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ABSTRACT

Objective This study explored the lived experiences

of women with congenital heart disease (CHD) during
pregnancy and early motherhood.

Design Qualitative study using semistructured
interviews. Data were analysed according to interpretative
phenomenological analysis.

Setting San Donato Milanese, Italy.

Participants 12 adult women during pregnancy or early
motherhood.

Results Three main themes emerged from the analysis
that were labelled as follows: ‘Being a woman with CHD’;
‘Being a mother with CHD’; and ‘Don’t be alone’. Mothers
described both positive and negative feelings about

their pregnancies and transitions from childless women

to mothers with CHD. They needed supportive care to
improve the management of their health during pregnancy
and early motherhood.

Conclusion This study explored the lived experiences of
women with CHD during pregnancy and early motherhood.
The emerged themes represent an initial framework for
implementing theory-grounded educational and supportive
strategies that improve self-care, engagement and quality
of life for women with CHD. Furthermore, the study’s
results provide guidance for operationalising the described
experiences into items and domains for future cross-
national surveys.

INTRODUCTION

Congenital heart disease (CHD) is defined as
a structural abnormality of the heart and the
great vessels, showing a birth prevalence of 8
cases per 1000 live births (prevalence ranges
from 3% to 10%o0)." CHD represents 0.8%—
1.2% of all congenital birth defects.” There is
consensus among clinicians in classifying the
structural abnormality of the heart and great
vessels using a three-level classification—that
is, simple, moderate and complex CHD.? In
Italy, some regional registries have indicated
that the birth prevalence of CHD ranges from
3.5% to 11%o of live births.” ** Given the lack
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Strengths and limitations of this study

» The adopted interpretative phenomenological analy-
sis allows the researchers to obtain rich and complex
data that provide new insights into understanding
the experiences of women with congenital heart dis-
ease during pregnancy and early motherhood.

» This study investigates a scenario that is currently
unexplored.

» The qualitative
generalisation.

» This study uses an exploratory approach, which re-
quires further investigation with larger sample and
multiple methodologies.

approach does not allow

of epidemiological and longitudinal data in
Italy on patients of all ages with CHD, data
from the Italian regional registries are pivotal
for highlighting the characteristics and epide-
miology of CHD in the country. Accordingly,
as per regional registries, adults with CHD
who present functional limitation during
physical activities (New York Heart Associa-
tion class 2 or higher) compose roughly 35%
of the population with the disease, while in
15% of cases, a history of recurrent arrhyth-
mias is described in anamnesis, and patients
were treated using oral anticoagulants 12% of
cases.’

Overall, more than 85% of children with
CHD live to adulthood due to the advance-
ments in medical and surgical treatments.”
Accordingly, literature has emphasised
the need for children with CHD to have a
smooth and evidence-based transition from
childhood to adulthood in order to opti-
mise their quality of life as adults, as well as
to prevent health-related risks associated
with individual lifestyles.* ' Recently, it was
reported that the lifestyles of Italian adults
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with CHD are comparable to the lifestyles of the general
population, including in relation to the prevalence of
unhealthy behaviours, such as smoking or recreational
drug consumptions.'’ The similarities of the unhealthy
lifestyles between adults with CHD and the general popu-
lation are also relevant to the challenges faced by women
with CHD during pregnancy and after childbirth."

Overall, the number of women with CHD who are
becoming pregnant is increasing worldwide."' In this
population, pregnancy is typically contraindicated, and
consistent contraception use is widely recommended by
clinicians'®: in fact, the haemodynamic changes associ-
ated with pregnancy could negatively affect women with
CHD as well as their offspring,"” even in cases of women
with simple and moderate CHD who could exhibit suffi-
cient cardiac reserve to successfully tolerate the physio-
logical changes related to pregnancy.''> Overall, the risk
of complications is broadly associated with the complexity
of CHD and diverse risk factors, such as lifestyles."”

