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Abstract 

Background: 

 Within Canada, heart defects are the most serious congenital condition and a leading 

cause of infant mortality. This research highlights what is often overlooked: the day-to-day 

realities of children and families living with congenital heart disease (CHD) in Northern 

contexts.  

Purpose: 

The purpose of this dissertation was to explore the experiences and day-to-day realities of 

children diagnosed with CHD and their families living in rural, remote, and northern areas of 

Northwestern Ontario. 

Methods: 

This research was underpinned by Bronfenbrenner's Bioecological Theory and van 

Manen's hermeneutic-phenomenological approach. A total of 14 families participated, 

comprising 27 individuals, including 13 mothers, 4 fathers, and 10 children diagnosed with 

CHD. Data were collected through semi-structured interviews with children and their parents, 

alongside the use of field notes. Children underwent a two-phase consent process; first, parental 

consent was obtained, followed by the child’s assent.  

Analysis: 

 Child and parent interview data were analyzed using van Manen's hermeneutic-

phenomenological approach. 

Findings: 

Parental findings centred around the core theme of liminality with four additional themes: 

1) Torn from the Ordinary: Living Apart for Care, 2) Care in Pieces Across the Northern 
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Landscape, 3) Fragile Bodies: Lasting Imprints of Ruptures in Time, 4) Embodied 

Hypervigilance: Protective Parenting. Four core themes emerged from the child findings, 

including 1) Children living in normalcy, 2) Feeling different in physical activities, but not 

defined by it, 3) Emerging health agency: From passive to active agents in care, and 4) 

Remembering with others: Development gaps and relational memory 

Conclusions: 

Clear differences emerged in how CHD is lived within families. Considering the 

coexistence of both liminality and normalcy within the same family unit highlights the 

complexity of lived experiences, particularly living with CHD in a northern context where 

geography and access have significant influence over health care trajectories. The findings 

suggest that the experiences of families in the north caring for children with CHD are shaped by 

much more than the illness and must be understood within the broader interconnected systems in 

which they live. There is a critical need for further qualitative research, in particular with 

children living with CHD in northern contexts and their families.  
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Chapter One: Introduction 

1.1 Introduction 

 According to Canada's Health Act, established in 1985, the main objective of health care in 

Canada is "to protect, promote and restore the physical and mental well-being of residents of 

Canada and to facilitate reasonable access to health services without financial or other barriers" 

(Government of Canada, 2023a, p.3). This is facilitated through five fundamental principles: 

"public administration, comprehensiveness, universality, portability, and accessibility" 

(Government of Canada, 2023a, p. 5).  

Unfortunately, despite the wording of Canada's Health Act, the vast and diverse 

landscape of rural, remote, and northern regions within Canada poses significant access 

challenges (Health Quality Ontario, 2018). For example, while rates of chronic diseases and 

illnesses and thus mortality are higher in Northwestern Ontario (NWO) than in Ontario 

generally, healthcare and social services are often limited (Health Quality Ontario, 2018; 

Northwest Local Health Integration Network (NWLHIN), 2018). This is compounded by some 

communities having fly-in-only access, with limited transportation options (Health Quality 

Ontario, 2018), as well as funding, education, employment opportunities, and socioeconomic 

challenges (Huot et al., 2019; Miller et al., 2018).  

Additionally, complex funding, societal and political factors within Canada contribute to 

the disparities and exacerbate healthcare challenges for children and families, especially those 

living in rural, remote and northern regions (Canadian Institute for Health Information (CIHI), 

2006; Campbell et al., 2019; Gillespie, 2023; Raphael, 2016; Young et al., 2019b). The 

principles of Canada's Health Care Act imply that children and families residing in these regions 

should have equitable access to health care services comparable to those of their counterparts 
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elsewhere in Canada. However, rural, remote, and northern regions are often underserved and 

lack specialized paediatric healthcare services. Within the local context of NWO, healthcare 

professionals have identified paediatric cardiac services in need of increased services, research, 

and action (T. Bruni, Personal Communication, September 9th, 2022). This doctoral study 

utilized a hermeneutic phenomenological approach to explore the experiences of children 

diagnosed with congenital heart disease (CHD) and their families living in rural, remote, and 

northern areas of NWO. This dissertation outlines the background information, literature review, 

research questions and objectives, methodology and conceptual framework that framed this 

research, followed by a review of the research findings and discussion.  

This research highlights what is often overlooked: the day-to-day realities of children and 

families living with CHD in Northwestern Ontario. Bringing forward the voices of children and 

their families from Northwestern Ontario, the research findings offer a deeper understanding of 

what living with CHD looks like in this unique context. It points to gaps in care and describes 

how these gaps are experienced and navigated in everyday life, drawing attention to the ways in 

which current systems do not always fit with the realities of the north. This research provides 

practical direction for shaping policy, funding, and care delivery. It makes clear where changes 

are needed, particularly around delivery, organization, coordination, and support, to ensure care 

is more manageable for families living in northern communities.  

This research provides a deeper understanding of children’s perspectives and how they 

often differ from those of their parents, and the possible reasons behind this. In a field where 

children's voices are often underrepresented, this work takes on a more inclusive approach 

situating children’s experiences alongside those of their families. Grounded in an interpretive 

approach that seeks to understand the lived experiences, this approach adds depth to children's 
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roles, agency and understanding of their care. It provides deep insight into the parents’ 

experiences and the impacts of fragmented systems and ongoing demands, well beyond moments 

of care, that place them in a constant state of uncertainty.  

1.2 Background  

The background section provides contextual grounding for the research. It is based on an 

environmental scan of pediatric cardiac services and resources in Northwestern Ontario for 

children living with CHD and their families. The environmental scan was competed with 

assistance from Debra Gold, Lakehead University Librarian and included a comprehensive 

search of the literature and supporting grey literature. Data bases including PubMed, Nursing and 

Allied Health Database (ProQuest), Cumulative Index to Nursing and Allied Health Literature 

(CINAHL), Google Scholar, and other varying sites such as government websites, and the 

Canada Commons databases were explored to ensure that grey literature was reviewed. The 

search revealed no resources specific to CHD child and family supports in the NWO area. With 

limited information and resources available within the local context, I spoke with key 

stakeholders at the Thunder Bay Regional Health Sciences Centre (TBRHSC) who helped 

address key issues and barriers that led to the development of this research project. I start this 

section by defining what rural, remote and northern regions imply; then, I highlight important 

health outcomes and disparities as a pretext for the discussion of CHD in the context of NWO. I 

then define and describe CHD within the Canadian and local NWO context. The section 

concludes with a discussion of the determinants of health, their influences and impacts on 

children and families generally, and those living with CHD specifically.  
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1.21 Defining Rural, Remote & Northern Regions  

A common definition of rural, remote, and northern regions is absent within Canada and 

globally (CIHI, 2006; Schiff and Møller, 2021; Subedi et al., 2020). Within Canada, several 

geographical classification systems are used, but they have been criticized for lacking precise 

classification of rural, remote, and urban communities (Subedi et al., 2020). Statistics Canada 

lists three methods for calculating geographical areas to determine urban and rural areas: the 

Remoteness Index (RI), Statistical Area Classification (SAS), and the concept of Population 

Centers (POPCTRs) (Subedi et al., 2020). Statistics Canada (2020) describes the RI as an 

excellent tool for use in the Canadian context because it accounts for geographical elements 

related to accessibility, unlike the SAS and POPCTRs tools (Subedi et al., 2020).  

Canada's Provincial North is often described as the 'Forgotten North' (Coates et al., 

2014), as it is "among the most marginalized, externally controlled and impoverished regions in 

the country" (Coates et al., 2014, p. 6). The lack of aggregated, up-to-date data from the northern 

provinces is partly due to varying provincial definitions of their northern administration regions 

(NARs) (Schiff and Møller, 2021a). Challenges with the NARs stem from differences in the 

northern provinces' geographical landscapes and their proximity to services and resources (Schiff 

and Møller, 2021a). There are variations between NAR-defined areas, as some may contain 

cities, larger towns and differing populations (Schiff and Møller, 2021a). Møller and Schiff 

(2021a) use the Modified Beale Codes, as per du Plessis et al. (2001), to discuss the broad areas 

of the Provincial and Territorial north.  

The modified Beale codes provide 10 distinct categories for metropolitan and non-

metropolitan analysis based on the relative weighting of parameters of population size, 

density, and context and include consideration of the size of a territorial unit: local, 
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community, or regional. Code 10 is the classification for "northern hinterland," which 

includes all three territories, and provides a breakdown by province of the southernmost 

latitude considered within this code. This approach to defining the north is valuable since 

it includes the Provincial North and provides a concise definition for that region (Schiff 

and Møller, 2021a, p. 5).  

Defining rural and urban regions is essential when discussing the geographical disparities 

and their impacts on health and health outcomes within these regions. For this study, the du 

Plessis et al. (2001) Modified Beale Code 10 "northern hinterland" was used to define the local 

area of NWO.   

1.22 Population Health: NWO  

 Northwestern Ontario covers a large geographic area, spanning from the Minnesota 

border, along the northern shoreline of Lake Superior, heading west to Manitoba and northward 

to Hudson Bay coast (Destination Ontario, 2026). Ontario Health North West region provides 

health care services for 58% of Ontario’s landmass (Ontario Health, 2026). Despite the region’s 

vast size, the population is relatively small and widely dispersed (Northern Policy Institute, 

2019; Ontario Health, 2026). Approximately 46% of the population resides in urban areas, 34% 

in rural areas, and the remaining residents live in population centers classified as small or 

medium (Health Quality Ontario, 2017). Children aged 0-19 account for 22.3% of the NWO 

population (Statistics Canada, 2021). One in five people identifies as Indigenous, which is higher 

than the Ontario average overall (Health Quality Ontario, 2017). However, Indigenous scholars 

and community-based research would argue that national census estimates likely underestimate 

the true Indigenous population in Ontario (Anishnawbe Mushkiki Community Health and 

Wellness, 2020).  This is due to the long-standing impacts of colonial policies and colonization 
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(Anishnawbe Mushkiki Community Health and Wellness, 2020). A lower percentage of people 

identify French as their first language than the provincial average; however, some areas of NWO 

have higher percentages of French-speaking residents than Ontario overall (Health Quality 

Ontario, 2017). 

Increased mortality, hospitalizations, and chronic disease rates are just a few of the health 

inequities and social injustices that populations in rural, remote, and northern regions face 

compared to their urban counterparts (Huot et al., 2019; Kulig & Williams, 2012; Subedi et al., 

2020). The inequalities are even greater for Indigenous populations in these regions (Kauppi et 

al., 2021; Subedi et al., 2020; Møller, 2018). Research from NWO is consistent with research in 

rural, remote and northern regions generally. NWO has higher rates of mental health conditions, 

addiction (Northern Policy Institute, 2020), suicide, and chronic diseases such as diabetes, 

compared to the southern part of Ontario (Health Quality Ontario, 2017; NWLHIN, 2015). NWO 

has a lower life expectancy compared to southern Ontario, with the average life expectancy for 

individuals residing in NWO being 78.6 years compared to the provincial average of 81.5 years 

(Health Quality Ontario, 2017; Office of the Auditor General of Ontario, 2023).  

In a recent 2024-2025 COMPASS report conducted by the Northwestern Health Unit, 

students from eight secondary schools across Northwestern Ontario were surveyed, which 

included youth in grades nine through twelve (Northwestern Health Unit, 2025). Findings 

highlight concerning patterns in substance use and mental health in this region compared to 

Ontario’s national average. Approximately 21% of students reported using an e-cigarette within 

the last 30 days, and nearly half indicated that they had tried vaping for a variety of reasons, 

including curiosity and to relieve anxiety (Northwestern Health Unit, 2025). Rates of binge 

drinking were higher in Northwestern Ontario (22%) compared to the Ontario average (15%) 
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(Northwestern Health Unit, 2025). Cannabis use within the past 30 days was reported as nearly 

double the provincial rate, with approximately 22% of students in Northwestern Ontario 

reporting use versus the Ontario average of 11% (Northwestern Health Unit, 2025). Self-rated 

mental health reports were only slightly lower in Northwestern Ontario, with 55% rating their 

mental health as good, very good or excellent compared to 60% provincially (Northwestern 

Health Unit, 2025). 

The lack of population data for people residing in Northern Ontario, especially among 

rural and remote Indigenous communities, perpetuates marginalization and inequalities 

(Anishnawbe Mushkiki Community Health and Wellness, 2020; Wald & Johnson, 2024; 

VanderBurgh et al., 2020). Understanding the local context, demographics, and geographical 

landscape of NWO allows for a deeper understanding of the complex barriers to healthcare 

access and services that impact the many health inequalities and social injustices within the 

region.  

1.23 Paediatric Congenital Heart Disease 

Within Canada, heart defects are the most serious congenital condition, with 

approximately one case identified for every 80-100 births (Canadian Congenital Heart Alliance, 

2026; Miao et al., 2023). Besides prematurity, CHD is a leading cause of death within the first 

year of an infant's life (Keenan-Lindsay et al., 2022; Rockman-Greenberg et al., 2014; Statistics 

Canada, 2023). CHD refers to structural abnormalities of the heart present at birth that disrupt 

normal cardiac function, which often results in heart failure or hypoxemia (Keenan-Lindsay et 

al., 2022). There are more than 35 known defects, the most common being a ventricular septal 

defect (VSD) (Keenan-Lindsay et al., 2022). Across Canada, the prevalence of VSD is 12 of 

1000 births, with around half of infants exhibiting symptoms before they turn one (Narvey et al., 
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2017; Keenan-Lindsay et al., 2022). A more severe form of CHD is critical congenital heart 

disease (CCHD); it often presents with duct-dependent lesions and, for optimal health outcomes, 

requires interventions early in life (Keenan-Lindsay et al., 2022). Within Canada, it accounts for 

around 25% of children diagnosed with CHD (Narvey et al., 2017).  

CHD is a chronic condition, and despite successful interventions, it requires continuous 

monitoring throughout a person’s life (Fregonas & Kugamoorthy, 2024). With many advances in 

Paediatric cardiology, children with CHD can live well into adulthood, living past middle age 

(Dellborg et al., 2022). However, this may come with significant burdens on the child's quality of 

life (QOL) (Cherestal et al., 2022), Children living with CHD face many complex barriers to 

overall health and development (Azhar et al., 2016; Farr et al., 2018; Spillmann et al., 2021). 

Children with CHD are at risk of co-morbidities, which may lead to disability or chronic illness, 

resulting in long-term health impacts (Knecht et al., 2015; Parker et al., 2024). Complications 

and symptoms can occur throughout their lifetime, even after corrective surgery (Dallaire et al., 

2021). In addition, CHD is associated with neurodevelopmental impairments (Billotte et al., 

2021; Cassidy et al., 2017; Millen et al., 2025; O’Connor et al., 2023) and mental health 

challenges (Lepage et al., 2025b; O’Connor et al., 2023). Children with CHD require continued 

follow-up and interdisciplinary care to address their complex and evolving health needs 

(Cherestal et al., 2022). These and associated health outcomes are influenced by social 

determinants of health (SDOH), such as socioeconomic status (SES), access to services, and 

geographic location (Abell et al., 2025; Bucholz et al., 2018; Cherestal et al., 2022).  

Despite the known complexity of CHD, limited research has examined the impact of 

remoteness on the risk of mortality among children with CHD (Udine et al., 2021), especially 

within the Canadian context and no specific studies within the local context of NWO (Olugbuyi 
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et al., 2022). Existing studies have more commonly explored maternal socioeconomic (SES) 

inequities, geographical diversity and risk of CHD, although findings are inconsistent (Ngwezi et 

al., 2018; Yu et al., 2014). Inconsistencies have been linked to the complex nature and varying 

measures of SES indicators (Braveman et al., 2005; Miao et al., 2021). To address these 

inconsistencies, the maternal and social deprivation indices were used within a recent 

population-based retrospective cohort study completed in Ontario. The research findings 

concluded that maternal rural residents increased CHD odds compared to their urban 

counterparts (Miao et al., 2021).  

In a Canadian study, Olugbuyi and colleagues (2022) examined the impact of SES and 

remoteness on infant mortality from CHD. The study found that neither remoteness nor 

socioeconomic status impacted hospital mortality for severe and critical CHD. However, 

increased remoteness had a heightened mortality risk for moderate CHD (mCHD) (Olugbuyi et 

al., 2022). These findings could relate to delays in referral, diagnosis, appropriate interventions, 

and inadequate monitoring (Olugbuyi et al., 2022). They hypothesized that poorer outcomes for 

infants with mCHD may be due to decreased prenatal diagnosis from the obstetrical ultrasound, 

as detection is enhanced for severe CHD. Delays in referrals and interventions may have also 

played a role, whether due to lower perceived risk or limited resources. It is also possible that 

families living in remote regions have fewer resources and less access to appropriate monitoring, 

which increases the risk of mortality for a child with mCHD. Similarly, in a recent Canadian 

population-based study, it was found that geographic remoteness alone did not affect time to first 

intervention, age at diagnosis, or primary care visits (Conway et al., 2024).  However, children 

living in more remote areas had fewer cardiology follow-up visits and more emergency room 

visits per year (Conway et al., 2024). Lower SES was also associated with an increased reliance 
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on ED visits per year (Conway et al., 2024). Although survival outcomes appear similar, both 

studies highlight gaps in ongoing supportive cardiac care and healthcare access for these children 

residing in remote regions of Canada.  

Udine et al. (2021) provide further evidence, along with Olugbuyi and colleagues (2022), 

supporting the need to enhance regional care coordination and improve access to specialized 

Paediatric cardiac care. Findings from the study showed that significant geographical variation 

impacted infant mortality due to CHD (Udine et al., 2021). The authors listed poverty and 

distance to a paediatric care center as the most influential SDOH linked to mortality risks for 

infants living with CHD. 

Specific to surgical outcomes and CHD mortality, two studies were reviewed. Both were 

conducted in the United States and examined geographical distance and its impact on infant and 

children's mortality risk in relation to surgical interventions at a specialized center while living 

with CHD. Both studies reported that remoteness did not increase mortality risks (Millen et al., 

2023; Pinto et al., 2012). These findings highlight the benefits of regionalized, specialized 

cardiac care for children with CHD requiring surgical intervention (Millen et al., 2023; Pinto et 

al., 2012). However, both studies highlighted that although there were no differences in mortality 

rates, they did not account for adverse events and higher morbidity rates for this vulnerable 

group (Millen et al., 2023; Pinto et al., 2012). Increased understanding and research around the 

effects of remoteness on adverse events affecting patient morbidity and follow-up care for 

children living with CHD is needed (Millen et al., 2023; Pinto et al., 2012). Unlike Olugbuyi et 

al. (2022) and Udinet al. (2021), these studies did not account for SES, which is a limitation of 

this study. Another limitation noted by Pinto et al. (2012) was the small sample sizes for 

participants living more than 300 minutes from a surgical center. This study also does not 
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indicate the maximum time participants live from a surgical center; within NWO, many families 

must travel more than 5 hours by passenger vehicle or by plane.  

There is a need to improve healthcare delivery in areas remote from paediatric specialty 

hospitals and in economically challenged communities (Udine et al., 2021). With limited 

supporting evidence and variations across the few studies identified on children living with CHD 

and the impacts of remoteness and SES, there is a need for increased research in this area (Millen 

et al., 2023; Olugbuyi et al., 2022; Pinto et al., 2012). All studies reviewed were also conducted 

from a quantitative lens, limiting consideration of children's and families’ lived experiences and 

underscoring the need for greater use of qualitative methodologies.  

1.24 Canadian Paediatric Cardiology Services 

According to the Canadian Paediatric Cardiology Association, only 15 paediatric 

cardiology service centers exist across Canada and only eight surgical cardiac centralized 

programs (Canadian Cardiovascular Society, 2023; Conway et al., 2024; Olugbuyi et al., 2022). 

Private practice accounts for a small minority of cardiologist within Canada (Conway et al., 

2024). These 15 centers are situated in highly populated metropolitan areas, for example, in 

Edmonton and Toronto. Although most cardiac programs have outreach programs for children 

and families in rural and remote communities, they are limited in the services they can provide 

(Olugbuyi et al., 2022). The outreach clinics support 10-30% of children and families residing in 

areas 100 km and sometimes greater than 300 km away from the clinic (Olugbuyi et al., 2022). 

Children and families residing in rural areas face the burdens of long drives or air travel to the 

outreach clinics and additional air travel challenges when needing increased support from 

specialized cardiac centers in urban areas (Olugbuyi et al., 2022). This means that children living 

with CHD in remote areas face significant challenges with healthcare access, and if clinical 
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deterioration occurs, the risk of additional adverse health outcomes increases – including 

mortality (Kaur et al., 2022; Olugbuyi et al., 2022).  

