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Background: Most people with congenital heart disease (CHD) now reach adulthood, and many wish to become
parents. However, many in this group struggle with health challenges and are at risk for complications related to
their heart disease early in life. What parenthood means for adults with CHD is still an unexplored area.
Objectives: Describe experiences of being a parent with CHD.

Methods: Ten semi-structured interviews with six women and four men were conducted using an inductive
approach. Inclusion criteria: (i) visiting a CHD clinic at least once after age 18 and (ii) having biological children.
Data were analyzed using qualitative content analysis, from a manifest level to deeper latent interpretation.
Results: The results comprised three themes. The complex emotional landscape of parenthood covered how heart
disease became a tangible concern after becoming a parent, making life feel fragile. Strategies for navigating life as
a parent illustrated how participants dealt with parenthood by adapting to their limitations and accepting their
present and future. Sharing eases life’s challenges described the participants’ need to be met as whole person facing
both physical and emotional challenges.

Conclusion: The heart disease became visible in the daily lives of parents with CHD, both as a tangible reminder
and in a physical sense. Healthcare professionals should address physical and emotional challenges, as parent-
hood can heighten awareness of personal vulnerability. The study underlines the need to inquire about support

and counseling needs, as parenthood for adults with CHD can add an extra dimension to life’s challenges.

1. Introduction

Parenthood has been described as one of the most overwhelming
experiences in a person’s life, with challenges at different levels and
different contexts [1]. Studies show that people with chronic ill health
consider parenthood to have made their lives richer [2], but not being
the primary parental caregiver in all situations can also bring sorrow
[3-5]. Congenital heart disease (CHD) is a structural heart defect
developed in the fetal stage, occurring in approximately 1 % of children
[6]. Due to improved pediatric cardiac care, the survival rate in high-
income countries has risen dramatically in recent decades, and over
95 % of children with CHD will now reach adulthood [7,8]. The
increased chances of survival have led to more women with CHD
choosing to become pregnant, and this trend is expected to continue [9].
Previous research on parenthood and CHD has focused on morbidity and
mortality in pregnancy and childbirth [10,11], while research focusing

on parenthood from a longer perspective is still limited.

How individuals are affected by their heart disease partly depends on
the complexity of the lesion [12]. However, all adults with CHD can
expect to need lifelong follow-up care since complications can develop
later in life [13-15]. Research also shows that this group experiences
accelerated aging [14,16-18], with a median age at death of 64 years
[16], and those with severe CHD face an even shorter lifespan [13,16].
Despite the severity of the heart condition and the risk of facing health
challenges in life, there is an increasing trend of adults with CHD
becoming parents [19]; indeed, women with CHD consider parenthood
to be a victory against their heart disease [20]. However, in addition to
their desire to have children, adults with CHD also wish for support from
healthcare professionals in the early postnatal period [20,21], and many
have concerns about the transmission of genetic risks to their children
[20,22].

For all these reasons, it is essential to explore the issue of parenthood
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among adults with CHD. Existing qualitative research has predomi-
nantly centered on women despite the fact that parenthood is an expe-
rience shared by both parents. This study, therefore, included
perspectives from both male and female parents with CHD to provide a
comprehensive understanding of parenthood within this population.
Thus, the aim is to describe the experiences of being a parent with CHD.

2. Methods
2.1. Study design and participants

To explore the experiences of parenthood with CHD, semi-structured
interviews employing an inductive approach were conducted and
analyzed using qualitative content analysis [23]. This methodology
facilitated a step-by-step progression from manifest data analysis to
latent interpretation and understanding. The participants comprised six
women and four men with structural CHD who had biological children,
who had visited a CHD clinic in Sweden after turning 18, and who spoke
Swedish. Each participant had 1-3 children aged 2-18 years (average: 8
years). The division participants’ lesion complexity is based on the ESC
Guidelines [12]. Participants’ characteristics are summarised in Table 1.