Furthermore, pregnant women with CHD often expe-
rience feelings of fear for themselves and for their future
offspring.'® For these patients, the multidisciplinary case
management of pregnancy and early motherhood is
crucial for the achievement of better health outcomes
and the guarantee of their safety."® '” A sound case
management approach requires a clear understanding of
the patients’ in-depth experiences during pregnancy and
early motherhood.” ™ While the experiences of pregnant
women with non-congenital cardiac disease appears to be
sufficiently described, the literature has historically paid
very little attention to the study of the multiple physical
and psychological challenges that are experienced by
women with CHD in pregnancy and early motherhood."
For instance, Claessens et al’ highlighted that women
with CHD struggled with themselves and their environ-
ment to be accepted as normal by the family members
and healthcare providers. Further, Ngu et al”’ described
high levels of concerns among women with CHD about
the health risks associated with their clinical status and
that of their children.

Overall, the experienced feelings, beliefs and concerns
of these patients could represent an initial framework for
developing theory-grounded strategies that support preg-
nant women with CHD. The lack of research on the expe-
riences of women with CHD during pregnancy and early
motherhood also undermines the possibility of designing
surveys to map the healthcare needs of these women.
Therefore, this study is aimed at exploring the lived expe-
riences of women with CHD during pregnancy and early
motherhood.

MATERIALS AND METHODS

Design, study population and data collection

This study has a qualitative design, which is consistent
with interpretative phenomenological analysis (IPA).*'
The study was performed and reported following the
‘Standards for reporting qualitative research: A synthesis

of recommendations’ (see online supplementary file
1).* A purposeful and consecutive sampling was used
to increase the likelihood of including participants who
were able to provide meaningful and experiences. The
inclusion criteria were: (1) women with diagnoses of CHD
according to the recognised clinical criteria,” (2) women
who were pregnant or in the stage of early motherhood,
(3) possession of competence necessary to give consent
to participate in the study and (4) spoken fluency in
Italian. Women under the age of 18 years with CHD were
excluded, as well as patients with cognitive impairments.

Eligible participants were identified and enrolled by the
healthcare providers of a hub centre for the treatment
of CHD in Northern Italy. Accordingly, the healthcare
providers contacted the eligible patients, explained to
them the aim of the study and offered information based
on their interest in being enrolled. New participants were
enrolled for as long as was needed to obtain the informa-
tion required for the analytical process.”’ According to
the TPA methodology,” the overall required sample was
small and homogenous.

In accordance with IPA methodology, data are obtained
from a purposive, homogeneous sample and the most
common data collection method is the in-depth semi-
structured interview.” Semistructured interviews were
thus performed for the data collection. This type of
interview was chosen because it is particularly informa-
tive, allowing the researcher to create the outline for
the topics covered. However, the interviewee’s responses
determine the way in which the interviews are directed.**
This is the most commonly used type of interview in qual-
itative health research, and it has the objective of allowing
new viewpoints and issues to emerge freely. Moreover, the
semistructured interview guide provides a clear set of
instructions for interviewers, and, at the same time, it can
provide reliable and comparable qualitative data.

Interviews were conducted face to face by an author
(TN) who received specific training in the performance
of this technique. The interviewer did not know the iden-
tities of the study’s participants, and the setting was the
ambulatory of the involved facility. Each patient signed
a written informed consent form in order to be included
in the interview session. The interviews were performed
between April and September 2018. Participants were
interviewed alone, enabling them to speak freely without
being influenced by other persons, such as parents or
spouses.

The interviewer invited each participant to give an
in-depth description of their feelings and experiences,
starting with an open and general question, such as:
‘Please, can you describe the experience of your preg-
nancy?’ Then, the interviews took the form of a free
conversation, using reflections and open-ended ques-
tions to facilitate the discussion. The interviewer investi-
gated the participants’ experiences regarding the impact
of living with CHD and their experiences of pregnancy,
trying to highlight their feelings, changes, challenges and
expectations. According to the used methodology, there
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Box 1 Interviews’ guide for mother with congenital heart

disease (CHD)

1. Please, can you describe your experience with the birth of your
child?

2. What does it mean for you to be a mother with CHD?

3. What are your main concerns about being a mother with CHD?

4. What are the main difficulties to being a parent with your CHD?

5. What are the main needs that you perceive and live to being a parent
with CHD?

6. What are your thoughts and feelings about your future and your
child’s future?

7. What are the challenges you, with your CHD, will face in raising a
child?

8. What are the factors related to your CHD that, in your opinion, will
influence the growth and life of your child?

was no strict interview guide,21 but prompts and ques-
tions were used to explore the participants’ experiences,
as well as the barriers and facilitators of living through
their pregnancies and early motherhood. Some examples
of questions asked in the interviews are shown in box 1.
During each interview, the investigator adopted an
empathetic attitude towards the participant. When inter-
viewed women seemed to have nothing more to say,
the interviewer asked if they would like to add anything
further. As instructed by Corbin and Strauss,25 we did
not stop data collection until a participant had nothing
to add or until the open-ended questions no longer gave
rise to any new information (ie, data saturation). For this
reason, data collection ceased at 12 participants. Inter-
views lasted between 45 and 90min. No repeated inter-
views were conducted (ie, a cross-sectional approach in
interviewing). Furthermore, the interviews were audio
recorded and transcribed verbatim by the research team.

