W) Check for updates

Health Expectations W l L E Y

I ORIGINAL ARTICLE

Exploring the Lived Experiences of Young Women With
Congenital Heart Disease Through Adolescence: A
Qualitative Feminist Study Using Focus Groups

Anna Tylek' @ | Charlotte Summers® | Ellen Maulder® | Lindsay Welch® @ | Lynn Calman®

'University Hospital Southampton NHS Foundation Trust, School of Health Sciences, University of Southampton, Southampton, UK | *Lay Contributor With
Lived Experience of Congenital Heart Disease, UK | *Faculty of Health and Social Sciences, Department of Nursing, Bournemouth University, Bournemouth,
UK | “School of Health Sciences, Centre of Psychosocial Research in Cancer, University of Southampton, Southampton, UK

Correspondence: Lindsay Welch (welchl@bournemouth.ac.uk)
Received: 12 April 2024 | Revised: 4 July 2024 | Accepted: 24 July 2024
Funding: The authors received no specific funding for this work.

Keywords: adolescence | CHD | congential heart disease | feminist | lived experiences | mental health

ABSTRACT

Objectives: The overarching aim of this study is to explore, examine and identify the experience that young women with
congenital heart disease face as they transition through adolescence into womanhood.

Design: This is an empirical qualitative study conducted in the form of three focus groups. The study design and analysis
adopted a feminist ontological positioning to elucidate the voice of women and offer an alternative perspective of cardiology
health care. Data were analysed using the inductive thematic approach informed by the study aims.

Participants: A group of seven female participants (mean age 26) based in the United Kingdom, each with varying degrees of
congenital heart defects that required open heart surgery growing up, was included in the study.

Results: Three key themes with antecedent concepts emerged: (a) the impact of womanhood and the potential influence of
motherhood on the young women themselves transitioning through adolescence with CHD within medical and sociocultural
contexts, (b) the challenges of being a woman and undergoing heart surgery during adolescence on the young women's health
before, during and after surgery and (c) the effect of existing online/offline healthcare and social structures on women's health
during transitioning through adolescence These themes were encompassed under an overarching theme of psychological
complexities developed throughout the cardiac journey from diagnosis through to post-surgery.

Conclusion: This study built on the limited exploration of being a young woman and having CHD and confirmed that there are
vulnerabilities and challenges in having CHD as a young woman transitioning through adolescence. This was a result of sex
(biological characteristics) and gender factors (socially constructed roles). This leads to short- and long-term implications on
psychological well-being. This research indicates that enhancements are needed in the provision of care and psychological
support for young women with CHD. This will help to enable women to achieve a good quality of life in addition to increased
life expectancy offered by medical advancements.

Patient or Public Contribution: Active participant involvement was crucial to ensure the authentic female voice in the study.
This study received support from young women with congenital heart disease. Young women contributed to the study design,
recruitment of participants and analysis of results. Two of the women were also co-authors of this paper.

This is an open access article under the terms of the Creative Commons Attribution License, which permits use, distribution and reproduction in any medium, provided the original work is properly

cited.
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1 | Introduction

Congenital heart disease (CHD), affecting approximately
0.8%-1.2% of live births worldwide [1, 2] encompasses various
birth defects affecting heart function [3]. Fortunately, ad-
vancements in surgery, anaesthesia, diagnostic techniques and
ongoing research [4] have improved survival rates, allowing
more children to transition into adolescence [1, 5]. However,
challenges persist in the quality of life for adolescents with
CHD, emphasising the importance of understanding their ex-
periences during the transition to adulthood.

The World Health Organisation (WHO) defines adolescence as
the period from 10 to 19 years of age, marked by crucial psy-
chological development, identity formation, moral awareness,
shifts in relationships, pursuit of independence and cognitive
and emotional maturation [6]. For children with CHD, this
stage often brings increased understanding of their diagnosis
presenting psychosocial challenges [7-14]. These challenges
include physical issues such as reduced physical functioning
[8]; physical symptoms such as chest pain [7]; social issues such
as feeling different from peers [9, 13], parental protection [10]
and bullying [14]; emotional issues such as loneliness; and
coping with uncertainty [8, 11]. Existing research has explored
the experiences of both genders concurrently, contributing to a
comprehensive understanding of adolescents with CHD [15].

However, feminist literature argues that despite certain simi-
larities, women and men are fundamentally different due to sex
(biological characteristics) and gender (societal factors), signif-
icantly shaping their lived experiences [16, 17]. These distinc-
tions have been somewhat evident in the existing body of
literature on CHD. For example, women have specifically re-
ported issues surrounding fertility [7, 14], contraception [7],
body image [7-9, 13] and concerns regarding relationships
[7, 13, 14].