2.2. Data collection

Participants were recruited via nurses at the heart clinics who
informed patients about the study and an online announcement by the
Swedish Child Heart Association. Prospective participants contacted the
first author via email for more details and to schedule an interview. A
total of 13 individuals expressed interest in participating. However, two
decided not to proceed after receiving the study information, and one
did not fully meet the inclusion criteria. Study information and consent
forms were sent by email and post, with written consent obtained before
interviews. The research group developed an interview guide, which
was slightly adjusted after one pilot interview. After seven interviews,
the data became repetitive, with no new information emerging. Never-
theless, three additional interviews were conducted to ensure the
robustness of the findings [24]. Interviews were undertaken mainly
digitally, except for two in-person sessions. Participants were initially
asked if they had questions about the study, followed by queries about
their sociodemographic background and heart condition. Recordings
began after these preliminary questions, using an analog Dictaphone.
Participants were asked to describe their experiences of parenthood and
their future expectations (Interview guide in the supplementary mate-
rial). Interviews lasted 18—56 min (average: 31 min) and were con-
ducted and manually transcribed verbatim by the first author.

Table 1
Overview of participants’ characteristics.

Characteristics Total number of participants = 10
Gender

Female 6

Male 4
Average age 39

Min-Max 33-48
Occupation

Full-time 8

Part-time 2
Place of residence

Urban area 7

Rural area 3
Complexity of lesion

Mild 1

Moderate 4

Severe 5
Symptoms of the heart disease 7
Cardiovascular medication 6

Progress in Pediatric Cardiology 76 (2025) 101779
2.3. Analytical process

The analysis started with listening to and reading the interviews to
ensure accurate transcription [23]. Subsequently, meaning units were
identified, condensed, and analyzed into codes using a manifest
approach to preserve their sense of meaning [23]. The first author and
co-authors AB and AW independently analyzed one interview and
compared their findings to ensure analytical consistency. Then, the first
author analyzed the remaining nine interviews with support from the co-
authors. The analysis involved repeatedly referring to the original text to
ensure the integrity of the interview content. Once consensus was
reached on the codes, the first author sorted and further abstracted the
codes into sub-themes and themes (see Table 2 for an example). These
were then refined in collaboration with the co-authors until a final
agreement was achieved. Codes unrelated to the study’s aim were
excluded from the results. Swedish was used throughout the analysis to
ensure the integrity of the data and to facilitate ease of reference. For the
present study, quotations were translated from Swedish to English and
presented to highlight the content.

2.4. Trustworthiness

In conducting this study, we considered the four validity perspec-
tives: credibility, dependability, confirmability, and transferability [25].
Credibility was ensured by including participants from all over Sweden
and by following the same interview guide in every case except for
follow-up questions. Dependability was taken into account through
discussions within the research group at various stages to ensure
transparency and confirmability before reaching a final agreement on
the results [26]. The authors, comprising three midwives and one car-
diology nurse, all had experience in qualitative research and were all
aware of their pre-understanding regarding the patient group and
parenting in general. The findings reflect the experience of parenthood
within the Swedish context, and the reader is left to decide whether
these results can be transferred to other contexts.

2.5. Ethics

Approval was granted by the Swedish Ethical Review Authority (ref:
2021-02364), and the study adhered to the principles of the Declaration
of Helsinki throughout the research process [27].

3. Results
Parenthood proved to be a transformative experience for all partic-

ipants, evoking a mixture of great joy and fragility. The results
comprised three themes and eight sub-themes (Table 3).

3.1. The complex emotional landscape of parenthood

Parenthood profoundly changed how the participants perceived
their present and future. Before parenthood, they were often less pre-
occupied with their future, and the heart disease had less impact on their

Table 2
Example of the analysis.

Theme: Strategies for navigating life as a parent

Meaning unit Condensed meaning Code Subtheme

When we come home ~ When we get home When she Finding ways
from school... She from school, she watches TV, 1 to be a
gets to watch TV, watches TV and I lie next to her present
and I'm sort of sleep, but I lie next to to be close. parent.

asleep. But then, I her to be close.
usually lie next to

her to be close.
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Table 3
Overview of themes and sub-themes.

Themes Sub-themes

Feeling gratitude since children were not a

given
The complex emotional landscape of Experiencing a sense of loss over physical
parenthood limitations
Living with constant worry
Finding ways to be a present parent
Striving to accept life and prepare for the
Strategies for navigating life as a future
parent Holding back to defuse the children’s

concerns
Using one’s own experiences
Professional counselling facilitates

Sharing eases life’s challenges acceptance

lives. Love for their children and the sense of being needed gave life
greater meaning and responsibility for the future.