Data analysis and rigour
Data were analysed using IPA,*' a methodological
approach widely adopted by nursing researchers to
uncover the lived experiences of the enrolled participants.
IPA’s aim is to deeply explore participants’ attributions of
meaning regarding their experiences on both personal
and societal levels. The phenomenological aspect of IPA
acknowledges that people can provide meaning to their
experiences.”’ The purpose of this qualitative approach
is not to test out a previously defined hypothesis or to
achieve maximum variation, in order to produce a theory
from the data. Instead, the overall aim in IPA is to trans-
late the emerging master themes into an interesting
and relevant narrative account of the phenomenon
under investigation. It is important that the researchers’
accounts have been derived from what has actually been
said by the participants; thus, verbatim extracts from the
participants’ interviews are included in the manuscript to
provide a means of validation.

The investigators involved in the data analysis bracketed
their presuppositions before data collection. A critical
reflection technique that is part of the IPA methodology

is ‘bracketing’, which requires each researcher to write
down all of their preconceptions about the phenomenon
under investigation. In the interpretative approach of
phenomenological research, the researchers’ points of
view can affect data analysis, but bracketing strengthens
the rigour of such findings and reduces the chance that
the researchers’ thoughts and points of view will influence
their understanding of the participants’ perspectives.

In accordance with Smith et al,Ql the interview tran-
scripts were subjected to a detailed, case-by-case system-
atic qualitative analysis, performed independently by two
authors (SB and TN) to obtain full immersion in the data
as well as to create familiarity with both the breadth and
depth of the content. The first transcript has been read
and examined a number of times and, with each reading,
the researcher marked the transcript with initial descrip-
tive, linguistic and conceptual comments. The next stage
of analysis involved transforming these comments into
overarching themes that captured the essential features
and relevant meanings in relation to the research ques-
tion from of the initial readings. Subsequently, connec-
tions were developed between themes until a coherent
and organised thematic account of the case was estab-
lished. Connections across cases were made until a set of
superordinate themes for the entire data corpus emerged.
Each superordinate theme was connected to the under-
lying themes, which, in turn, were connected to the orig-
inal annotations and extracts from the participants. An
independent researcher (FD) carried out validity checks
of the analyses and interpretations. Following these
checks, non-significant and/or overlapping themes were
discarded or subsumed to create a master list of super-
ordinate and subordinate themes. Finally, the table of
superordinate themes was translated into a narrative
account where the themes have been outlined, exempli-
fied and illustrated with quotations from the participants’
interviews.

Furthermore, in accordance with the IPA guidelines,
the authors have applied the processes of credibility, trans-
ferability and dependability to ensure rigour.”® “Trans-
parency and coherence’ were established through the
provision of clear individual summaries about each inter-
view. These were shared with four participating mothers,
who were asked to read the summary and share any addi-
tional information. This process of ‘member checking’—
along with field notes, transcription directly after each
interview and a comprehensive audit trail—helped to
further ensure methodological credibility.” The results,
including quotations, were translated from Italian to the
target language, English, while following the recommen-
dations to achieve optimal representation of the partici-
pants’ experiences.”” To ensure reliable translations, we
asked an English expert to revise the contents as needed.

Ethical considerations

The institutional review board of Ospedale San Raffaele
(protocol number 136/INT/2017) approved the research
protocol. The work has been carried out in accordance
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with the code of ethics of the World Medical Association
(Declaration of Helsinki). Participants were assured that
confidentiality would be maintained at all times. The
interviews were conducted in a private, quiet space in
the hospital, and participants were free to leave the study
at any time. All participants were informed through a
detailed sheet of paper outlining the aims of the study;
the researchers read the material carefully and explained
the process prior to each interview. After participants
provided written consent, the investigators assigned a
number to each patient, hiding their identities.