Moreover, research has demonstrated that women with CHD
may encounter distinct medical challenges during adolescence.
These include delayed pubertal milestones, such as later onset
of menarche [18, 19]. Another concern arises from the limited
availability of contraception options, as contraceptive methods
containing oestrogen are contraindicated for women with cya-
notic CHD [20]. Pregnancy-related complications, including
arrhythmias, irreversible heart failure and even mortality, can
also be risks [21]. Moreover, the impact of CHD complications
extends to offspring, contributing to issues like prematurity,
increased foetal mortality risk and a higher likelihood of CHD
recurrence in future generations [22]. Additionally, as women
with CHD get older, they face a higher prevalence of frailty and
cognitive dysfunction, exacerbating the need for comprehensive
healthcare approaches tailored to their specific needs [15].

Two studies have examined some of the experiences that young
women with CHD may encounter. Nakamura et al. [23] shed
light on challenges such as appearance issues and apprehension
regarding dating and starting a family, often accompanied by
feelings of guilt if their CHD were to impact their child's health.
Nakamura et al. [23] observed that cultural influences may
shape a young woman's perspective on living with CHD, as they
found that the guilt associated with CHD's influence was less

prevalent in Western nations compared to Japan. This suggests
that young women with CHD in the United Kingdom may
approach family planning differently than their counterparts in
Japan.

Similarly, Gantt [24] addressed issues, including pregnancy
concerns, mortality fears, body image concerns, parental
protection and contraception challenges. While offering val-
uable insights into the experiences of young women, it is
essential to acknowledge that healthcare practices and soci-
etal expectations have evolved significantly since its publi-
cation. Consequently, some of the findings may not directly
align with the current landscape, particularly with the rise of
social media introducing new beauty standards adversely
affecting the self-esteem of young women [25]. Therefore,
when designing healthcare interventions and support sys-
tems for young women with CHD today, it is essential to
consider these evolving factors.

Although existing literature on adolescents with CHD touches
on sex- and gender-specific issues and provides a medical per-
spective on the complications of CHD in women, there remains
a notable gap in research exploring these complications from
young women's perspectives. Consequently, their experiences
are often generalised and serve to conflate the differing ex-
periences between young men and women. This has implica-
tions for the provision of individualised care as the specific
needs of young women are not adequately addressed. This
emerging evidence underscores the importance of further
investigation to comprehensively understand the role of sex-
and gender-specific issues in the context of CHD. Bridging this
knowledge gap is essential to improving care for young women
with CHD. Therefore, we aim to explore the experiences of
young women with CHD through a feminist lens to enhance the
provision of care and support, ultimately enabling them to
achieve a good quality of life in addition to increased life ex-
pectancy offered by medical advancements.

2 | Methods
2.1 | Ontological Positioning

This study explored young women's experiences of transitioning
with CHD through adolescence by using a feminist standpoint
epistemology [26] in the study design and as an interpretive
approach to data. Despite the absence of a single definition of
feminist research, Cook and Fonow [26] outline five episte-
mological principles. These include the consideration of women
and gender as the focus of analysis, the importance of raising
awareness, the rejection of subject and object, addressing the
power imbalance between the researched and the researcher,
prioritising ethics and seeking to empower women [26].

By adopting feminist principles, the experiences of women
were placed at the core of the study, with an emphasis on
understanding the ways in which their biological body and
gender have shaped their experiences of CHD. This allowed
for an exploration of an alternative view on the current health
care, allowing for specific recommendations for the female
population.
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2.2 | Study Design

This empirical qualitative study comprised three focus groups.
Although no method is intrinsically feminist, feminist re-
searchers who have utilised focus groups have commended
their alignment with feminist principles [27]. This is due to
their relatively naturalistic nature [28], allowing for the ex-
ploration of lived experiences among women. Moreover, with
participants outnumbering the researcher, power dynamics
shift towards the participants, empowering them [28, 29] by
giving them a ‘voice’ that stimulates more situated discussions.

2.3 | Sample

Young females with CHD aged 19-30 years, having undergone
open-heart surgery since infancy and throughout childhood, who
could converse in English and provide consent, were eligible to

participate. We excluded young females who had multiple health
conditions other than CHD and who were deemed too unwell to
partake based on mental and physical health. A diagram has been
developed to demonstrate the recruitment process (Figure 1).