3.1.1. Feeling gratitude since children were not a given

The joy of parenthood was palpable among the participants, who
described their intense longing for children and their children as the
highlight of their lives. The participants’ children became a source of
vitality, shifting the focus from themself to others. Parenthood was
emphasized as significant, since, for previous generations of people with
CHD, even reaching adulthood was not a given. However, being a parent
was also seen as a societal norm and a choice that carried great re-
sponsibility. Due to their heart condition, the gift of having children was
not taken for granted. Still, this newfound responsibility also led to
concerns about their own health and the inherent risks of CHD. The
participants struggled with feelings of selfishness, the prospect of dying
prematurely, and guilt over hereditary consequences. They felt con-
cerned that their children might endure the same hardships they had to
endure.

Participant 4. “It never felt like a guarantee or a given that I could have
children. So, there’s great gratitude in that way, too. That it’s worked
out!”

3.1.2. Experiencing a sense of loss over physical limitations

Parenthood was described with mixed feelings involving great joy
but also a lingering sense of sadness at the constraints imposed by CHD.
However, the participants perceived themselves as typical parents, with
their children as a natural and significant part of their lives. Parenthood
was expressed as an unexpected but fun adventure, albeit filled with
unforeseen events that could drain energy reserves and lead to increased
fatigue. They reflected how complicated it was to imagine parenthood
before having children and the unrealistic expectations. Parenthood
ended up being more difficult than expected. Parenthood also gave hope
of fitting in like everyone else in the parenting norm, but for some
participants, the heart disease became more apparent instead. Dealing
with young children was described as exhausting; the physical demands
combined with sleep deprivation could lead to daytime tiredness and a
greater tendency to arrhythmias. Teenagers were more independent, but
this brought new challenges since older children followed an active
lifestyle that was difficult to keep up with. The participants expressed
sadness about the inability to fully engage in their children’s active lives,
explaining that the societal norm was to be a sporty parent, especially a
sporty dad. Feelings of envy were also described, as their co-parents
could participate in activities and games that they could not.

Participant 1. “I feel sadness that I cannot participate in some things. The
other day, my daughter wanted to go out and run 5 km. It was very
important, but none of her friends could go with her. I told her I really
couldn’t do it. And so my husband went. They were out running, and she
was very happy afterward. They’d done it together, but I can’t do it.”
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3.1.3. Living with constant worry

The participants had a range of concerns about how heart disease
could reshape their daily lives. Some of the participants were just con-
cerned about general co-morbidities later in life and did not think their
heart disease would affect them much at present. However, others
worried about the potential impact of heart disease on their ability to be
present in their children’s future, describing thoughts of death and
catastrophic feelings. The participants had been told their biological
clock was ticking faster, which produced stress. The idea of additional
heart medication was depressing and hard to accept, as it felt closer to
the ultimate solution of heart transplantation. Surgeries were also
perceived as very stressful due to the risks. Despite their fears, the
participants strived to move forward in life amidst their health chal-
lenges; their main goal was to survive their children’s childhood.

Participant 6. “I feel some concern as well. I want to be able to support
my daughter in the future, too. And it doesn’t always feel like I'll be able
to do that.”

3.2. Strategies for navigating life as a parent

The participants managed life by adapting to their limitations and
taking advantage of their heart disease experiences. Acceptance was an
essential aspect of overcoming challenges and managing parenthood.

3.2.1. Finding ways to be a present parent

The participants faced different degrees of restrictions due to their
heart conditions and hence followed different routes on their journey of
adaption to life. However, they emphasized the importance of making
the most of life and were aware of the unpredictable nature of their
health. Sharing everyday moments with their children had profound
meaning and was far more important than larger events. In planning
their everyday lives, they strategically conserved their energy reserves
for the sake of their children and sought out activities and environments
that allowed them to participate actively without undue strain. Strate-
gies included quiet pursuits, being out in nature, assuming roles like
goalkeeper during football matches, or simply indulging in reading. One
mother recounted the intimacy of lying beside her daughter, sharing a
quiet moment while watching TV after a long day at school.

Participant 6. “When we come home from school... She gets to watch TV,
and I'm sort of asleep. But then, I usually lie next to her to be close.”

In order to be a present parent and cope with daily challenges, the
participant’s partners, along with support from extended family and
network, played a crucial role in coping with daily challenges. They
emphasized that it was challenging to understand their need for support
before parenthood, which varied depending on the condition of their
heart disease. They discussed the societal aspect of support and pointed
out that if they needed help, they had to take the initiative to organize it
themselves.

Participant 1. “In parenting, you are usually two, so you can share it.
The things I can’t do, there is usually someone else who can do.”

