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Abstract 

There have been substantial advances in the diagnostics and treatment of congenital heart defects 

(CHDs) in recent decades, and this has improved survival significantly. Consequently, there is a 

growing interest in how CHDs affect the daily lives of children and youth. We examine life with 

CHDs as a particular kind of living from the perspectives of both children and youth with CHDs and 

their families through a systematic review of existing qualitative research. Based on a meta-

ethnographic analysis of 20 articles (identified through PubMed, EMBASE, EBSCOhost, 

PSYCHinfo, Scopus, and Web of Science from January 7 to 12, 2016), we argue that living with 

CHDs is characterized by chronic paradoxes arising out of the transitions, normalities, and futures that 

families have to navigate. 

 

Keywords 

Congenital heart defects; chronic illness; chronic paradoxes; families; children’s health; meta-

ethnography; qualitative research; systematic review 
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Congenital heart defects (CHDs)1 – structural defects in the heart present at birth (National Heart, 

Lung, and Blood Institute, 2017) – are generally described as the most common major birth defect 

(van der Linde et al., 2011). Diagnostics, surgery, and medical treatments of CHDs have seen 

considerable advances through the last 3 decades (Dodge-Khatami, 2016; Larsen, Olsen, Emmertsen, 

& Hjortdal, 2017; van der Bom et al., 2011), affecting survival rates so significantly that CHDs are 

now often perceived as chronic conditions (e.g., Connor, Kline, Mott, Harris, & Jenkins, 2010; Kosta 

et al., 2015; Moola, Fusco, & Kirsh, 2011). Such advances notwithstanding, an increasing focus on 

chronicity (given its often inherent definition against acute disease) can be problematic (Manderson & 

Smith-Morris, 2010). Looking at CHDs as chronic conditions can elide uneven access to and varying 

quality of treatments around the world (e.g., Musa et al., 2017), blur experiences of suffering that 

persist despite or perhaps because of improvements in survival rates, and impede simultaneous 

examination of acute and stable periods. Consequently, in this review, we do not simply approach 

CHDs as conditions that were previously acute and now chronic. Instead, we emphasize CHDs as one 

type of condition among many, where biomedical advances have affected survival so profoundly that 

a new research field has emerged focused on everyday living with and not only surviving CHDs 

(Dodge-Khatami, 2016; Moola, Faulkner, Kirsh, & Kilburn, 2008). 

 Two previous systematic reviews included qualitative perspectives, although both were based 

mainly on quantitative psychosocial ratings, as they examined parental coping strategies and the 

psychological impact of CHDs. From them, we learned that many parents of children with CHDs are 

anxious, stressed, and depressed (Wei, Roscigno, Hanson, & Swanson, 2015), and that fewer 

psychosocial resources and support impact negatively while family cohesiveness and adaptive 

parenting strategies enable successful adjustment (Jackson, Frydenberg, Liang, Higgins, & Murphy, 

2015). The authors of a newer review focused on children and young adults’ qualitative illness 

experiences with CHDs (ages 6–21 extracted from studies focused on ages 6–67) and found them to 

be facing prognostic uncertainty, traumatic medical treatments, limitations of physical stamina, and 

unsure future goals, all of which are better coped with by those who have good social support, 

continuous and empathetic healthcare, and personal determination (Chong et al., 2018). We add to 

these reviews by exclusively exploring qualitative perspectives, combining child/youth and adult 

perspectives for a wider family focus, and going beyond the aggregation of themes to provide a new 

interpretive framework through the approach of meta-ethnography. Analytically, we focus on what 

can be thought of as the “certain kinds of living” that CHDs bring in their wake, “characterised by 

therapy, regular medication, visits to the hospital, and/ or reliance on medical devices which in turn 

can impede upon or shape daily living” (Wahlberg, 2018, p. 734). This entails aspects of coping and 

quality of life, but more in the sense of “how” than “how well.” Thus, the aim of this article is to 
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synthesize existing qualitative research on CHDs to identify the kinds of lives that families lead, 

characterized by particular rhythms, disruptions, and limitations, as well as opportunities and 

possibilities for improvements. We do so by focusing on how children and youth with CHDs and their 

families relate to and negotiate everyday life with CHDs, and on how they orient them- selves toward 

the future. 

 

Method 

Review Approach 

Despite a recent surge in systematic qualitative reviews and a proliferation of approaches, there is no 

consensus on one particular approach. The method has been heavily debated, particularly what is seen 

as the more rigid, linear, and quantitatively inspired aspects of the genre (Hawker, Payne, Kerr, 

Hardey, & Powell, 2002; Popay & Mallinson, 2010; Thorne, 2017). Consequently, many advocate for, 

and we follow, an approach that is interpretive, iterative, and generative of new theories or metaphors 

rather than aggregating, summarizing, and developing thematic analysis (Popay & Mallinson, 2010; 

Thorne, 2017). One of the most common approaches, and the one that has inspired our approach, is 

that of metaethnography (France et al., 2014; Popay & Mallinson, 2010), which focuses on 

interpretation, translation, and choice of form depending on how the included studies relate to each 

other (Noblit in Thorne, Jensen, Kearney, Noblit, & Sandelowski, 2004). 

The authors of the included articles examine different aspects of living with CHDs—from 

children and youths’ attitudes to physical activity to grandparents’ involvement with siblings. 

Consequently, we have chosen to undertake “a-lines-of-argument synthesis” (Noblit & Hare, 1988, p. 

62). We aim to say something about the whole – living with CHDs from a family perspective – based 

on different parts, that is, articles focused on different themes, informant groups, time periods, and 

settings. Together, they provide insights into the everyday challenges, frustrations, and possibilities 

that families living with CHDs face. 

 

Search Method 

We did Boolean searches in PubMed, EMBASE, EBSCOhost, PSYCHinfo, Scopus, and Web of 

Science January 7 to 12, 2016 using the following combinations: Congenital AND (heart disease OR 

heart defect OR cardiac disease OR cardiac defect OR heart malformation) AND (family OR child 

OR youth OR infant OR adolescent OR sibling OR parent OR grandparent OR mother OR father) 

AND (qualitative study OR qualitative method OR interview OR participant observation) NOT 

(quantitative study OR quantitative method OR questionnaire). To counter the barriers to qualitative 
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research in biblio- graphic databases (Dixon-Woods et al., 2006), we also manually searched a range 

of journals and the references of included articles. 