24 | Recruitment

In adherence to the recommended focus group size of six to eight
participants, a combination of convenience and snowball sam-
pling methods was used through community connections. The
recruitment process received assistance from Hannah Philipps,
the author of a published patient story [30]. Initially, Philipps
assisted in enlisting the initial cohort of participants, who sub-
sequently aided in the identification of additional participants.
All potential participants received a participant information sheet
and had the option to electronically sign a consent form if they
chose to participate. Participants were informed that this

Screened for eligibility

(n=11)

Excluded
(n=4)

Did not meet

Included in study

(n=7)

inclusion criteria
(n=2)

No longer interested
(n=2)

Invited to focus group 1

(n=7)

Participated in Focus group 1

(n=5)

Non — participation in Focus
group 1

(n=2)
-Work (n=1)

-Holiday (n=1)

Invited to focus group 2

(n=7)

Participated in Focus group 2

(n=3)

Non — participation in Focus
group 2

(n=3)
-Work (n=2)

-Childcare (n=1)

Analysis
Analysed (n=7)

Excluded from analysis (n=0)

| Flowchart highlighting the recruitment process.

Invited to focus group 3

(n=7)

Participated in Focus group 3

(n=3)

Non — participation in Focus
group 1

(n=3)
-Work (1)

-Childcare(n=2)
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research was part of the researcher's Master's degree programme,
and the lead researcher received regular supervision and support
from a post-doctoral supervisor (L.W.).

2.5 | Ethics

Ethical approval (ERGOII: 66509) was granted by the Univer-
sity of Southampton's Ethics and Research Governance Online
(ERGO). Committee Written consent was obtained before the
study and reconfirmed on the day of the focus groups, with
participants reminded of their right to withdraw.

2.6 | Data Collection

Between December 2021 and January 2022, three Microsoft
Teams focus groups were conducted, led by an undergraduate
female student nurse (A.T.) with support from a female
research supervisor (L.W.). The discussions centred on transi-
tioning to womanhood, experiences with the current healthcare
system and mental health challenges related to CHD. Discus-
sion prompts were used to encourage natural conversations and
recall of experience.

Each group included three to seven participants, and non-
attendance was often attributed to childcare and work commit-
ments (Figure 1). Sessions lasted approximately 90 min, concluding
when no new discussion topics arose, indicating data saturation.
Focus groups were audio- and video-recorded and anonymised on
transcription, with data retention for several years before perma-
nent removal as per ethical guidelines.

2.7 | Data Analysis

The recordings were transcribed verbatim. Thematic analysis
[31] approached from a feminist standpoint [32, 33] was inde-
pendently conducted by the researcher following the six phases
[31]. Thematic analysis was chosen due to its ability to explore a
diverse range of experiences among participants, thus helping
to yield themes [31].

An inductive approach was adopted, as it tends not to be driven
by the preconceived theoretical interest as demonstrated by the
deductive approach but is data-driven, hence prioritising the
voice of young women [31, 34]. Transcripts were read several
times before initial coding, allowing for familiarisation with the
data. Initial coding was developed on a line-by-line basis uti-
lising the traditional pen and paper method. Codes were then
grouped into potential themes to ensure that they accurately
reflected their lived experiences, enhancing the trustworthiness
and credibility of the findings.

The data were examined through a feminist lens drawing from
feminist scholars [16, 28] to investigate how gender and the bio-
logical body confine a woman's lived experiences. It is important
to note that although a feminist lens guided the analysis, the
respondents never questioned the patriarchal views and therefore
experienced health care in a male-dominated world.

2.8 | Methodological Rigour

The researcher acknowledged that their position as a student
nurse and personal experiences can influence the research.
Therefore, reflexivity was practised to ensure validity and
quality by recognising biases and examining the implications of
those biases. Regular meetings with the supervisor and parti-
cipants were held to discuss ongoing analysis and reach a
consensus on developing themes. The Standards for Reporting
Qualitative Research (SRQR) checklist was followed [35].

2.9 | Patient and Public Involvement

Active participant involvement was crucial to ensure the authentic
female voice in the study. This study received support from young
women with congenital heart disease. Young women contributed
to the study design, recruitment of participants and analysis of
results. Two of the women were also co-authors of this paper.

3 | Results

Three key themes with antecedent concepts emerged from the
analysis that captured the experiences of seven young women
with CHD transitioning through adolescence. Figure 2 provides
a visual representation of the themes. These themes were en-
compassed under an overarching theme of psychological com-
plexities developed throughout the cardiac journey from
diagnosis through to post-surgery, which is woven throughout
the quotations of respondents in the three themes. To structure
the reporting of respondents’ experiences, results are presented
utilising categories determined during the analysis. Although
themes are discussed individually, their interrelated nature and
direct impact on each other are emphasised.