Patient and public involvement

Neither patients nor the public were involved in the
designing of this research, although both will be informed
of the study’s results via the network of the Italian Associ-
ation of patients with CHD (Associazione Italiana Cardio-
patici Congeniti Adulti (AICCA)). Accordingly, the
authors will employ the AICCA’s support to disseminate
the study’s results.

RESULTS
The 12 participants were all white Italian women between
the ages of 32 and 54 years. At the time of the study, only
one women was 9months’ pregnant, while the other
11 participants were mothers of sons or daughters. All
but one lived with a spouse, and the average age of the
mothers was 40. According to the classification defined
by Warnes et al,> most women had CHD with moderate
severity (n=6), while four of them had simple CHD. Two
mothers were affected by CHD with a complex severity,
such as pulmonary stenosis (table 1). Further demo-
graphic information has been concealed to protect
confidentiality.

Three main themes emerged from the analysis of the
interviews. Quotations from the interviews with partici-
pants have been translated by the authors into English

Experiences of pregnancy and early motherhood in women
with CHD

Being a woman with Being a mother with
CHD CHD

Don't be alone }

- Strength from - Desire for - Family support
disease maternity - Social and
- The difficulty of - Victory, assoctation
living with a heart - Fears support
disease - Relationship with - Support for health
children personnel

Figure 1 Summar of themes and subthemes. CHD,
congenital heart disease.

purely for publication purposes. To guarantee a faithful

and reliable translation, we asked a bilingual expert to

revise the content.
A detailed description of these themes follows.

1. Being a woman with CHD: this theme involves the pos-
itive and negative feelings participants experienced be-
fore pregnancy as well as how difficult it was to live with
their state of health and how strong their condition
had made them emotionally.

2. Being a mother with CHD: it is a matter of living with
one’s own disease, and facing a pregnancy knowing
that there can be risks and/or complications and un-
certainly regarding being able to raise a child.

3. Don’t be alone: from all the interviews, we extrapo-
lated the importance of familial, societal and health
practitioners’ support in terms of participants being
able to make the best of their condition as women and
mothers with CHD.

Fach theme included different subthemes, which are

summarised in figure 1.

Table 1 Participant characteristics

ID mother Age Diagnosis of CHD CHD classification
1 34 Pulmonary stenosis Complex severity
2 54 Tetralogy of Fallott Moderate severity
3 50 Tetralogy of Fallott Moderate severity
4 48 Atrial septal defect Simple severity
5 50 Tricuspid atresia Moderate severity
6 33 Atrial septal defect Simple severity
7 34 Tricuspid atresia Moderate severity
8 47 Tetralogy of Fallott Moderate severity
9 B5) Patent oval foramen Simple severity

10 32 Pulmonary stenosis and atrial septal defect Simple severity

11 32 Bicuspid aortic valve and coarctation Moderate severity

12 39 Pulmonary atresia with ventricular septal defect Complex severity

CHD, congenital heart disease.
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Theme one: Being a woman with CHD

Each patient interviewed expressed that ‘before being
a mother, I am a woman with congenital heart disease’.
Additionally, ‘being a woman with a CHD’ has influenced
and conditioned, both positively and negatively, every
aspect of the participants’ lives; as a result, it has also
influenced the desire for and experience of pregnancy
and motherhood. Specifically, the interviews revealed
positive and negative feelings that patients had experi-
enced before becoming mothers, focusing the story on
their past and life experiences with CHD. Often, being
forced to live with CHD had allowed patients, through
daily trials and labours, to grow and recognise how strong
temperamentally they are. This theme emerged from
two specific subthemes, ‘Strength from disease ’and “The
difficulty of living with a heart disease . From the inter-
views emerge the mechanisms that underlie the possible
reactions that a person may have to a traumatic event: the
coping strategies activated—that is, the ways in which they
adapt to stressful situations—can have a positive or nega-
tive outcome. Therefore, this adaptation process is either
a functional/adaptive or dysfunctional type, the latter of
which leads to an increase in stress.