 

Selection Process 

Articles were included if they examined aspects of living with CHDs from the perspective of parents, 

grandparents, siblings to children or youth with CHDs between 0 and 18 years old, or from children 

and youth with CHDs in the same age group. Studies had to be empirically based, peer-reviewed 

articles from “Western countries” (Danmarks Statistik, n.d.), in English, Norwegian, Swedish, or 

Danish. We focused on the last 30 years due to advances in diagnostics and treatment in this period 

(Bjorbækmo & Engelsrud, 2008; Bouma & Mulder, 2017; Dodge-Khatami, 2016). We included 

articles with the same empirical data if analytical focus varied, and excluded ones that evaluated 

interventions, or included health professionals, or other diagnoses. See Figure 1 for an overview of the 

selection process. 

 

 
Figure 1. Flow diagram of selection process. 

 

 Classification and terminology is a general problem when it comes to CHDs (Edwards, 2001; 

Garne et al., 2012). We found both structural and nonstructural conditions (e.g., arrhythmia, 

cardiomyopathy, and genetic disorders) interchangeably labeled with terms such as congenital heart 

disease and congenital heart defects as well as a lack of explicit descriptions of included diagnoses.2 

Records identified by database research (n = 1282) 

Included articles (n = 20) 

References 
& hand search (n = 1) 

Records (titles & abstracts) screened (n = 675) 

Full text articles assessed for eligibility (n = 67) 

Eligible articles (n =19) 

Records rejected as duplicates (n = 607) 

Records excluded (n = 608) 

Excluded (n = 48) 
 

- Conference abstracts (n = 6) 
- Child age (n = 10) 
- Country (n = 6) 
- Wrong informant group (n = 3) 
- Publication date (n = 4) 
- Not peer reviewed (n = 1) 
- Quantitative or mixed methods (n = 3) 
- No empirical data (n = 1) 
- Interventions (n = 3) 
- Duplicate data (n = 3) 
- Critical appraisal (n =2) 
- Non-structural/unclear diagnosis (n = 6) 
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When diagnoses were missing, we included or excluded articles based on descriptions of illness 

trajectories (particularly surgeries as treatment), references, and other descriptions of the children’s 

conditions. The process of excluding non- structural defects was collective. However, Gislason, a 

professor of cardiology, made the final decision. 

 Critical Appraisals Skills Programme (2014) was used for critical appraisal in combination 

with the appraisal tool developed by Hawker et al. (2002). Following Carroll, Booth, and Lloyd-Jones 

(2012), we excluded articles based on critical appraisal, as they showed that inadequately reported 

studies tend to lack details and contribute little to the analysis. We excluded articles if they scored 

more than two poor ratings in Categories 1 to 7 (abstract/title, introduction/aims, method/data, 

sampling, data analysis, ethics/bias, findings/results), or if they had any poor rating in Category 7 

(findings/results). There was a general lack of information on sampling, ethics, and bias, so we did not 

exclude based on these ratings alone. Twenty articles were included (see Table 1), and they mainly 

focus on parent perspectives (15 articles), whereas children and youth with CHDs (seven articles) and 

grandparents (two articles) are given less attention, and no articles include siblings. Female 

informants, particularly mothers, are overrepresented. Sixteen articles look at multiple types of CHDs. 

However, there is little discussion of diagnosis and severity differences. The articles are primarily 

constructed through one-off interview studies and published in nursing journals. 
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Table 1. Overview of Included Articles (Sorted According to Year of Publication). 

 

Author Aim Sample and Country Child/Youth Characteristics Method Findings 

Kendall, Sloper, Lewin, 
and Parsons (2003a) 

Examines parental views on 
the need for, and shape of, 
services for rehabilitation. 

17 parents 
(♀♂ unclear) 
⌂ United Kingdom 

5–18 y/o (♀♂ unclear). 
Different CHDs (broad range of 
complexity). 

One-off semistructured 
interviews at home. 

Parents welcome more help and support 
from health professionals. Particular areas of concern are 
information about CHDs, communication with health 
professionals, establishing safe levels of activity, and 
managing CHDs in school. 

Kendall, Sloper, Lewin, 
and Parsons (2003b) 

Explores the views of youth 
on what would help them better 
deal with their CHDs. 

16 children/youth 
⌂ United Kingdom 

8–17 y/o (7♀ 9♂). Different 
CHDs (broad range of 
complexity, however, the 
majority had good physical 
functioning). 

One-off semistructured 
interviews at home. 

While most of the young people actively 
manage their condition, they think more support and 
understanding from others would help—especially 
regarding issues of 
activity and communication. 

Fernandes (2005) Explores what it is like for parents 
of a newborn infant to be faced 
with the diagnosis of CHD. 

10 parents (5♀ 5♂) 
⌂ United States 

Age <3 y/o (♀♂ unclear). 
Diagnosis focus/distribution 
unclear. 

Phenomenologically informed 
study. One-off duo interviews at 
home and one telephone interview. 
Interview structure unclear. 

Parents felt disbelief, shock, and like time stopped. 
Together with hospitalization and surgery, the diagnosis 
was experienced as an emotional roller coaster. Health 
professionals are crucial in providing information, 
translation, and involvement in care. Memories of this 
period weigh differently on parents. 

Rempel and Harrison 
(2007) 

Describes experiences of 
parents whose child with HLHS 
underwent Norwood surgery. 

16 parents (9♀ 7♂) 
⌂ Canada 

2 months–5 y/o (6♀ 3♂). All 
had HLHS and had been through 
one or several surgeries starting 
with the Norwood surgical 
procedure. 

Multiple, individual, unstructured, 
interactive interviews with parents 
in person (setting unclear) or by 
telephone. Based on constructivist 
grounded theory. 

Extraordinary parenting in a context of uncertainty was 
evident as parents simultaneously safeguarded their 
child’s precarious survival as well as their own survival. 