Participants’ direct quotations are presented in italics, with
participants’ details being presented in a pseudonymised form.
Ellipses indicate where inapplicable data have been omitted.
See Table 1 for an overview of the themes and subthemes.

3.1 | The Female Body and Gender and
Motherhood

The impact of being a female is analysed in terms of gender
(societal expectations of a female) and sex (biological char-
acteristics) [16].

3.1.1 | Sociocultural Influences

Young women expressed the challenges of navigating societal
expectations where women are increasingly expected to excel in
both professional careers and domestic responsibilities. For
women with CHD, these dual expectations often necessitate
difficult choices about which role to prioritise. This leads to
women negotiating their role and responsibilities, taking into
account both their health constraint and societal expectations
regarding their gender role.
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The psychological complexities facing young women following congenital heart disease diagnosis through to post surgery in adolescence years.
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FIGURE 2 | Visual representation of the themes and the overarching themes.
TABLE1 | Summary of themes and subthemes.
Theme Subthemes

The impact of womanhood and the potential influence of
motherhood on the young women themselves transitioning
through adolescence with CHD, within medical and
sociocultural contexts.

The challenges of being a woman and undergoing heart
surgery during adolescence on the young women's health
before, during and after surgery.

The effect of existing online/offline healthcare and social
structures on women's health during transitioning through
adolescence.

— Sociocultural influences.

— Body confidence and societal pressures.

— Complexities of medical choices and motherhood.
— Contraception.

— Ambiguities of motherhood.

— Evolving realities of motherhood.

— Lack of psychological resources.

— Stressful responsibilities and consent.

— Psychological impact of surgery.

— Biological challenges of surgery for women.

— Gendered stereotypes and safety concerns.

— Communication dynamics with healthcare professionals.
— Fragmentation in healthcare systems.

— Value of cardiac nurses.

— Issues in cardiac rehabilitation.

— Social and family support.

— Limited mental health support.

— Self-sufficiency.

— Evolving dynamics and female peer support.

— Social media.

Working full time, having children and trying to run a
house is not sustainable and that is not something that
I'll be able to do, so it's a compromise of looking at what

is going to suffer.
gomg i P06

3.1.2 | Body Confidence and Societal Pressure

Societal expectations influenced young women's self-confidence,
leading to practices like wearing high-neck tops or undergoing
surgical procedures to conform to the ‘idealised’” female body.
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About the age of 15-16, I was really low and just really
self-conscious, so I ended up having plastic surgery on it
to make it a bit neater.

P02

Several of the older participants expressed acceptance in their
journey with their bodies; however, this was frequently chal-
lenged by societal views that harmed their self-confidence.

I'm quite happy I get my chest out, I'm not fussed ... but I
had a family member comment and I've had some neg-
ative experiences with men before commenting like you
should just cover up like who wants to see that sort of
thing and that made me more determined to be like f***
you. But I think it really affected me.

P06

3.1.3 | Complexities of Medical Choices and
Motherhood

In a medical setting, respondents reported the battle between
the available medical care options versus being a female with
CHD. Motherhood, a societal expectation of women, often
served as a limiting factor for young females and healthcare
professionals while making medical decisions.

There is vulnerability as a young woman in having this
disease ... different types of surgeries don't equate well to
young women. So, if I wanted to have a mechanical valve
transplant, I then increase my risk of miscarriage by X
per cent ... I have a friend who is about to go through her
fourth operation because she tried everything and she has
to just compromise and be like if I wanna live a normal
life, I've got to go on warfarin which highly decreases her
chances of ever having children.

P01

3.2 | Contraception

This was further affirmed by the availability of contraception to
young women with CHD.

Not being able to take X contraception because you're
on this beta-blocker or not being able to do that because
you could get a blood clot. Like you are just limited. I
had to have the coil fitted the other day. Did I want to?
No. Was it the only thing that I had left? Yes. So, it's
happening.

P01

Contrary to health contradictions such as blood clots, most
respondents reported being put on the wrong type of contraceptive.

I was put on the wrong type for many years. I've gotten
the combination pill and it's only later that I was told

that I should be on progesterone-only because of the high
risk of clots and stuff so that was not great.
P02

3.3 | Ambiguities of Motherhood

Motherhood and becoming a mother, a personal and often
natural experience for women, seemed extremely medicalised
and controlled, with elements of fear and concern about the
potential complications, surgeries and changing expectations.