In addition to limited paediatric cardiology services within Canada, families living in 

rural areas face challenges with prenatal screening, which, if missed, require them to travel to 

specialty areas. The findings from this Canadian study are consistent with literature from the 

United States, which reports that living in rural areas can lead to decreased prenatal diagnosis of 

CCHD (Hill et al., 2015; Krishnan et al., 2021). Although there is limited literature in Canada on 

this topic, a recent study from Alberta examined the impact of SES and the remoteness of 

residence (RoR) on the timing of CCHD prenatal diagnosis (Kaur et al., 2022). The study found 

additional risks for families living in rural areas of Alberta, including lower rates of CCHD 

prenatal diagnosis and elevated risks of being diagnosed late (Kaur et al., 2022). These findings 

are concerning as missed prenatal diagnosis, especially for CCHD and for families living in rural 

areas, means children are being born in regional hospitals, which may require long transportation 

time to tertiary centers where specialty services are needed (Kaur et al., 2022). The increased 

time to a specialty center where appropriate diagnosis and management of care for a child's CHD 

can result in decreased survival rates and unhealthier preoperative conditions in some cases 

(Kaur et al., 2022).  

1.25 NWO Paediatric Cardiac Services  

 An environmental scan was conducted to identify resources and supports for children 

living with CHD and their families living in Northwestern Ontario. This search revealed limited 

tools, services and resources available within this context. Given these findings, I consulted with 

key stakeholders at the Thunder Bay Regional Health Sciences Center (TBRHSC) to develop 

this research project. This included many conversations with Dr. Bruni (pediatrician and the 
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medical program Director for the Women & Children's Program), Crystal Edwards (director of 

women's and children’s and mental health programs), and Amy Halvorsen (manager of the 

children's and women's departments). After initial meetings with key stakeholders, Dr. Bruni 

arranged a meeting between A. Halverson and myself to address more detailed questions about 

children living with CHD in the local context of NWO and the care services provided.   

During our discussions, they all highlighted a need, from a clinical perspective, for 

research focusing on health care supports and services for children and families living with 

cardiac conditions in the NWO region. According to Halvorsen, Edwards, and Dr. Bruni, 

children and families living in NWO with CHD have limited cardiac health care services. 

TBRHSC uses pulse oximetry screening (Narvey et al., 2017) to enhance the detection of CCHD 

among all newborns between 24 and 36 hours after birth (A. Halverson, personal 

communication, January 11th, 2023). Although this practice is essential for early detection and 

prevention of critical incidents, it does not always detect problems. If this issue occurs, as cited 

in the literature above, infants may be born at regional hospitals such as TBRHSC, where 

support is limited, and, upon birth, the infant and family would need to be flown to a specialized 

center. In 2022, a new virtual paediatric program was established by the London paediatric 

cardiologists to support rural and small towns in the hospital's service area from Kenora to 

Marathon, which spans nearly 800km. This allows patients to be seen virtually by their specialist 

if needed, without needing to travel to London. This is not led directly by TBRHSC; it is handled 

directly through London Hospital and its referral process.  

Around 225 patients are rostered in the TBRHSC paediatric cardiology outpatient files 

(A. Halverson, personal communication, January 11th, 2023). These cardiac patients are only 

those assessed by the paediatric team at TBRHSC, who then refer them to a paediatric cardiology 
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center. As there is no paediatric cardiologist in Thunder Bay or the surrounding areas, children 

with cardiac conditions are assessed by pediatricians and referred to the Children's Hospital at 

London Health Sciences Centre (LHSC), The Hospital for Sick Children (Sick Kids), or 

Winnipeg Health Sciences Centre if they live closer to the Manitoba border. Most children 

assessed for cardiac conditions within the region are sent to LHSC, the tertiary care center for 

Thunder Bay. Sick Kids are usually involved with more complex cardiac cases requiring more 

intricate surgeries. Children seen in London, or even in other centers referred from TBRHSC, 

remain on file within the paediatric outpatient clinic (POP) so that all test results completed at 

TBRHSC can be shared with the specialized primary care providers (A. Halverson, personal 

communication, January 11th, 2023).  

Most children are referred to LHSC, and the cardiologist team will be the primary care 

team. They order diagnostic tests as needed and can provide health care services via telehealth, 

from London, or at the cardiology clinics in Thunder Bay (A. Halverson, personal 

communication, January 11th, 2023). LHSC holds a cardiac clinic twice a year at the TBRHSC 

POP for children, followed by their team; this usually occurs in the fall and winter months (T. 

Bruni, personal communication, December 2022). Children from all over the region come to 

Thunder Bay to attend these clinics. The cardiologists triage the cases and decide who they will 

see at the visiting clinic. Cardiac services are limited for children living in NWO (T. Bruni, 

personal communication, December 2022). Therefore, families must take time away from work, 

which can create financial hardship. Although financial aid exists, such as the Northern Health 

Travel Grant, compensation for lost earnings and the cost of paying caregivers to look after other 

children or dependents is not covered (Ontario Ministry of Health and Long-Term Care, 2023). It 



 15 

also does not include financial aid for more than one parent to accompany their child (Ontario 

Ministry of Health and Long-Term Care, 2023), which places strain on the family unit.  

Multiple healthcare partners are often involved with the child's care, and there are 

challenges with continuity of care and follow-up. Other issues include hospitals using different 

electronic medical record systems, which pose challenges around consults and the receipt of 

ordered tests, regarding funding and billing for the paediatric cardiologist across centers (A. 

Halverson, personal communication, January 11th, 2023). During the COVID-19 pandemic, 

issues with the provincial lockdowns caused many challenges for children and their families 

living in NWO. Children who lived close to the Manitoba border and were followed by the 

Winnipeg Health Science Center could not access their primary cardiac care providers (A. 

Halverson, personal communication, January 11th, 2023). This left children and families without 

their usual support, requiring them to travel long distances to be consulted by centers not 

previously involved in their care (A. Halverson, personal communication, January 11th, 2023).   

Although there are advancements in paediatric care in the region, gaps remain in 

specialized services for children with cardiac conditions. Children and families are burdened by 

many aspects of care, which cause shifts across all areas of family health and wellbeing.  

1.251 NWO Paediatric Cardiac Services 2026 Update. On April 30th, 2026, A. 

Halverson provided me with an update on the cardiac services in NWO and some recent changes 

that were made to the delivery of the cardiac clinic from London to Thunder Bay. According to 

Halverson, a third cardiac clinic has been added, which is expected to help meet increasing 

demand (A. Halverson, personal communication, April 30th, 2026). Clinics are now scheduled to 

be held in spring, summer and fall (A. Halverson, personal communication, April 30th, 2026).  

Amy shared,  
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We still avoid the winter as the travel is so unpredictable that it has a high likelihood of 

missed visits. Even when we tried for a fall visit in early November in the past, there 

were weather issues in the North which caused some cancelled flights. A common issue 

that we see is missed appointments to the cardiac clinic. Even with the clinic going on 

this week [end of April 2026], we had a number of no shows due to failed travel 

arrangements from Northern Reserves and NIHB not having the arrangements in place. 

NIHB has made a number of changes that do not seem to help, in fact making this worse 

(A. Halverson, personal communication, April 30th, 2026). 

This update is important, as it provides clinical context that further supports this study’s 

findings and implications. Although this study did not include Indigenous participants, it further 

highlights the gaps in fragmented care and supports across diverse northern landscapes. Amy 

further shared,  

Sometimes, I believe partially due to remoteness and lack of communication channels, 

some patients end up lost to follow up. The cardiologist or our clinic may be trying 

multiple times to reach the family to reschedule, but there are times that the original 

numbers are no longer in service, or families do not have phone access and are 

unreachable (A. Halverson, personal communication, April 30th, 2026). 

These point-of-care observations align with this study's findings, particularly regarding 

fragmented care and the ongoing challenges families face when accessing their child's cardiac 

care services. 

1.3 Social Determinants of Health 

For many communities within Northern Ontario, especially Indigenous communities, 

increased rates of health inequities are coupled with intersecting social and ecological 
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determinants of health (Health Quality Ontario, 2018; VanderBurgh et al., 2020). Such 

determinants shape the social and economic structures of local communities and countries 

worldwide (Møller, 2018; Raphael, 2016). The literature highlights disparities in health between 

children and families residing in rural, remote, and northern areas compared to their urban 

counterparts, often due to intersecting SDOH (Miller et al., 2018; Raphael, 2016; Young et al., 

2019a). SDOH are key factors influencing individuals' health and health outcomes; they 

determine whether a person can holistically meet their needs and utilize resources within their 

local environment (Davidson, 2019; Raphael, 2016; Schiff & Møller, 2021b). Considering 

SDOH that affects populations differs from a traditional biomedical model, which does not 

account for such concerns (Raphael, 2016).  

 Continued factors that drive and influence health inequities include the maldistribution of 

resources, power, and money across communities (Bourgeault et al., 2017; World Health 

Organization, 2008). Møller (2018), departing from Reading and Wien (2009), discusses how the 

proximal, intermediate, and distal SDOH affect people and how they may intersect, causing 

profound health inequalities. Although many SDOH play a significant role in child and family 

health outcomes, the following section will explore areas with the greatest impact on populations 

across the lifespan, with specific considerations for those living in rural, remote, and northern 

regions. Lastly, the impacts of SDOH will be considered further, with a specific focus on the 

unique implications for children and families living with CHD in rural, remote and northern 

areas.  

1.31 Physical Environments and Health Care Access and Services  

Physical environments are proximal determinants of health and are essential factors when 

considering populations' access to healthcare services and health outcomes (Raphael, 2016; 
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Young et al., 2019a; Reading and Wien, 2009). With an increasing degree of rurality, increasing 

complexities such as higher rates of lower socioeconomic, lack of infrastructure, lack of access 

to education and educational attainment is also often seen, which impacts health outcomes and 

contribute to health inequalities (Davidson, 2019; Møller, 2018, Raphael, 2016). Lack of 

infrastructure, roads, weather conditions, and internet access widens health disparities by limiting 

access to health services for populations residing in rural, remote, and northern areas (Huot et al., 

2019; Raphael, 2016; Young et al., 2019a). As mentioned above, definitions of rural and remote 

areas are inconsistent across the literature. A formal definition of rurality in the Huot et al. 

(2019) article was not provided; instead, the authors discussed health care access within the 

context of the 'circumpolar north'. This differs from Statistics Canada’s calculation methods and 

modified Beale codes for defining geographical areas. The circumpolar north refers only to 

regions of countries that are subarctic and arctic above the 60th parallel north, which would not 

account for the majority of the communities in NWO (Huot et al., 2019). Although rurality 

measures are diverse in the literature, disparities in health outcomes among populations residing 

in geographically dispersed areas are consistently reported, highlighting the significant impact of 

geography, infrastructure, natural and physical environments on population health (Young et al., 

2019). 

Colonization and continued colonialism, including oppression, racism and discrimination, 

continue to contribute to healthcare access and service inequities for populations residing in rural 

and remote regions (Kulig & Williams, 2012; Kassam, 2021; Møller, 2018, Young et al., 2019). 

Raphael (2016) discusses 'oppression and access to care: embedded contexts' and the intersecting 

SDOH and lists systemic, point of care and social location factors as key components in barriers 

to accessing health care. Geographical and social location play a vast role in health care 
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advantages and privileges related to SDOH throughout the life course (Davidson, 2019; Raphael, 

2016). Social locations and neighbourhoods impact childhood experiences, housing, food, and 

education; it also intersects with other key areas, such as the 'isms' of SDOH, including racism, 

colonialism and discrimination, which can further influence access to health services (Raphael, 

2016). In Ontario, the average time to access an emergency department is 30 minutes; however, 

for about 25,000 Ontarians living in remote communities, accessing a doctor in an emergency 

department requires flying by plane or helicopter (VanderBurgh et al., 2020, p. 400). This is 

significant, given that many communities in Northern Ontario have limited local emergency 

response services (Mew et al., 2017). Communities also rely heavily on nursing stations with 

limited resources and on-site physician supports, leaving nurses to manage complex cases until 

transfer to larger centers can occur, which can take several hours even on good days 

VanderBurgh et al., 2020). The delay in transfers can be linked with various challenges including 

weather, mechanical issues, visibility, and staffing issues (VanderBurgh et al., 2020).  This 

contributes directly to delays in treatment, negatively impacting health outcomes (Health Quality 

Ontario, 2017; VanderBurgh et al., 2020).  

From 2016 to 2021, Canada's rural population increased by 26,609 to 6.6 million 

(Statistics Canada, 2022a). Although growth rates in Canadian rural areas increased, they were 

15 times slower than those in urban areas (Statistics Canada, 2022a). Due to variations in rural 

and urban population growth rates, the rural population decreased from 18.7% to 17.8% between 

2016 and 2021, while the urban population increased significantly (Statistics Canada, 2022a). 

Statistics Canada (2022a) suggests that urban areas are growing faster than rural areas, mainly 

because immigration settlement patterns are concentrated in urban areas. Understanding 

population patterns in rural, remote, and northern regions will aid healthcare planning and 
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delivery. This is particularly important for the paediatric population, who require adequate and 

timely health care services to support growth and development while meeting chronic and acute 

health care needs.  

According to the 2021 census, there was a 11.5% increase in the Indigenous population 

residing in large urban centres, highlighting a trend of urbanization for this population (Statistics 

Canada, 2024). It is now reported that almost 44.3% of all indigenous peoples in Canada reside 

in urban centres (Statistics Canada, 2022b). This number may be higher on different days as 

Indigenous peoples from rural, remote or northern areas may temporarily relocate for health care 

or schooling, yet the census only accounts for permanent residents (Statistics Canada, 2022b). In 

2021, the Indigenous population was reported to be 33.6 years old, compared to the non-

Indigenous population at 41.8 years, indicating higher birth rates among the Indigenous 

population (Statistics Canada, 2023). The growth in urban centers is due to various factors. 

Legally, individuals are reclaiming their Indigenous ties due to Bill-C31 (Government of 

Canada, 2026). Socially and economically, urban migration is linked to employment, education, 

access to healthcare, and social and safety supports for these individuals (National Association of 

Friendship Centres, 2021). 

It is important to note that there were variations in population data on Indigenous people 

residing in urban vs. rural areas in Canada. The Organization for Economic Co-Operation and 

Development (OECD) defined rural and urban areas using a broad regional typology based on 

driving distance to urban centers and geographic ecosystems (OECD, 2020; OECD, 2011). 

Whereas the National Association of Friendship Centers (2021) does not explicitly define rural 

vs. urban areas. This is important, as the OECD cites that 60% of the Indigenous population 

resides in rural areas, whereas the National Association of Friendship Centers (2021) cites that 
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61% reside in urban areas, which is slightly higher than Statistics Canada’s (2022) reporting. 

This is crucial for researchers and policymakers to acknowledge, as the discrepancy in 

population data is due to differing measurement systems; these statistics are important because 

they provide critical information for resource planning. 

Population trends for both Indigenous and non-Indigenous populations within Canada are 

important to highlight and understand as they should influence health care planning and access, 

especially for those living in underserved and isolated communities. 

1.32 Education, Employment, Income, and Food and Housing Security  

Levels of education, employment, income, food, and housing are proximal determinants 

of health (Reading & Wien, 2011) that interact with and, therefore, influence family dynamics 

and household health (Davidson, 2019; Møller, 2018; Raphael, 2016; Santrock, 2020). Families 

with higher socioeconomic status usually have higher educational attainment. Education affects 

employment, influencing an individual's income, which, in turn, affects access to adequate 

housing, food, and overall well-being (Davidson, 2019; Ferdinand et al., 2014), better health 

outcomes (Aalhus et al., 2018) and child health development (Raphael, 2016). Income impacts 

disease, disability, and morbidity, with incidence rates increasing as income decreases 

(Davidson, 2019). In addition, income inequality directly relates to infant mortality rates (IMR) 

(a key measure of population health) in Canada. 

People residing in rural, particularly remote, and northern communities face barriers to 

accessing culturally appropriate and culturally safe education (Berger, Epp, and Møller, 2006; 

Government of Canada, 2025; Møller, 2016; Sneddon-Ghosal et al., 2024). In addition, 

providing education generally (Persaud et al., 2025) as well as education within healthcare 

settings (Møller, 2016) that are still rooted in colonial systems is complex and poses barriers for 
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many Indigenous peoples (Government of Canada, 2026a; Møller, 2016). It is crucial that The 

Truth and Reconciliation Calls to Action (TRC), specifically actions 6 through 12 focusing on 

integrations of culturally appropriate curriculum, increased funding and success rates, are 

addressed to remedy the lasting effects of residential schools and work toward improving 

Indigenous access to education, improve retention and graduation rates and also increase rates of 

Indigenous people in education, health and other professions (Truth and Reconciliation 

Commission of Canada, 2012). Educators and healthcare providers must have historical 

knowledge and appropriate cultural and linguistic training and experience to address Canada's 

TRCs (Møller, 2016). It is through necessary training that changes within institutions may have a 

positive impact on children and families. Populations residing in rural, remote, and northern 

areas experience socioeconomic challenges, including lower levels of educational attainment 

(Zarifa et al., 2019), and higher unemployment rates, which, in turn, can affect overall health and 

well-being (Kulig & Williams, 2012). This again highlights the need for culturally safe 

educational systems to empower and support communities.  

Housing and health are closely linked; when an individual experiences homelessness or is 

precariously housed, it is often linked to poor health outcomes (McFadyen, 2022). Homelessness 

is increasingly recognized as a concern within Canada (Raphael, 2016; Strobel et al., 2021). 

Unfortunately, within rural and northern communities, the magnitude and rates of these issues 

remain hidden (Buck-McFadyen, 2022; Kauppi et al., 2021; Waegemakers Schiff et al., 2016). 

Houses with poor infrastructure or environments can be linked to health risks, such as mental 

health, asthma and respiratory infections (Kauppi et al., 2021). Specific implications for children 

living with housing challenges include lower respiratory tract infections (Kovesi et al., 2022) and 

long-term impacts on development (Raphael, 2016; Santrock et al., 2020).  
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Within Canada, Indigenous people are over 11 times more likely to utilize homeless 

shelters compared to non-Indigenous people, highlighting a severe disparity (Falvo, 2019). 

Within northern and remote regions, homelessness is even more prevalent among Indigenous 

populations (Agrawal & Zoe, 2024).  

1.33 Social Support, Social Exclusion, and Racism  

 Social support and resources are intermediate SDOH, which directly influence proximal 

SDOH, while social exclusion and racism are distal SDOH (Møller, 2018; Reading & Wien, 

2009). These SDOH cannot be understood as isolated factors; an individual’s access to social 

supports is heavily shaped by past and current systems of oppression (National Collaborating 

Centre for Determinants of Health [NCCDH], 2022). Grounded in historically rooted social 

biases and hierarchies, oppression refers to a group being subordinate or devalued by another 

(Egale Canada, 2021). This creates institutional barriers to equity, often experienced as 

disenfranchisement, marginalization, or social exclusion (Egale Canada, 2021).  

 Strong social support networks provide supportive social structures that support 

individuals and can offer direct and indirect health benefits (Davidson, 2019). While healthy 

support systems can foster healthy behaviours by increasing self-efficacy and self-worth (Liu et 

al., 2021), severe adverse health effects can be seen among those who are socially isolated 

(Davidson, 2019). Unfortunately, populations marginalized by institutional barriers often 

experience profound disparities in social and community supports, which contribute to continued 

social exclusion and health inequalities (Davidson, 2019). In Canada, this systemic exclusion is 

evident in the structural organization of the healthcare system, which limits access to essential 

and specialized medical services for geographically dispersed communities (Conway et al., 2024; 

Olugbuyi et al., 2022). In these rural, remote, and northern communities, critical tertiary health 
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specialties such as obstetrics, oncology, and acute stroke care are frequently unavailable (Rural 

Ontario Institute, 2019). Consequently, many individuals do not have access to primary or 

tertiary care and often have to rely on emergency evacuation, as many communities are fly-in-

only with very few land links, including train tracks or ice roads in the winter months (Rural 

Ontario Institute, 2019). Although Canada has strong inclusion policies and human rights laws, 

significant gaps remain in ensuring equitable access to fundamental human rights for people who 

are marginalized by systems of oppression (Davidson, 2019). These gaps highlight that a 

universal right does not always translate to universal access (Drazenovich, 2025). Institutional 

neglect results in systemic resource inequities and a lack of health care structures for 

marginalized groups, especially those residing in geographically dispersed areas (Drazenovich, 

2025).  

Systemic racism directly influences social and community exclusion, reinforcing 

marginalized groups’ unequal standing under current societal and political ideologies (Davison, 

2019). Unfortunately, within Canada and its current societal structures, colonization and 

continuing colonialism have had lasting effects, further perpetuating racism, which impacts 

individuals' access to health care, employment, education, and overall mental and physical well-

being (National Collaborating Centre for Aboriginal Health, 2014). From a life-course 

perspective, ensuring healthy and supportive environments for all children can lead to increased 

population health outcomes and decreased impacts on negative societal behaviours and the 

healthcare system (Santrock et al., 2020).   

1.4 Significance for Children and Families Living with CHD 

In the above section, I have discussed how key SDOH intersect with and impact 

populations across the lifespan, through a rural, remote, and northern lens. I will now discuss 
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how key SDOH have significant implications for children and families, particularly those living 

with CHD in rural, remote and northern regions. Any child with an acute illness requires 

immediate medical attention. This is not always possible for children who reside in rural, remote, 

or northern communities due to the distance from hospitals, generally and specifically from those 

providing specialty care such as children with CHD (Amram et al., 2015; CIHI 2026; Olugbuyi 

et al., 2022). 