Moola, Faulkner, Kirsh, 
and Kilburn (2008) 

Explores perceptions toward 
physical activity and sport in the 
lives of youth with CHDs. 

13 children/youth  
+ parents 
(n and ♀♂ unclear) 
⌂ Canada 

10–18 y/o (7♀ 6♂). Different 
CHDs (all complex). 

One-off, semistructured, 
individual (12 with parents 
present) interviews at the hospital 
based on social self-efficacy 
theory. 

Sport was not valued despite the belief that it is essential 
for good health. Low self-efficacy and fatigue were 
influenced by covert fears and exclusion and decreased 
the value of physical activity. Nontraditional activities, 
support from others, and perceptions of mastery enabled 
participation. 

Bjorbækmo and 
Engelsrud (2008) 

Examines how children with 
serious CHDs experience 
movement and physical 
activities. 

11 children/youth  
+ parents 
(n and ♀♂ unclear) 
⌂ Norway 

7–12 y/o (♀♂ unclear). 
Different CHDs (all had 
undergone multiple and complex 
surgical corrections within the 
first year of life). 

One-off interviews mainly at 
home and inspired by the new 
empathic approach followed by 
observations during a day at 
school. Interview structure unclear. 

They moved to be social, and despite 
physical limitations for which they adjusted, they 
considered themselves to have the same capabilities as 
peers. They wanted others to take their limitations into 
consideration but simultaneously disliked disclosure. 

(continued) 
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Table 1. (continued) 
 

    

Author Aim Sample and Country Child/Youth Characteristics Method Findings 

Connor, Kline, Mott, 
Harris, and Jenkins 
(2010) 

Describes the cost burden of 
CHDs and the associated 
social impact experienced by 
families. 

32 parents 
(♀♂ unclear) 
⌂ United States 

Age unclear, either 0–5 or 
0–15 y/o (♀♂ unclear). 
Currently admitted for surgery. 
Different CHDs (various degrees 
of complexity). 

Exploratory semistructured 
interviews at the hospital + 
follow-up call. In all, 12 of 20 were 
with both parents, the rest with the 
parent responsible for household 
finances. 

Cost was described as financial, emotional, and family 
burden. Disease complexity and parent’s socioeconomic status 
was linked to higher levels of stress, whereas prenatal 
diagnosis enabled early considerations of the financial 
situation. 

Moola, Fusco, and Kirsh 
(2011) 

Explores barriers to physical 
activity for youth with CHDs. 

17 children/youth 
⌂ Canada 

11–17 y/o (10♀ 7♂). Different 
CHDs (severe and complex with 
complicated and intensive 
medical histories. 

One-off, individual, semistructured 
interviews at the hospital informed 
by the social model of disability (five 
with parents present). 

Misrepresentations and misunderstandings of CHDs, disclosure 
dilemmas, inappropriate social and structural conditions in 
physical education, and the youths struggle to understand 
themselves as normal were 
described as barriers. 

Ravindran and Rempel 
(2011) 

Looks at grandparents’ 
involvement with siblings of 
preschool children with HLHS. 

15 grandparents 
(10♀ 5♂) 
⌂ Canada 

Precise age unclear but 
preschool children (♀♂ unclear). 
All had HLHS. Siblings 1½–6 y/o, 
were healthy, active, and 
experiencing normal 
development (♀♂ unclear). 

One-off individual interviews 
either in person (setting unclear) or 
by telephone. Interview structure 
unclear. 

Grandparents stepped into a parent 
role with siblings by attending to their daily care, play, and 
relational needs, while parents were occupied with the 
hospitalized child. They also tried to sustain parent-child and 
child-sibling relationships. 

Lee and Rempel (2011) Describes the role of 
normalization for parents of 
children with HLHS. 

16 parents (9♀ 7♂) 
⌂ Canada 

2–60 m/o (6♀ 3♂). All had 
HLHS and had undergone a series of 
high-risk surgeries, incl. Norwood 
procedure. 

Multiple, individual, semistructured 
interviews with mothers and fathers 
at home or by telephone. 

Parents engaged in a balancing act between worrying about 
their children’s vulnerability and marveling at their 
children’s survival, using normalization as a coping strategy. 

Rempel, Rogers, 
Ravindran, and Magill- 
Evans (2012) 

Conceptualizes needs of 
parents of young children 
with HLHS. 

25 parents (15♀ 10♂) 
+ 28 grandparents 
(17♀ 11♂) 
⌂ Canada 

½–4½ y/o (♀♂ unclear). 
All had HLHS and had 
undergone the Sano surgical 
approach. 

One-off individual interviews. 
Interview structure and setting 
unclear. 

Found five facets of parenting: Hands-off 
parenting, expert parenting, uncertain 
parenting, and supported parenting. 

Harvey, Kovalesky, 
Woods, and Loan (2013) 

Examines the experiences 
of mothers of infants 
undergoing complex heart 
surgery. 

8+7 parents (♀) 
⌂ United States 

0–5 y/o (♀♂ unclear). 
Different CHDs (moderate to 
severe diagnosed postnatally, 
and needed heart surgery before 
their first birthday). 

Written journals about days 
before surgery, the day of surgery, 
and days after surgery. 

Mothers described the surgical period as 
one of intense fluctuating emotion, where they had to 
navigate the medical world, deal with the unknown, face the 
possibility of their child’s death, search for meaning, 
and “mother through it all.” 

Re, Dean, and Menahem 
(2013) 

Explores experiences of 
mothers of infants with CHDs 
who required surgery in early 
infancy. 

26 parents (♀) 
⌂ Australia 

2 m/o (♀♂ unclear). Different 
CHDs (all complex and subjected 
to recent cardiac surgery). 

One-off semistructured 
interviews. Setting unclear. 

Almost all participants described acute stress symptoms 
relating to the diagnosis and the infant’s surgery. Most 
mothers reported that the interview helped them to think 
through what had happened to them and their infant. 

Shearer, Rempel, 
Norris, and Magill- Evans 
(2013) 

Looks at how adolescents 
with CHDs describe everyday 
life and relate to quality of life. 

