas where our precious LIFE going forward can ALSO be ‘saved’ and
enriched. I believe that through sharing of experiences, thoughtful consideration of ideas, and our
common goal of improving and enriching this journey we share together, that this result can be
achieved.

Thank you for this opportunity to share my observations and personal experience.

Ann de Velasco, RN.
Survivor, WomanHeart Champion
Coordinator, WomenHeart of Miami Support Network
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