The limited population and infrastructure within the north pose unique challenges that 

impact employment creation and economic growth (Government of Canada, 2019). Conversely, 

limited employment and economic growth adversely affect mental and physical health and 

wellbeing (National Collaborating Centre for Aboriginal Health, 2017; Yang et al., 2024). Due to 

the demands of and challenges to accessing care, caregivers of a child with CHD may have to 

make additional employment adjustments, including using sick time, vacation days or unpaid 

leave. This often causes a significant financial burden due to missed work time, significant travel 

expenses, and additional healthcare costs (Dalir et al., 2021; Ludomirsky et al., 2021; McClung 

et al., 2018), impacting the child with CHD, the caregiver(s) and the family as a whole (Dalir et 

al., 2021; Kankaya et al., 2025; Moorman et al., 2025; Li & Lee, 2020). 

In addition, food and housing insecurity which as discussed is often more pronounced in 

rural and northern communities, have implications for the growth and development of children, 

which is especially challenging for children living with CHD, who often require special 

nutritional treatment and are more sensitive to adequate housing as their risk for acquiring 

respiratory infections is intensified (Capra et al., 2021; Geskey & Cyran, 2012). Increased rates 

of illness places children living with CHD at increased risk of missing school, which is critical 

for their development (Knowles et al., 2014).  
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Families who include a child with a chronic illness are often in need of additional support 

systems. Having support systems can help parents and/or caregivers more easily access 

education and employment. Support systems can also help parents and/or caregivers more easily 

accessing guidance and advice, and increase empowerment, which can impact the child's overall 

care (Robinson et al., 2022). Having support systems can afford people a sense of community 

belonging, which has strong ties to health and wellbeing (Davidson, 2019) 

Social exclusion is evident in health and social program policies for populations residing 

in Canada's rural, remote, and northern communities (Davidson, 2019; Wilson et al., 2020). 

These policy and system gaps disproportionately affect indigenous peoples (Phillips-Beck et al., 

2020). Indigenous people already face the ongoing impacts of colonialism and systemic racism 

in their interactions with health and social services (Phillips-Beck et al., 2020).  

In relation to the population in this study, which includes children and families living 

with CHD in NWO, this background information provides a critical understanding of the diverse 

challenges they may face. Children and families living with CHD need specialized and timely 

health services and community support to address child and family needs. 
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2.0 Chapter Two: Literature Review 

There appears to be limited work, especially using a qualitative lens that describes the 

experience of living with CHD in rural, remote, and northern regions from the perspectives of 

children and their families. An initial search was undertaken to explore the impacts and 

experiences faced by children and their families living with CHD in rural, remote, and northern 

communities, which elicited minimal articles. The literature review was then expanded to include 

all geographical regions with a similar aim: to identify peer-reviewed articles exploring the 

impacts and generalized experiences of children and their families living with CHD. Below, I 

describe my original and updated literature review search strategies and results, which explore 

and critique the literature on the impacts and experiences of children and their families living 

with CHD.  

2.1 Search Strategy 

The search strategy was developed with assistance from Debra Gold, Lakehead 

University Librarian. Search terms included "family impact" OR "experiences" OR "perceptions" 

OR "impact" AND "congenital heart disease" OR "paediatric heart disease" AND "child*" OR 

"family."  

Searches were undertaken through Lakehead University library using various health 

databases, including PubMed, Nursing and Allied Health Database (ProQuest), Cumulative 

Index to Nursing and Allied Health Literature (CINAHL), and Web of Science. The Canada 

Commons database was also explored to ensure that grey literature was reviewed. Despite 

applying limitations to publications containing the search terms in the title or abstract, a 

substantial number of articles were identified, so further limitations were applied to limit the 

review to the most current and relevant articles. Limits included articles published within the last 
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10 years, peer-reviewed, in English, and with age restrictions from birth to 18 years. A hand 

search was also completed; no grey literature was found, although n=3 additional hand-selected 

articles were added to the review. A PRISMA flow diagram depicting the original literature 

search process and results appears in Appendix A. In total, 70 references were thoroughly 

reviewed.  

To ensure the review remained current, the search was updated to include literature 

published from the start of the previous review in 2023 to the end of 2025. The updated search 

was conducted using the same databases, search terms, and inclusion criteria as the original 

search, again, with assistance from Debra Gold. Applying the same approach ensured 

consistency across both search periods. Covidence was used to screen titles and abstracts, 

conduct full-text reviews, and extract data. A PRISMA flow diagram outlining the updated 

search process is provided in Appendix B. A hand search was also completed; no grey literature 

was found, although n=2 additional hand-selected articles were added to the review. The updated 

search yielded 47 additional articles, all of which were comprehensively reviewed. In total, 117 

articles were included in this literature review. 

This literature search was intentionally broad. As stated above, when geographic terms 

such as “rural”, “remote” and “northern” were added to the search, only a few articles were 

identified. As a result, geographical limitations were not applied to capture a wider body of 

literature examining the lived experiences and impacts of CHD on children and their families.  

2.2 Literature Review: Theoretical Frameworks 

  All articles that mentioned the use of a theoretical framework whether obliquely or 

directly (n=4) were qualitative in research design and included theories such as (1) critical 
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disability studies, (2) appraisal and coping model of Lazarus and Folkman, (3) Afaf Meleis's 

transition theory and (4) Bronfenbrenner's ecological systems theory.  

Critical Disability Studies (CDS) underpins Moola's (2020) study, which aimed to 

explore physical activity spaces and how children and youth living with CHD experience them 

through arts-based research. This theory critiques the biomedical lens and considers how 

disability is impacted by social factors (Goodley, 2013). It also argues that both social and bodily 

aspects need to be taken into account to achieve a more holistic understanding of what disability 

means within current cultural and political ideologies (Goodley, 2013). Using this theory, the 

authors developed a deeper understanding of the complex nature of a child living with CHD. 

CDS allowed for various concepts to be explored, including how children living with CHD 

within this study experienced pain as well as how they experienced stigma while participating in 

physical activity settings (Moola, 2020). 

The Stress, Appraisal, and Coping model by Lazarus and Folkman (1984) was used and 

adapted as a guide to explore the coping and stress experiences of mothers of infants undergoing 

surgery for CHD (Nakazuru et al., 2017). The model was adapted, and the major source of stress 

was defined as the infant's surgery. The appraisal accounted for mothers' psychological 

preparedness, specifically three appraisal areas: time of diagnosis, time awaiting corrective 

surgery for CHD, and reappraisal (Nakazuru et al., 2017). Additional initial factors in the 

mother's appraisal included demographics, personal factors such as readiness to be a mother, 

religion and beliefs, and situational factors such as social status, health history, and timing of the 

infant's diagnosis (Nakazuru et al., 2017). Coping was defined as the mother's practical 

preparedness (Nakazuru et al., 2017). The adapted model was an excellent guide to underpin the 
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research process, and it examined the coping process mothers experienced while living with an 

infant awaiting or having CHD surgery. 

Afaf Meleis's transition theory considers transition periods of increased risk and overall 

vulnerability (Elliott et al., 2021). Afaf Meleis's transition theory is a middle-range theory 

originating from the nursing discipline; it identifies transition periods, such as changes in health 

or times of illness, as periods of vulnerability for clients, which can impact health outcomes 

(Meleis et al., 2000). This non-sequential model describes the three key responses of transitions 

accounting for the patterns, conditions and nature of transitions (Elliott et al., 2021). The study 

used this theory to underpin its research process to explore parents' experiences, specifically 

during the interstage period following cardiac palliative surgeries (Elliott et al., 2021). The 

authors highlighted that transition periods are complex, with various social, personal, and 

environmental factors that can pose challenges, aligning with Meleis's (2000) transition theory 

(Elliott et al., 2021). 

The final study that explicitly stated the use of a theoretical framework was by Bichard et 

al. (2022), who used Bronfenbrenner's Ecological Systems Theory to underpin their research. 

The authors state that this model has benefits because it accounts for multiple domains that 

impact the child's growth and development. This includes those closest to the child, such as 

family, extended family, and school, and extends to other domains, including broader systems 

such as health care interactions, cultural and political influences, and recognizing that these 

changes are influenced by time (Bronfenbrenner, 2001). 

The four theoretical frameworks each have strengths, accounting for different areas to 

consider when understanding children and families' experiences living with CHD. However, the 

drawbacks to utilizing the Appraisal and Coping Model of Lazarus and Folkman and Afaf 
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Meleis's transition theory are that they tend to focus on specific situations or time-limited 

transitions. Whereas CDS and Bronfenbrenner's ecological systems theory are considered more 

grand-range theories and, therefore, can attempt to explain the phenomenon under study 

comprehensively (LoBiondo-Wood et al., 2018). 

2.3 Results 

Of the articles reviewed, the majority (n=65) were conducted outside of North America 

and geographically diverse (e.g., Australia, New Zealand, Asia (China, India, Japan, Saudi 

Arabia, Taiwan, Jordan, Syria), Europe (Italy, Sweden, England, Denmark, Poland, Netherlands, 

Turkey), Africa (Egypt, South Africa), and other international regions. There were 20 from the 

United States and 11 from Canada.  

The majority of studies in the reviewed articles (n117) were quantitative in design 

(n=60), followed by qualitative (n=33) and mixed-methods studies (n=6).  There were (n=16) 

systematic reviews, and (n=2) literature reviews. Studies from Canada used qualitative (n=4), 

quantitative (n=6), and mixed methods (n=1) methodologies.  

Four overarching themes emerged from the literature review: families' challenges in care, 

children and family quality of life (QOL) outcomes, child growth and development, and family-

unique needs. Several subthemes were also identified within the literature and will be discussed 

below. The sub-themes and concepts that emerged from the literature were often threaded 

throughout the five overarching themes. Gaps within the literature and recommendations related 

to CHD will be discussed at the end.  

2.31 Families' Challenges in Care  

 Families of children with CHD face a range of day-to-day challenges that extend beyond 

the child's cardiac diagnosis and shape the family's broader lived experience. This section 
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examines how caregiving demands, parental vigilance, and cultural context influence children 

and their families. It will also introduce subthemes related to shifts in role in routines, financial 

hardship, and environmental burdens. Stressing these challenges is important for the present 

study, as they are likely intensified in rural, remote and northern communities where access to 

specialized pediatric cardiac services is limited, and travel demands are greater. 

The first theme identified across the literature was the challenges of care experienced by 

children with CHD and their families. CHD affects not only the child but the entire family 

system, including routines and relational dynamics (David Vainberg et al., 2019; Knecht et al., 

2015). Children with more complex CHD require greater support, often causing heightened 

stress among families (Cole et al., 2024; Dahlawi et al., 2024; Lee et al., 2021; Scearbo et al., 

2025; Sprong et al., 2024; Zhu et al., 2022). Recent studies further emphasized that caregiving 

demands extend beyond medical management; over time, these demands affect long-term family 

planning and ultimately impact the emotional stability of the caregiver (Cole et al., 2024; Dalir et 

al., 2021; David Vainberg et al., 2019; Kankaya et al., 2025; Nayeri et al., 2021; Vasilescu et al., 

2024).  

A constant pattern of heightened parental vigilance emerges across the literature, with 

parents closely monitoring symptoms, including cyanotic spells and breathing patterns (Dalir et 

al., 2021; Nayeri et al., 2021), and perceived risks, even during periods of clinical stability 

(Sprong et al., 2024). This vigilance frequently manifested as difficulty relinquishing care to 

others (Sprong et al., 2024), and in overprotective parenting behaviours (Dahlawi et al., 2024; 

Sprong et al., 2024), sometimes resulting in sibling jealousy (Dahlawi et al., 2024). Adolescents 

experienced parental protection as both supportive and, at times, constraining (Savaş et al., 

2024), it has been described by Hsiao et al. (2024) as “overcontrol disguised as love” (p. 209).  
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Adolescents particularly felt their parents’ overprotective behaviours when their restrictions 

limited autonomy and peer interactions (Hsiao et al., 2024; Knowles et al., 2016; Savaş et al., 

2024).  

Cultural context shaped how these dynamics were experienced. Within the Saudi Arabian 

context, parental disclosure of the child’s CHD condition was developmentally guided. It was 

also guided by privacy-centred cultural values, which, while protective, may limit the child's 

own understanding of their condition and contribute to fear or uncertainties (Dahlawi et al., 

2024). Localized cultural patterns underscore the importance of accounting for context when 

interpreting caregiving practices, a consideration directly relevant to northern Canadian 

communities. Recognizing unique contextual influences is essential for interpreting families' 

experiences and developing place-based supports. 

Overall, findings within this theme suggest that caregiving demands associated with CHD 

can contribute to parental vigilance and parenting practices, which can also impact siblings’ 

dynamics (Dahlawi et al., 2024). These practices can also impact children’s psychosocial 

adjustments (Hsiao et al., 2024; Knowles et al., 2016; Savaş et al., 2024) as well as broader, 

long-term family functioning (David Vainberg et al., 2019; Knecht et al., 2015).  

Within this theme, subthemes related to shifts in roles and routines (Cruz et al., 2022; Dalir et al., 

2021; David Vainberg et al.,2019; Mombach Barreto et al., 2016; Sood et al., 2019), financial 

hardship (Cole et al., 2024; Cruz et al., 2022; Mombach Barreto et al., 2016; Sood et al., 2019) 

and environmental burdens (Dalir et al., 2021) will be discussed. 

2.311 Financial Hardship. The financial hardship of CHD is substantial and 

multidimensional, documented across a wide range of international contexts (Choi et al., 2021; 

Cruz et al., 2022; Kankaya et al., 2025; Kolt et al., 2020; Ludomirsky et al., 2021; McClung et 
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al., 2018; Mombach Barreto et al., 2016; Moorman et al., 2025; Peterson et al., 2022; Scearbo et 

al., 2025; Sood et al., 2019). Employment disruption was a consistent finding; many parents 

reduced their workforce participation, including missed work hours, to accommodate complex 

caregiving demands (Cruz et al., 2022; Dalir et al., 2021; 2021; Kankaya et al., 2025; McClung 

et al., 2018; Moorman et al., 2025). In the qualitative findings, both financial and employment 

strains were stressed, with some caregivers reporting complete job loss due to their child’s 

medical needs (Cruz et al., 2022; Kankaya et al., 2025; Moorman et al., 2025).  

Kankaya et al. (2025) highlighted the disproportionate impact on mothers, noting that 

many had to quit their jobs entirely or work remotely to accommodate the significant demands of 

caregiving. For single mothers, this strain extended to daily necessities, such as transportation to 

and from the hospital, as well as to longer-term commitments, including maintaining 

employment and educational goals (Sood et al., 2019). 

Medication costs (Choi et al., 2020; Cruz et al., 2022; Sood et al., 2019) and additional 

financial challenges, including gaps in insurance coverage and out-of-pocket costs for 

subspecialty care, further compounded families’ financial pressures (McClung et al., 2018 & 

Peterson et al., 2022). Children with complex ongoing medical management that was not fully 

covered by insurance, or who lacked total health coverage, were found to face adverse health 

outcomes (McClung et al., 2018; Peterson et al., 2022). Broader socioeconomic impacts 

extended to food insecurity, with some families struggling with financial hardship having to rely 

on food assistance programs (Ludomirsky et al., 2021; Peterson et al., 2022). These findings 

collectively suggest that the financial burden of CHD is not only shaped by medical costs but 

also intersects with broader socioeconomic factors that shape an individual family’s stability and 

a child’s outcomes.  
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2.312 Shifts in Family Roles and Routines. Shifts in family roles and routines were 

consistently identified across the literature as families adapt to the realities of caring for a child 

with CHD (David Vainberg et al., 2019; Simeone et al., 2019; Sprong et al., 2024). Care 

challenges were described from both mothers’ and fathers’ perspectives (Cruz et al., 2022; Dalir 

et al., 2021; Nayeri et al., 2021; Sprong et al., 2024; Watkins et al., 2022; Vasilescu et al., 2024), 

and from the perspectives of other members of the family, including siblings (Bichard et al., 

2022; Dalir et al., 2021; Schamong et al., 2021). Substantial evidence indicates that heightened 

caregiving demands precipitate profound shifts in parental roles (De Stasio et al., 2019; Sood et 

al., 2018; Sprong et al., 2024; Watkins et al., 2022). Specifically, intensive caregiving demands 

disrupt traditional nurturing behaviours; while some parents experience emotional exhaustion 

that manifests as psychological distancing between parent and child (De Stasio et al., 2019), 

others undergo a gendered role fragmentation within the family system (Sood et al., 2018). 

These role alterations extended beyond caregiving tasks to include acute psychological distress 

(Watkins et al., 2022), disrupting social relationships and everyday life (David Vainberg et al., 

2019; Moorman et al., 2025; Sprong et al., 2024).  

Several qualitative pieces of evidence, conducted across diverse sociocultural contexts, 

deepen the understanding of families living with a child diagnosed with CHD (Dalir et al., 2021; 

Hejl et al., 2020; Jackson et al., 2018; Kankaya et al., 2025; Nayeri et al., 2021; Sprong et al., 

2024). Two phenomenological qualitative studies conducted in Iran found that parents and 

family members described the experience as a "catastrophic burdens of care," with significant 

time taken away from routine household duties and from other family members (Dalir et al., 

2021; Nayeri et al., 2021). This caregiving strain was echoed in an Australian qualitative study in 

which interviews with 17 parents revealed intensifying caregiving demands and the strain of 
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balancing the needs of the child with CHD alongside those of siblings and partners (Jackson et 

al., 2018). Across these global contexts, caring for a child with CHD was consistently described 

as extending well beyond typical routine parenting responsibilities. This was characterized by 

parents closely monitoring symptoms such as cyanotic spells or breathing patterns (Dalir et al., 

2021; Nayeri et al., 2021), physical limitations, and environmental precautions, contributing to 

persistent worry and additional stress (Dalir et al., 2021; Dahlawi et al., 2024; Nayeri et al., 

2021; Sprong et al., 2024). 

Although few studies have specifically examined sibling experiences, available research 

suggests that siblings undergo notable shifts in roles and responsibilities. Bichard et al. (2022) 

found that siblings of children with CHD in the UK attempted to take on additional caregiving 

and household duties to maintain family functioning. These additional roles negatively affected 

their emotional wellbeing and schooling, which may have been further intensified by the 

COVID-19 pandemic. Some siblings, however, also reported positive outcomes of the lockdown, 

noting that it meant more time together as a family unit (Bichard et al., 2022). 

International research highlights that geography further amplifies these challenges for 

families of children with more complex CHD (Vasilescu et al., 2024; Watkins et al., 2022). In 

these contexts, families are often required to travel to distant tertiary or, in some cases, 

international surgical centers for access to care. This travel can result in prolonged separation 

from home, employment, and established support networks, thereby intensifying emotional, 

logistical, and financial strain (Vasilescu et al., 2024; Watkins et al., 2022). These findings 

reinforce the need for family-centred approaches to care and for additional economic and social 

supports (Dalir et al., 2021; Watkins et al., 2022) that address the holistic health needs of all 

patients and families with CHD (Dalir et al., 2021; Watkins et al., 2022).  
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Although these studies provided valuable insights, several limitations should be 

considered. Two studies were conducted within a specific geographical area in Iran, which may 

limit the transferability of their findings to other cultural and health care contexts (Dalir et al., 

2021; Nayeri et al., 2021). In addition, many studies included predominantly mothers and 

relatively few fathers, underscoring the need for more inclusive research that reflects the 

experiences of the wider family unit (Dalir et al., 2021; Hejl et al., 2020; Jackson et al., 2018; 

Sprong et al., 2024). Further limitations identified by Dahlawi et al. (2024) and Nayeri et al. 

(2021) where only the number of participants was reported, with no accompanying demographic 

data. This lack of data restricts the understanding of participants’ characteristics, including 

whether perspectives may be disproportionately influenced by one gender.  

2.313 Environmental Burdens. Environmental factors present a distinct caregiving 

challenge for families of children with CHD. Respiratory infections are common in this 

population: a cross-sectional study of 180 children with varying degrees of CHD found that 25% 

had recurring respiratory infections (Azhar et al., 2016). These infections can lower blood 

oxygen saturation (Keenan-Lindsay et al., 2022) and can increase the frequency and length of 

hospital stays, significantly impacting QOL for children and their families (Azhar et al., 2016). 

As a result, parents spend considerable effort each day shielding their children from potential 

germs (Sood et al., 2019), environmental exposures, including crowded spaces, cigarette smoke, 

allergens, humidity, and conditions that might trigger or exacerbate respiratory distress (Dalir et 

al., 2021). Some families living in harsher conditions, including households with high humidity 

and those living close to animal waste disposal, reported that these environments could 

exacerbate respiratory illnesses such as asthma (Nayeri et al., 2021). Dalir et al. (2021) discussed 

the strategies families used to modify their living conditions, including removing allergens from 
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the home and installing humidifiers. The literature emphasizes the need for increased support and 

research for children with CHD and their families residing in underserved and widely dispersed 

regions. It has been shown that many families are burdened with environmental concerns, 

including extreme cold. Parents of children with CHD, specifically those with Fontan circulation, 

described how cold weather and outdoor sporting environments increased their worries regarding 

fatigue and overexertion, ultimately impacting the child’s participation (Leo et al., 2023). The 

findings emphasize how environmental factors and parental perceived vulnerability intersect in 

shaping caregiving decisions (Leo et al., 2023). 