Really scares me. Uh, just the prospect that likes it might
not happen for me. Or I might not be able to. Or it could
do wrong or even just like if I were to get pregnant, I
might have to have surgery again before ... It's a bit of a
concern like it does worry me, it does upset me.

P04

I've always been told I need to speak to my cardiac team
when I'm thinking of trying.
Po4

3.4 | Evolving Realities of Motherhood

Furthermore, medical choices concerning motherhood were
often contradicting and ever-changing, causing an added emo-
tional burden on the young females, as the reality of mother-
hood that they had come to terms with was frequently revised.

I grew up believing that and when I was 24, I went for the
first time to my appointment with my partner and they
were like ‘oh when are you planning your pregnancy
then?” And I was told I couldn't have children naturally
and they were like ‘oh yeah you can’ and I just like this is
major, what? ‘Cause I had it set in my head that I'm
gonna adopt, it's gonna be fine, actually it's probably
better that I don't put my body through though this. I felt

overwhelmed’.
P06
4 | Disease and Surgery
4.1 | Psychological Complexities Surrounding

Surgery

This section reveals the psychological complexities emerging
before, during and after surgery, highlighting the difficulties
that females encounter in the surgical process.

4.2 | Lack of Psychological Preparation

Respondents reported feeling medically ready but socially and
psychologically unprepared for surgery during adolescence,
emphasising the impact on their formative years.
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When we have that timing of the operation, like that
medical intervention, we leave it to a point that we're fully
grown to do the intervention but it's just really a bad time
to do it because they are your founding years, the years
you learn the most. They are the years your body is gonna
be affected mentally.

P01

4.3 | Stressful Responsibilities and Consent

The stress surrounding surgery increased with the responsibility of
signing consent forms and being accountable for one's own
treatment, a task that respondents found emotionally challenging.

I had to sign my consent form and that was horrific. Like
the day before meeting my surgeon ... My parents couldn't
interfere, they were there but, they couldn't say anything
because I was the one signing and I remember him being
like on the risks and the top word was like death ... and
that taking off that kind of responsibility, I could have
just done without it.

P01

4.4 | Psychological Impact of Surgery

Respondents’ recollection of their mental health before, during
and after surgery revealed dissociation, existential reflections on
mortality and a sense of depression.

I think I was just in shock, and it was obviously a lot ...
like three to six months on the lead up to the operation I
was just so empty. I had no feelings whatsoever ... I felt
like my body was walking around and I wasn't there ... I
felt very detached from myself and my surroundings for
quite a while.

P01

I have this input on my mortality that nobody else gets
like my friends and family like they just don't have that
same perspective like you literally sit there and look it in
the eye, and I don't know anybody else who's done that ...
it changes you and that is what causes that level of
depression.

P04

4.5 | Lack of Psychological Support

Although respondents experienced psychological complica-
tions, they reported that their health was solely driven by their
physical state and no psychological support was provided.

There's not really any support beyond physical support
afterwards and that's what's really hard.
P04

5 | Biological Challenges of Surgery for Females

Additional difficulties with surgery were noticed in the bio-
logical component of being a female. Results revealed that the
physical manifestation of becoming a woman was perpetually at
odds with CHD.

51 | Impact on Body Image and Breasts

Respondents detailed the physical and emotional challenges of
surgery on breasts, including pain exacerbated by the weight
and the desire for cosmetic interventions.

It was horrendous, like the weight of my boobs made the
pain so much worse. And like lying in bed and it just felt
like it was pulling constantly.

P04

... I was going to have a boob job because I wanted to
make my boobs even again.
pPO1

5.2 | Menstrual Cycle Disruption

Surgery-induced stress disrupted the young females' menstrual
cycle, further complicated by psychological vulnerabilities and the
challenge of receiving care from male healthcare professionals.

A male nurse woke me up ‘cause there was just blood all over
the bed where my period had started because of the stress.
P04

5.3 | Gendered Stereotypes and Safety Concerns

Additionally, as young females approached adolescence, gen-
dered stereotypes such as men being depicted as dangerous [36]
began to bear heavily on them. Respondents faced psychosocial
vulnerabilities such as feeling unsafe around male figures when
they were in a vulnerable state, this being doctors and patients,
and often requested female healthcare professionals (HCPs) to
provide personal care.

