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Abstract

Purpose: The purpose of this study was to explore the experi-
ences of spouses whose wives had peripartum cardiomyopathy
PPCM).

Design & Methods: Participants were recruited for this phenome-
nological study through online sites Facebook and SavetheMommies.
Sfteen men from four countries participated through semistructured
phone interviews conducted between October 2019 and August
2020. Data were analyzed using a modified version of the constant
comparison method.

Results: The overarching theme of spouses’ experiences was Living
with the ‘what ifs’ of persistent uncertainty. Four main themes were:
Feeling the shock, Facing the challenge, Figuring out a new normal,
and Finding meaning. Spouses had to deal with the fear of their
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wives’ heart failure relapse or death, changed marital and parental
roles, and unclear expectations of the future.

Clinical Implications: PPCM is a rare complication of preg-
nancy with uncertain implications for the future that can have a
profound impact on the woman’s spouse and family. Our find-
ings should alert nurses and other health care professionals to
the need for emotional, spiritual, and informational support of
spouses or partners of women who have PPCM. Nurses should
include spouses and partners in care and communication to make
sure they are as informed as possible, have their questions and
concerns addressed as needed, and receive adequate follow-up
support.

Key words: Cardiomyopathies; Cardiovascular; Pregnancy compli-
cations; Qualitative research; Spouses; Uncertainty.
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eripartum cardiomyopathy (PPCM) is a form of

systolic heart failure secondary to dysfunction of

the left ventricule (Davis et al., 2020). It occurs

during the last month of pregnancy or in the first
S to 6 months postpartum. Incidence of PPCM in the
United States is unknown; the rate reported in 2014 was
1 in 968 (or 10.3 per 10,000) live births (Kolte et al.,
2014). Worldwide the incidence varies greatly from 1 to
100 in 20,000 live births depending on the country (Da-
vis et al., 2020).

Etiology of PPCM is unknown. Autoimmune disor-
ders, viral infections, and micronutrient deficiencies have
been considered (Koenig et al., 2018), along with in-
creased prolactin levels and low levels of hemoglobin
(Cherubin et al., 2020). Women who are older, of Black
African descent, or have preeclampsia or hypertension are
at greater risk for developing PPCM when compared with
the general childbearing population (Davis et al., 2020).
Peripartum cardiomyopathy frequently goes undiagnosed
until a woman has severe myocardial impairment because
signs and symptoms of PPCM can mimic common dis-
comforts of third trimester pregnancy, including fatigue,
shortness of breath, and swelling in the ankles and feet.
Underreporting and lack of awareness also contribute to
misdiagnosis (Davis et al., 2020). About 72% of women
with PPCM in North America returned to normal cardiac
function within a year of diagnosis (McNamara et al.,
2015). Women with long-term recovery are likely to have
posttraumatic stress, depression (Donnenwirth et al.,
2020), and anxiety (Rosman et al., 2019).

Literature Review

Studies of women with PPCM are numerous but little is
known about the impact of PPCM on spouses or partners
of these women. Only two studies, using the same 14 par-
ticipants, focused on men and their partners’ PPCM. Patel
et al. (2019) found these men were overwhelmed by fear,
experienced distressing uncertainty, felt helpless yet need-
ed to be strong, and felt relief and acceptance while gain-
ing a new perspective on life. Patel et al. (2018) found
men felt most in control and prepared to become fathers
when they were adequately updated on their partner’s
condition. Hess and Weinland (2012) analyzed postings
from a web-based PPCM support group and found some
women were concerned about the impact of PPCM on
their spouse. The aim of this study was to explore the
lived experiences of spouses of women who had PPCM.

Methods

Design

Due to the limited inquiry about spouses and PPCM, a
qualitative phenomenological design was used. Phenom-
enology, as the theoretical framework, allowed for an in-
depth exploration of the participants’ lived experiences
related to PPCM, including its meaning in their lives.

Recruitment & Consenting
The Human Research Committee at the lead author’s
university approved this study. Participants were
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purposively recruited using a networking strategy. A re-
cruitment message was posted to the Facebook page, Pe-
ripartum Cardiomyopathy (PPCM) Survivors -(2019)
support group (with about 2,500 users; facebook.com/
ppcmPERIPARTUMCARDIOMYOPATHY), and on the
SavetheMommies (2019) website (SavetheMommies.com).
Inclusion criteria were spouses or partners, 18 years of
age or older, whose significant other had been diagnosed
with PPCM. Participants had to speak English and agree
to audio-recording of a phone or online interview. Each
volunteer received a consent form and a demographic in-
formation form via email. The demographic form asked
for age, wife’s age, marital status, occupation, education,
religion, and timing of PPCM diagnosis. Each participant
returned a signed consent form via email.