2.32 Children and Family Quality of Life Outcomes 

QOL is a central component in peadiatric CHD, capturing how children and their families 

experience the cumulative impact of medical, psychosocial and contextual factors over time. 

This section reviewed evidence on child and family QOL, including the tools used to assess it 

and factors associated with poorer outcomes. It will first discuss children and families' QOL 

generally, and then examine the four subthemes, which include (1) child QOL, (2) family QOL, 

(3) child psychosocial Impacts, and (4) family psychosocial impacts. These domains reflect both 

functional and psychosocial dimensions of everyday life. Understanding these patterns is critical 

for this current study, as children living in remote northern communities may face additional 

barriers that shape their everyday well-being.  

Across the literature, studies incorporating both child self-reports and parent proxy 

reports consistently demonstrate that children living with CHD experience lower QOL and 

reduced well-being compared to their healthy counterparts (Dardas et al., 2024; Knowles et al., 

2014; Lee et al., 2021; Marshall et al., 2024; Raj et al., 2017). Similarly, studies relying solely on 

parent proxy reports also found reduced QOL scores among children with CHD, although these 



 39 

findings reflect parental perceptions rather than the child’s direct experiences (Azhar et al., 2016; 

Mussatto et al.,2023; Jaschinski et al., 2022; Liu et al., 2022; Licht-Ardila et al., 2024). 

Additionally, research examining parents’ own self-reported QOL indicates that caregivers 

themselves experience diminished wellbeing (Azhar et al., 2016; Khoshhal et al., 2019; Lopez et 

al., 2016; Mamasoula et al., 2024; Jaschinski et al., 2022; Schnellmann et al., 2022). Across both 

child and parent-reported measures, lower QOL is most consistently found among children with 

severe forms of CHD (Knowles et al., 2014; Liu et al., 2022; Raj et al., 2017).  

Several factors contributed to lower QOL for children with CHD, driven by cumulative 

burdens such as time away from school, frequent cardiac interventions or surgeries (Pillay et al., 

2020), medications, and non-cardiac comorbidities, including longstanding illness, vision, and 

hearing loss (Knowles et al., 2014). Additional evidence linked lower QOL to reduced functional 

capacity, greater disease severity (Lee et al., 2021), and socioeconomic and contextual factors, 

including poverty, lower parental educational attainment, and maternal caregiving roles (Lopez 

et al., 2016). These findings were consistent across studies, despite variations in QOL 

measurement tools. In the original literature search, almost half of the articles (n=27) reported on 

child and/or family QOL; the majority were quantitative in design, with only two systematic 

literature reviews, one mixed-methods study, and one qualitative study. In the updated literature 

search, over half (n=26) examined child and family QOL, again with the majority (n=22) being 

quantitative in design. The majority of the quantitative studies were cross-sectional designs, 

limiting causal interpretation and restricting understanding of how QOL changes over time for 

children and families.  

2.321 Child QOL. The child QOL literature reviewed examines how children living with 

CHD experience everyday functioning and wellbeing across physical, emotional, social and 
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school-related domains. Within the studies reviewed, children’s perspectives are typically 

addressed through standardized QOL questionnaires, which ultimately shape what is measured 

and how their everyday lives are captured and interpreted.   

Across studies, the Paediatric Quality of Life Inventory (PedsQL) and the PedsQL 3.0 

cardiac model are the most widely used validated tools for assessing health-related quality of life 

(HRQOL) in children with CHD. The generic PedsQL scale evaluates broad, everyday 

dimensions of health for children aged 2-18 years (Varni et al., 2001). It includes four 

dimensions: physical, social, emotional, and school functioning (Varni et al., 2001). The PedsQL 

cardiac module explicitly targets distinct condition-related stressors across five areas: heart 

symptoms, treatment anxiety, perceived cognitive and physical limitations and communication 

for children 8-18 years, with a corresponding parent proxy report section (Grimaldi Capitello et 

al., 2021; Uzark et al., 2003).  

Across instruments and study designs, children and adolescents with CHD consistently 

report significantly lower HRQOL compared to their healthy counterparts (Bulbul Oztoprak et 

al., 2024; Licht-Ardila et al., 2024; Marshall et al., 2024). Reductions in QOL are evident across 

multiple domains of the PedsQL generic core scales, including physical, emotional, social and 

school functioning (Bulbul Oztoprak et al., 2024; Licht-Ardila et al., 2024; Marshall et al., 

2024). However, findings varied regarding which domains were most affected. Using parent 

proxy reporting, Licht-Ardila et al. (2024), found physical functioning to be the most impaired 

HRQOL domain across all age groups. Whereas Bulbul Oztoprak et al. (2024), using the same 

PedsQL instrument but in a child self-report study, found that only adolescents scored lowest on 

physical health, whereas younger children aged 5-7 years scored lowest on psychosocial health 

(Bulbul Oztoprak et al., 2024).  
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Differences in reporting methods were noted and may have contributed to some of the 

variations observed. For example, Licht-Ardila et al. (2024) relied solely on parent proxy reports, 

whereas Marshall et al. (2024) included both child and parent proxy reports. Although Bulbul 

Oztoprak et al. (2024) was designed as a child self-report study, the authors noted that children 

under 7 years old may receive assistance from their parents. However, the study did not clearly 

state how many of the 60 younger children aged 5-7 required parental assistance in completing 

the questionnaire. This may have influenced the lower psychosocial health scores in this age 

group, as responses could partly reflect parents' fears and perceptions instead of the children. 

Similar patterns have been reported using a validated oral health-related quality of life 

(OHRQOL) instrument, with child-reported data, demonstrating significantly poorer emotional, 

social, and functional well-being among children with CHD compared to healthy peers (Bessa et 

al., 2023). A systematic review and meta-analysis further found that children with CHD scored 

lower than healthy peers in the school functioning domain of the generic PedsQL and in the 

cognitive problems subscale of the PedsQL cardiac module (Mamasoula et al., 2024). These 

standardized QOL assessments indicate that lower scores imply a higher frequency of daily 

difficulties. As the pedsQL cardiac module specifically captures disease-specific burdens, these 

lower scores indicate that children with CHD experience more heart disease-related cognitive 

difficulties, such as problems with concentration and memory, compared to healthy peers. 

The relationship between parental psychological distress and child QOL is complex. 

Using the PedsQL 3.0 cardiac model, Grimaldi Capitello et al. (2025) found that higher maternal 

anxiety and depression were associated with poorer child-reported cardiac-specific QOL in 

several domains. However, Marshsall et al. (2024) found that even significant parental stress, 

anxiety and or depression reported by parents did not predict child self-reported QOL. The 
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contrast in findings indicates that the association between parental psychological distress and 

children’s perceived QOL is complex and likely influenced by multiple interacting factors, 

including disease severity, socioeconomic context, methodologies, and measurement tools used. 

Access to surgical intervention also appears to shape QOL. Children awaiting cardiac 

surgery in Tanzania reported significantly lower HRQOL than those who had undergone surgical 

intervention, particularly in physical functioning domains (Koster et al., 2025). The study 

pointed to the influence of symptom burden and socioeconomic factors, including access and 

affordability of treatment for children living with CHD (Koster et al., 2025). While Canada’s 

publicly funded cardiac surgery system differs substantially, access-related challenges persist for 

geographically dispersed families, including travel costs, time away from work, and distance 

from specialized centres. Findings suggest that although contexts differ, there are comparable 

implications for HRQOL in rural, remote, and northern regions.  

Although QOL is consistently lower among children with CHD, the degree of variation 

across studies indicates that socio-environmental contexts and clinical factors, including the 

complexity of cardiac defect, age at surgery, and the number of surgeries performed, may play a 

role in outcomes. Frequent reliance on proxy reports also limits the extent to which the child's 

lived experiences are captured in this body of literature. Across studies, age-related differences, 

parental psychological functioning, and family well-being more broadly are associated with 

variations in child-reported QOL. These factors are best understood as part of broader 

interconnected systems, and QOL findings should be interpreted within the psychosocial context 

of the family unit as a whole. For this reason, the next section examines family QOL, which 

provides a broader understanding of how CHD affects the wellbeing across the family unit.  
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2.322 Family QOL. Psychological distress and lower perceptions of QOL have 

frequently been reported among parents of children living with CHD (Catapano et al., 2024; 

Khoshhal et al., 2019; Mussatto et al., 2023). Mothers of children with CHD have been shown to 

have significantly lower QOL than mothers with children with minor illnesses, not related to 

CHD, yet not listed by the authors (Sileshi & Tefera, 2017). Children with more complex CHD 

report lower HRQOL, a pattern also observed in parent proxy reports (Lee et al., 2021; 

O’Connor et al., 2023). Recent evidence from children with tetralogy of Fallot variants 

(moderate to severe CHD) suggests that higher BMI is associated with lower child and parent 

HRQOL, particularly in the physical and social functioning domains, underscoring that 

modifiable health factors (beyond CHD) can contribute to QOL outcomes. 

However, some cross-sectional studies suggest that although HRQOL often declines with 

increasing CHD complexity, the condition's severity alone may be insufficient to explain these 

findings. Instead, the child’s neurodevelopmental (e.g. stroke and/or seizures resulting from 

complex surgical and interventional histories), psychosocial comorbidities (e.g., learning 

difficulties, mental health concerns), and cumulative care challenges can shape the child and 

parent-reported QOL (Dardas et al., 2024; O’Connor et al., 2023). A prospective study found 

that surgical risk classification as a standardized indicator of CHD severity failed to show a 

significant association with parental psychological well-being (Lopez et al., 2016). Rather, social 

and environmental burdens, including socioeconomic strain, caregiving demands, and the 

maternal figure, might play a greater role (Lopez et al., 2016).  

Correlations between financial hardship and emotional impacts on QOL have also been 

reported in two studies conducted in the United States (McClung et al., 2018; Moorman et al., 

2025). A cross-sectional survey by McClung et al. (2018) found that parents experiencing 
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financial difficulties were twice as likely to express the need for mental health support compared 

to those without financial hardship. Additional contributing factors included lack of health 

insurance, having a child living with CHD, and also co-occurring physical, developmental or 

physical limitations (McClung et al., 2018). Qualitative work by Moorman et al. (2025) further 

illustrated how financial strain and mental health needs are experienced and embedded in 

families’ everyday lives.  

In contrast, another cross-sectional study conducted in Germany found that children with 

CHD had similar or even higher HRQOL compared to healthy peers (Reiner et al., 2019). Family 

support, coping strategies, and positive home and social environments were identified as possible 

explanatory factors (Reiner et al., 2019). These findings challenge a purely deficit-oriented 

reading of the literature and point to the protective role of contextual factors. Overall, across the 

literature, there was variability in instrument selection, a lack of CHD-family-specific measures, 

and inconsistent psychometric evaluations. These methodological inconsistencies complicate the 

interpretation of findings and likely contribute to the variability observed in reported QOL 

outcomes in the CHD literature (Eagleson et al., 2023; Reiner et al., 2019). 

Overall, the literature suggests that children with CHD and their families experience 

lower QOL than healthy peers and families, and it is shaped by more than just disease severity. 

The outcomes are influenced by several factors, including disease complexity, socioeconomic 

strain, parental psychological functioning and access to care. However, inconsistencies in 

measurement, heavy reliance on proxy reports from parents, and limited research on factors such 

as geography make it challenging to fully capture and understand how QOL is shaped across 

diverse settings. These gaps further underscore the need for qualitative, child-centred research, 

particularly in underserved areas such as northern, rural, and remote communities, where access 
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and environmental stressors are more pronounced. Building on the broader understanding of 

QOL, the next section examines psychosocial impacts in greater depth, as these experiences are 

closely intertwined with overall well-being for both children and parents.  

2.323 Child Psychosocial Impacts. Beyond QOL scores, children and youth with CHD 

experience a range of psychosocial challenges that affect their emotional, behavioural, social, 

and academic functioning. This section synthesizes the literature on emotional and behavioural 

difficulties, social relationships, self-concept and adaptive coping among children living with 

CHD. The psychosocial dimensions are key within the study, as it seeks to understand how 

children experience their lives while living with CHD in a northern community.  

Children and youth with CHD consistently experience a range of behavioural and 

emotional challenges across the literature (Dahlawi et al., 2020; Millen et al., 2025; Oliver et al., 

2020). These commonly included internalizing behaviours such as high levels of anxiety, social 

withdrawal, somatic complaints, and broader emotional difficulties within their daily lives 

(Millen et al., 2025; Oliver et al., 2020). However, the extent to which these challenges are 

directly attributable to CHD rather than to contextual factors, such as peer social situations or 

repeated environmental changes associated with hospitalizations, remains unclear. This 

uncertainty underscores the need for further qualitative research to better understand the 

children’s lived experiences (Millen et al., 2025; Oliver et al., 2020). Behavioural challenges are 

frequently discussed alongside cognitive and motor difficulties, with overlapping impairments 

further increasing the risk of academic and social difficulties (Millen et al., 2025).  

Quantitative synthesis further supports these patterns. A systematic review of eight 

studies found that children and young people with CHD experience greater emotional and 

behavioural difficulties, including depression and social withdrawal, with more severe or 
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complex conditions associated with greater challenges (Dahlawi et al., 2020). Similarly, a 

systematic review and meta-analysis of 16 studies examined psychosocial outcomes among 916 

children and adolescents with severe CHD (Abda et al., 2019). The review found higher rates of 

behavioural challenges, including increased internalizing and externalizing difficulties, as well as 

lower social cognition, compared to healthy peers (Abda et al., 2019). Together, these findings 

emphasize the complex and multidimensional nature of psychosocial impacts while living with 

CHD, particularly among those with greater disease severity (Dahlawi et al., 2020; Abda et al., 

2019). This underscores the importance of integrating routine psychosocial assessment into 

routine cardiac care (Abda et al., 2019).  

Longitudinal research provides further insight into how these challenges develop over 

time. A Canadian study following 66 children with moderate to severe CHD from ages two to 

five found that, using repeated parent-completed Child Behaviour Checklist ratings, was used to 

examine patterns of behavioural and emotional functioning across early childhood (Lepage et al., 

2025b). Although three-quarters of children’s scores fell within normative ranges at each time 

point, a smaller group of children demonstrated early behavioural and emotional concerns that 

emerged at age two and persisted into the preschool years (Lepage et al., 2025b). Within this 

smaller subgroup, children who showed greater difficulties in early toddlerhood were associated 

with more pronounced challenges over time (Lepage et al., 2025b). Lower gestational age was 

also linked to persistently higher anxious/depressed symptoms (Lepage et al., 2025b). These 

findings underscore the importance of early screening and identification within peadiatric cardiac 

care (Lepage et al., 2025b). However, the study’s small sample size and single-centre design may 

limit the broader generalizability of these findings in other regions or healthcare systems. 
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Medical complexity also shapes psychosocial outcomes. Children who undergo multiple 

surgeries (Jaschinski et al., 2022) and require implanted devices, such as permanent cardiac 

pacemakers (Allam et al., 2018), have been shown to experience poorer mental health outcomes, 

including elevated levels of anxiety and depression. In addition, visible physical changes 

following surgery can influence children's self-perception and social experience. Postoperative 

chest scars have been identified as a source of distress for some children, contributing to feelings 

of emotional discomfort (Savaş et al., 2024) and social vulnerability (Knowles et al., 2016; Savaş 

et al., 2024). While many children associate scars with negative experiences, such as feelings of 

social exclusion, one child in the Knowles et al. (2016) national cohort study demonstrated more 

positive feelings, viewing their scar as ‘special’ and ‘lucky’. 

Beyond individual factors, children with CHD often experience broader social and 

academic disruptions. Frequent medical appointments, physical limitations and prior traumatic 

hospital experiences contribute to feelings of exclusion (Knowles et al., 2016; Savaş et al., 2024) 

or experience of bullying within the school setting (Hsiao et al., 2024; Savaş et al., 2024). 

Despite these challenges and recognizing their day-to-day differences, such as taking medication 

or being more aware of their health risks, children expressed a desire to maintain normalcy and 

to be perceived as similar to their peers (Knowles et al., 2016). 

  Notably, inconsistencies remain across the literature (da Silva et al., 2013; van der Watt 

et al., 2017). A cross-sectional study reported that male adolescents with CHD or acquired heart 

disease described fewer behavioural problems than healthy peers, while no significant difference 

was found among females (da Silva et al., 2013). Discrepancies were also noted between child 

and parent reports, with parents indicating more severe behavioural problems (da Silva et al., 

2013). These differences may reflect adolescents’ tendency to minimize challenges and/or lack 
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of awareness of their own medical condition and how it affects them (da Silva et al., 2013). Da 

Silva et al. (2013) also noted that parents may be overestimating the severity of problems due to 

the emotional weight of their child's illness and can often skew their perception of their child's 

behaviours. The authors acknowledged that the results were not consistent with other literature 

on children with CHD, which often reports greater psychosocial issues among this group (da 

Silva et al., 2013). Findings from this research suggest that children and adolescents with CHD 

may adapt to their condition over time through positive coping strategies and consistent family 

support (da Silva et al., 2013). These findings are similar to those of Reiner et al. (2019), who 

reported similar findings and attributed adaptation to living with CHD, as well as social and 

family supports, as factors influencing improved health outcomes. 

Similarly, a qualitative study conducted in South Africa found that some children aged 8 

to 14 demonstrated unexpectedly high levels of cognitive self-regulation in managing their 

condition (van der Watt et al., 2017). Van der Whatt et al. (2017) define cognitive self-regulation 

as the ability to use mental skills to guide decision-making, which aids in adaptive and health-

protective behaviours in children. These findings contrast with typical developmental 

expectations and the broader literature, which suggest that children in this age group have a 

limited cognitive understanding of illness and are not typically expected to independently 

manage their health-related behaviours (van der Watt et al., 2017). Such variability suggests that 

psychosocial outcomes are shaped by a combination of developmental, contextual, and cultural 

factors rather than CHD alone. 

Various limitations were noted across the studies included. Many studies rely on cross-

sectional designs, which restricts the ability to infer causal relationships or examine changes in 

outcomes over time (da Silva et al., 2013; Im et al., 2017). Small sample sizes and single-site 
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recruitment further constrain generalizability (Dahlawi et al., 2024; Knowles et al., 2016; Savaş 

et al., 2024; da Silva et al., 2013; van der Watt et al., 2017). Geographical location further limits 

the generalizability of findings due to the differences in cultural and healthcare contexts (van der 

Watt et al., 2017). Limited participant demographic data and reliance on single measurement 

tools restrict the depth of interpretation (da Silva et al., 2013). While most studies identified 

psychosocial challenges, da Silva et al. (2013) and van der Watt et al. (2017) identified more 

specific differences across age groups and genders, suggesting some variability in how these 

outcomes are presented. 

Overall, children and adolescents with CHD face a wide range of psychosocial and 

cognitive impacts that are shaped by disease severity, age and development stage (Abda et al., 

2019; Im et al., 2017; Millen et al., 2025). To respond to these complex needs, children and 

adolescents across the CHD spectrum require developmentally appropriate education and 

psychosocial support to promote self-empowerment and active engagement in their care (da 

Silva et al., 2013; Im et al., 2017; van der Watt et al., 2017). Age-appropriate information and 

family support around the illness can foster greater self-reliance, resiliency and QOL. Strategies 

for child coping include normalizing their experience with peers, recognizing and working 

within their physical capacities, and reframing their condition in a positive and meaningful way 

(Knowles et al., 2016). Children may also benefit from seeking information and taking an active 

role in managing their own health (Knowles et al., 2016). Importantly, studies that incorporate 

children's own perspectives on living with CHD suggest that their voices contribute uniquely to 

understanding psychosocial impacts and to developing child-specific outcome measures 

(Knowles et al., 2016). Despite a substantial body of research on psychosocial outcomes, there 

remains a limited in-depth understanding of children's lived experiences, indicating a clear need 



 50 

for more qualitative work that meaningfully centres children's voices (Dahlawi et al., 2020; 

Knowles et al., 2016). Future qualitative research that centres on children's own perspectives and 

life experiences across their various environments may provide a deeper understanding of how 

these challenges are experienced and managed in everyday life (Dahlawi et al., 2020). 

2.324 Family Psychosocial Impacts. Parents and families of children with CHD also 

experienced significant psychosocial impacts. This section reviews evidence on parental distress, 

coping, social support, and health service use, and how these factors intersect with children’s 

psychosocial and broader outcomes. 

The complex and often unpredictable nature of CHD exposes families to multiple 

stressors that can contribute to significant psychological impacts among parents (Cepuch et al., 

2023; Dahlawi et al., 2020; David Vainberg et al., 2019; Jaschinski et al., 2022; Khoshhal et al., 

2019; Lisanti et al., 2021; Nakazuru et al., 2017). Identified stressors include the child's need for 

cardiac surgery (Golfenshtein et al., 2021; Lin et al., 2024), the number of surgical operations 

(Jaschinski et al., 2022; Nakazuru et al., 2017), hospital admissions, including intensive care 

stays and separation from the child during hospitalization, particularly during NICU admission 

(Catapano et al., 2024).  