I had to request to get put into a private room because it
was really like overwhelming and like just men around.
P01

I was quite traumatised by the fact that like a male
doctor has undressed me when I was unconscious.
P01

5.4 | Communication Dynamics With Healthcare
Professionals

Although communicating with female healthcare professionals
was perceived as easier due to shared anatomy and experiences,
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having male doctors did not pose a significant barrier in dis-
cussing care-related matters.

I don't remember it being particularly uncomfortable. I
do think there's maybe a lack of understanding as a man
of the impact on you as a woman ... like confidence and
scars and stuff I never would have felt like I could bring
that up with a male doctor because they just won't get it.
But yeah, not a huge issue having male doctors.

P04

6 | Healthcare and Social Structures/Services
6.1 | Healthcare System Challenges

This section explores the problems with the current CHD
healthcare service.

6.2 | Fragmentation in Healthcare Systems

There was general agreement that the present healthcare infra-
structure was often challenging to navigate due to fragmentation
between services and the multidisciplinary team. Lengthy com-
munication processes between services were noted, emphasising
the significance of a liaison cardiac nurse in addressing this issue.

I had to like go through the wringer and phone the
department. They put me in contact with this person.
They then sent a letter to my GP; my GP went back to my
cardiologist, and I was like this could be easily solved if I
had a cardiac nurse.

PO1

6.3 | Value of Cardiac Nurses

Respondents who had access to cardiac nurses noted the nurses’
value in integrating health care. Several respondents reported
the simplicity of contact and the ability to gain support directly
without contacting multiple services.

They're really easy to get a hold of, so you've got a direct line
or bleep, and they always get back to you, ... At the start of
COVID, I wanted to check if I need to do anything different,
so I just emailed them, and they got to me really quickly.
Po3

7 | Issues in Cardiac Rehabilitation
7.1 | Inappropriateness for Young Females

In terms of the services within the current infrastructure such
as cardiac rehabilitation, which provides exercise training and
health education guidance, all respondents believed that it was
not appropriate for young adolescents, as they were in a room

with individuals much older who had differing life, social and
personal circumstances.

You're surrounded by people who are like 50 plus that
have had a heart attack, and it's a completely different
ball game mentally and physically.

P06

Respondents experienced discrimination from the older atten-
dees which prevented them from taking full advantage of the
programme since they felt uncomfortable and alienated.

I went twice, and I never went back because I was made to
feel so uncomfortable as a young person with a heart disease.
P01

7.2 | Lack of Mental Health Focus

Furthermore, respondents felt that the cardiac rehabilitation
programme was solely focused on physical health, whereas
‘mental health rehab is what we need’ P04.

7.3 | Mental Health Support and Self-Sufficiency

This section discusses the lack of mental health support within
the healthcare system, leading young females to be self-
sufficient in seeking psychological support.

7.4 | Limited Mental Health Support

Lack of mental health support was echoed throughout the
cardiac journey from diagnosis through to post-surgery.
Respondents reported that the psychological aspect of living
with CHD was often neglected, and they received no support.

But definitely, mental health. There was nothing, like at
all. I didn't even get a leaflet.
P01

7.5 | Self-Sufficient in Seeking Psychological
Support

Due to the lack of established mental health support, young
females have had to be self-sufficient in gaining psychological
support. Some respondents accessed private counselling but
owing to financial constraints, this was not sustainable.

I did 4 sessions but then I couldn't afford any more.
P04

8 | Social and Family Support

This section explores the significant role of social and family
support, particularly the influence of maternal figures and the
evolving dynamics as young females mature.
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8.1 | Maternal Support

A lot of support has therefore been through social support.
Family, particularly maternal figures, plays a significant part in
providing emotional and social support to young females, con-
tributing significantly to their strength and perspectives of their
condition.

She was always like ‘you're fine, come on, you're right,
you can do it, you can do what they can do’ ... I owe a
massive amount of my strength and my views on my
condition and everything else to my mum for sure.

Po4

8.2 | Evolving Dynamics and Peer Support

As young females matured, they reported wanting to protect
their family from the reality of their feelings by trying to look
brave.

I'd tried to hold everything together for my family because
it was bad enough ... they didn't need to see how bad it
had affected me on top of the physical stuff ... I just tried
to kind of hide that from them.

P04

This led to increased reliance on peer support through social
media platforms like Instagram and Facebook groups.

There's a lot of support groups and stuff on Facebook I use at
the moment and different pages. I would say that does help.
P07

8.3 | Female Network

In particular, female networks of support were important, as
they allowed respondents to connect with other young females
who had comparable surgeries, and thus offer emotional and
social support to one another.