Data Collection & Analysis
Semistructured phone interviews were conducted be-
tween October 2019 and September 2020. The inter-
viewer reviewed the demographics and inquired from
the participant if there were any additional questions
related to consent. The interview guide consisted of four
main statements: (a) Describe events leading to your
wife or partner’s diagnosis of PPCM; (b) Describe your
life since your wife or partner got PPCM; (c) How has
PPCM affected your marital relationship?; and (d) What
does living through this experience mean to you now?
Probing questions were used to dig deeper. For example:
How did you react when this happened to your wife?;
When talking to another man whose wife has gone
through this like you, what would you tell him? Inter-
views lasted an average of 36 minutes, ranging from 15
to 80 minutes, were digitally recorded, and transcribed
verbatim. i

Data were analyzed using a modified version of con-
stant comparison (Kolb, 2012). This involved an itera-
tive process of listening to the recordings, reading, re-
reading, and color-coding key words and phrases. Initial
codes were expanded using a priori codes described by
Patel et al. (2018; 2019). Next, a paper grid was drawn
on to which each participant’s codes were inserted to
provide a way to visually align and compare codes,
from the first interview to the second, to the third, and
so on (Thalheimer, 2021). Main themes and subthemes
were identified using this repetitive process. Another
round of focused analysis confirmed the overarching
theme.
Results
Description of Participants
All men who returned a consent form were interviewed.
Fifteen men ranging in age from 32 to 48 years par-
ticipated. Fourteen were interviewed orally and one
returned the answers in written form because an inter-
view was not feasible. Twelve men were college or post-
graduates and three high school graduates. Twelve men
were White, two Asian, and one was Hispanic. Ten men
affiliated as Protestant, two Catholic, one Muslim, and
two no religion. Three participants resided outside the

July/August 2022



United States. Participants’ occupations included health
care, trades, information technology, the military, and
law enforcement. Participants average age at their wives’
PPCM diagnosis was 33 years. The length of time from
diagnosis to interview ranged from 6 months to 16 years.
All were married at diagnosis; at the interview 14 men
were married and one was widowed. Six men were first-
nme fathers, six at second pregnancy, one at fourth, and

_two did not share that information. Three couples had

twins at the PPCM birth. At time of diagnosis, 10 other
children ranged in age from 10 months to 6 years; seven
were 4 years of age or older. Seven women had symp-
toms of PPCM before giving birth; 11 were not diag-
nosed until after birth, ranging from 3 days to 4 months
postpartum. Major medical or surgical events occurred:
eight had a cesarean birth, three women had eclampsia
or preeclampsia, two had a cardiac arrest, one had a
grand mal seizure, one spent time on a ventilator, and
two used a defibrillator vest during recovery. Of the cou-
ples that had twins, one couple experienced the death of
a baby the day it was born: the second baby needed heart
surgery 3 months later. One woman died from PPCM.
According to their spouses, five women had postpartum
depression. Three men said they experienced anxiety.
Five couples chose permanent contraception; four were
using temporary birth control; six men did not disclose
their contraceptive status. Two couples had subsequent
pregnancies.

Themes

The overarching theme is Living with the ‘what ifs’ of
persistent uncertainty. The four main themes are Feeling
the shock, Facing the challenges, Figuring out a new nor-
mal, and Finding meaning.

Living with the “What Ifs’ of Persistent Uncertainty
Pervasive in men’s narratives (n = 12) were descriptions
of uncertainty. The scariest thing that I always played in
my mind was what if something happened and 1 wasn’t
there? It’s unsettling. Another stated We are really hav-
mg a problem in terms of me focusing since well, we
know that there’s a possibility that it can bappen again.
Men closer to the time of diagnosis expressed more un-
certainty.