10 children/youth 
⌂ Canada 

13–17 y/o (6♀ 4♂). Different 
CHDs (had at least two heart 
surgeries). 

Individual semistructured 
interviews, but most youth 
participated in several interviews. In all, 
10 interviews took place in homes, 
seven by telephone, and five at the 
hospital. 

Most viewed themselves as normal, situating their CHDs into 
the foreground or background as it suited their needs. They 
spoke of quality-of-life issues in a concrete manner, focusing 
on physical limitations and their need to fit in. 
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Table 1. (continued) 

 

    

Author Aim Sample and Country Child/Youth Characteristics Method Findings 

Sikora and Janusz 
(2014) 

Describes the caregiving 
behavior and experience of 
mothers after their child’s 
surgery. 

4 parents (♀) 
⌂ Poland 

5 weeks–1¼ y/o (♀♂ 
unclear). Different CHDs (had 
gone through at least one 
surgery). 

One-off, individual, narrative 
interviews. Interview structure and 
setting unclear. 

Mothers described how surgery could lead to loss of 
control and the feeling of maternal competence. They also 
described coping mechanisms to ward off fear, the 
difficulties of support, ambivalent relationships with 
medical staff, and being torn between hope and fear. 

Bruce, Lilja, and Sundin 
(2014) 

Illuminates the meanings of 
support as disclosed by mothers 
of children with CHDs. 

10 parents (♀) 
⌂ Sweden 

3–12 y/o (♀♂ unclear). 
Different CHDs (the children 
visited the pediatric cardiac 
outpatient clinic regularly, at 
least once per year). 

One-off, individual, narrative 
interviews (1 with spouse) based on 
a phenomenological- hermeneutic 
approach. 
Interview structure unclear. 
In all, three interviews at the 
university, one at the mother’s 
office, and five at libraries. 

Mothers wanted to be supported in being near their 
children, while also being able to take a break. They wanted 
personal, holistic, and informative care from healthcare 
staff, and good support was experienced as highly contextual. 

Moola, Faulkner, White, 
and Kirsh (2015) 

Explores the meaning of camp 
for children with CHDs. 

15 children/youth 
⌂ Canada 

9–16 y/o (9♀ 6♂). Different 
CHDs. 

One-off semistructured interviews 
at the hospital after camp based on an 
interpretive phenomenological 
approach. 

Camp allowed youth to engage in free, 
unrestricted movement and forge friendships with peers 
with CHD. Social media allowed youth to maintain camp 
friendships over time. 

Burström, Öjmyr- 
Joelsson, Bratt, 
Lundell, and Nisell (2016) 

Describes the needs of 
adolescents with CHDs and 
their parents in regard to 
transition to adult care. 

13 children/youth + 12 
parents (7♀ 5♂) 
⌂ Sweden 

Age unclear, but the inclusion 
criteria were 16–18 y/o 
(7♀ 6♂). Different CHDs 
(moderate to complex). 

One-off, individual, semistructured 
interviews at the hospital (two 
interviews at parent’s office). 

Transfer to adult care was considered a natural step but 
caused concerns about continuity of care, relationships 
with medical staff, and transferal of knowledge and 
responsibility. Some parents experienced transition as a 
relief, others as sorrow. Youth were still very confident 
with parents in charge. 

Obas, Leal, Zegray, and 
Rennick (2016) 

Explores parents’ experiences 
of transition from PICU to the 
surgical ward. 

9 parents 
(♀♂ unclear) 
⌂ Canada 

2 m/o–14 y/o (♀♂ unclear). 
Different CHDs (first time 
transferring from the PICU to the 
surgical ward). 

One-off, individual, semistructured 
interviews in the hospital following 
the transfer from PICU to the 
surgical ward. 

Parents described mixed feelings of happiness and 
uncertainty, and how nurses played an important role in 
preparing for transfer. Once transferred, parents had to come 
to terms with new expectations and a challenging new 
environment. 

Bruce, Lindh, and 
Sundin (2016) 

Illuminates the meanings 
of support by fathers of children 
with CHDs. 

5 parents (♂) 
⌂ Sweden 

3–12 y/o (1♀ 4♂). Different 
CHDs (had been visiting the 
pediatric cardiac reception at 
least once per year). 

One-off, individual, narrative 
interviews (one with spouse) based 
on a phenomenological- hermeneutic 
approach. In all, four interviews at 
the university, one at home. 

Support was closely connected to being in a sharing 
relationship with others—both within the family and with 
healthcare professionals. Healthcare professionals are 
important for involving fathers in care. 
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Analytical Approach 

As is often the case with meta-ethnography (Noblit & Hare, 1988), our reading, coding, and analyzing 

was a repeated and dynamic process, starting well before the final selection of articles. Translations 

(Noblit & Hare, 1988; Thorne et al., 2004) were done through “initial coding” (Saldaña, 2009, pp. 81–

85) where empirical quotes and analytical points were coded if they seemed intuitively relevant, 

interesting, or telling, followed by “focused coding” (Saldaña, 2009, pp. 155–159) through continuous 

readings of articles, codes, and juxtapositions of these, resulting in overall themes with subthemes. 

 Due to the heterogeneity of the included articles, a new interpretive framework was needed 

that aimed “to discover a ‘whole’ among a set of parts” (Noblit & Hare, 1988, p. 63) and would reach 

beyond the original interpretations. As we developed themes, reread, and compared the articles, we 

found that they collectively described different aspects of continuous paradoxes. Therefore, we 

developed a new interpretive framework called the chronic paradoxes of CHD living defined as 

experiences and strategies that address the often life- long and contradictory nature of living with 

CHDs. We argue that these chronic paradoxes are a foundational and constant aspect of living with 

CHDs. Although some authors in the included articles used “paradox,” “ambivalence,” or 

“contradiction” when describing findings, many of the paradoxes we cover emerged in our iterative 

readings and comparisons, and so the framework transformed isolated descriptions of paradox to a 

condition of life with CHDs. Our framework was also inspired by, and extends, concepts found in 

research on children’s illness, in general, such as “the embrace of paradox” (Larson, 1998) and “the 

paradox of hope” (Mattingly, 2010), as well as research on parents’ experiences of CHDs such as 

“walking a tight- rope” (Brown, 2003). Where these authors focus on how a paradoxical space 

between grief and joy as well as fear and hope is the outset for parents’ emotional well-being and care 

work, our framework extends this with family perspectives beyond parents and by including more 

paradoxes than those related to grief and joy, hope and fear. 