With regard to the first subtheme ‘Strength from
disease’, often, the mothers interviewed expressed that
they had framed their heart disease as a challenge won.
Despite the numerous moments of difficulty and fatigue
they perceived, they believed they had proven to be
stronger than their illness. ‘I learned to live with my heart
disease. I know that I have some limitations, but I don’t
want them to stop me from living my life’ (Interview 10).
‘I feel stronger and I also feel quite lucky [...] I have dealt
with my illness and health problems. This allowed me to
understand what is really important in life. Facing my
illness and real health problems has allowed me to face
serenely the futile problems of life that for many seem
insurmountable’ (Interview 4). Some patients described
the experience of the disease not as a compromised
state of health, but as an aspect of their lives which they
simply had to accept and that they can felt made them no
different from their ‘healthy’ peers. ‘Because for us, it was
anormal thing [...] because it was my life, unfortunately,
and I had to live with this disease. I had to do my checks,
how could I hide it? We talked about it and they listened
to us and understood us’ (Interview 5). ‘I tend to live a
normal life...I never wanted to be a burden to anybody
because I tend to do a normal job, a normal life’ (Inter-
view 7).

However, the subtheme ‘The difficulty of living with a
heart condition’ also highlights the other side of the coin:
the awareness of being affected by a chronic condition,
which necessarily involves undergoing repetitive cardiac
surgery that sometimes involves clinical implications.
These situations can cause feelings of fear, discomfort,
anger and uncertainty about the future: ‘At one point I
really collapsed, I started to stop eating, I was totally in
crisis.” (Interview 12). ‘Huh, it annoyed me a little bit,
because I saw other children running, riding a bike, and

instead I always felt tired. Even going to school, I got tired
walking. They had to carry me in their arms and I was also
‘grown-up” (Interview 2). ‘It was very tragic to live in this
situation, it was a bit traumatic; in fact, after I collapsed
psychologically ... on returning from the surgery ... and
then my family doctor recommended a psychological
therapy to follow ... fortunately, he directed me to a very
good psychologist and still today after 26 years, we are in
contact for this problem that I have, so it was definitely
the coup de grace’ (Interview 5).

Theme two: Being a mother with CHD

The second theme explores the experiences of these
women in relation to the meaning and perspectives of
being mothers with CHD, and it emerged from four
specific subthemes: (1) desire for maternity, (2) victory, (3)
Jfearsand (4) relationship with children. Surely, the motivation
among the participants that conditioned and supported
the experience of pregnancy and all of the challenges
that it entails for a woman with CHD was the strong desire
for motherhood, which was more enduring than the fears
they experienced. ‘I always liked it; I always hoped to be
a mom’ (Interview 4). ‘Sometimes I overcame even the
doubt and uncertainty of being able to remain pregnant.
About a child my thoughts were: What if I can’t do that?’
(Interview 7). This dynamic became more prevalent the
more severe the disease was, which in some cases has led
health professionals to advise against women with CHD to
giving birth. ‘Back in Italy [after cardiac surgery] everyone
excluded me from having children’ (Interview 5). ‘Butit’s
always been my wish. Honestly, I didn’t think much about
it, even though the doctors didn’t really recommend it to
me. I decided, and that’s what happened. Because you’re
a little unaware when you’re young.’ (Interview 8).

In fact, the stories have shown that this experience
has brought to light both positive and negative feelings
for participants, but especially fears and uncertainties
about the future, conditioned by the awareness that the
presence of their disease could increase the risks and
complications related to pregnancy, both for themselves
and their children. However, pregnancy was seen by the
patients interviewed as a challenge to be faced and over-
come, almost a victory, due to their strong desires to be
mothers. ‘I went on and I wanted the chance to have
children; it was a full victory’ (Interview 5). ‘The most
beautiful time of my life, in the sense that it was still a
challenge [...] a feeling of victory. In fact, I wanted to
call her Victoria, but her dad did not like it, but for me it
was just a victory, it was my victory over my illness, over all
the dreams I thought I could not achieve’ (Interview 8).
Fuelled by doubts about their desired futures, the inter-
viewed new mothers experienced the birth of an unex-
pected force within them that was fed by the child held in
their arms. As warriors, they emerged victorious from the
greatest battle of their lives: becoming a mother. 1t means
that we are warriors, that we always win, that we never stop
and that we are stronger than the others who are actually
fine’ (Interview 5).
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From the analysis of the interviews, it emerged that one
of the most common fears of these mothers is to transmit
their disease to the child, and then force them to face the
same difficulties of life because of heart disease. ‘I was
worried during pregnancy that he had a cardiac problem,
heart disease, in fact he did have three fetal echocardio-
grams, because diseases such as mine are not hereditary
but there is a higher percentage in the child if there is a
parent who carries this disease [...] That was my concern;
but then, already during pregnancy when I was told that
he did not present problems, that his heart chambers and
the flows were in place, I was very serene.” (Interview 1)
‘I was afraid they’d have the same problem as me.” (Inter-
view 9). Moreover, for participants, the fear of passing on
the disease to the children was often followed by a feeling
of anguish towards them, linked to the fear of not being
able to raise their own child. T was afraid that something
could happen to me but also afraid, and it was the stron-
gest fear, to transmit them anything to the heart. I hope I
live long enough for him.” (Interview 1). ‘My biggest fear
was—I’ve told myself—if anything happens to me who
will take care of my son?’ (Interview 4). ‘I had sworn to
myself that I would never have my operation again, and
I did it because I wanted to see her grow’ (Interview 12).