Feeling the Shock of the Diagnosis. The diagnosis of
PPCM came as a shock. O, Lord. I was shocked. And I
started freaking out, because you know, they said she
could die from this. This initial shock led to distress, anx-
iety, and long-term uncertainty. One spouse described it
in detail. The first time I saw ber, she was strapped down
on the bed, and had a breathing tube, and was uncon-
scious. It was like someone just punched me square in the
stomach.

Misdiagnosis and separation added to the shock of the
diagnosis. Ten of the 15 participants indicated their
wives’ condition was initially misdiagnosed leading to
delays in treatment. It was ten days; it took ten days to
actually do something about it. The Urgent Care was go-
ing to treat her for pneumonia. That is when she went to
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Peripartum cardiomyopathy frequently goes
undiagnosed until the woman has severe
myocardial impairment because symptoms
often mimic normal third trimester
pregnancy discomforts.
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the emergency room. When they did the echo to her
heart, they saw all the damage that was done to her heart.
Fear and shock were heightened when the men were
ignored or excluded during care of their wives. 15-20
people rushed into that room. They kind of pushed me
back. ... A nurse came up to me and stuck me in another
room; and 1 sat there for like, like two hours, didn’t know
what was ‘going on. Another man said They took [my
wife] back into the emergency operating room. There
was a set of doors, and a small hallway. I wasn’t allowed
to go in. I just had my head pinned to the side of the door
to try and listen... I didn’t get to cut the umbilical cord,
wasn’t there to support my wife. There’s no other way to
put it. It sucks.

Facing the Challenges. Once the trauma of the
diagnosis had subsided, these men began transitioning
toward an uncertain future, facing the challenges asso-
ciated with a wife on medications, with restricted
activities, new financial burdens, marital stress, and dif-
ficulties with children. That’s been very challenging for
my faith, personally. My reaction was to get angry [at
God]. One man said Post-death, what’s the next thing?
How do we go forward with this? How do we function
as a family? A husband with increased financial worries
said We actually spent a year and a half fighting with
the insurance company. We didn’t have that kind of
money.

To meet those challenges, most men accepted support
from family, friends, social media groups, and profes-
sional counselors. Several men had Family and Medical
Leave Act coverage, so they were able to take paternity
leave. I started meeting with the pastor to discuss this
stuff. But since this pandemic stuff has started, we
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Spouses of women who have peripartum cardiomyopaihy have a need for detailed
information about the condition and potential for future health.
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haven’t really been able to go to church as much... so I
started seeing a counselor, which we are doing virtual.
One spouse admitted lack of support. It is mostly just
me and bher.

Several men reacted to the challenges of PPCM by hid-
ing their personal feelings and struggles from their wives.
She’s the one that almost died, so sometimes it’s like, me
bringing up my issues, is kind of, I don’t know... I almost
feel like my issues are not as bad. People don’t realize
that like, spouses go through so much too.

Several spouses dealt with the impact of PPCM on
their children. One man said two of his children, ages
eight and six, went with him to counseling because his
wife’s PPCM was traumatic to all of them. He explained
that his son initially internalized his feelings but was
finally writing them down. His daughter continued to
see the therapist. Another spouse said [The kids] have
definitely been impacted by it, especially our one son. He
was very, very depressed. [He was] five at the time. He
saw her in the hospital, and it really did impact him. He
was usually scared, nervous. Another man said he used
his wife’s illness to teach his children to pray, to model
his faith in God, and to teach them to care for others.

Figuring Out a New Normal. The couples had to fig-
ure out a new way to live, trying to be realistic when still
unsure of the future. Usually based on the rapidity of
their wife’s recovery, some men talked about life with
optimism. One husband explained We just tried to get
our schedules back to normal as possible. She took a
year off of teaching to be at home and recover and to get
back to where she needed to be. I did a lot of hunting
and fishing. Another said his wife had made such good
progress he no longer thought about her condition
throughout the day.

When questioned about their marital relationship, sev-
eral men stated their marriage was strengthened, whereas
others admitted PPCM stretched their bonds. Parts of it
made [our marriage] stronger. But parts of it certainly
were more affected. Our physical relationship was af-
fected. We were Catholic so there was no contraceptive
that we could use. Things like that, so physically it was
difficult. But there were aspects of her, her determination
that 1 saw for the first time. And she saw things in me
that she may have not ever seen, to be supportive, and be
there, do all these things, and remember all this stuff that
the doctor said.