3.2.2. Striving to accept life and prepare for the future

In terms of their own and their children’s futures, a central aspiration
among the participants was maintaining good health and prolonging
their lives for as long as possible. They expressed that they did their best
to live in a healthy way. However, they also stressed the importance of
independence and self-confidence in their children, knowing they might
not always be present as parents. Amid the uncertainties, the partici-
pants highlighted the importance of embracing the present and resisting
overthinking the future. They emphasized acceptance, realizing that
nobody could predict what the future held. The most important thing
was to be happy with their own lives.
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Participant 4. “Nowadays, I try not to overthink the future. It feels like
you need long-term planning, of course. But still try to be more present
here and now.”

3.2.3. Holding back to defuse the children’s concerns

The participants varied in how much they told their children about
their CHD, but they hoped and believed that their heart condition would
not negatively impact their children. Those whose heart disease had
minimal impact on their lives used a strategy of not telling their children
much about it. Others also used the strategy in order to protect their
children from unnecessary anxiety. One participant chose to tell very
little about her heart condition, minimizing its importance and effec-
tively navigating between two different lives: one characterized by her
heart condition and one reflecting a conventional life. The participants
described how their children commented on their breathlessness but
usually accepted their slower pace. Events such as medical interventions
raised uncertainty about how to communicate with their children,
especially given the stress of the situation and concerns about their
children’s ability to cope in their absence. In such situations, the par-
ticipants prioritized their children’s well-being over their own and
hence downplayed the seriousness of the situation to prevent unnec-
essary anxiety. One participant reassured his child that the intervention
was simple despite being terrified himself.

Participant 9. “Like, but it’s not that bad. It’s a standard thing... and
you're extremely scared yourself. I don’t want him to be stressed out.”

3.2.4. Using one’s own experiences

The participants’ own childhood experiences with CHD also shaped
their parenting style, leading them to avoid worrying about minor issues
and to adopt a broader perspective on life due to past and present
challenges. They also mentioned that their earlier encounters with
healthcare professionals helped them support their children during their
medical appointments. Living with CHD provided them with a profound
understanding that life can vary significantly.

Participant 5. “I think you become a good parent if you’ve had a hard
time. I think you're a good parent otherwise, too, but it becomes a bit more
multifaceted if you've had a bit of trouble.”

3.3. Sharing eases life’s challenges

Participants emphasized the importance of sharing emotional chal-
lenges and everyday life as a parent. Since parenting brought new
challenges regardless of the heart disease, medical interventions such as
surgery or worsening of the heart disease could become too heavy to
bear alone.

3.3.1. Professional counselling facilitates acceptance

Emotional loneliness was recurrent in the interviews, and the par-
ticipants expressed a desire to process their lives. They described a
general lack of emotional support in connection with surgeries, physical
limitations, and the worsening of their heart disease. Having children
was explained to increase these worries. One problem was that the heart
clinic was concerned with their heart, the maternity clinic was respon-
sible for their pregnancy, and either nobody or yet another party took
care of their feelings, as heart clinics did not routinely offer personal
counseling. Sharing thoughts and concerns with other individuals with
CHD was deemed essential. However, as everyone faces their own dif-
ficulties, it could also be challenging to open up about one’s own
struggles. A few participants had sought psychological support, which
they found to be transformative, altering their perspective on life and
influencing their approach to parenthood.

Participant 9. “Before and after surgery, I'd have appreciated having
someone to talk to. Because there’s a lot going on in your head when
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you're having surgery, you think a lot. And there’s never been anybody
who was in charge of it like that.”

4. Discussions

This study provides new knowledge regarding the experiences of
being a parent with CHD. The results reveal a duality between the
participants’ great joy about parenthood and their sense of fragility after
becoming parents. The participants described their children as some-
thing never taken for granted, which may explain their deep sense of
gratitude. This sentiment aligns with earlier research on parents with
cystic fibrosis, who also expressed the joy of living their dream of
parenthood [2]. However, the accelerated aging faced by participants in
the current study became a significant concern, mirroring previous
findings that concerns about the end of life intensified with age [3].
Limitations in life were described with sadness, again in line with pre-
vious studies highlighting the challenges of fitting into children’s active
lives and the disappointment of not always being the most involved
parent [3-5].