Beyond acute medical events, parents frequently describe difficulty regaining a sense of 

normalcy due to the constant unpredictability and uncertainty surrounding their child’s health 

trajectory (Kankaya et al., 2025; Moorman et al., 2025). Parental distress during hospitalizations 

is often shaped by loss of control, disrupted bonding, environmental stressors and role disruption 

(Besley et al. 2025; Catapano et al., 2024; David Vainberg et al., 2019; Kankaya et al., 2025; 

Moorman, 2025). Reflecting this, a cross-sectional study conducted in Australia (Besley et al., 

2025) found that mothers of infants with CHD reported a strong association between maternal 
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stress and mother-infant bonding difficulties. These challenges were further exacerbated by 

prolonged family separation and heavy reliance on staff for infant care (Besley et al., 2025). 

Collectively, these findings make clear that parental distress and bonding challenges are not only 

a product of the child's diagnosis but are heavily shaped by care systems and environments. 

From the moment of diagnosis, families experience a wide range of intense and often 

fluctuating emotions (Davey et al., 2023; Dandy et al., 2024; Jones et al., 2024; David Vainberg 

et al., 2019; Kankaya et al., 2025; Nayeri et al., 2021; Watkins et al., 2022; Vasilescu et al., 

2024). A meta-synthesis of 26 qualitative studies exploring parents’ psychological experiences at 

diagnosis suggests that families often felt unprepared and overwhelmed (Dandy et al., 2024). 

Parents described an ongoing process of mourning multiple losses, including the loss of a 

‘normal pregnancy’, the ‘imagined healthy child’, and hopes for a typical lifespan for their child 

(Dandy et al., 2024). Families continue to face a wide range of, often fluctuating, emotions 

starting with the initial diagnosis and continuing through their child's cardiac journey. Feelings 

of anxiety (Mombach Barreto et al., 2016; Bruce et al., 2014b; Catapano et al., 2024; Dandy et 

al., 2024; Davey et al., 2023; Kankaya et al., 2025; Lopez et al., 2016), hopelessness (Bruce et 

al., 2014b; Dandy et al., 2024; Kankaya et al., 2025; Lopez et al., 2016; Mombach Barreto et al., 

2016), fear and uncertainty about their child’s future are key parental emotions reported across 

the literature (Bruce et al., 2014b; Catapano et al., 2024; Dandy et al., 2024; David Vainberg et 

al., 2019; Kankaya et al., 2025; Leo et al., 2023). Shock and sadness (Bruce et al., 2014b; David 

Vainberg et al., 2019) and intense fear, especially during moments perceived as near-death 

experiences (David Vainberg et al., 2019). With parents describing profound fear of losing their 

child and finding decision-making especially challenging during these critical events (Bruce et 

al., 2014b; Kankaya et al., 2025). 
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The hospital-to-home transition represents a distinct period of heightened vulnerability. 

Gaskin et al. (2024) conceptualize it as a “liminal” phase in which parents feel suspended 

between the perceived safety of the hospital environment and the uncertainty of managing 

complex care independently at home. This transition involves a complex emotional duality for 

parents. Parents experience an element of joy and excitement as they celebrate leaving the 

hospital, alongside a terrifying sense of lost support, fear and anxiety regarding independent 

clinical management at home (Gaskin et al., 2024; Simeone et al., 2018). 

Significant psychological impacts on parents, such as post-traumatic stress (PTS) 

disorder, have been reported at various high-risk points, including diagnosis, hospitalization, 

discharge (Jones et al., 2024) and following a child’s cardiac surgery (Davey et al., 2023; 

Golfenshtein et al., 2021). A scoping review of 31 articles found that while the majority of 

parents experienced decreased PTSS over time (post-traumatic stress symptoms), 16-25% of 

parents experienced persistent PTSS, extending longer than 16 months (Jones et al., 2024). These 

worsening PTSS have been linked to increased use of hospital services, including emergency 

room and unplanned cardiologist visits for their child (Golfenshtein et al., 2021). For some 

parents, the accumulated weight of these experiences progressed to significant distress, including 

depression, and in severe cases, suicidal ideation (Dandy et al., 2024; Jackson et al., 2018). Many 

caregivers also reported feelings of isolation (David Vainberg et al., 2019; Jackson et al., 2018; 

Kankaya et al., 2025; Mombach Barreto et al., 2016; Nayeri et al., 2021), lack of sleep, and self-

care (Jackson et al., 2018).  

Although both parents of children with CHD experience significant psychosocial 

impacts, emerging evidence suggests these are intensified among mothers (Cepuch et al., 2023; 

Kruszecka-Krówka et al., 2024; Lisanti et al., 2021; Nakazuru et al., 2017). Mothers of children 
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with CHD experience elevated rates of depressive symptoms and anxiety (Cepuch et al., 2023; 

Kruszecka-Krówka et al., 2024; Lisanti et al., 2021; Nakazuru et al., 2017) and are exposed to 

myriad stressors, especially pre- and postoperatively (Lisanti et al., 2021; Nakazuru et al., 2017). 

Timing of diagnosis (e.g., pre vs postnatal), changes in roles and routines (especially when the 

child is admitted to a peadiatric intensive care unit) (Lisanti et al., 2021), infant age, symptoms, 

and the chromosomal abnormalities present had a significant influence on the mother's anxiety, 

coping, and stress levels (Kruszecka-Krówka et al., 2024; Nakazuru et al., 2017). Fathers, while 

experiencing psychological distress across various cultures, often suppress it to conform to 

traditional gendered expectations of strength (Dandy et al., 2024). Despite the literature on this 

psychological burden, families’ psychosocial needs are frequently not addressed by healthcare 

teams (Franklin et al., 2023; Jackson et al., 2018; Zhu et al., 2022). When parents lack adequate 

psychosocial support within their child’s cardiac care, they are at increased risk for ongoing 

psychological distress and decreased well-being (David Vainberg et al., 2019; Franklin et al., 

2023; Watkins et al., 2022). Importantly, Canadian evidence suggests that parental stress may 

impact not only parental well-being but also neurodevelopmental outcomes in toddlers with 

CHD (Lepage et al., 2025a). This retrospective cohort study of 100 toddlers with moderate to 

severe CHD found that parenting stress during infancy was associated with poorer cognitive, 

receptive language, and gross motor developmental outcomes at 24 months (Lepage et al., 

2025a).  

In summary, parental psychological distress, limited social support, and difficulties 

accessing mental health and practical resources are common. These challenges can compound 

the everyday demands of caring for a child with CHD. The psychosocial strains have direct 

implications for both parents’ and children’s QOL, reinforcing the importance of interpreting 
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QOL within broader relational and contextual environments. However, critical gaps remain in 

understanding these experiences. Future research across varying points in time, using diverse 

methodologies, especially qualitative approaches and a gendered lens, is crucial to deepening our 

understanding of the complex factors that shape families’ experiences, caregiving 

responsibilities, and overall well-being. A deeper understanding could inform and enhance the 

support that health professionals and environments provide to help address the challenges that 

families and children living with CHD face.  

2.33 Child Growth and Development  

Children living with CHD may experience issues related to physical growth (Azhar et al., 

2016) as well as broader developmental challenges that can affect everyday functioning, such as 

participation in education and leisure activities (Farr et al., 2018; Spillmann et al., 2021). The 

following subthemes are discussed: physical activity, functional and cognitive abilities.  

2.331 Physical Activity. Physical activity and functioning play an essential role in 

overall QOL, physical and emotional outcomes, and in preventing comorbidities for children 

with CHD (Blais et al., 2020; Pillay et al., 2020). However, engagement in physical activity is 

shaped by a web of intersecting barriers. Adolescents living with CHD consistently report feeling 

“different” from peers (Hsiao et al., 2024) and describe limited physical activity and/or restricted 

participation in sports due to parental concerns (Hsiao et al., 2024; Leo et al., 2023; Venna et al., 

2025). A rapid review identifying barriers and facilitators of physical activity among children 

and adolescents with CHD found parental fear and uncertainty about safe activity as a key barrier 

to engagement (Venna et al., 2025). It also emphasized sociocultural barriers, including unclear 

exercise guidance from health care providers, social misunderstandings among peers, and limited 

knowledge within schools (Venna et al., 2025). In school-aged children with CHD, higher 
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parent-perceived child vulnerability has been associated with lower moderate to vigorous 

physical activity (MVPA), suggesting that parental beliefs around their child's body and fragility 

may meaningfully impact children’s participation in sports (Sprong et al., 2023). Interestingly, 

this study did not find significant associations between MVPA and parental overprotection, 

indicating that parents' perceptions of vulnerability may be more influential than their apparent 

protective behaviours (Sprong et al., 2023).  

Several studies revealed a mix of factors that shape physical activity for children with 

CHD, including social exclusion (Blais et al., 2020; Desai et al., 2013; Knowles et al., 2016; 

Moola, 2020), fatigue, reduced physical endurance (Dahlawi et al., 2024; Knowles et al., 2016), 

pain, and fear of failure (Blais et al., 2020; Knowles et al.,2016; Moola, 2020). Some children 

experience frustration, anger, and sadness when unable to keep up physically with peers (Savaş 

et al., 2024). Despite these challenges, among those who did participate in physical activity 

described feeling excitement and enjoyment, emphasizing positive peer interactions and 

inclusion as important aspects of their experience (Blais et al., 2020). These findings point to the 

need for a broader social and cultural shift in how physical ability is perceived (Blais et al., 2020; 

Moola, 2020). Targeted educational interventions and tailored exercise programming can 

enhance disease-specific knowledge and build the self-efficacy required for safe, confident 

participation in physical activity (Blais et al., 2020; Moola, 2020).  

2.332 Functional and Cognitive Abilities. Children with CHD demonstrate typical 

overall intelligence compared with those without CHD, while experiencing specific 

neurodevelopmental and functional challenges (Spillmann et al., 2021; Millen et al., 2025). 

These challenges are particularly evident in executive functioning, working memory, and 

processing speed (Spillmann et al., 2021; Millen et al., 2025). A systematic scoping review 
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found that children with CHD scored significantly lower in the cognitive domains of 

concentration, expressive language, and receptive language (Millen et al., 2025). A prospective 

cohort study of 134 children similarly found that factors beyond cardiac complexity, including 

SES and postoperative complications, contributed to prolonged hospital stays and significantly 

affected cognitive functioning outcomes (Spillmann et al., 2021).  

Cognitive challenges (Spillmann et al., 2021; Millen et al., 2025), particularly in 

executive functioning and attention (Farr et al., 2018; Millen et al., 2025), appear to shape 

broader functional difficulties (Farr et al., 2018; Flemming et al., 2024; Pfitzer et al., 2019; 

Spillmann et al., 2021). These difficulties span across multiple areas of daily living, including 

motor skills, self-care and independence, endurance, communication, task performance and 

social participation (Farr et al., 2018; Millen et al., 2025). Children with CHD generally 

participate in leisure activities; however, lower cognitive functioning has been associated with 

reduced participation, suggesting that neurocognitive difficulties may limit opportunities for 

everyday engagement (Spillmann et al., 2021). 

Children with CHD also experienced significant challenges in school participation that 

extend beyond academic performance to include attendance, engagement, and extracurricular 

and social involvement. Researchers suggest that children with CHD are more likely to have 

increased missed school days (Farr et al., 2018; Flemming et al., 2024; Pfitzer et al., 2019; Savaş 

et al., 2024), perform lower in academics and require additional educational supports compared 

to healthy peers (Farr et al., 2018; Flemming et al., 2024; Millen et al., 2025; Spillmann et al., 

2021). Children with severe CHD were found to have deficits in metacognitive functioning 

(Millen et al., 2025), which had a substantial impact on school performance and were more likely 

to repeat a school year (Pfitzer et al., 2019). In contrast, the Millen et al. (2025) scoping review 
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identified limited direct evidence (two studies) specifically linking CHD to reduced school 

attendance, suggesting that variations in findings may reflect contextual differences in child age, 

CHD severity, and study design. School-related difficulties are not attributable to a single factor; 

they are part of a complex, multifactorial interplay of cognitive (Millen et al., 2025; Spillmann et 

al., 2021), functional, health-related and social limitations that directly impact classroom 

engagement, task completion and overall educational attainment (Farr et al., 2018; Flemming et 

al., 2024; Millen et al., 2025). 

Qualitative evidence conducted in Europe suggests that functional and developmental 

concerns are often overlooked during periods of acute, unpredictable medical care (Clarke et al., 

2025; Sprong et al., 2024) and are typically more pronounced early in a child’s life. These 

concerns become more apparent as a child grows older and their condition stabilizes, allowing 

parents to prioritize developmental concerns (Clarke et al., 2025; Sprong et al., 2024). Several 

studies stress the critical need for anticipatory and routine developmental monitoring given the 

evolving needs of children living with CHD (Clarke et al., 2025; Farr et al., 2018; Sprong et al., 

2024). 

Overall, several methodological limitations were noted across the included studies.  The 

majority of the articles were quantitative in design, thereby limiting understanding of the lived 

experience of children with CHD. Both Farr et al. (2018) and Pfitzer et al. (2019) were cross-

sectional in design, so cause and effect cannot be fully understood; both studies were also 

conducted as parent proxy. A further limitation of Farr et al. (2018) is the reliance on data from 

the National Survey of Children's Health to identify children with special health care needs.  

Although the majority of children with CHD fall within this category, not all children with CHD 

do, and so it may not be generalizable to the broader CHD population. The findings also stress 
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the various challenges children living with CHD face, underscoring the need for increased 

support, timely screenings, and continued research that attends to their lived experiences and the 

relational and contextual factors shaping their development. 

2.34 Family Unique Needs  

 Children and families living with CHD have reported a wide range of unique and 

evolving needs. The following subthemes are discussed: (1) the need for family resources and 

supports, and (2) child-specific resources and supports. Both are essential for enhancing the 

overall care experience, within the hospital setting and following discharge into their home 

environment.   

Families of children with CHD frequently described general fear and uncertainty, and 

more specifically fear related to a lack of specialized peadiatric cardiac support and services 

(Cruz et al., 2022). Concerns included their child's overall health status, the potential need for 

surgery, challenges with referrals and wait times, and whether timely intervention and follow-up 

would be available (Cruz et al., 2022). Families also reported challenges navigating fragmented 

health care systems, in which mental health needs and services are often perceived as separated 

from cardiac care for children with CHD (Hejl et al., 2026). This fragmentation can delay 

recognition of children’s mental health difficulties and make it harder to access timely, holistic 

supports that address both cardiac and mental health needs together (Hejl et al., 2026).  

Families and caregivers across geographically diverse settings also reported substantial 

barriers to care, including challenges in navigating complex healthcare systems and service 

limitations due to geographic constraints (Choi et al., 2021; Lopez‐Barreda et al., 2024). 

Evidence from a large, multi-country study in Latin America found that perceived barriers to 

care are shaped not only by individual and family socioeconomic characteristics but also by 
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structural and country-level health care system factors (Lopez‐Barreda et al., 2024). During the 

COVID-19 pandemic, a cross-sectional study out of the United States found that although 

therapy access for children with CHD was maintained, the shift to virtual or hybrid delivery 

models was associated with decreased parent satisfaction (Donovan et al., 2023). Findings 

emphasize mode of delivery as a key determinant of families' service satisfaction (Donovan et 

al., 2023).  

Geography plays a critical and specific role in shaping health outcomes for children with 

CHD (Pinto et al., 2021). A retrospective cohort study conducted in the United States found that 

greater distance from specialized cardiac surgical centres was associated with fewer unplanned 

readmissions to the surgical hospital (Pinto et al., 2021). This could be related to families seeking 

care locally or experiencing delays in accessing the surgical center. However, when readmission 

did occur among those living farther away, it was associated with longer hospital stays, higher 

costs, and increased complications, suggesting greater acuity (Pinto et al., 2021). Rural 

residence, independent of distance, was also associated with an increased likelihood of 

readmission, reflecting the limited availability of specialized local services and greater reliance 

on tertiary centers for care (Pinto et al., 2021). A key limitation of this study was that data 

captured only readmissions at major cardiac surgical centres, likely underestimating total service 

use among individuals seeking care at local hospitals (Pinto et al., 2021). In particular, those 

living in more geographically isolated areas (Pinto et al., 2021). These findings emphasize the 

need for increased research and service development in geographically dispersed and under-

resourced areas, especially those living with chronic and potentially life-threatening illnesses, 

such as children and families with CHD (Pinto et al., 2021).  
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2.341 Family Resources and Supports. Families require clear, regular and ongoing 

communication and reassurance from health care providers about their child's health (Cruz et al., 

2022; Catapano et al., 2024; Dandy et al., 2024; Franklin et al., 2021). This helps build trust and 

effective collaboration between families and the healthcare team, leading to better health 

outcomes for families and children with CHD (Cruz et al., 2022; Franklin et al., 2021). The lack 

of information and continuity in care often leaves parents actively coordinating their child's 

appointments, medications, and follow-up visits to mitigate gaps in a fragmented system (Cruz et 

al., 2022). Parental knowledge construction extends beyond formal provider education. 

Confidence in managing their infant’s care grew through experiential and relational learning 

(David Vainberg et al., 2019; Gaskin et al., 2024), active engagement with the medical team, and 

learning from other parents' experiences (Gaskin et al., 2024). Recommendations from families 

for closing these gaps include frequent, open, up-to-date, and transparent communication 

between healthcare teams and families (Azhar et al., 2016; Schnellmann et al., 2022; Sood et al., 

2019). Communication and information delivered should go beyond specific care for the child's 

illness and trajectory to include anticipatory guidance. Areas for anticipatory guidance should 

include the child's developmental and social health needs to empower parents, so they feel better 

prepared and more confident in their child's care (Bruce et al., 2014b; Sood et al., 2019). 

Additional educational supports, such as institutionally supported online platforms (Yang 

et al., 2025), digital videos or mobile applications, have been reported as beneficial and 

positively received by families in managing complex caregiving demands (Jackson et al., 2018; 

Liu et al., 2022). Frequent phone calls and health promotion counselling have also been 

identified as feasible modes of ongoing support, even in specialized areas such as preventive oral 

health (Karikoski et al., 2022). Enhanced education on CHD, including treatment pathways, was 
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reported as essential regardless of family background (Animasahun et al., 2015; Azhar et al., 

2016).  

All family resources and support must consider the critical component of time. Families 

have described caregiving across illness phases as particularly vulnerable, as information and 

emotional needs shift in response to evolving medical and developmental demands (Jackson et 

al., 2018; Pridham et al., 2018; Sprong et al., 2024). Therefore, parental concerns are not static 

but change across phases of the child’s condition (Sprong et al., 2024). Stress and worry 

frequently intensify at key vulnerability points, such as the initial diagnosis, peri-operative years, 

hospitalizations (Cruz et al., 2022; Elliott et al., 2021; Pridham et al., 2018; Sprong et al., 2024), 

discharge, early home care and adaptation (Gaskin et al., 2024). Parents' needs for information, 

guidance and reassurance differ at diagnosis, during preoperative preparation, and postoperative 

recovery, and again at later developmental stages, reflecting the dynamic and ever-changing 

nature of caregiving demands (Pridham et al., 2018; Sprong et al., 2024; Yang et al., 2025). 

Multiple studies suggest the need for continued support, follow-up guidance, and 

developmentally appropriate education across the transition phases of the CHD journey (Elliott 

et al., 2021; Im et al., 2017; Sanker et al., 2022; Sprong et al., 2024; Yang et al., 2025). 

Relational and community supports are foundational to family coping. Families describe 

coping through striving for normalcy and becoming experts in their child's health (Lumsden et 

al., 2019). Sources of support included friends, family, partners, peer support groups, and 

interdisciplinary health team members like social workers (Azhar et al., 2016; Bruce et al., 2016; 

Bruce et al., 2014b; Dandy et al., 2024; David Vainberg et al., 2019;  Franklin et al., 2021; 

Lumsden et al., 2019; Mombach Barreto et al., 2016; Sood et al., 2019). Religious or spiritual 

supports were also identified as important resources for helping parents cope with the emotional 
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and psychological challenges associated with their child’s condition (Bruce et al., 2016; de 

Morais Almeida et al., 2024; Dandy et al., 2024; David Vainberg et al., 2019; Lin et al., 2024).  

Formal government and public health care programs were also described as helpful 

resources (Stood et al., 2019). Organized programs, such as therapeutic camps, were also 

described as particularly valuable, offering children with CHD opportunities to participate in 

typical camp activities alongside peers who also live with CHD (Desai et al., 2013; Moola et al., 

2015; White et al., 2016). These camping experiences provided meaningful benefits for both 

parents and children with CHD (Desai et al., 2013; Moola et al., 2015; White et al., 2016). 

External supports and respite care were recognized as important in enabling families to recharge 

and continue meeting complex daily needs (Bruce et al., 2014b; White et al., 2016).  

The literature supports the need for individualized, family-centred care that addresses the 

specific needs and well-being of the whole family unit, including parents and siblings (Sprong et 

al., 2024).  To ensure that parents’ psychological concerns are being addressed, it is imperative 

that the child’s health care team also provides screening and family-centred interventions 

(Franklin et al., 2023; Lepage et al., 2025; Sprong et al., 2024). This approach facilitates early 

conversations and recognition of parental stress and well-being concerns, allowing the health 

care team to provide appropriate and timely psychosocial and multidisciplinary support and to 

coordinate referrals, if needed (Franklin et al., 2023; Lepage et al., 2025).  