One of the major uncertainties couples faced was fu-
ture pregnancies. All were advised to avoid having more
children. Of the nine men who spoke of contraception
use, five couples had taken permanent steps to prevent
pregnancy and four were using reversible contraceptive

210  voLuME 47 | NUMBER 4

R e B A L T S LB S S R S SR R R L 2R T R R

indicating indecision and increased risk for an unplanned
pregnancy. Several men, especially those with PPCM dur-
ing the first pregnancy, struggled intensely when told by
their physician that future pregnancies were risky and
inadvisable. It was a little bit difficult because, personal-
ly, I wanted to at least have one boy. I'm the only boy in
my family. And 1 felt the need to carry on the family
name. But at the same time, I wouldn’t want to risk put-
ting ber in any more danger. Her life was more important
than anything else. So, it was a bit hard at first, but this
is what we gotta do. Two couples had another baby after
the PPCM diagnosis; one woman had a mild relapse, the
other had no complications. One of those couples was
counseled to have an abortion but refused because of
their religious faith.

Finding Meaning. Finding meaning was identified
when each man was asked to describe the significance of
living with a wife with PPCM. We really need to value
life; whatever way is given to you. And always be thank-
ful. Be positive and always hope; have faith that God has
a plan for everything. Another said I feel like we were
meant for this to happen to us, so that we can go out and
share her experience... It’s a great feeling whenever you
help somebody. Per one man I have a new-found appre-
ciation for life.

Most men were adamant that health care providers
be made aware of the existence of PPCM and the im-
portance of detecting it earlier. There needs to be more
care for the mothers, after babies are born. We’re all so
focused on the baby. It’s almost like the mother, after a
pregnancy, becomes an afterthought. One husband
proposed every pregnant woman have an echocardio-
gram during the third trimester; another suggested each
woman get the BNP blood test, screening for heart
failure.

Several couples were proactive in raising awareness
about PPCM. [My wife and 1] even made a video about
[PPCM] on our YouTube channel; about 7-to-10-minute
video. I would talk about some symptoms and how it
progressed, trying to tell people what [a woman might]
feel. They felt some good could possibly come from the
PPCM experience. If like just from us being involved in
this, and we can belp raise more awareness for this, if we
can even just save one person’s life, we want to take this
bad terrible experience in our life and try and do good.
Even though only a few men said they took part in
an online support group, they were very supportive of
their wives’ involvement in a PPCM Survivors Group on
Facebook, or through SavetheMommies.com. One man
expressed disappointment that few men used online
support groups.
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More quotes of themes and subthemes are included in
1able 1 (Supplemental Digital Content at http://links.
fww.com/MCN/A76).

-

This exploratlon of spouses’ experiences of living with
wives who had PPCM supports the assumption PPCM
can be traumatic for the spouse. Expectations of parent-
hood were altered, and the future appeared full of un-
snowns. Men’s emotional distress, shock, and fears, as
exposed in our study, have been documented in studies of
obstetric near misses (Mbalinda et al., 2015), and studies
of cesarean births with complications (Lindberg &
Engstrom, 2013). Consistent with our participants’ de-
scriptions of being sidelined, other obstetric studies also
reported men feeling ignored, secluded, isolated, uncared
for, overlooked, uninformed, a spectator, abandoned, or
mvisible (Daniels et al., 2020; Etheridge & Slade, 2017;
Hodgson et al.,, 2021; Lindberg & Engstrom, 2013;
Mbalinda et al., 2015; Messner, 2018; Patel et al., 2018).
Emotional distress (Patel et al., 2019) and delayed treat-
ment because of misdiagnoses (Dekker et al., 2016; Hess
& Weinland, 2012), coupled with sidelining, likely increased
the uncertainty these men faced.

An important finding in this study is that the PPCM
experience affects older children. We did not find any
published studies about PPCM that included the issue of
the impact of PPCM on other children in the family. Men
in this study with older children not only had to deal with
their own fears and questions, but also had to shepherd
their children through this stressful time. This is a topic
for future research.

Foremost on many spouses’ minds was the uncertainty
about subsequent pregnancies after PPCM, also an im-
portant topic of discussion among women with PPCM
‘Dekker et al., 2016; Hess & Weinland, 2012). In this
study, some couples considered the advice of their physi-
cians, their recovery status, fear of relapse, and other life
circumstances, and permanently stopped the possibility
of future pregnancies. Two couples used similar criteria
1o make the opposite decision and had more children.
Other couples lived in ambiguity, on temporary birth
control, or were using none. Some men may have hesi-
tated to do anything permanent because they wanted
more children with another partner if their wife died.
This topic warrants future research.