A strategy that was emphasized in both our results and earlier
research was the importance of taking time with their children between
stressful daily routines [3]. Our participants described the parental norm
as being physically active; this may be due to unrealistic portrayals of
parenthood in social media, as described in earlier research [28,29].
Unrealistic ideas of parenthood may occur because preparations often
focus primarily on childbirth, leaving significant gaps in knowledge
beyond that point [28]. Previous research from Sweden emphasizes the
importance of providing access to parental information through easily
accessible channels [29]. However, the current findings show that there
is still a gap between individuals and eventual support.

Our results also highlight the importance of addressing both physical
and mental health simultaneously to help patients cope with life chal-
lenges and the heart disease. This need for integrated support has been
previously emphasized by both pregnant women with chronic disease
and young individuals with heart failure, who describe a wish for
physical and mental care to be provided simultaneously [30,31].
Moreover, research indicates that cognitive therapy can reduce psy-
chological distress in adults with CHD [32]. Given these findings and
recognizing that heart disease adds another dimension to parenthood,
we recommend that healthcare professionals should inquire about the
need for support and offer counseling to adults with CHD, particularly
those who are current or prospective parents.

4.1. Strengths and limitations

This study used semi-structured interviews, which is a valuable
method for describing experiences in a specific context [33]. To enable
participants to share their unique experiences, the questions were
designed to broadly address parenthood without specifically mentioning
heart disease. However, as participation was voluntary, it is possible that
the results primarily reflect the situation among a subgroup of the target
population who have great eagerness to discuss their situation. Most of
the interviews were conducted on a digital platform, which may have
made communication more challenging, as subtle nuances can be missed
when not meeting in person. However, the virtual setting may also have
helped participants feel more at ease, making them more comfortable
discussing difficulties during the interviews [34].

5. Conclusions

This qualitative study describing experiences of being a parent with
CHD shows that participants felt a desire to be treated as whole persons
with both physical and mental life challenges. CHD became more
tangible in the participants’ lives after becoming parents, causing them
to reflect on their future life expectancy and instilling a sense of life’s
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fragility. They expressed sadness at being unable to participate fully in
their children’s active lives but tried to find ways to participate on their
own terms. Our findings underscore the importance of healthcare pro-
fessionals addressing both physical and emotional challenges, as
parenting can heighten awareness of one’s own vulnerability. We,
therefore, suggest broad collaboration between different professional
groups and emphasize the need for health professionals to be aware of
and inquire about the need for counseling, as parenthood may add an
extra dimension to life’s challenges for adults with CHD. There is a need
for further research on multidisciplinary care to increase knowledge on
best practices for holistic support, but also longitudinal studies on
parenthood for adults with CHD as both parents and children age.

CRediT authorship contribution statement

Ylva Holstad: Writing — review & editing, Writing — original draft,
Validation, Methodology, Investigation, Formal analysis, Data curation,
Conceptualization. Agneta Westergren: Writing — review & editing,
Validation, Methodology, Formal analysis, Conceptualization. Maria
Lindqvist: Writing — review & editing, Validation, Methodology, Formal
analysis. Annika Bay: Writing — review & editing, Validation, Super-
vision, Project administration, Methodology, Funding acquisition,
Formal analysis, Conceptualization.

Funding

This study was supported by Umeda University, the Swedish Chil-
dren’s Heart Association, the Heart Foundation of Northern Sweden, the
Swedish Heart-Lung Foundation, and the Swedish Heart and Lung
Association.

Declaration of competing interest

Ylva Holstad declares to have no competing interests.
Agneta Westergren declares to have no competing interests.
Maria Lindqvist declares to have no competing interests.
Annika Bay declares to have no competing interests.

Acknowledgements

The research team will thank all participating parents with CHD.
Thanks go to Grejja Communication LTD for their support with the
graphical abstract.

Appendix A. Supplementary data

Supplementary data to this article can be found online at https://doi.
org/10.1016/j.ppedcard.2024.101779.