... best thing ever because it meant that I didn't feel alone
and those silly questions that you don't feel like you can
ask your parents or your doctor about I could go to her.

P01

In addition, young women reported that they benefitted from
the focus group and from sharing their experiences with other
young women.

So actually thank you for you as well because I think
without it, I wouldn't have realized those things so.
P01

It’s really reassuring to in in a really weird way to know
that people have had the same experiences as you, and
you're not, you're not dramatizing it in your head.

P06

8.4 | Caution With Social Media

Although social media was appreciated and viewed as a source
of positive support, some respondents stressed the importance
of being cautious when using it.

...you have to be careful ‘cause I think sometimes they
can be really negative, or people put false information in
there.

P04

9 | Discussion

This is the first empirical feminist research to explore the ex-
periences of young women with CHD transitioning through
adolescence. Furthermore, the study design and analysis
adopted a feminist ontological positioning to elucidate the voice
of women and offer an alternative perspective of cardiology
health care [16], which is dominated by the male voice, with 86
per cent of consultants being male [37]. This study built on the
limited exploration of being a woman and having CHD and
confirmed that there are vulnerabilities and challenges in hav-
ing CHD as a woman, which disempowers young women in
today's society. This was due to sex (biological characteristics)
and gender factors (societal influences) [16].

Our results build on the existing literature on the challenges
faced by young women with CHD, including body image con-
cerns [7-9, 13], contraceptive access difficulties [7, 24] and
pregnancy concerns [23, 24]. Nevertheless, through a feminist
lens, we contribute new findings by exploring how having a
female body and being a woman impact the experience of CHD.

The female transitioning period into adolescence is influenced
by sex. Young women experience physical changes such as
breast development and the onset of menarche, posing addi-
tional challenges during this phase [38]. However, for young
women with CHD, these challenges are compounded, leading
to complications like irregular menstrual cycles, limited con-
traceptive choices [18, 19] and heightened discomfort due to
breast development impacting surgical scars. These findings
highlight how CHD attacks the female body and deprives young
women of freedom, such as the opportunity to choose from
various contraceptive choices, which are associated with wo-
men’'s empowerment as they enhance their decision-making
authority [39].

Furthermore, our findings explored how the socially con-
structed role of women exacerbates social, clinical and medical
challenges resulting in gender-related disadvantages. Society's
expectations for women include motherhood, employment and
adhering to certain physical standards [40]. However, for
women with CHD, these ideals are often unattainable due to
CHD conflicting with societal expectations of a woman. This
resonates with findings from Moola, Norman [41], who re-
ported that the impact of CHD and cystic fibrosis on the valued
social roles was a concern for young women. Our study illus-
trates how young women struggle with accepting their scars
due to societal beauty standards and face discrimination for not
fitting the conventional ‘female image’.

9 of 13

85UB01 7 SUOWILOD 3A1IeR.D) 8|l idde 8Ly Ag peusenob a1e sajolie YO ‘88N JO Sa|nJ 1oy A%eiq18UlJUO AB|IA UO (SUOIPUOD-PUR-SLULBY/WO0D A8 |IM" ARe.q)1Bu lUO//SIY) SUORIPUOD puUe SWS | 8L} 88S *[720Z/TT/ET] uo Ariqiauliuo AB|IM SoL Aq 62THT XeU/TTTT OT/I0P/LI00 A8 ] im" Afeiq1Bul UO//SANY Loy Papeojumoq G ‘v20e ‘G29L69€T



Further, they faced psychosocial vulnerabilities such as feeling
unsafe in adult wards when surrounded by male patients and
receiving personal care from male healthcare providers. Prior
research supports these vulnerabilities, with Lindsay et al. [42]
highlighting vulnerability among adolescents with acquired
brain injury and Groutz et al. [43] exploring women's prefer-
ences during breast examination.

Additionally, Morton et al. [44] observed that hospital gowns
induced feelings of vulnerability, dissmpowerment and self-
consciousness in females compared to their male counterparts.
These findings demonstrate that young women are faced with
psychological complexities throughout their CHD journey due
to CHD being at odds with their body and their position in
society.

Our findings highlight the complexity of transitioning through
adolescence as a young woman with CHD in a medical and
social setting. Considering the limited support available,
respondents found comfort in female figures, such as maternal
figures during childhood and peers during adulthood. This
echoes the findings of Abrams et al. [45], who identified
mothers as a key source of emotional and social support.
Respondents also valued peer support, enabling them to share
experiences and navigate the challenges inherent in being a
young woman with CHD. This corresponds with previous
research highlighting the beneficial role of peer support in
managing medical conditions [46, 47].