 

Results 

In the following analysis, we trace the multiple paradoxes faced by families during times of transition, 

as they seek out normalities, and when imagining futures (see Figure 2). We emphasize how these 

paradoxes are perceived differently in the family and at different times. 
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Figure 2. The chronic paradoxes of CHD living within the themes of transitions, normalities, and futures 

 

Transitions 

Individually, the included articles focus on a limited age group or period. Together, they provide 

comprehensive insights into the illness trajectories of children and youth with CHDs and their 

families. As such, we learn how living with CHDs is characterized by a series of transitions that 

generate a number of paradoxical experiences and actions. 

 The first paradox emerges at the time of diagnosis, when the joy of expecting or becoming a 

parent collides and coexists with the sorrow and shock of learning that one’s child has a CHD 

(Fernandes, 2005; Harvey, Kovalesky, Woods, & Loan, 2013; Sikora & Janusz, 2014). A mother 

describes it as “thrilling, then devastat- ing, all in one little short period” (Fernandes, 2005, p. 325). A 

transition from having a surgically untreated to a treated child often follows, which many parents 

describe as the most difficult period of living with CHDs (Harvey et al., 2013; Re, Dean, & Menahem, 

2013; Sikora & Janusz, 2014), a time filled with “intense fluctuating emotion” (Harvey et al., 2013, p. 

401). Parents, for example, both understand and deny or are insecure about the need for and possible 

outcomes of surgery (Re et al., 2013; Rempel & Harrison, 2007): 

 

This is to save him, this is to save him. If I run away with him, it’s not going to help him 

at all, you know . . . I just thought I was gonna lose him . . . it was all . . . Yeah. I thought 

they’re gonna take him and kill him [original emphasis], you know, [laughs]. (Mother of 

an infant with CHD; Re et al., 2013, p. 280) 

 

A diagnosis of CHD with subsequent hospitalizations and surgical treatment plunges families into an 

unfamiliar medical world (Harvey et al., 2013) and demands major family reorganizations. One parent 

Transitions 

Joy and fear of having the child     •     Understand and deny need for surgery    •    ‘Letting go’ when wanting to hold on 

Good parent also means bad parent     •     Pride and concern about expert role     •     Mixed feelings about transitions  

Normalities 

Ensuring both vigilance & normality    •    Disclosure both wanted & unwanted    •    Contradictory discourses of normality 

Futures 

Oscillating between hope and fear      •    Knowing enough without knowing everything 

The chronic paradoxes of CHD living 
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(often the mother) usually stays at the hospital, while the other parent is at home taking care of 

siblings, often with the help of grand- parents (Ravindran & Rempel, 2011). In general, much family 

attention is focused on the child with CHD. This leads to the paradox of being a good parent (to the 

child with CHD) while simultaneously being a bad or less present parent (to siblings); a situation that 

parents and grand-parents describe as the cause of many worries and as something that affects siblings 

significantly (Bruce, Lilja, & Sundin, 2014; Bruce, Lindh, & Sundin, 2016; Connor et al., 2010; 

Harvey et al., 2013; Ravindran & Rempel, 2011). A mother of a child with a Ventricular Septal Defect 

(VSD) describes this as, “I have to split myself in two” (Obas, Leal, Zegray, & Rennick, 2016, p. 6). 

 Parents also have to engage in what Rempel, Rogers, Ravindran, and Magill-Evans (2012) 

call “expert parenting” (pp. 4–5). They acquire vocabulary and knowledge of CHDs, observe, 

coordinate, and make decisions concerning their child’s care, and achieve new skills for taking care of 

a symptomatic or newly surgically treated child (Bruce et al., 2014; Fernandes, 2005; Lee & Rempel, 

2011; Obas et al., 2016; Rempel & Harrison, 2007; Sikora & Janusz, 2014). However, in the hospital 

during and just after surgery, expert parenting mainly relates to giving consent and grasping the 

diagnosis and treatments. For a short period, expert parenting is coupled with “hands-off parenting” 

(Rempel et al., 2012, pp. 3–4) or “letting go” (Harvey et al., 2013, p. 402), as they have to hand over 

all care of their child to nurses and doctors. This causes a paradox characterized by “a painful split 

between the desire for intimacy and providing care for the infant on their own and the necessity of 

subordination to the requirements of treatment,” as Sikora and Janusz (2014, p. 441) put it, a point 

that is echoed in other studies (Bruce et al., 2014, 2015; Fernandes, 2005; Harvey et al., 2013; Rempel 

et al., 2012). 

 Parents’ expert role and responsibility increases in times of transition within or from the 

hospital, as care and monitoring of the child with CHD are transferred from machines and medical 

staff to parents (Rempel et al., 2012). Paradoxically, although becoming more responsible for their 

child’s care is what parents have yearned for, and transfer is a positive sign, parents have “mixed 

feelings” (Obas et al., 2016, pp. 4–5). They are concerned about the less vigilant care their child will 

receive and their increased role in caretaking (Obas et al., 2016; Rempel & Harrison, 2007). In 

general, involvement in care is a balance, as parents want to be involved but do not want to be 

managers of their child’s medical care  (Bruce et al., 2014). However, once at home, parents 

experience generalist health professionals to have limited knowledge about CHDs (Kendall, Sloper, 

Lewin, & Parsons, 2003a; Rempel et al., 2012), and, despite little recognition, parents consider 

themselves to be more knowledgeable, which they paradoxically express both “concern and pride” 

about (Rempel et al., 2012, p. 5). 