References

[1] Nomaguchi K, Milkie MA. Parenthood and well-being: a decade in review.
J Marriage Fam 2020;82(1):198-223. https://doi.org/10.1111/jomf.12646.
[2] Jacob A, Journiac J, Fischer L, Astrologo L, Flahault C. How do cystic fibrosis
patients experience parenthood? A systematic review. J Health Psychol 2021;26
(1):60-81. https://doi.org/10.1177/1359105320916539.
Stransky OM, Benipal S, Pam M, Taylor-Cousar JL, Documet P, Kazmerski TM.
“Find ways to work parenting into cystic fibrosis™: a photovoice exploration of
being a parent and having CF. Pediatr Pulmonol 2023;58(5):1527-34. https://doi.
0rg/10.1002/ppul.26355.
Gauffin H, Flensner G, Landtblom AM. Being parents with epilepsy: thoughts on its
consequences and difficulties affecting their children. Neuropsychiatr Dis Treat
2015;11(default):1291-8. https://doi.org/10.2147/NDT.S74222.
Handberg C, Myrup P, Hgjberg AL. “I was worried about not being good enough”.
Experiences and perspectives on pregnancy, childbirth and parenthood when living
with a neuromuscular disorder - an exploration of everyday life challenges. Disabil
Rehabil 2022;44(10):1821-9. https://doi.org/10.1080/09638288.2020.1804628.
[6] Giang KW, Mandalenakis Z, Fedchenko M, Eriksson P, Rosengren A, Norman M,
et al. Congenital heart disease: changes in recorded birth prevalence and cardiac

[3

=

[4

=

[5

—

[7]

[8]

[91

[10]

[11]

[12]

[13]

[14]

[15]

[16]

[17]

[18]

[19]

[20]

[21]

[22]

[23]

[24]

[25]
[26]

[27]

[28]

[29]

[30]

Progress in Pediatric Cardiology 76 (2025) 101779

interventions over the past half-century in Sweden. Eur J Prev Cardiol 2023;30(2):
169-76. https://doi.org/10.1093/eurjpc/zwac227.

Mandalenakis Z, Giang KW, Eriksson P, Liden H, Synnergren M, Wéhlander H, et al.
Survival in children with congenital heart disease: have we reached a peak at 97%?
J Am Heart Assoc 2020;9(22):e017704. https://doi.org/10.1161/
JAHA.120.017704.

Mandalenakis Z, Rosengren A, Skoglund K, Lappas G, Eriksson P, Dellborg M.
Survivorship in children and young adults with congenital heart disease in Sweden.
JAMA Intern Med 2017;177(2):224-30. https://doi.org/10.1001/

jamainternmed.2016.7765.

Bottega N, Malhamé I, Guo L, Ionescu-Ittu R, Therrien J, Marelli A. Secular trends
in pregnancy rates, delivery outcomes, and related health care utilization among
women with congenital heart disease. Congenit Heart Dis 2019;14(5):735-44.
https://doi.org/10.1111/chd.12811.

Canobbio MM, Warnes CA, Aboulhosn J, Connolly HM, Khanna A, Koos BJ, et al.
Management of pregnancy in patients with complex congenital heart disease: a
scientific statement for healthcare professionals from the American Heart
Association. Circulation (New York, NY) 2017;135(8):e50-87. https://doi.org/
10.1161/CIR.0000000000000458.

Haberer K, Silversides CK. Congenital heart disease and women’s health across the
life span: focus on reproductive issues. Can J Cardiol 2019;35(12):1652-63.
https://doi.org/10.1016/j.cjca.2019.10.009.

Baumgartner H, de Backer J, Babu-Narayan SV, Budts W, Chessa M, Diller G-P,
et al. 2020 ESC guidelines for the management of adult congenital heart disease.
Eur Heart J 2021;42(6):563-645. https://doi.org/10.1016/j.rec.2021.03.008.
Dellborg M, Giang KW, Eriksson P, Liden H, Fedchenko M, Ahnfelt A, et al. Adults
with congenital heart disease: trends in event-free survival past middle age.
Circulation (New York, NY). 2023;147(12):930-8. https://doi.org/10.1161/
CIRCULATIONAHA.122.060834.

Diller G-P, Kempny A, Alonso-Gonzalez R, Swan L, Uebing A, Li W, et al. Survival
prospects and circumstances of death in contemporary adult congenital heart
disease patients under follow-up at a large tertiary Centre. Circulation (New York,
NY). 2015;132(22):2118-25. https://doi.org/10.1161/
CIRCULATIONAHA.115.017202.

Brida M, De Rosa S, Legendre A, Ladouceur M, Dos Subira L, Scognamiglio G, et al.
Acquired cardiovascular disease in adults with congenital heart disease. Eur Heart
J 2023;44(43):4533-48. https://doi.org/10.1093/eurheartj/ehad570.

Goldstein SA, D’Ottavio A, Spears T, Chiswell K, Hartman RJ, Krasuski RA, et al.
Causes of death and cardiovascular comorbidities in adults with congenital heart
disease. J Am Heart Assoc 2020;9(14):e016400. https://doi.org/10.1161/
JAHA.119.016400.