2.342 Child Specific Resources and Supports. While the majority of the literature has 

emphasized parental information needs and caregiver supports, emerging evidence increasingly 

supports directing resources specifically to children living with CHD. This includes 

multidisciplinary approaches to ensure appropriate and timely follow-up programs and to 

monitor key developmental milestones (Sprong et al., 2025). Early and ongoing developmental 
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and emotional assessments and screenings should be integrated into the cardiac care treatment 

pathway (Dahlawi et al., 2024; Licht-Ardila et al., 2024). Physiotherapy assessment has been 

found to help health care providers identify and address motor developmental challenges earlier 

(Clarke et al., 2020).  A recent randomized controlled trial conducted in China further found that 

a supervised, individualized home-based exercise program with telehealth follow-up 

significantly improved gross and fine motor development in children aged 0-5 with simple CHD 

within 6 months of cardiac catheterization (Du et al., 2024). This study also found that, in 

addition to improved child health outcomes, parental QOL was enhanced (Du et al., 2024). 

Child-friendly preoperative preparation, including arts-based approaches and age-

appropriate explanations, helps children feel comfortable and supported (Dahlawi et al., 2024).  

Health care providers should engage adolescent patients as active participants in their own care 

through shared decision making, ensuring their emotional needs are also met by identifying 

supports and addressing past or current trauma related to their cardiac journey (Savaş et al., 

2024). Discrepancies have been reported between children and adolescents’ self-perceived 

confidence in readiness for transition to adult cardiac services and adult assessments. These 

findings highlight gaps in knowledge and healthcare navigation that require continued 

specialized, developmentally appropriate programming (Sanker et al., 2022). 

In the context of peer bullying and social exclusion, children often turn to their parents as 

their primary source of comfort, as they value the feeling of being completely understood (Hsiao 

et al., 2024). Beyond the family, teachers, nurses and social workers emerge as trusted and stable 

supports, playing a critical role in fostering inclusive and responsive environments for children 

with CHD (Savaş et al., 2024). These professionals are particularly important for children who 

missed school due to illness, as they facilitate reintegration into academic, social, and physical 
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activities while reducing associated stress (Dahlawi et al., 2024). Alongside these supports, 

supportive peers (Venna et al., 2025) and teacher relationships have been shown to positively 

influence physical activity engagement (Savaş et al., 2024; Venna et al., 2025). Collectively, the 

literature underscores the importance of coordinated relational support across home health care 

and educational contacts, highlighting the need for integrated systems that attend to the 

multifaceted and complex lives of children living with CHD. 

2.4 Gaps and Recommendations Within the Literature  

Although this literature search provided a well-rounded, international view of children 

and families living with CHD, important limitations remain regarding its generalizability to the 

Canadian and northern contexts. These limitations are shaped by political, organizational, and 

societal variations across geographical landscapes. Notably, only one article (Pinto et al., 2021) 

mentioned children and families living in rural, remote, and northern areas with CHD, and as 

shown in the literature, populations living in these regions face unique living and healthcare 

challenges. This gap points to a critical need for research conducted in geographically diverse 

settings to develop a deeper understanding of the specific realities faced by populations these 

regions. 

Across the literature, several key recommendations related to care delivery, knowledge 

creation and future research were identified. These included enhancing family-centred 

approaches to care (Bruce et al., 2014b; Cruz et al., 2022; Silva et al., 2013; Franklin et al., 

2021), increasing research conducted in geographically dispersed regions (Pinto et al., 2021; Raj 

et al., 2018), and increasing the meaningful inclusion of children’s voices, including younger 

children in both care and research (Dahlawi et al., 2020). There is also a clear call to broaden the 

use of qualitative methodologies generally to enhance understanding of the complex lived 
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experiences of children and families living with CHD. Given the reported impacts on QOL 

across all family members, family-centred approaches are particularly needed among those living 

with socioeconomic challenges (Lopez et al., 2016). The literature further emphasizes the need 

for routine mental health screening across family members (Golfenshtein et al., 2021; Jaschinski 

et al., 2022; Lisanti et al., 2021; McClung et al., 2018) and for interventions that are responsive 

to families' diverse and context-specific needs (Llewelyn-Williams et al., 2022).  

Methodologically, the literature is dominated by quantitative, primarily non-experimental 

designs that rely heavily on standardized questionnaires and predetermined measures. While 

valuable, these approaches may limit deeper understanding of children's and families' 

perspectives and the contextual factors shaping their experiences. Most of these studies relied on 

parent proxy responses rather than children's, which also limits knowledge in this area (Azhar et 

al., 2016; Jaschinski et al., 2022; Mussatto et al.,2023; Liu et al., 2022; Licht-Ardila et al., 2024; 

Spillmann et al., 2021). Additionally, studies examining parental perspectives predominantly 

included only mothers completing questionnaires and may therefore limit the diversity and 

generalizability of the findings (Golfenshtein et al., 2021; Jaschinski et al., 2022; Lopez et al., 

2016).  

Across the literature, it is often noted that there is poor correlation between parent and 

child accounts; parents often report lower QOL scores, reflecting poorer overall functioning than 

their child (da Silva et al., 2013; Dahlawi et al., 2020; Knowles et al., 2016; Lee et al., 202; 

Mamasoula et al., 2024; Patel et al., 2017). This highlights the importance of capturing 

children’s perspectives, which cannot be fully represented through proxy reporting. Although 

discrepancies have been cited throughout the literature between parent and child QOL reporting, 

some studies found general agreement between child and parent reporting on QOL (Mamasoula 
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et al., 2024; O’Connor et al., 2023). One study still found differences in the social domains, with 

parents reporting lower functioning (Koster et al., 2025). Together, these inconsistencies, along 

with the limited inclusion of children’s perspectives, further strengthen the case for including 

their voices in research.  

Finally, quantitative studies differed in terms of measures, sample sizes, participant 

demographics, and CHD severity, further limiting the generalizability of the findings. To address 

current knowledge gaps, a qualitative study was conducted to explore the lived experiences of 

children and families living with CHD in rural/remote/northern settings.  
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3.0 Chapter Three: Research Questions and Objectives 

3.1 Research Purpose 

 Drawing on Bronfenbrenner's Bioecological Theory and van Manen's hermeneutic-

phenomenological approach, this qualitative study explored the lived experiences and overall 

perceptions of children diagnosed with CHD and their families living in rural, remote, or 

northern communities within NWO. This will aid in a better understanding of the experiences 

and needs of children and their families living with CHD. 

3.2 Research Questions 

The main question explored within this study was: 

1. What are the experiences of children diagnosed with CHD and their families living in rural, 

remote, and northern areas of Northwestern Ontario? 

The following four sub-questions were posed to guide the research process and are 

underpinned by Bronfenbrenner's Bioecological Theory, as it considers the child and family as a 

unit and the complex bidirectional influences of the multi-layered environment that shapes their 

world. The research questions also align with van Manen's existential four lifeworlds 

methodology: lived space, body, time, and other (van Manen, 2007). These existentials provide a 

framework for exploring the various dimensions of the lived experiences of CHD. The following 

questions broadly address both the child and the family, the specific existential and were further 

broken down and tailored to the child's developmental age and stage, utilizing Piaget's Cognitive 

Theory of Development within the interview guide (refer to Appendix C).  Although each question 

was broadly associated with a particular existential, the lifeworld existentials are deeply 

interconnected and were not treated as distinct categories.  
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1.1 How does your home environment impact your experiences of living with CHD or 

caring for a child with CHD? 

1.2 How does living with a diagnosis of CHD or caring for a child with CHD affect 

activities of daily living and routines? 

1.3 Since the diagnosis of CHD, what have been your experiences living with or caring 

for your child with CHD? 

1.4 What are your experiences and relationship perspectives with your family, school, 

work, community, and the health care teams? 
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4.0 Chapter Four: Methodology and Conceptual Framework 

This section will discuss my philosophical assumptions and how they might have 

influenced this research project. An in-depth exploration of both my chosen theoretical 

framework and methodology will be provided, including a consideration of the seminal and 

historical literature that has shaped the current works of both Bronfenbrenner’s Bioecological 

theory and van Manen’s hermeneutic phenomenology. 

4.1 Positionality 

Reflexivity is a guiding principle in much qualitative research, particularly in 

hermeneutic phenomenology. It enhances data analysis and the interpretation of themes that 

emerge from the research process (Solan et al., 2014). Engaging in self-reflexivity allows for a 

deeper critical consciousness, which helps the researcher to position themselves within their 

research (Creswell and Poth, 2018). I am a white, healthy, able-bodied female residing in an 

urban area of NWO. My experience as a Registered Nurse includes nursing education, working 

with children and families, and emergency care. I previously worked as an RN at BC Children’s 

Hospital in Vancouver and the TBRHSC. My current full-time position is as a Lecturer in the 

School of Nursing at Lakehead University. 

While working as an RN at BC Children’s Hospital, I gained knowledge and skills across 

various acute care areas; my final area of work and passion was the cardiac unit. While working 

on this unit, I gained advanced skills in caring for children with varying degrees of CHD. The 

most acute cases were awaiting cardiac transplants with life supports such as left ventricular 

assist devices (LVAD) or Berlin Heart machines. While working as an RN in the local NWO 

context, it was hard for me to be face to face with the real lack of specialized paediatric cardiac 

care and support for children and families in this region. I acknowledge I am an ‘insider’ to my 
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research topic due to my past nursing experiences and recognize my values, beliefs, and biases 

when collecting and analyzing the data. My personal and professional values and beliefs align 

with the College of Nurses of Ontario (CNO) (2023) professional standards. These standards 

mean prioritizing respect for client’s dignity, integrity, inclusivity, and culturally safe care to 

ensure I can provide care that is in the clients best interest (CNO. 2023). 

In addition to my past professional experiences, during this research project, I 

experienced a significant personal transition as I became pregnant with my first child and later 

entered early motherhood. I feel fortunate to be married to a very supportive partner and to be 

surrounded by an extremely supportive family, a close circle of friends, as well as social support 

systems, including childcare. These supports played a crucial role in enabling me to navigate 

early motherhood while completing this PhD and working full-time. Without them, this journey 

would have likely been a far more challenging journey. This experience added additional layers 

to my reflexive practice, especially during family interviews, where parents shared learning of 

their child’s CHD diagnosis during their prenatal screening. At this time, I was approaching my 

prenatal anatomy screening, and later, within the research, I was caring for a newborn. These 

personal experiences significantly heightened my emotional awareness and required ongoing 

reflexive engagement to ensure that my experiences and emotions did not overshadow or shape 

the participants’ experiences and interview responses.  

I maintained a reflexive stance throughout the research process, critically considering 

how my pre-assumptions and prior experiences (both professional and personal) could influence 

my perceptions and interpretations of the data. Acknowledging my current and past experiences 

in acute care nursing within the specialized field of paediatric cardiology, alongside personal 

experiences, allowed me to engage in critical self-reflection (Heinonen, 2015; van Manen, 2007). 
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For example, my familiarity with typical clinical trajectories and medical terminology sometimes 

led me to anticipate particular concerns, such as worries about surgical outcomes or hospital 

readmissions, before participants explicitly raised them in interviews. My reflexivity practices 

are discussed in detail below in section 4.5 Phenomenology of Practice: Implications for Child 

and Family Health. 

Strong awareness of positionality enhanced transparency and rigour, helping ensure that 

my perceptions did not misrepresent the data (Ibrahim & Edgley, 2015). Throughout the research 

process, I remained aware of potential power imbalances. As an RN and the primary researcher, I 

critically considered the dynamics between myself and participants to ensure I created an open, 

comfortable environment for discussion (Ibrahim & Edgley, 2015). In practical terms, this meant 

clearly introducing myself as the researcher rather than in a clinical role, inviting participants to 

ask questions about the study, emphasizing that there are no right or wrong answers and that we 

can stop at any time. When interviewing parents, I used plain non-technical language when 

discussing their child's condition or treatment. When interviewing children, I adapted my 

language to their developmental stage, drawing on Piaget's Cognitive Theory of Development to 

ensure the interview guides aligned with their level of understanding. I observed body language 

and regularly checked in with participants to ensure questions were understood. I allowed 

participants to set the pace of the interview, I offered pauses and took breaks when participants 

appeared confused, reflective or had emotional moments. Across the interactions, I continually 

aimed to be respectful, empathetic, and non-judgmental, with the intention of reducing any 

perceived hierarchies and fostering a sense of safety and mutual respect during our 

conversations.  
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4.2 Philosophical Assumptions 

The philosophical underpinnings that guided this research project were shaped by a blend 

of idealist ontological assumptions and interpretive epistemological assumptions, which will be 

further discussed below (Creswell and Poth, 2018; Giacomini, 2010).  

The idealist ontological lens aligns with the interpretive paradigm, guiding this research, 

recognizing that reality is understood through individuals lived experiences and the meaning they 

attribute to these experiences (Creswell and Poth, 2018). This interpretive orientation aligned 

with van Manen's hermeneutic phenomenological approach, which seeks to understand and 

interpret the meanings embedded in the complexities of lived experience (Creswell and Poth, 

2018; Lincoln et al., 2018). This paradigm provided a deeper understanding of the intricacies and 

intersecting issues children and families experience while living with CHD in their home 

communities within NWO (Creswell and Poth, 2018; Giacomini, 2010). This included historical 

and cultural elements that shaped and influenced their societal views, experience of health, 

healthcare services and access to care within the context of NWO (Creswell and Poth, 2018; 

Giacomini, 2010).  

The interpretive paradigm shaped the research process. For example, the study included 

children and families across Northwestern Ontario and intentionally included all eligible 

children, including young children, to create space for voices often underrepresented or excluded 

in research. Questions were broad, open-ended, and centred around van Manen's lived 

existentials (Creswell and Poth, 2018). This allowed participants to describe their lived 

experiences in their own words and explore meanings they attributed to living with or caring for 

a child with CHD (Creswell and Poth, 2018). During analysis, the study also considered the 

broader context in which participants' experiences occurred, including geography, access to 
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healthcare services, institutional practices, and other factors that shape families' experiences of 

accessing cardiac care in Northwestern Ontario. As the researcher's interpretations were shaped 

by the participants' findings, yet also by professional and personal background, which aligns with 

the study's hermeneutic phenomenological methodology (Creswell and Poth, 2018). The guiding 

philosophical assumptions supported in-depth exploration of children and families lived 

experiences in NWO, which helped uncover their healthcare needs and complex family 

experiences. These findings will aid in informing health care practice and policy changes that 

better address the unique needs and experiences of children living with CHD and their families 

in NWO. Particularly relating to challenges associated with health care access, family care, and 

the intricacies of living in geographically underserved regions. 

4.3 Theoretical Framework: Bioecological Theory  

The Bronfenbrenner Bioecological Theory provides a comprehensive and holistic 

understanding of child and family health and served as the guiding theoretical model throughout 

this research project (Bronfenbrenner & Morris, 2006; Bronfenbrenner, 2001). The theoretical 

underpinnings of this theory shaped the research questions and overall research design.   

The Bioecological Theory was developed by Uri Bronfenbrenner, a leading scholar in 

developmental psychology (Bronfenbrenner, 1977; Rosa & Tudge, 2013). Bronfenbrenner’s 

original work included Toward an Experimental Ecology of Human Development (1977) and 

The Ecology of Human Development (1979), in which he believed that individuals are products 

of their environment and time. His work continued to evolve in the 1990s into the Bioecological 

Theory, also named the Bioecological Model of human development it included recognition of 

the biopsychological characteristics of the person (Bronfenbrenner, 2001; Rosa & Tudge, 2013). 

The Bioecological Model has several defining properties that encompass new elements and 
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fundamental tenets from its earliest form (Bronfenbrenner, 2001). They are described by 

Bronfenbrenner as a series of seven critical propositions (Bronfenbrenner, 2001).  

With the Bioecological theory, Bronfenbrenner defines development as “the phenomenon 

of continuity and change in the biopsychological characteristics of human beings both as 

individuals and as groups. The phenomenon extends across the life course, across successive 

generations, and through historical time, both past and present” (Bronfenbrenner, 2001, p. 3).  

The Bioecological theory views family and child health development as a complex interplay 

among various levels of environmental and social influences (Boyel et al., 2019). The 

Bioecological Model views the individual’s health as influenced by various environmental 

factors. The influence of environmental contexts is bidirectional, so a shift in one area may 

positively or negatively affect another, altering the life course and development (Santrock et al., 

2020).  

Critical proposition (I) consider human development to involve a reciprocal interaction 

between individual characteristics and elements of the environment in which they live 

(Bronfenbrenner, 2001). This comprise the subjective and objective elements; together, they are 

suggested to be influential in the life course of human development. Subjective elements involve 

an individual's unique genetic and personal characteristics and experiences. Objective elements 

refer to immediate and broader environmental and social contexts. Bronfenbrenner was 

influenced by Kurt Lewin and believed that the ecological environment in which people live 

could be understood from the field of phenomenology (Bronfenbrenner, 2001; Rosa & Tudge, 

2013). Although Kurt Lewin influenced Bronfenbrenner, this theory does not directly align with 

phenomenology, as it moves beyond understanding an individual’s worldview to include a 
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framework encompassing multiple, complex, intersecting systems that shape human 

development (Bronfenbrenner, 2001). 

Critical proposition (II) discusses the impacts of proximal processes (Bronfenbrenner, 

2001). The experiential world of individuals is highlighted as having a significant influence on 

the second key proposition, which is foundational within the Bioecological Model: the proximal 

processes, which are frequent bidirectional interactions between individuals and the 

microsystem part of their environment. The context a person finds themselves in, along with 

their personal characteristics and temporal and spatial aspects, directly influences proximal 

processes and ultimately shapes an individual’s development (Bronfenbrenner & Morris, 2006; 

Rosa & Tudge, 2013).  

Critical proposition (III) addresses the Process-Person-Context and Time (PPCT) model, 

highlighting the importance of all the component that influence human development 

(Bronfenbrenner & Morris, 2006; Rosa & Tudge, 2013), which are viewed as the driving 

‘engines’ within child and family development (Bronfenbrenner, 2001; Bronfenbrenner & 

Morris, 2006; Rosa & Tudge, 2013). Human development occurs through reciprocal interactions 

between individuals, between individuals and symbols such as gestures or other forms of 

communication, and between individuals and objects, including the physical or material aspects 

of the environment (Bronfenbrenner, 2001). Proximal processes refer to these regular 

interactions in an individual’s immediate and external environment and extend over time 

(Bronfenbrenner, 2001).  

Proposition (IV) addresses child development by encouraging active participation in 

complex activities at a progressive rate (Bronfenbrenner, 2001), underscoring the importance of 

strong parental-child mutual bonds and attachment for positive child internalization. Having 
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supportive and nurturing environments helps shape a child’s positive values, beliefs, and 

behaviours. Both propositions (IV) and (V) align with one another, as the model suggests that 

for a child to develop cognitively, morally, and emotionally consistently, parents or caregivers 

must encourage regular participation in progressively challenging activities. This can establish 

mutual attachment, influencing and motivating a child’s developing behaviours.  

Proposition (VI) suggested that the continued emotional attachments and interactions 

between the caregiver and child depend on third-party involvement and degree of availability 

(Bronfenbrenner, 2001). This proposition was added to the model due to the rise in single-parent 

households in the 1990s and research suggesting that lone-parent households had behavioural 

and emotional impacts on the developing child. Bronfenbrenner (2001) highlighted that these 

findings are not generalizable to all single-parent households. Studies showed that single-family 

households that had additional support, whether that be friends, community groups, or another 

adult in the home, were beneficial for both child and parent. In addition to parent and child 

support, this proposition highlights the influential research for the Bioecological model 

conducted by Bronfenbrenner and Ceci in 1994 (Bronfenbrenner, 2001). Bronfenbrenner and 

Ceci (1994) discuss the interactions and synergistic effects of both genetics and the 

environment; they state it is through the proximal processes “through which genetic potentials 

for effective psychological functioning are actualized” (p. 568). Highlighting proximal 

processes, including the child’s environments and relationships, has vast implications for 

actualizing genetic potentials, ultimately shaping a child’s developmental competence and 

behaviours (Bronfenbrenner, 2001; Bronfenbrenner and Ceci, 1994).  

Proposition (VII) highlights the importance of the family unit (Bronfenbrenner, 2001). 

The Bioecological Model addresses caregivers, parents, and children, and this proposition notes 
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that parental psychological development is strongly influenced by their child’s overall 

emotional, physical, and behavioural development.  

4.31 PPCT Model: Implications for Child and Family Health 

 Bronfenbrenner’s Bioecological theory is guided by the Process-Person-Context and 

Time (PPCT) model and has influenced the research methodological approach and design 

(Bronfenbrenner, 2001). Within this study, proximal processes were explored and illuminated 

through the lived experiences of children and families living with CHD. The immediate 

environments and interactions experienced by both the child and the caregiver were found to 

shape their unique life courses significantly. Developing a deeper understanding of the complex 

processes that occur within the family unit and across broader systems and environments helped 

address existing gaps in the literature. Although children and families shared the common 

phenomenon of living with CHD, their experiences were all unique. Variations in coping 

mechanisms, emotional responses, and everyday experiences differed depending on the family 

unit, systemic, social, and environmental influences.  

The person, including the child and family, will exhibit varying beliefs, perceptions, and 

behaviours regarding their spatial environment and interactions. These factors influenced child 

health development, as well as family resilience, behaviours, and management while living with 

CHD.  