Being a parent can be one of the most difficult but
rewarding challenges in life, and it is often influenced
by one’s own experience as a child. The patients inter-
viewed, thinking back to their childhoods, made up
of winding paths and obstacles to overcome, saw their
parents as very apprehensive about them because of heart
disease. From here, therefore, comes the awareness of
their parental role and the way they relate with their chil-
dren. ‘I think I’'m very present and very involved in her
life, as my mother was in my life. However, I would like
to avoid being—as she was sometimes—a bit intrusive;
partially of course, because it is nice to know that there
is someone at your side who is involved in your successes,
who encourages you, supports you, that gives you many
opportunities to do things to know, to travel. My parents,
despite their apprehension, have made me make many
experiences, so I would like to be present and have the
opportunity to give so much and give him all the possi-
bilities that I had, and even more, not in material terms’
(Interview 1). “Then I always hope to be well and to be
what I have always thought a parent should be someone
to rely on, from which to have encouragements’ (Inter-
view 8). ‘In comparison to other mothers, I realize that I
am much more present, indeed, perhaps even too much’
(Interview 11). However, the severity of the mothers’
pathology had sometimes created repercussions for
their children’s lives: ‘The children have not lived it well;
sometimes, they told me ‘mum, please take care of your-
self’, especially now that they know that I need to have an
operation again [...] they are worried’ (Interview 1). ‘My
daughter is seen by a psychologist because a year and a
half ago, she fell into anorexia and the psychologist who
follows her says that she puts aside the thought of my
illness and denies it, precisely because I realize that it is

something that she finds hard to care about’ (Interview
9).

Theme three: Don’t be alone
The data illustrate the importance of “Don’t be alone”.
The sharing of the difficulty, changes and management of
illness could be the key to experiencing a good quality of
life in spite of the numerous challenges faced by pregnant
women with CHD. In fact, many mothers have testified
that sharing their condition with other people had been
fundamental in their ability to deal with it. In this respect,
both family members and health professionals play a very
important role during the hospitalisation and follow-up
periods. In addition, peer support is also essential, espe-
cially from associations for people with CHD, because
patients with the same pathology can engage each other
on equal footing. This third main theme consists of three
specific subthemes: (1) family support, (2) social and associ-
ation support, and (3) support from health personnel.

Numerous pieces of literature have shown that the
role of the informal caregiver (ie, the family member)
is fundamental for the optimal management of chronic
diseases. In addition, in the experiences of the inter-
viewed mothers emerges the fact that the affection of the
family, such as the parents and partner, is an enormous
need, and its obtainment is strategic in allowing patients
to face the daily challenges that CHD brings with it. The
more you feel fragile, and weak, the more you need the
support of people who love you. The mothers inter-
viewed, on more than one occasion, expressed the need
and desire to be protected, consoled and supported—to
feel loved and welcomed despite the difficulties of the
disease. Often, from the patients’ stories emerged how
much the family has been a pillar of support that allows
them to overcome difficult moments, such as when they
felt tired and unable to perform a task or overcome a
surgical operation. ‘My partner is very protective; he
has been with me for threeyears and has not yet experi-
enced the worst, darkest moments of my heart disease ...
he has not witnessed an operation of this kind yet, and
he is so protective that when I say, ‘let’s do this, let’s do
that,” he says, ‘no, please rest a little more, do not exert
yourself,” but he never treated me as a different person ...
let’s say that it is an established fact; the love he feels for
me, has never made me feel different (Interview 10). ‘My
husband definitely helps me a lot [...] he always wanted
me to live this thing in a normal and serene way, indeed
sometimes my daughters said something, but he always
tried to minimize the thing’ (Interview 3). ‘She has been
a great mother, in the sense that she has always been there
and has given me so much strength and help, even with
the child, but so much, without ever giving me a hard
time, I do not know how she did, but my mother has
never made me feel sick, even now as a mother I wonder
how’ (Interview 12).