The final (edited, revised and typeset) version of this paper is published in Qualitative Health Research: 30(1), 2020  
by Sage Publications Ltd, All rights reserved. © Sage Publications Ltd, 2020 
 

14 

 Parents’ role as experts, or the ones “in charge” as some youth in Burström, Öjmyr-Joelsson, 

Bratt, Lundell, and Nisell (2016) frame it (p. 401), can change as the children transition to 

adolescence and adulthood. Much like transition within or from the hospital, transitions to adult care 

are experienced with mixed feelings. It is both considered a natural step by youth with CHDs and 

somewhat of a relief by parents (Burström et al., 2016), while also causing sorrow for some parents 

and concerns for both groups about the transition of the expert role, transferal of knowledge, and loss 

of continuity in relationships with medical staff (Burström et al., 2016). 

 Even though living with CHD means living through many transitions and accompanying 

paradoxes, there are important differences in perspectives. While there is a before and after CHD for 

relatives, this is rarely the case for children and youth with CHDs: 

 

Ever since I remember, I’ve had it so it’s not like I can tell you about a time when I 

didn’t have it. So it’s not like it really matters, or it’s just a part of me now ’cause I grew 

up with it. (Female with CHD, 15 years old; Shearer, Rempel, Norris, & Magill-Evans, 

2013, p. 32) 

 

Normalities 

In Moola et al.’s (2011) study, a 14-year-old girl with CHD poignantly says, “You want to live a 

normal life, but you can’t live a normal life because you have this. And like I said, when you’re not in 

the hospital, your disease doesn’t exist” (p. 68). Many of the authors describe what might be thought 

of as paradoxes of normality as children and youth with CHDs and their families strive for, work to 

uphold, or describe themselves in terms of normality (Bjorbækmo & Engelsrud, 2008; Bruce et al., 

2016; Burström et al., 2016; Harvey et al., 2013; Kendall et al., 2003a; Kendall, Sloper, Lewin, & 

Parsons, 2003b; Lee & Rempel, 2011; Moola et al., 2008; Moola, Faulkner, White, & Kirsh, 2015; 

Moola et al., 2011; Ravindran & Rempel, 2011; Rempel & Harrison, 2007; Shearer et al., 2013). 

Efforts to live a normal life seem crucial to the well-being of families while also being a stress factor  

(Kendall et al., 2003a), and going from the acute, hectic, and traumatic periods of hospitalization to a 

more stable everyday life at home, and sometimes back again, is not easy. 

 Parents struggle to be both vigilant and cautious expert parents, while not being excessively 

limiting so that their child can lead a “normal life” (Lee & Rempel, 2011, p. 185). Feeling responsible 

for both vigilance and normality is a paradox and a continuous “balancing act” (Lee & Rempel, 2011, 

p. 185). It is less so with children that have been “fixed” (Moola et al., 2008, p. 59), and more so with 

a child that “hasn’t been fixed” (Connor et al., 2010, 
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p. 323), requiring multiple surgeries, such as children with Hypoplastic Left Heart Syndrome (HLHS; 

Rempel et al., 2012). 

 Children and youth recognize that it is a difficult balancing act for parents, but emphasize the 

importance of allowing them to control their limitations (Kendall et al., 2003b; Moola et al., 2015; 

Shearer et al., 2013). When this balance is not found, some defy parents (Shearer et al., 2013), 

whereas others come to embody their fears and become “super nervous because my family has always 

been so cautious of what I do,” as explained by a girl in Moola et al.’s (2015) study (p. 281). 

 However, parents are not alone in restricting, and normality is especially threatened and at 

stake when it comes to physical activities (Moola et al., 2011; Shearer et al., 2013). Children and 

youth not only struggle with limited physical stamina due to their CHDs (Bjorbækmo & Engelsrud, 

2008; Burström et al., 2016; Moola et al., 2008; Moola et al., 2011), but are also sometimes restricted 

by teachers and peers (Burström et al., 2016; Kendall et al., 2003a; Moola et al., 2011), even if 

medically imposed restrictions are relatively rare (e.g., Shearer et al., 2013). Limited physical abilities 

and unnecessary restrictions can make children and youth with CHDs feel different, left out, and 

sometimes even bullied (Kendall et al., 2003b; Moola et al., 2008; Moola et al., 2015; Moola et al., 

2011). An 11-year-old girl with HLHS says, 

 

I’m always getting teased by the other kids. Which isn’t very nice, and it really bothers 

me a lot. I try my best but then other people always swipe the ball from me. And I always 

end up having to chase them. And then I get really tired, so I have to sit down, so 

someone else has to take my place on the team that I’m on. (Moola et al., 2008, p. 60) 

 

To avoid negative social reactions, children and youth with CHDs and their families navigate a 

paradox of (non) disclosure. Bjorbækmo and Engelsrud (2008) argue that the children and youth in 

their study “both want and do not want the others to know and to take into account the fact that they 

have ‘this (heart) condition’” (p. 786), and Moola et al. (2011) argue that normalcy depends on 

resolving disclosure dilemmas. So, balancing the fear of being treated differently or overly cautiously 

if disclosing their CHDs, with the need for empathy and adjustment from others gained by disclosure, 

is crucial. 

 Disclosure is such an issue because children and youth with CHDs often “look okay” 

(Kendall et al., 2003b, p. 16) or “normal” (Kendall et al., 2003a, p. 23)—meaning CHDs are not 

necessarily readily visible or identifiable. This places a burden of disclosure on the shoulders of the 

children and youth with CHDs who wish people around them would “remember all the time, instead 
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of me having to tell them,” as a boy with aortic stenosis (AS) aged 9 describes it (Kendall et al., 

2003b, p. 16). Parents also feel responsible as “gatekeepers of information” (Kendall et al., 2003a, p. 

23), and although less described, they also seem to struggle with the timing and amount of 

information necessary, as it is difficult “putting it across to people so they are not frightened, but yet 

they know that if there is a problem they can deal with it,” as one parent put it (Kendall et al., 2003a, 

p. 23). Underlying disclosure paradoxes seem to be particular understandings and misconceptions of 

CHDs, associating them with risks of collapsing (Kendall et al., 2003b), and understandings of the 

heart as a particularly important organ so that CHDs must cause severe debilitation (Moola et al., 

2011). 