Consistent with findings of spouses in other studies of
obstetric emergencies, men in this study hid their feelings
and reactions, believing they needed to appear strong
Daniels et al., 2020; Lindberg & Engstrom, 2013; Patel et
al., 2019). Simmons (2019) described this as facading; a
man puts his own emotions on hold as a way of being sup-
portive to his wife. This may also be seen as a coping by
avoidance (Etheridge & Slade, 2017). Some men expressed
disappointment when sidelined by health care profession-
als but then hid their own inner struggles because they
themselves had not gone through the actual event.

Uncertainty may be a stimulus for growth, for
increased gratefulness for life itself, and for a greater
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CLINICAI_ IIVIPLICATIONS

. A serious compllcatlon of pregnancy such as PPCM wuth
uncertain implications for the future, can have a pro-
found impact on the woman'’s spouse and family.
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¢ Nurses should include spouses and partners in care
and communication to make sure they are as informed
as possible and have their questions and concerns
addressed as needed.

Health care providers need to give physical, psychologi-
cal, and spiritual support to spouses whose wives are
living with pregnancy-related heart failure.

¢ Couples moving into parenthood facing the uncertainties
of PPCM benefit from accurate information and counsel-
ing. Maternity nurses can ensure they have appropriate
referrals.

¢ Clinicians should offer couples postpartum debriefings
and postnatal education focused on uncertainties of
PPCM.

A predischarge needs assessment after birth hospitaliza-
tion should be conducted to determine available support
for follow-up needs for recovery at home.

¢ A needs assessment should include the couple’s children
and offer appropriate pediatric support.

* Nurses should encourage women with PPCM and their
spouses and partners to participate in a support group or
counseling as needed. Social media groups such as
where we recruited study participants may be a virtual
option.
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consciousnéss of a life purpose (Clayton et al., 2018). For
several participants, finding a meaning for their spouses’
PPCM seemed to help calm their uncertainty about the
future. Some expressed faith that God was at work in
their lives; others believed they were to turn difficulty
into good.

This study had several limitations. The sample was
relatively homogenous, lacking spouses of wives of Afri-
can descent (a risk factor for PPCM), spouses younger
than 28 years of age, same-sex spouses, and spouses of
wives who needed a heart transplant. More research is
needed of a diversified sample. The varied length of time
for each interview indicates some men may not have had
adequate time to detail their experiences and were likely
in different stages of crisis or grief. This may have
changed the description of the lived experience. We do
not know the prepregnancy mental health status of
participants or if the couple had prenatal education or
parental counseling. These factors could affect results.

Our findings expand understanding of the lives of peo-
ple affected by PPCM. Each man’s “what ifs” were based
on his place in fatherhood, length of time since diagnosis,
the severity of his wife’s condition, her phase of recovery
at the interview, the support he received, the decision
about future children, his religious faith, and the ultimate
purpose he found in his experience. Some faced addition-
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al uncertainty because they had older children who were
affected by the mother’s illness.

Clinical Implications
Our findings on persistent uncertainty among spouses of
women with PPCM are relevant to health care providers
in several ways. They could alert nurses and midwives
that spouses need psychological support especially for
posttraumatic stress, depression, and anxiety (Eddy
etal., 2019). Couples moving into parenthood during the
uncertainties of PPCM would benefit from accurate in-
formation, counseling, and spiritual care. Nurses might
improve the situation through proactive promotion of
postpartum debriefings and postnatal education (Daniels
et al., 2020; Lindberg & Engstrém, 2013), and mental
health screening (Kumar et al., 2018) specific to men.
Spouses feeling sidelined and ignored during a medical
emergency is not a new finding. Similar results have been
reported for several decades indicating important changes
in health care are still needed (Hodgson et al., 2021). Men
who tend to suppress their feelings need encouragement
from health care providers to express themselves without
feeling guilty or unmanly. Nurses can recognize in the
words of our participants that women, men, and children
need to be supported physically, emotionally, and spiritu-
ally. Research is needed on posttraumatic stress disorder
and related mental health conditions among spouses of
wives with PPCM, and the effect of PPCM on children. %=
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