In addition, many of the mothers interviewed claimed
to have found support from people who live with their
same clinical condition because it allows them to compare
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different experiences, share suggestions or help, and feel
useful to someone or find in other stories the strength
to achieve goals, all of which seem to have an important
therapeutic effect. ‘In the sense that, I don’t know... the
fact that I still ... well, I volunteer in both the adult and
children’s ward with those who have heart disease like
mine and, perhaps, the fact that I can help others, talk
to them, exchange ideas, has certainly helped me, has
calmed me down’ (Interview 3).

Finally, the accounts also highlight the importance
of empathic relationships with healthcare personnel.
Doctors, nurses, psychologists, and so on, all become
the strongest allies during one of the most delicate and
vulnerable moments of the participants’ lives. They often
seem to be the only ones who understand and share the
state of mind and emotional situation that the mothers
interviewed have experienced, and this has generated the
feeling of being protected and comforted and, therefore,
the strength to face the difficulties. ‘I was so calm because
I trusted my cardiologist’ (Interview 2). ‘Some girls came
to visit me [...] they helped me a lot’ (Interview 7). ‘I
must say that also the doctors gave me strength, because I
found special ones on my path: Dr. F., who was like a dad,
even Dr. M., Dr. C. This is, really, a family’ (Interview 12).

DISCUSSION

To the best of our knowledge, this is the first study aimed
at the in-depth exploration of the perspectives of Italian
women with CHD who have experienced pregnancy and
motherhood. The adopted phenomenological method-
ology is pivotal for starting to bridge this knowledge gap
and for supporting healthcare providers in the design, test
and implementation of specific intervention programme.
In fact, our results contribute to the understanding of
the little-known challenges endured by women with CHD
who desire and have experienced pregnancy despite the
high risks and complications caused by their illness.”
Results of this study could be pivotal for cultivating a
tailored and theory-grounded healthcare delivery system
for the mothers with CHD as well as for their children and
whole family.

An innovative point of view of mothers with CHD was
given by the first main theme ( Theme one: Being a woman with
CHD), where the participants emphasised their feeling of
being ‘women’ before being mothers, with both positive
and negative feelings associated with their disease. In fact,
pregnant women with chronic disease generally attribute
to their pregnancy the role of allowing them to return to
normal life.” They describe pregnancy as a balancing act
between the fantasy of being normal and the reality of
having a chronic condition.” Despite this, in our study,
women with CHD had learnt to live with their illness,
accepting their condition. These study results suggest
that the interviewed women are aware of their clinical
status, unlike previous descriptions for women with other
chronic conditions in which the women were observed to
underestimate their condition,” almost minimising the

risks of the disease.” In many interviews, women nick-
named themselves ‘warrior women’, as they were able
to face both the joyfulness and difficulties during their
lives. They also identified their disease as an integral part
of their lives. This is certainly the first peculiarity of this
population: These women learnt to live with their disease
by accepting it, almost considering their disease as normal
in relation to their perceived health and quality of life.
Both perceived health and quality of life in adult patients
with CHD have already been investigated.” For instance,
Kovacs et al* carried out a thorough review of the litera-
ture to synthesise knowledge about the emotional regula-
tion of adults with CHD, describing the mechanisms that
could lead to a psychological maladjustment influencing
overall quality of life.

Overall, women in our study—even those with
moderate or severe CHD—strongly desired motherhood
despite the significant health-related risks associated with
their clinical condition (7heme two: Being a mother with
CHD). Motherhood was often experienced as a ‘victory’
over the difficulties they had experienced because of
their disease.” As previously described, the strong desire
related to motherhood is the most plausible trigger that
conditioned their experiences related to pregnancy.”
The mechanism emerging from the described desire in
the cases of our interviewed mothers with CHD seems to
be similar to the mechanism described in mothers with
type 1 diabetes mellitus, which is characterised by an over-
whelming positive change, constant learning and a recon-
struction of self.”