The context refers to five interconnected systems that shape the ecology of a family’s 

health (Rosa & Tudge, 2013). The inner component of the model consists of the microsystem; 

most direct interactions occur within this domain, which includes the child’s and families’ 

closest relationships and social interactions (Santrock et al., 2020). The second domain is the 

mesosystem, which refers to the connections and relationships between families’ microsystems, 
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such as interactions between home, school and healthcare providers (Santrock et al., 2020). The 

third domain is the exosystem, which includes social settings and structures which the child may 

not participate in directly such as legal services, parental jobs, or media, yet still influence the 

child’s experiences and development (Bronfenbrenner, 1979). The macrosystem refers to 

‘consistency’ among broader community cultural and belief ideologies that shape and influence 

institutions within our environments, and indirectly children and families (Bronfenbrenner, 

1979). The final domain of human ecology is the chronosystem; it is related to time and 

influenced by environmental, sociohistorical, and critical life-course events that can be planned 

or unplanned (Santrock et al., 2020).  

The final component of the PPCT model is the dimension of time, which is further broken 

down into micro, meso, and macro time (Bronfenbrenner & Morris, 2006). Micro time refers to 

the immediate interactions within an individual’s life; it accounts for the continuing experiences 

of proximal processes (Bronfenbrenner & Morris, 2006). Meso time extends beyond the 

immediate day-to-day events to transitions or events that occur over longer periods, including 

weeks or months (Bronfenbrenner & Morris, 2006; DiSanti & Erickson, 2021). This could 

include repeated clinic appointments, follow-up visits or transitions in school. The final aspect 

of macro time encompasses one’s life course, which is influenced by broader societal and 

historical events and can span generations (Bronfenbrenner & Morris, 2006). Macro time 

involves understanding how developmental processes affect large-scale changes across domains 

of human development and broader societal and environmental contexts (Bronfenbrenner & 

Morris, 2006; DiSanti & Erickson, 2021). These may include events like wars, economic 

recessions, pandemics, chronic illness, parental divorce and bereavement.  
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 The multi-level environments and supports are ever-changing for children and families 

living with a critical illness such as CHD. This overarching theoretical model allows for a 

deeper understanding of micro- and macro-environmental and social influences within local 

contexts, helping clarify the factors influencing children and families living with CHD. Systemic 

inequalities and social injustices can be explored by examining various influential domains in 

children’s and families' lives. See Figure 1 below for an adapted version of Bronfenbrenner’s 

Bioecological Model developed for this study, based on Santrock et al. (2020) and foundational 

concepts within Bronfenbrenner’s Bioecological Theory (2001).  

Figure 1 

Adapted Bioecological Model of Human Development  

 
 
 
Note. Figure adapted by the author from Santrock et al. (2020), based on Bronfenbrenner’s 
Bioecological Theory (2001) 
 
4.4 Phenomenology Historical Perspective 

 Phenomenological research emerged at the beginning of the 20th century to deepen 

understanding of consciousness as perceived and experienced by subjects (Solan et al., 2014). 
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Qualitative methodologies aim to explore several forms of the human experience; what sets 

phenomenology apart from other methodologies is that "phenomenology is the study of the 

primal, lived, pre-reflective, pre-predicative meaning of an experience" (van Manen, 2017, p. 

776). Aligning with van Manen, this means phenomenology is concerned with how experiences 

are lived through before they are analyzed or conceptualized, even though in research we work 

with participants' reflective descriptions as a way of accessing and interpreting these pre-

reflective, lived experiences (van Manen, 2017). For example, a parent's immediate and initial 

reaction upon hearing their child's diagnosis is a pre-reflexive experience, which they later 

recount and reflect upon during the interview process. Phenomenology can be used both as a 

research method and as a philosophy (Dowling, 2007). Phenomenological research aims to 

examine participants' reflective texts to further explore and develop the meaningfulness of 

specific human experiences and events; it is the study of essences (van Manen, 2017). Since the 

beginning of the 20th century, phenomenological research has developed with various 

perspectives from different philosophers, all of which focus on a phenomenon experienced by a 

group of participants to aid in developing a deeper understanding of the lived experience 

(LoBiondo-Wood et al., 2018; Solan et al., 2014; van Manen, 2016). Key philosophers include 

Maurice Merleau-Ponty, who expanded phenomenological views to include the role of the body 

in perception and experience (van Manen, 2016). Other philosophers included Jean-Paul Sartre, 

who contributed to existential phenomenology; and Paul Ricoeur, who made significant 

contributions to phenomenology through his work on 'human will' and development of 

hermeneutics, emphasizing the importance of interpretation (van Manen, 2016).  

Although these key individuals added to the knowledge and critical work of 

phenomenology, Edmund Husserl and Martin Heidegger, who will be further discussed below, 



 81 

paved the way for groundbreaking phenomenological movements in the early 20th century (van 

Manen, 2016). Hans-George Gadamer and Max van Manen are also addressed as they were key 

leaders within interpretive (hermeneutic) phenomenology (van Manen, 2016). 

4.41 Edmund Husserl  

Phenomenology has strong ties with the social sciences and was established as a 

philosophical framework by Edmund Husserl, a German philosopher in the 1900s, who sought to 

better understand people's original essence of experience without interpreting them (Patton, 

2015; van Manen, 2017). Although Husserl is known as the founder of phenomenology, other 

figures such as Franz Brentano and Immanuel Kant were instrumental in developing key 

components of phenomenology. Their work provided important philosophical background for 

the later development and  understanding of phenomenology (van Manen, 2016). Husserl 

developed phenomenology as a theoretical lens to offer a different perspective and challenge the 

dominant positivist paradigm and theoretical perspectives of his time, that were often rooted in 

'Cartesian philosophy' (Sloan et al., 2014). Epistemologically, Cartesian philosophy is grounded 

in deductive reasoning to ensure clear findings which are beyond any doubt (van Manen, 2016). 

In his early works Husserl's expressed the belief that phenomenology is a rigorous science. He 

was motivated by the idea that his work would lead to absolute truth or science beyond dispute 

(van Manen, 2016). Husserl's original descriptive phenomenology is also known as 

transcendental phenomenology (Sloan et al., 2014). Husserl believed in the rigorous science of 

phenomenology; he held that phenomenology is the study of how knowledge comes to be, which 

is uncovered through an individual's consciousness (van Manen, 2016). Husserl understood 

individuals' lived experiences as new knowledge gained through a non-biased and objective lens 

(Racher & Robinson, 2003). Husserl's descriptive phenomenology focused on a particular 
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phenomenon and they appear in participant's consciousness, within the context of their real-

world experiences, which aid in developing a deeper, enriched understanding of their lived 

reality (Sloan et al., 2014). Husserl "defines phenomenology as a descriptive philosophy of the 

essences of pure experiences. He aims to capture experiences, without interpreting, explaining, 

or theorizing" (van Manen, 2016, p. 89). To achieve his aims of descriptive phenomenology, 

Husserl introduced the core principles of epoché, also known as bracketing, and reduction, as 

foundational methods within phenomenology (van Manen, 2016). Husserl's bracketing approach 

is usually the first step in research. It holds the researcher accountable for putting aside personal 

experiences or beliefs about the phenomena under study so that they do not affect the data 

collection and description process (Patton, 2015; van Manen, 2016). Reduction remains a key 

component across various forms of phenomenology. It refers to the process of repeatably 

returning to the descriptions of their lived experience and focusing on their essential structures 

(van Manen, 2016). Through this process of uncovering the essential structures of consciousness 

and experience, reduction allows new phenomenological meanings to be illuminated (van 

Manen, 2016).  Together, epoché and reduction will enable the meaning of a phenomenon under 

study to be discovered (van Manen, 2016) 

4.42 Martin Heidegger 

Heidegger was a 20th-century German philosopher who continued the development of 

phenomenology as a methodology. He "applied hermeneutics as a research method founded on 

the ontological thesis that lived experience is an interpretive process" (Racher & Robinson, 2003, 

p. 472). As such, and compared to Husserl's epistemological emphasis, Heidegger's approach to 

phenomenology focused on the study of 'being' (van Manen & van Manen, 2021). A key 

difference between Husserl and Heidegger's phenomenological approach lies in their beliefs 
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about 'reduction' and 'bracketing': where Husserl believed it to be possible for the researcher to 

remain objective in their analysis, Heidegger held that the researcher cannot separate data 

description from the analysis and interpretation of data (Parahoo, 1997). Where Husserl believed 

it to be possible to uncover the essential structures of consciousness and experience, Heidegger 

disagreed. In his hermeneutic approach to reduction, Heidegger recognizes that omitting one's 

pre-understanding or past experiences is not possible; therefore, the researcher must engage with 

critical self-reflection, openness, and reflexivity throughout the process (van Manen, 2016). 

Reflectivity remains a fundamental principle in hermeneutic phenomenology. It can enrich data 

and theme interpretation when the researcher is conscious and reflective throughout the research 

design, questioning, and overall process (Solan et al., 2014).  

4.43 Gadamer 

 Hans-George Gadamer was a German philosopher who studied under Martin Heidegger 

(van Manen, 2016). Although Heidegger paved the foundations for hermeneutics, Gadamer's 

work was key in developing the philosophical movement for hermeneutic phenomenology (van 

Manen, 2016). The work of Gadamer and Ricoeur, which preceded Max van Manen in the 

1990s, remain key historical influences within hermeneutic phenomenology (Sloan et al., 2014; 

Streubert & Carpenter, 2011). The hermeneutic approach moves beyond the interpretation of 

data to include perspectives from both historical and cultural contexts, which provide a deeper 

understanding of their socially constructed worldview (LoBiondo-Wood et al., 2018; Solan et al., 

2014; van Manen, 2007). Hermeneutic phenomenology is focused on a particular phenomenon, 

though it differs from Husserl's descriptive approach in that the researcher interprets the 

participant's lived experience, co-constructed with the research participants (Creswell and Poth, 

2018; LoBiondo-Wood et al., 2018). Gadamer believed that through understanding our 
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prejudices, we, as researchers, can make sense of the world (Koch, 1999). If researchers 

understand their own prejudices through critical self-consciousness and the broader impacts of 

social, gender and cultural factors, intellectual dialogue is enabled (Koch, 1999). Gadamer 

further developed the concepts within the hermeneutic circle to ensure researchers revisit 

discussions and feedback with study participants (Fleming et al., 2003).  

4.44 Max van Manen  

Max van Manen is a Dutch-Canadian researcher who has become a prominent leader in 

hermeneutic phenomenology. Max van Manen believed that the foundations of phenomenology 

are practical and, therefore, believes that hermetic phenomenology can be applied across various 

disciplines, including nursing (Errasti‐Ibarrondo et al., 2019). Max van Manen's hermeneutic 

phenomenology combines both the historical aspects of descriptive and interpretive 

phenomenology in that the interpretive element includes the description of the phenomena 

(Dowling, 2007). In congruence with Heidegger, van Manen does not follow Husserl's approach 

to 'bracketing.' Van Manen holds that the researcher cannot put aside what is already known or 

forget past experiences (Dowling, 2007; van Manen, 2007). Rather, van Manen acknowledged 

that he had assumptions and preunderstandings, noting that: 

"It is better to make explicit our understandings, beliefs, biases, assumptions, 

presuppositions, and theories. We try to come to terms with our assumptions, not to 

forget them, but rather to hold them deliberately at bay and even to turn this knowledge 

against itself, as it were, thereby exposing its shallow or concealing character" (van 

Manen, 2007, p. 47).   

van Manen's approach to hermeneutic reduction center on openness (Heinonen, 2015; 

van Manen, 2007). He believes that as researchers, that we can't ignore our preunderstanding and 
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biases but should acknowledge them, and practice critical self-reflection to deepen our 

understanding of the phenomena we explore (Heinonen, 2015; van Manen, 2007).  

Van Manen lists six steps for the research process, including: (1) turning to the nature of 

the lived experience, (2) investigating experience as we live it, (3) engage in phenomenological 

reflection, which includes isolating themes and revealing themes among lifeworld descriptions, 

(4) engaging in the phenomenological art of writing by writing and rewriting, (5) maintain a 

strong and orientated relation to the phenomena and (6) balancing the research context by 

considering both parts and the whole (Streubert & Carpenter, 2011; van Manen, 2007). This 

framework provides researchers with a guide to ensure appropriate steps within the hermeneutic-

phenomenological approach are undertaken throughout the research process.  

Hermeneutic phenomenology, according to Van Manen (2007), incorporates four 

fundamental existential themes as aids throughout the research process. They encompass the 

"lifeworld of all begins, regardless of their historical, cultural or social situatedness" (p. 101). 

These four existential themes guide phenomenological researchers in their writing, reflection, 

and analysis (Dowling, 2007). The four existential themes are "lived space (spatiality), lived 

body (corporeality), lived time (temporality), and lived human relation (relationality or 

communality)" (van Manen, 2007, p. 101). The first existential of lived space refers to felt space; 

it is often preverbal and has significant implications for how individuals feel (van Manen, 2007). 

Lived body refers to an individual's physical being and bodily presence in the world (Rich et al., 

2013; van Manen, 2007). Lived time is subjective and understood by one's experience (Rich et 

al., 2013; van Manen, 2007). "The way we feel can influence how we experience time and 

moments, and conversely, constraints, freedoms, and demands placed by time can also affect 

how we feel" (Rich et al., 2013, p. 12). The final existential is lived other (human relation); this 
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relates to the relationships and experiences individuals have with those around them within their 

lifeworld (Heinonen, 2015; Rich et al., 2013; van Manen, 2007). Although the four existentials 

can be described and interpreted as separate lifeworld existentials, they cannot be separated as 

they interrelate to form the lifeworld in which humans exist (van Manen, 2007).  

4.5 Phenomenology of Practice: Implications for Child and Family Health 

This research was underpinned by Bronfenbrenner's Bioecological Theory and van 

Manen's hermeneutic-phenomenological approach. Together, the theoretical model and 

methodological approach enabled the research questions to extend beyond the individual and 

their immediate microsystem to consider the broader environmental contexts and temporal 

dimensions shaping the lived experiences of children and families living with CHD. 

As the research activities were dynamic and characterized by continuous interplay across 

each step, reflexivity remained central throughout the research process. I engaged in ongoing 

reflective practice, supported by critical self-awareness and the use of field notes and a reflective 

journal. For example, I documented my emotional responses (such as sadness or anxiousness 

when parents described receiving the diagnosis), my emerging assumptions (for instance, all 

families would experience challenges or frustrations within the system), and reflections on how 

these reactions may have shaped my questioning and interpretation of the participant's narrative. 

Returning to the entries during analysis was particularly valuable, as it prompted me to examine 

when I might be drawing on my personal and professional experience and to guard against 

imposing these assumptions within the stories of children and families. Navigating this was 

especially challenging while I was pregnant and in the early months of motherhood with a 

newborn; I became acutely aware of the need to distinguish my own feelings from those 

expressed by parents and from interpretations of their accounts. In addition, I used the 
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observational tool during and after each interview to record details about the environment and 

interactional dynamics (e.g., signs of distress, ease, home environment, and verbal and nonverbal 

responses). These notes also became an important resource during analysis, alongside the 

transcripts and audio recordings. I would frequently return to them, re-reading my notes, 

observations, and transcripts, and re-listening to the interview audio recordings. This helped me 

to situate myself within the research encounters and consider how the context of each interview 

influenced the generation and interpretation of the data. These practices were fundamental across 

all phases of the study, drawing on Van Manen's (2007) steps: (1) turning to the nature of the 

lived experience; (2) investigating experience as we live it. Van Manen’s remaining research 

activities will be discussed in detail within the following methods section.  

Utilizing the Bioecological theory and the selected methodological approach, this study 

explored the unique lived experiences of children with CHD and their families living in NWO by 

examining the intersecting layers that shaped their realities. The data illuminated the essence of 

the lived experiences through in-depth interviews with children and parents. The findings will 

inform health policy, support health practice considerations, and advance health system 

transformation in Northern Ontario.  

The methodological approach of hermeneutic phenomenology focuses on the individual's 

lived experiences and gaining a deeper understanding of the subjective and personal life events 

within their worldview, which is socially constructed from their cultural and historical context 

(Giacomini, 2010; Solan et al., 2014). Van Manen's lifeworld existentials guided the research 

process, specifically during research reflection (van Manen, 2007). Within the existential of lived 

space, van Manen (2007) describes how "children probably experience space in a different 

modality than adults" (p. 103). Drawing on this idea, both the draw-and-tell method and 
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qualitative interviews with Children living with CHD were planned (Angell et al., 2015; 

Goodwin et al., 2023; Søndergaard & Reventlow, 2019). However, there was minimal uptake 

among the children during interviews for the draw-and-tell methods. Although this represented a 

limitation, interviews with both parents and children provided rich, experiential accounts that 

illuminated diverse experiences (van Manen, 2007). 

Lived space emerged as a central component of this research. This is significant. As 

noted in the literature review, there is a gap in understanding and research focusing on children's 

and families' experiences living with CHD in rural, remote and northern regions. The concept of 

their lived environment was fundamental to understanding the complex world in which they live. 

Van Manen (2007) also noted the differences between children's and adults' experiences of lived 

time and body. Within this study, these differences were also true for lived others as children's 

relationships and conversations vary depending on their developmental age and stage, which is 

further impacted by their illness. Collectively, the four lifeworld existentials were influential in 

deepening understanding of children and their families living with CHD in NWO.  

Findings from this study highlighted that healthcare challenges were often compounded 

by geographical context (Campbell et al., 2019). Gaining a deeper understanding of the barriers 

and challenges faced by parents concerning the health and development of their child with CHD 

contributes to informing health policy and practice. Central to this work was providing a voice to 

children and their parents, who are often underrepresented in Canada's current societal structures 

and political ideologies. 

The theoretical framework of the Bioecological theory and the chosen phenomenological 

methodology utilized in this study acknowledge the social, cultural, political, and environmental 

factors that impact and shape the subject's construction of their current reality and lived 
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experience (Bronfenbrenner, 2001; Patton, 2015). The discourse around health care structure and 

access for children and families living in NWO's rural, remote, and northern regions was 

highlighted in the findings through critical inquiry into power differentials and their influence on 

children's and families' constructions and perspectives of their reality (Patton, 2015). 
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5.0 Chapter Five: Research Methods 

Chapter 5 describes the research methods used within the study to better understand the 

experiences and perceptions of children and families living with CHD in Northwestern Ontario.  

The research methods were underpinned by Bronfenbrenner's Bioecological theory and Van 

Manen's phenomenological design and supported by the core principles of the TCPS 2 

(Government of Canada, 2022a). In this chapter, I outlined the study design, research setting, 

participants, sampling and recruitment, and the data collection methods used. 

5.1 Research Setting 

 As outlined in chapter 1, this study was situated within the broader geographic and 

healthcare contexts of Thunder Bay and Northwestern Ontario. Families in this region often 

navigate long distances limited local subspecialty services and referral pathways to southern 

tertiary centres for pediatric cardiac services. More specifically, the immediate research setting 

was situated within the context of the Thunder Bay Regional Health Sciences Center (TBRHSC) 

paediatric cardiology clinic. Families are seen at the clinic while navigating their ongoing care 

and remains a central point of local care access. The setting is important as it reflects a layered 

and complex web of care that families have to navigate in Northwestern Ontario. This is due to 

the fact that local services are intertwined with various points of care often spread out across the 

province.  

5.2 Ethical Considerations 

Ethical considerations include concepts already discussed, such as positionality, 

reflexivity, transparency, and trustworthiness throughout the research process (Creswell and 

Poth, 2018; Tracy, 2006). As a Ph.D. student at Lakehead University, procedural ethics was first 

sought through the Lakehead University Research Ethics Board (REB), which referred the study 
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for ethical approval to the TBRHSC research office. It was through TBRHSC that ethical 

approval was granted.  

Following the principles of TCPS 2, all participants were provided with detailed 

information about the study, including its purpose, potential risks and benefits (Government of 

Canada, 2022a). All participants were made aware of the time commitment and resources 

required for the research project to make an informed decision before signing consent (Creswell 

and Poth, 2018; Government of Canada, 2022a). Participants were also informed that their 

child's pediatrician would not be made aware of their decision to partake or not in this study and 

that their participation or choice not to participate would have no impact on their child's current 

or future care. 

All participants were informed that their consent was voluntary and that they could 

withdraw from the study or end the interview at any time during the research process 

(Government of Canada, 2022a; Tracy, 2006). Participants were also informed, and the 

researcher ensured, that their identity would be kept confidential throughout the research process, 

including the dissemination of the research findings (Government of Canada, 2022a).  

In accordance with procedural ethics, participants were informed of the potential risks of 

the research study, including the minimal risk of emotional distress (Government of Canada, 

2022a; Tracy, 2006). The researcher was to maintain respect for human dignity in the event of 

such distress, including stopping the interview if requested and directing participants to their 

primary healthcare provider. Fortunately, this never occurred during the research process.  

This research was completed in kind, with no conflicts of interest to disclose. The 

participants were informed of the study's intent, which was to provide a voice to children and 

families living with CHD, as part of my doctoral work. Participants were given a small gratuity 
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for their time in the study. Per the TCPS 2 (2022) guidelines, this incentive does not intend to 

exert undue influence on the potential participant; the $60 sum was appropriate, as it is for the 

whole family unit (Government of Canada, 2022a).  