10 | Strengths and Limitations

The use of a feminist lens in this study significantly enriched
the understanding of the lived experiences of young women
with CHD by emphasising gendered experiences, promoting
empowerment and incorporating intersectionality. Despite
potential limitations, such as the risk of bias and overemphasis
on gender, the study managed to balance these by exploring
comprehensive factors such as mental health concerns.

The study had a relatively small sample size, with data collec-
tion ending upon recognising data saturation, indicated by the
absence of new discussion. It remains uncertain whether
additional focus groups involving different participants would
have yielded additional topics for discussion. However,
Malterud et al. [48] and Yardley [49] argue that the richness of
the findings and the information power are more important
than the size of the sample. Thus, the small sample allowed
participants to feel safe when discussing their lived experiences,
as reflected in their candid and vulnerable discussions.

Many of the women interviewed were self-referred, providing
valuable insights from individuals who actively sought to share
their experiences. This proactive participation highlights the
importance and relevance of the study to those directly affected.
Although this may limit the generalisability of the findings to all
women with CHD, it ensures that the experiences gathered are
deeply engaged and highly relevant. Furthermore, it provides a

TABLE 2 | Recommendations for healthcare professionals.
Area of care Recommendations
Psychological — Integrate psychological support into the CHD care pathway.
support — Provide access to mental health professionals who understand the unique challenges faced by
young women with CHD.
— Offer group therapy or support groups specifically for young women with CHD.
Gender-sensitive — Encourage the presence of female healthcare providers when requested by patients to enhance
care comfort and trust.
— Train healthcare professionals to understand the gender-specific impacts of CHD, including
societal expectations and gender roles.
Body image and — Address body image concerns proactively, offering resources such as counselling or support groups.

self-esteem

self-confidence.

— Acknowledge and validate the patient's feelings about societal standards and the impact on

Social support — Encourage involvement of family in the care to provide emotional and social support.

networks

— Facilitate connections with peer support networks.

Education — Educate young women on self-advocacy and their condition.

— Ensure ongoing education for healthcare professionals on the needs of women with CHD.

Safe and inclusive — Create a safe and inclusive environment by ensuring privacy and comfort.

environment — Request promptly to requests for gender-specific accommodations.

Healthcare — Simplify navigation of the healthcare system by providing liaison cardiac nurse to coordinate care.
infrastructure — Adjust cardiac rehabilitation programmes to be age-appropriate and inclusive for young women.
Motherhood and — Provide comprehensive counselling on contraceptive options and their implication for women
contraception with CHD.

— Offer individualised plans that address the concerns related to pregnancy and motherhood,
considering both medical and psychological impacts.
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strong starting point for addressing these issues on a wider scale
in future research. This enabled us to reach a seldom heard
group of individuals, gain rich data and engage them in research
that has provided outcomes that benefit the female health and
healthcare system.

11 | Implications for Practice

Presently, health care has yet to implement systematic changes
that prioritise gender- and sex-specific interventions. However,
emerging research has underlined the importance of consider-
ing and integrating sex, gender and their interactions into
healthcare policies [50-52]. A recent initiative by the UK gov-
ernment [53] has acknowledged the underrepresentation of
women in research and commits to a comprehensive review,
placing women at the forefront of healthcare considerations.

By elucidating the female voice, our findings establish the need
for a care model that acknowledges sex and gender as integral
components of the individual's CHD experience. This will
contribute to the quality of life of young women in addition to
the increased lifespan that medical advancements offer.

HCPs should provide female patients with practical and
psychosocial support. Care plans should be developed that
address female-specific issues and offer psychological support.
Currently, no psychological support is embedded into the care
pathway for CHD as observed in diabetes [54] and cancer [55].
Introducing psychological support can serve as a positive
coping strategy for young women transitioning through ado-
lescence and should be embedded throughout the CHD jour-
ney. Table 2 provides further recommendations for different
areas of care.

12 | Conclusion

In conclusion, our findings highlight the abundance of
challenges and obstacles that young women with CHD con-
front, emphasising the unique framework of difficulties that
they face due to CHD and surgery survival. These women
often endure psychological and physical difficulties due to
receiving male-oriented clinical care that neglects their spe-
cific needs. It is crucial to address this gap by implementing
strategies to understand and improve health outcomes for
women with CHD. This includes offering practical recom-
mendations for clinicians to enhance their care and interac-
tions with female adolescents and women living with
congenital heart disease.
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