 Another paradox concerns the arbitrary nature of normality, as children and youth with CHDs 

“simultaneously constructed themselves as both normal and not, the same and different, at one and the 

same time” (Moola et al., 2011, p. 68). Buttressed by the congenital nature of CHDs (Burström et al., 

2016; Shearer et al., 2013), their relative invisibility (Kendall et al., 2003a; 2003b), and their skills in 

adjusting to physical limitations (Bjorbækmo & Engelsrud, 2008), as well as mentally foregrounding 

or backgrounding their CHDs as needed (Shearer et al., 2013), children and youth, supported by their 

parents, strive to and sometimes succeed in feeling normal in comparison with healthy peers 

(Bjorbækmo & Engelsrud, 2008; Moola et al., 2011; Shearer et al., 2013). However, another kind of 

normality is experienced together with peers with CHDs, because “they are just like you,” as a girl in 

Moola et al. (2015) says (p. 282), and parents feel much the same about being with other parents of 

children or youth with CHDs (Bruce et al., 2016; Bruce et al., 2014). Still, even in CHD contexts, 

difference can exist as it “puts it more into perspective about how you might not necessarily have it 

the worst,” as one youth says (Moola et al., 2015, p. 283), echoed elsewhere by parents (Bruce et al., 

2014). So, “discourses of normality were contradictory” (Moola et al., 2011, p. 68), and a matter of 

normalities rather than one specific normality. 

 

Futures 

Thoughts about the future are present in many of the articles, especially in parent perspectives focused 

on the time of diagnosis or surgery, or in cases where children have the complex diagnosis of HLHS. 

Also, these thoughts are often of a paradoxical nature, as “you have to deal, in your head . . . with the 

good and the bad,” in the words of a mother (Rempel et al., 2012, p. 5). On one hand, parents and 

grandparents express a range of fears concerning death, deterioration, or comorbidities (Bruce et al., 

2014; Connor et al., 2010; Fernandes, 2005; Harvey et al., 2013; Lee & Rempel, 2011; Rempel & 

Harrison, 2007; Rempel et al., 2012), limits to and possibilities for children’s future employment and 



The final (edited, revised and typeset) version of this paper is published in Qualitative Health Research: 30(1), 2020  
by Sage Publications Ltd, All rights reserved. © Sage Publications Ltd, 2020 
 

17 

physical abilities (Kendall et al., 2003a; Rempel & Harrison, 2007), impact on relationship between 

parents (Connor et al., 2010), and future emotional trauma for siblings (Ravindran & Rempel, 2011). 

On the other hand, hope and positive outcomes are created by downplaying or pushing away concerns 

(Fernandes, 2005; Rempel & Harrison, 2007), normalizing the conditions and referring to the children 

and youth as “normal” as well as “extraordinary” (Lee & Rempel, 2011, pp. 184, 185; Rempel & 

Harrison, 2007, pp. 830– 831), and putting faith in God or doctors (Harvey et al., 2013; Lee & 

Rempel, 2011; Rempel & Harrison, 2007), or in medical advances, as this quote illustrates: 

 

This Fontan hopefully keeps her going till her 20s and then hopefully we’ve got some 

other option, maybe even something other than a heart transplant. Like a ventricular 

replacement or something like that, since we expect it’ll be the ventricle that’s going to 

be the first problem. I kind of base my hopes on that. (Father of a child with HLHS; 

Rempel & Harrison, 2007, p. 831) 

 

These strategies of curbing fear and worry do not mean that parents are in denial about their child’s 

prognosis, but rather that the two opposing forces seem to exist simultaneously (Rempel et al., 2012). 

It is described as “oscillating” between or “a mixture” of hope and fear (Lee & Rempel, 2011, p. 185; 

Rempel et al., 2012, p. 5; Sikora & Janusz, 2014, p. 441) or “two extremes of vulnerability and 

optimistic appraisal” (Lee & Rempel, 2011, p. 185). In the center of the two extremes is the ideal of “a 

normal life,” and Lee and Rempel (2011) suggest that this “emotional oscillation” is the motivation 

for parents to become active and creative agents of their child’s care and their own well-being (p. 

185). 

 Although there is sparse focus on child and youth perspectives on the future in the included 

articles, there are a few indications of a paradox similar to parents’ oscillation between hope and fear. 

However, it is mainly related to information about CHDs: 

 

That’s enough, I don’t need to know . . . “your heart is pumping so and so . . .,” but it 

should be pumping so . . ., If I knew everything that was wrong with my heart . . . that 

like, I could die . . ., I’d just get depressed and want to crawl into a hole. (An 18-year-old 

female with CHD; Burström et al., 2016, p. 401) 

 

Most information on CHDs passes through parents (Burström et al., 2016; Kendall et al., 2003a, 

2003b) who struggle with timing and how much they should disclose to their children (Kendall et al., 
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2003a). Furthermore, as many children and youth with CHDs do not remember their surgeries or have 

a complete understanding of their condition (Burström et al., 2016; Kendall et al., 2003b), they, 

therefore, have little information to imagine their futures with and through. However, they do express 

some concerns about future physical abilities (Moola et al., 2008), impact on or possibility for 

pregnancy and issues of heredity (Burström et al., 2016), side effects of medication (Shearer et al., 

2013), possible deteriorations (Burström et al., 2016), and in a few instances direct fears of death 

(Burström et al., 2016). Although attitudes differ on how much information is ideal (Kendall et al., 

2003b, p. 16), there seems to be a paradox and a difficult balance of knowing enough or knowing 

what it is all about without knowing everything (Burström et al., 2016). 

 

Discussion 

Based on 20 articles from seven countries that included perspectives from children and youth with 

CHDs as well as parents and grandparents, we have argued that immense medical progress 

notwithstanding, living with CHDs is characterized by chronic paradoxes that emerge out of multiple 

transitions, negotiations of normality, and orientations toward the future. 