Tournoy TK, Moons P, Daelman B, De Backer J. Biological age in congenital heart
disease—exploring the ticking clock. Journal of Cardiovascular Development and
Disease 2023;10(12):492. https://doi.org/10.3390/jedd10120492.

Saha P, Potiny P, Rigdon J, Morello M, Tcheandjieu C, Romfh A, et al. Substantial
cardiovascular morbidity in adults with lower-complexity congenital heart disease.
Circulation (New York, NY). 2019;139(16):1889-99. https://doi.org/10.1161/
CIRCULATIONAHA.118.037064.

Ngu K, Hay M, Menahem S. Case studies of the perceptions of women with high
risk congenital heart disease successfully completing a pregnancy. Heart Lung Circ
2014;23(9):811-7. https://doi.org/10.1016/j.hlc.2014.03.019.

Flocco SF, Caruso R, Barello S, Nania T, Simeone S, Dellafiore F. Exploring the lived
experiences of pregnancy and early motherhood in Italian women with congenital
heart disease: an interpretative phenomenological analysis. BMJ Open 2020;10(1):
€034588. https://doi.org/10.1136/bmjopen-2019-034588.

Al Obieat HD, Khalaf IA, Al-Ammouri I, Obeidat HM, Bawadi HA, Al Momany MS,
et al. Exploring the lived experiences of women with congenital heart disease
during pregnancy: a phenomenological study. Midwifery 2023;119:103630.
https://doi.org/10.1016/j.midw.2023.103630.

du Plessis K, Peters R, King I, Robertson K, Mackley J, Maree R, et al. “How long
will I continue to be normal?” adults with a fontan circulation’s greatest concerns.
Int J Cardiol 2018;260:54-9. https://doi.org/10.1016/j.ijcard.2018.01.098.
Lindgren B-M, Lundman B, Graneheim UH. Abstraction and interpretation during
the qualitative content analysis process. Int J Nurs Stud 2020;108:103632. https://
doi.org/10.1016/j.ijnurstu.2020.103632.

Malterud K, Siersma VD, Guassora AD. Sample size in qualitative interview studies:
guided by information power. Qual Health Res 2016;26(13):1753-60. https://doi.
org/10.1177/1049732315617444.

Guba EG. Criteria for assessing the trustworthiness of naturalistic inquiries.
Educational Communication & Technology 1981;29(2):75-91.

Adler RH. Trustworthiness in qualitative research. J Hum Lact 2022;38(4):
598-602. https://doi.org/10.1177,/08903344221116620.

World medical association declaration of Helsinki: ethical principles for medical
research involving human subjects. JAMA: the. JAMA 2013;310(20):2191-4.
https://doi.org/10.1001/jama.2013.281053.

Sanders RE, Lehmann J, Gardner F. Title: new parents’ idealistic expectations of
parenthood: the impact of preconceived ideas. Journal of Family Issues 2023;44
(3):850-71. https://doi.org/10.1177/0192513X211055124.

Barimani M, Vikstrom A, Rosander M, Forslund Frykedal K, Berlin A. Facilitating
and inhibiting factors in transition to parenthood — ways in which health
professionals can support parents. Scand J Caring Sci 2017;31(3):537-46. https://
doi.org/10.1111/scs.12367.

Hansen MK, Midtgaard J, Hegaard HK, Broberg L, de Wolff MG. Monitored but not
sufficiently guided — a qualitative descriptive interview study of maternity care
experiences and needs in women with chronic medical conditions. Midwifery
2022;104:103167. https://doi.org/10.1016/j.midw.2021.103167.