Finally, the support given by healthcare providers,
family members and people with the same conditions
(ie, peers) was represented by the third theme (Don’t
be alone), inasmuch as support plays a very important
role during the hospitalisation and follow-up periods.”
Mothers with CHD expressed that sharing their condi-
tion, fears and thoughts with other people was funda-
mental to their ability to face the burden of their disease
during pregnancy and early motherhood. This aspect has
been extensively described in the literature about diverse
chronic conditions.”

Strength and limitations

This study presents some strengths and limitations. The
main strength is the innovative idea of the research
that opens up an underinvestigated scenario. Another
strength is provided by the use of IPA methodology for
overviewing the lived experiences of women with CHD.
Overall, our results have not exhausted the knowledge
available on the meaning of being a mother with CHD,
but they have produced an initial exploration of the
study phenomenon, representing a first attempt to incen-
tivise research on the peculiarities and needs of female
patients with CHD during pregnancy and motherhood.
However, our findings are based on the reflections of
12 mothers with CHD about their own experiences; for
this reason, caution is needed in the context of general-
ising our results. Although efforts were made to recruit
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a homogenous sample, the mothers differed in aspects
such as their age and the number of children they had.
All of these differences could influence the themes that
emerged from the experiences. Furthermore, it is also
possible that the participants were more willing to tell
their stories than others, which suggests they possessed
better psychological adjustments in regard to their
clinical conditions than those who declined to partic-
ipate. Despite these limitations, it is evident from the
resulting themes that commonalities existed across narra-
tives, providing valuable insight into the experiences of
mothers with CHD.

Future research

As described in the study’s results, the experiences of preg-
nancy in women with CHD should be the starting point
for shaping personalised support programme. Moreover,
the main themes that emerged could represent a real
theoretical framework that has to be deeply investigated
via empirical research. For example, future research
should continue to take into consideration the perspec-
tives of mothers with CHD, as pregnancy in patients with
CHD represents one of the most important contemporary
challenges for experts in the field, in which the multidis-
ciplinary management of these women’s conditions is
imperative.'” Nevertheless, many aspects in this regard
are still unexplored, and researchers need to devise more
engaging, personalised methodological approaches to
elicit the lived experiences of women with CHD.

Specifically, research aimed to deepen the maternal
experiences with quantitative studies could be very inter-
esting, as it could describe some of the outcomes (eg,
quality of life, health needs, self-care and mutuality) with
cross-sectional or longitudinal observational designs.
Further, the emerged themes could represent an initial
framework for implementing theory-grounded educa-
tional strategies to improve self-care, engagement and
quality of life. They could also provide guidance to oper-
ationalise the described experiences into items for future
cross-national surveys. In this context, there is further
need for research that develops specific tools for the
measurement of each experiential theme identified by
the present study. Deepening research on which aspects,
such as mutuality or self-care, could influence or predict
the clinical outcomes of these women™ would have an
important impact on daily clinical practice.

Finally, future studies should also consider the expe-
rience of healthcare providers when dealing with this
patient population or the lived experiences of patients
with CHD during the paternal experience. Because sex-
related differences among various populations are a
field of research that has recently grown,”*' we imagine
substantial differences in the parenting experience
between mothers and fathers with CHD. Thus, another
interesting study would describe the impact of a mother’s
CHD diagnosis on married couples® and on the experi-
ences of their child.

CONCLUSIONS

This study explored the experiences of women with
CHD during pregnancy and early motherhood using
the IPA methodology. Three main themes emerged
from our interviews with mothers with CHD, and they
reveal the many challenges this population faces along-
side the important impact and burden the disease has
on their daily lives. Further investigations are needed to
better define which healthcare approaches could be stra-
tegic in supporting women with CHD throughout their
experience of pregnancy and creating specific interven-
tion programme for this population. Results from this
study could be used by both healthcare providers and
researchers. Healthcare providers can use our results to
enrich their knowledge about the in-depth experiences
of women with CHD during pregnancy and early moth-
erhood. Researchers can use the emerged themes as an
initial framework to deepen knowledge in this field.
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