Further to our analytical inspirations and the literature reviewed here, experiences of paradox 

(or related concepts of ambivalence and dilemma) have been found in studies on other kinds of 

children’s illness (e.g., Jones, Parker-Raley, & Barczyk, 2011; Rallison & Raffin-Bouchal, 2013), on 

congenital anomalies in general (Rempel, 2005), as well as in studies on acquired cardiovascular 

disease in adults such as heart failure (e.g., Hellesø, Eines, & Fagermoen, 2012; Overgaard, Grufstedt 

Kjeldgaard, & Egerod, 2012). Particularly on CHDs, authors of a previous study found fathers of 

newly diagnosed infants with CHDs to experience “conflicting responses,” as they are both happy and 

sad, want and fear attachment, need control while losing it, and  struggle to support others by hiding 

their own emotions (Clark & Miles, 1999).3 Furthermore, studies of teenage years as well as young 

adulthood (age range = 13–39) with CHDs point to experiences of being in between sick and healthy, 

normal and different, vigilant and unworried, hopeful and anxious, dependent or independent, and 

open and closed about the diagnosis, which indeed indicate a chronicity of paradoxes beyond 

childhood (e.g., Berghammer, Dellborg, & Ekman, 20064; Sparacino et al., 1997; Tong et al., 1998).5 

 The novelty is, therefore, not the finding of paradox itself, but the finding that experiences of 

paradoxes in life with CHDs are not isolated cases pertaining only to a particular age or place in the 

illness trajectory. Rather, what we are highlighting is the chronic nature of these para- doxes, and, 

consequently, how these chronic paradoxes profoundly shape the everyday lives of children and youth 
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living with CHDs and their families, as they together navigate and weave their way through 

schooling, medical care, and social life. 

 The question then remains why paradox is so inherent in experiences of chronic illness in 

general and experiences of CHDs, in particular. Gitte Wind (2009), who has researched chronic illness 

narratives, argues that people with chronic conditions inhabit a land in-between the sick and the well. 

While this is a meaningful frame for under- standing the paradoxical nature of living with chronic 

conditions in general, there are several factors unique to CHDs that contribute to the creation of 

paradoxes. First, children and youth with CHDs have experienced continuous improvements in 

survival rates so that most of them can now expect to reach adulthood (Larsen et al., 2017; Lüscher, 

2017). However, they still have lower survival rates than background populations and live with 

lifelong medical checkups, possible neurodevelopmental disorders, reduced exercise capacity and 

need for new surgical or catheter-based interventions, as well as risks of complications such as 

arrhythmia, hypertension, valvular heart disease, and heart failure (Bouma & Mulder, 2017; Larsen et 

al., 2017; Lüscher, 2017). Also, the visual subtlety of CHDs, indicated in our review and echoed 

elsewhere  (e.g., Berghammer et al., 2006; Chiang et al., 2015; Messias, Gilliss, Sparacino, Tong, & 

Foote, 1995), coexists with a stigma and drama around heart conditions found both in the included 

articles as well as studies on heart conditions in children in general (e.g., Desai, Sutton, Staley, & 

Hannon, 2014; McMurray et al., 2001), perhaps due to understandings of the heart as a particularly 

vital organ and its symbolic connection to personhood and life itself (Jensen, 2009, 2011). 

Furthermore, prognostic in-betweenness, invisibility, stigma, and drama are wrapped into extreme 

opposites in the illness trajectory, as seen in the section “Transitions.” Finally, as described in this 

review, the illness trajectory is not equally understood or remembered in the family, and previous 

research has also found children and youth to lack knowledge and understanding of their CHDs 

(Janssens et al., 2016; Veldtman et al., 2000), whereas parents overall have a good understanding 

(Chessa et al., 2005; Löbel, Geyer, Grosser, & Wessel, 2012). 

 We have suggested that the paradoxes of CHD living are chronic, although some paradoxes 

relate to issues that are transitory while others are long term. Even though not all paradoxes are 

lifelong or long term, there is chronicity to the experience of paradox in living with CHDs as well as 

to the conditions from which they stem. Therefore, it seems pertinent that health professionals 

recognize and address the chronic paradoxes of CHDs in their interactions with families living with 

CHDs and that they are attentive to and encourage discussion of experiences of transition, normalizing 

strategies, and thoughts about the future. Simply telling children and youth with CHDs and their 

families that they are normal and should live a nor- mal life is to ignore half of the paradoxical 
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realities they have to navigate. Furthermore, attention should be paid to the continuous transferal of 

knowledge from parent, nurse, and doctor to child and youth, as well as different knowledge 

perspectives and wishes. It is also important to engage parents in a continuous conversation about 

their role as expert parents, as well as encourage and facilitate positively valued involvement in care. 

Finally, health professionals should discuss, and partner with families around disclosure issues, and, 

together with patient associations, provide tailored information on CHDs for schools, afterschool 

clubs, and the parents of children’s friends. 

 

Conclusion and Suggestions for Future Research 

By introducing an analytical frame that points to the chronic paradoxes of CHD living, we have 

highlighted the complexities of living with CHDs as chronic conditions and demonstrated that 

balancing and negotiating many different paradoxes generates both possibilities and struggles. As the 

effects of biomedical advances within the field of CHDs continue to shape the lives of new 

generations, we urge continued scholarly attention to examining if and how paradoxes remain 

quintessential to the experience of living with CHDs. Moreover, future research should engage with 

the limitations we found, such as the lack of perspectives from siblings and young children with 

CHDs (under the age of 7), prolonged engagement or observations, discussion of severity differences, 

and the underrepresentation of male perspectives. 
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Notes 
1 Congenital heart defects are often abbreviated as CHDs (see, for example, Bruce, Lindh, & Sundin, 

2016; Jenkins, 2017); however, this should not be confused with coronary heart disease, which often 

goes under the same abbreviation. 
2 Some of the previous reviews mentioned in the introduction, for example, included articles with both 

structural and nonstructural conditions under the term congenital heart disease. 
3 Although predominantly focused on structural CHDs, this study also includes at least one father of 

an infant with a nonstructural heart condition (supraventricular tachycardia), and it was, therefore, 

excluded from this review. 
4 Although predominantly focused on structural CHDs, this study also includes one adult with a 

nonstructural heart condition (dilated and restrictive cardiomyopathy). 
5 The review by Dellafiore et al. (2017; building on six articles whereof only four were specifically 

focused on CHD) also found contradictions to be a theme in the experiences of parents of adolescents 

with CHD. 
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