https://doi.org/10.1016/j.ppedcard.2024.101779
https://doi.org/10.1016/j.ppedcard.2024.101779
https://doi.org/10.1111/jomf.12646
https://doi.org/10.1177/1359105320916539
https://doi.org/10.1002/ppul.26355
https://doi.org/10.1002/ppul.26355
https://doi.org/10.2147/NDT.S74222
https://doi.org/10.1080/09638288.2020.1804628
https://doi.org/10.1093/eurjpc/zwac227
https://doi.org/10.1161/JAHA.120.017704
https://doi.org/10.1161/JAHA.120.017704
https://doi.org/10.1001/jamainternmed.2016.7765
https://doi.org/10.1001/jamainternmed.2016.7765
https://doi.org/10.1111/chd.12811
https://doi.org/10.1161/CIR.0000000000000458
https://doi.org/10.1161/CIR.0000000000000458
https://doi.org/10.1016/j.cjca.2019.10.009
https://doi.org/10.1016/j.rec.2021.03.008
https://doi.org/10.1161/CIRCULATIONAHA.122.060834
https://doi.org/10.1161/CIRCULATIONAHA.122.060834
https://doi.org/10.1161/CIRCULATIONAHA.115.017202
https://doi.org/10.1161/CIRCULATIONAHA.115.017202
https://doi.org/10.1093/eurheartj/ehad570
https://doi.org/10.1161/JAHA.119.016400
https://doi.org/10.1161/JAHA.119.016400
https://doi.org/10.3390/jcdd10120492
https://doi.org/10.1161/CIRCULATIONAHA.118.037064
https://doi.org/10.1161/CIRCULATIONAHA.118.037064
https://doi.org/10.1016/j.hlc.2014.03.019
https://doi.org/10.1136/bmjopen-2019-034588
https://doi.org/10.1016/j.midw.2023.103630
https://doi.org/10.1016/j.ijcard.2018.01.098
https://doi.org/10.1016/j.ijnurstu.2020.103632
https://doi.org/10.1016/j.ijnurstu.2020.103632
https://doi.org/10.1177/1049732315617444
https://doi.org/10.1177/1049732315617444
http://refhub.elsevier.com/S1058-9813(24)00077-8/rf0125
http://refhub.elsevier.com/S1058-9813(24)00077-8/rf0125
https://doi.org/10.1177/08903344221116620
https://doi.org/10.1001/jama.2013.281053
https://doi.org/10.1177/0192513X211055124
https://doi.org/10.1111/scs.12367
https://doi.org/10.1111/scs.12367
https://doi.org/10.1016/j.midw.2021.103167

Y. Holstad et al.

[31]

[32]

Walsh A, Kitko L, Hupcey J. The experiences of younger individuals living with
heart failure. J Cardiovasc Nurs 2018;33(6):E9-16. https://doi.org/10.1097/
JCN.0000000000000525.

Ferguson M, Kovacs AH. An integrated adult congenital heart disease psychology
service. Congenit Heart Dis 2016;11(5):444-51. https://doi.org/10.1111/
chd.12331.

[33]

[34]

Progress in Pediatric Cardiology 76 (2025) 101779

McGrath C, Palmgren PJ, Liljedahl M. Twelve tips for conducting qualitative
research interviews. Med Teach 2019;41(9):1002-6. https://doi.org/10.1080/
0142159X.2018.1497149.

Thunberg S, Arnell L. Pioneering the use of technologies in qualitative research - a
research review of the use of digital interviews. International Journal of Social
Research Methodology 2022;25(6):757-68. https://doi.org/10.1080/
13645579.2021.1935565.


https://doi.org/10.1097/JCN.0000000000000525
https://doi.org/10.1097/JCN.0000000000000525
https://doi.org/10.1111/chd.12331
https://doi.org/10.1111/chd.12331
https://doi.org/10.1080/0142159X.2018.1497149
https://doi.org/10.1080/0142159X.2018.1497149
https://doi.org/10.1080/13645579.2021.1935565
https://doi.org/10.1080/13645579.2021.1935565

	Parenthood against the clock: Experiences of being a parent with congenital heart disease - A qualitative study
	1 Introduction
	2 Methods
	2.1 Study design and participants
	2.2 Data collection
	2.3 Analytical process
	2.4 Trustworthiness
	2.5 Ethics

	3 Results
	3.1 The complex emotional landscape of parenthood
	3.1.1 Feeling gratitude since children were not a given
	3.1.2 Experiencing a sense of loss over physical limitations
	3.1.3 Living with constant worry

	3.2 Strategies for navigating life as a parent
	3.2.1 Finding ways to be a present parent
	3.2.2 Striving to accept life and prepare for the future
	3.2.3 Holding back to defuse the children’s concerns
	3.2.4 Using one’s own experiences

	3.3 Sharing eases life’s challenges
	3.3.1 Professional counselling facilitates acceptance


	4 Discussions
	4.1 Strengths and limitations

	5 Conclusions
	CRediT authorship contribution statement
	Funding
	Declaration of competing interest
	Acknowledgements
	Appendix A Supplementary data
	References