During my PhD, key ethical considerations for writing and knowledge translation were 

reviewed using tools such as the Canadian Institutes of Health Research (2012) Guide to 

Knowledge Translation and compliance with REB approval, which follows the tenets of the Tri-

Council (Government of Canada, 2022a). A clear knowledge translation plan was included in the 

research REB submission, with target audiences considered throughout the research process to 

ensure appropriate knowledge translation tools (Bowen & Graham, 2013; CIHR, 2012). The 

research findings will be first disseminated to the research participants for review before being 

shared with professional nursing bodies, the academic community, and conferences to help 

inform the political agenda. A clear knowledge translation plan will follow in Chapter 8.   

 The anonymity of the taped data was ensured by removing direct identifiers. All research 

data, including transcripts, consent forms and audio recording devices, are securely stored in a 

locked cabinet in the office of the primary investigator (A. Dampier) for seven years, in 

accordance with Lakehead University's ethics policy. After seven years post-project completion, 

and in line with Lakehead University’s and TBRHSC ethics policy, all raw data stored as 

encrypted computer files will be deleted, and paper copies will be shredded. 

Consent for this research project adhered to the TCPS 2 (2022) articles 3.3 and 3.9.  

Article 3.3 states that consent shall be an ongoing process and that, especially in cases involving 

children, the researcher should continue to seek the child's assent (Government of Canada, 

2022a). Article 3.9 addresses individuals who lack the capacity to decide for themselves 

(Government of Canada, 2022a). To ensure Article 3.9 conditions were met, this research project 
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involved children and their parents in all decision-making processes (Government of Canada, 

2022a). The researcher also ensured that the research project had minimal risk and minimal 

burden on the children participating in this study (Government of Canada, 2022a). 

The intent of the research project is not to highlight the characteristics of Indigenous 

people; therefore, this study adhered to Article 9.2, listed example 7 (Government of Canada, 

2022a). In practical terms, this meant I did not purposefully sample on the basis of participants' 

self-identification as Indigenous, and that cultural data was not collected as part of the 

demographic questionnaire. However, if a participant self-identified as Indigenous during data 

collection, the researcher was to inquire if culturally appropriate assistance was needed within 

the research project (Government of Canada, 2022a). Although the study does not specifically 

target Indigenous populations, the researcher recognized that the sample may include some 

Indigenous children and families, given the study’s geographic area (Government of Canada, 

2022a).  During the study, no participants self-identified as Indigenous.  

5.21 Family Consent  

For the parents enrolled in this study, informed consent forms were emailed at least one 

week before the interviews. Please refer to Appendix G to view the parent information and 

consent form. If their child was also participating, a separate consent form for the child was also 

provided. This allowed families time to review, ask questions, or address any concerns about the 

study. Once signed, the participants returned the signed consents to the researcher via email, fax, 

or mail. Prior to conducting the interviews, the researcher's written permission was always 

reviewed with both the child and family participants for final verbal confirmation. The researcher 

also reiterated participants’ rights and allowed time to address any additional questions about the 

study.  
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5.22 Child Consent  

From an ethical standpoint, vulnerability is considered a spectrum and research 

participants all exist somewhere on that spectrum depending on the nature and context of the 

research itself. As there is no age of consent for research in Canada, consideration must be given 

to the child and their decision-making capacity regarding the research for consent (Government 

of Canada, 2022a). In this study, children underwent a two-phase consent process. First, parents 

were asked whether they consented to their child’s involvement in the study. When consent was 

granted, as previously stated, they were provided with an age-appropriate consent form to review 

and sign at least 1 week before the interviews. The second phase involved the child's assent, 

which included verbal and/or signed consent from the child participant, depending on their 

developmental stage. As previously mentioned, the study included a script for research assent for 

children, tailored to the child’s level of understanding, which guided this process. For some 

children who were unable to sign their name, there was also a simple ‘yes’ or ‘no’ selection box 

for them to mark. Please refer to Appendix F for the child assent documents. The researcher did 

not involve the child as a participant in the study if the parents or legal guardian did not approve.   

5.3 Recruitment  

A purposive recruitment approach was used to recruit participants who could provide an 

in-depth, rich understanding of the phenomena under study (Creswell and Poth, 2018; Patton, 

2015; Streubert & Carpenter, 2011). Participants were offered a small token, either cash or a 

grocery gift worth $60, to acknowledge the time and effort they provided for the research 

project. Following ethical approval, recruitment was conducted through multiple avenues. 

Participants were recruited from organizations located in Thunder Bay through the methods 

described below.  
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Laminated posters (see Appendix D) were displayed in several community and health 

care settings, including the paediatric and POP unit at TBRHSC, Children's Center Thunder Bay, 

and Thunder Bay District Health Unit. Posters provided information about the project and 

contact details for potential participants. The poster was also advertised and shared on social 

media platforms such as Instagram and Facebook.  

Snowball recruitment was also used; participants were invited to share study information 

with other eligible families (Creswell and Poth, 2018). Specifically, the study's poster was shared 

by families in NWO via Facebook groups supporting children living with chronic illness. This 

was helpful because these online groups only allowed certain members, so families who saw the 

poster reached out to ask if they could share.  

Clinical leaders were instrumental ‘gatekeepers’ within the recruitment process. Dr. 

Bruni, A. Halverson & C. Edwards, along with other nurses from the Pediatric and POP units, 

generated a list of potential participants and mailed invitations on my behalf. Please refer to 

Appendix E to view the participant information letter. This ensured the research study adhered to 

section 44 (6) of the Personal Health Information Protection Act, as the researcher cannot access 

personal health information or contact potential participants directly (Ontario Government, 

2022). The information letters instructed potential participants to contact the researcher for more 

information about the study. The nurses working on the POP unit were also used as 'gatekeepers' 

within the study. During discharge teaching, nurses informed potential participants about the 

study and provided their contact information (Creswell and Poth, 2018).  

5.4 Participants Demographics and Characteristics  

Participant inclusion criteria were families with children between the ages of newborn 

and 17 years with a primary diagnosis of CHD, ranging from mild to severe. Eligible participants 



 96 

included families and children seen in the paediatric outpatient (POP) clinic or referred to a 

paediatric cardiologist and on file at the POP TBRHSC. Additional participants were recruited 

through posters placed at various community organizations and through online social media 

platforms. All participating families had to reside within NWO and speak English.   

For this study, the term ‘family' consists of the child diagnosed with CHD and their 

parents and or caregivers. There are several gaps within the literature around children with CHD 

and their families living in northern, rural and remote regions, especially within the local context 

of now. To narrow the focus and ensure an in-depth and rich understanding of the participants' 

experiences, I chose to focus on children and their parents living with CHD and not include the 

siblings of the children living with CHD. Following recruitment, the final participants comprised 

14 families (27 participants) and will be discussed in detail in the following chapter. 

5.5 Data Collection Tools 

 To address the research questions, data collection was initially designed as a three-

pronged approach that included interviews, 'draw and tell,' and field notes. During this process, 

data was collected through semi-structured interviews with children and their families, along 

with field notes. Interviews provided rich, unique, and individualized data (Creswell & Poth, 

2018; Ravitch & Carl, 2016).  

The 'Draw and tell' method was originally proposed as a child-centred approach to 

support younger children’s participation by inviting them to draw what they consider a 

significant event or experience from their lifeworld (Søndergaard & Reventlow, 2019). This 

demonstrates an age-appropriate, fun, and engaging method in peadiatric research (Driessnack, 

2006; Martin, 2019; Søndergaard & Reventlow, 2019; Rollins, 2005). In this study, “draw and 

tell” was incorporated as an optional activity to facilitate expression among younger children. 
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However, while attempting the method, it had little uptake among the children, with only one 

participant being successful during data collection. The limitations of this will be addressed 

below.  

5.6 Interview Guide: Piaget's Theory of Cognitive Development 

Piaget's Theory of Cognitive Development (CDT) informed the creation of the interview 

guide and child research assent scripts used during interviews with the participating children. 

The interview guides were developed with age-appropriate language and questions, including 

prompts and probes underpinned by Piaget's Theory to ensure the children's cognitive level is 

met (see Appendix C). The ages and stages, according to Piaget, included pre-operational ages 4-

7, concrete operations ages 7-11 and formal operations ages 11-16 (Keenan-Lindsay et al., 

2022). 

Guided by Piaget's CDT and informed by my nursing knowledge and skills, I assessed 

each child’s developmental level during my initial interaction to guide the selection of the 

appropriate interview approach. Piaget's CDT and the correlating assessment are outlined in 

Table 1 below. The child's overall cognitive level and skills were not measured within this study. 

Piaget's theory was used in this study only to facilitate age-appropriate conversations.  

Table 1 

Piaget’s Developmental Stages and Assessments  

Cognitive 
Development (Piaget) 

Language & Cognition  Assessment  

Pre-operational (2-7 
years) 
 

Age 4: Has a word vocabulary of 
1500 words or more, can use 
sentences of four or five words, 
names one or more colours, 
comprehends analogies, such as "if 
ice is cold, fire is?", understands 
time better in terms of sequence of 
daily events, may count correct yet 

Age 4: Ask the child to: 
àSay how they feel to assess 
their use of words within 
sentences (at least four or 
five).  
àFinish this statement: "If 
ice is cold, fire is?" 
à Sing a simple song.  
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poor mathematical concept of 
numbers, knows simple songs. 
 
Age 5: Has a vocabulary of 2100 
words, uses sentences of six to 
eight words, with all parts of 
speech, names coins, names four or 
more colours, describes pictures 
with comments and elaboration, 
knows days of week, month, and 
other time associated words, can 
follow three commands in 
succession, knows composition 
objects such as an "a shoe is made 
of?", uses time orientated words 
with increase understanding.  
 
Age 6: Develops concept of 
numbers, able to count 13 pennies, 
describes objects in a picture rather 
than counting them, understands 
time and timing in the day, e.g. 
morning or afternoon, obeys three 
commands in succession  
 
Age 7: Can accurately copy a 
diamond, repeats three numbers 
backward, develops the concept of 
time, can read a watch or clock 

 
 
 
Age 5: Ask the child to: 
àName coins, e.g. nickel, 
dime 
à List four or more of their 
favourite colour  
à say what day it is, month 
or year. 
à to follow three commands 
in a row following the game 
of 'Simon says.' 
 
 
 
 
Age 6: Ask the child to: 
àAsk what day it is and 
what time of day, e.g., 
morning/afternoon  
à To follow three commands 
in a row following the game 
of 'Simon Says 
 
Age 7: Ask the child to: 
à Repeat numbers 
backwards e.g.3,2,1 
àState the time when asked.  
 

Concrete operations 
(7-11years) 

Age 8-9: Counts backwards from 
20 to 1, repeats days of the week 
and months in order; knows the 
date; describes common objects in 
detail, not just their use; more 
aware of time can be relied on to 
get to school on time, produces 
simple painting or drawings, 
understands concepts of space, 
cause and effect and conservation 
(permanence of mass and volume) 
 
Age 10-11: Can write brief stories, 
read for practical information or 
enjoyment, and write short letters to 
friends and family. 

Age 8-9: Ask the child to: 
àRepeat numbers backwards 
from 20-1 
àRepeat the days of the 
week, list five consecutive 
months and state the current 
date, including year. 
àAsk the child to draw a 
clock.  
 
 
 
Age 10-11: Ask the child to 
describe the following task 
(testing the child's ability to 
conserve)  
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à Show the child two 
identical sheets of paper with 
the same number of stamps 
and the same amount of 
uncovered space; the 
researcher will rearrange the 
stamps on one sheet of paper 

àThe child should 
recognize that the 
amount of uncovered 
area remains the same 
on each sheet.  

Formal Operations 
(11- 15 years) 

Ages 12-15: Develops capacity for 
abstract thinking, increasing ability 
of scientific reasoning and formal 
logic, has the capacity to think 
beyond the present without having 
to focus on the immediate situation, 
e.g., plan for college, occupational 
possibilities, relationships, and 
consequences of their decisions, 
e.g. dropping out of school.   

Ages 12-15: To assess 
abstract and logical thinking, 
the child could be asked to 
answer the following 
questions. 
à What would happen if 
there was no gravity on earth? 
àIf I gave you X number of 
candies and your parents x 
number how many candies 
did I give out in total?  

 
(Keenan-Lindsay et al., 2022) 

 

5.7 Data Collection Methods & Process  

Once ethical approval from the TBRHSC ethics board was obtained, data was collected 

from March 2024 until June 2025.   

5.71 Interviews 

Following initial contact, interested participants were screened for eligibility to ensure 

they met the inclusion criteria. Once eligibility was confirmed, detailed information about the 

study was provided to participants to ensure an informed decision and to obtain informed consent 

from parents and/or caregivers. This process also occurred for the children who participated in 

this study, yet it was tailored to an age-appropriate literacy level for understanding. Please see 

Appendix F for the child assent scripts, tailored to the pre-operational, concrete, and formal 
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operations stages of development. Assent was attained from all children who participated in the 

study.  

Data was collected through semi-structured interviews with children diagnosed with 

CHD and their parents/caregivers, alongside the use of field notes. Semi-structured interviews 

ensured that questions were tailored to the research while allowing for a conversational approach 

(Ravitch & Carl, 2016). As previously discussed, interview guides were developed, consisting of 

open-ended questions with prompts and probes to engage participants in discussion and develop 

a deeper understanding of children's and families' experiences (Ravitch & Carl, 2016).  

The use of both in-person and virtual settings for interviews reflects the geographically 

dispersed nature of this population. As such, the research was conducted across multiple settings, 

including participants' homes, the researcher’s office at Lakehead University, the Zoom virtual 

platform, and, at the request of one family, a local park. To support participants’ participation 

and needs, each family was asked which environment would be most comfortable and best suited 

to their busy lives and schedules. Often, families were juggling many commitments in their lives, 

including work and family needs, and other challenges would arise, such as illness, so interviews 

were scheduled and rescheduled outside of work hours, including evenings and weekends. This 

ensured a family-centred approach.  

Van Manen (2007) addresses the difficulty in engaging in conversation when 

interviewing children and states: 

 To gain access to the experiences of young children, it may be important to play with 

them, talk with them, puppeteer, paint, draw, follow them into their play spaces and into 

the things they do while you remain attentively aware of the way it is for children (p. 68).  
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 As previously shared the method of ‘draw and tell’ was attempted but used only by one 

child participant. However, I always brought paper and crayons and asked children if they 

wanted to colour or draw before we began our interview. I also took the time to ask simple non-

health or interview-based questions beforehand, such as what they like to do for fun, favourite 

games, or about their pets, to help them feel more relaxed and comfortable. I would try to follow 

their lead on conversations and ask questions about their described interests. In some cases, 

children and teenagers, whether at the park, in my office, or at their home, would show me their 

favourite toys, books or artwork. In some of the child participants’ homes, we would spend the 

first half an hour playing with their family pets. This again helped create a safe and comforting 

space for the child.  

 Conducting interviews in participants' homes created a relational, comfortable 

environment, where the researcher gained an intimate glimpse into the families' lived spaces and 

the relationships within them. Interviews conducted within the researcher's office, although not a 

reflection of the participants' daily home environment, provide a private and neutral space which 

allowed for relational engagement and open dialogue. The Zoom online platform was mainly 

used by families living outside Thunder Bay’s city limits, offering a flexible option for busy 

families and families geographically dispersed. Finally, one family used a park's open space for 

interviews. This was unique, as the whole family came to the park to play while the interviews 

were being conducted. It allowed the researcher to observe the families’ dynamics and 

interactions throughout the process, in a ‘fun’ environment outside the family home.  

Parent interviews ranged from 40 minutes to over 1 hour. Children’s interviews were 

significantly shorter, ranging from 5 to 32 minutes. It is important to note that 2 interviews were 
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short in time (around 5 minutes) and will be discussed in the limitations. The majority of child 

interviews were 15-20 minutes on average.  

The interviews were audiotaped and transcribed verbatim. Data collected and all 

transcribed interviews were stripped of any links to personal identification, direct identifiers. 

Participants were given a name of “transcript #’ to ensure all data is nonidentifiable and kept 

confidential (Creswell and Poth, 2018). No information from the electronic medical record 

(EMR)  was obtained, although family demographics were collected at the end of each interview. 

Once all transcripts were reviewed and analysis was completed. I sent follow-up emails to 

participants to confirm any missing demographic information.  

During the interview process, I paid attention to participants’ behaviours, emotional 

expressions, body language, physical appearance, family dynamics, and physical environment, 

and made field notes about these observations during and after the interviews as described next. 

5.72 Field Notes 

Field notes were taken during and immediately following each interview using an 

observational tool (see Appendix G) to support rich, contextualized and detailed descriptions. 

The observational tool was adapted from Creswell and Poth (2018) and Rollins (2005). Field 

notes also included reflexive observations that sought to capture the research participants' 

responses and reactions throughout the process. During these very emotional and often heavy 

interviews, I intentionally slowed the questioning pace and allowed pauses in the conversation. 

When appropriate, I built in brief periods for participants to sit with a question and reflect on 

their experiences, allowing them to respond in their own time. Ongoing reflection on my role 

within the research process supported continued reflexivity. In line with van Manen, experiential 
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anecdotes recorded in my field notes from child participants allowed for a deeper understanding 

of their lived meanings and experiences (van Manen, 2007).  

5.8 Data Analysis  

Data were analyzed using Van Manen's hermeneutic-phenomenological approach (van 

Manen, 2007). The analysis was an ongoing and interactive process (Miles et al., 2020). van 

Manen's six research steps were engaged throughout the study as part of the dynamic, interactive 

hermeneutic circle, and the final steps underpinned the research’s analytical process. These 

research steps include (3) engage in phenomenological reflection, which includes isolating 

themes and revealing themes among lifeworld descriptions, (4) engaging in the 

phenomenological art of writing by writing and re-writing, (5) maintain a strong and orientated 

relation to the phenomena, and (6) balancing the research context by considering parts and whole 

(Streubert & Carpenter, 2011; van Manen, 2007). I have addressed each step separately below, 

yet it is important to note that this interactive process was not linear, rather it involved a 

continual back-and-forth movement throughout the analysis.  

The research study's aims were two-fold: it explored the lifeworld experiences of children 

diagnosed with CHD and to understand the experience of their families. As such, parent and 

child interview data were analyzed separately. Parent transcripts were analyzed first and then the 

child transcripts. This allowed for an in-depth understanding of the family as a whole while also 

interpreting parents and children as distinct sources of experiential meaning. 

In line with van Manen’s third step, analysis began with immersion into the data to gain 

familiarity. This was achieved through repeated readings of all interview parent and child 

transcripts and field notes. I also re-listened to the audio recordings to help recall the tone of the 

participant’s voice and the interview environment. During the initial readings and listening to 
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recordings, I approached the transcripts openly, seeking an overall sense of each participant's 

experiences rather than isolating themes at this time. I made brief notes on both paper and NVivo 

to capture early impressions and initial reactions. These early notes documented key phrases and 

emotional responses that appeared significant (Oorsouw et al., 2022; van Manen, 2007). These 

early detailed notes helped inform later emergent themes, which were grouped into clusters of 

experiential meaning (Oorsouw et al., 2022). 

Van Manen (2007) suggests three analytical approaches to isolate thematic statements; 1. 

the wholistic or sententious approach, 2. The detailed or line-by-line approach, and 3. The 

selective or highlighting approach to uncovering the phenomena under study. Throughout this 

process, NVivo supported organization and continued engagement with the data. NVivo was 

used from the beginning stages throughout the analysis to provide descriptive labels and then 

further group meaningful clusters together, keeping track of recurrent experiential descriptions. 

This allowed me to keep track of these descriptions, keywords, feelings, and phrases across 

transcripts and capture my evolving interpretations of the lifeworld existentials of children and 

parents.  

Following the initial immersion in the data, I used the line-by-line approach, reviewing 

and reflecting on both the child and parent transcripts in detail. After each sentence or line, the 

researcher asks, "What does this reveal about the phenomena under study?" (van Maen 2007). 

After this, an initial set of key meaningful descriptive labels was identified that illuminated the 

experiences of children diagnosed with CHD and their parents caring for them in rural, remote, 

and northern areas of NWO. During the initial analytical phase in NVivo, the parents’ transcripts 

generated over 500 meaningful descriptive labels, while the child transcripts generated just over 

200.  
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This line-by-line approach was repeated twice more, each time supporting deeper 

reflection of thematic meanings as a whole. The second review allowed for greater depth of 

meaning and understanding, and 17 overarching themes began to take shape, each with its own 

subthemes. During the final review within NVivo, these 17 overarching themes were retained, 

while the many subthemes and similar descriptive labels within them were further refined, 

combined or renamed. This enabled a more comprehensive reflection on participants’ lived 

experiences. 

From here I moved into Van Manen’s step 4, the phenomenological art of writing and 

rewriting, which underpinned the analytical process. I began writing and clustering related 

themes together, continually circling back to my research questions. This process took many 

months of writing, rewriting, and involved multiple drawings and visual maps to piece together 

the core essential structures of the phenomenon. Many of the core themes overlapped, and the 

existential structures of lived body, lived time, lived space, and lived relations were also deeply 

interconnected, so considerable reflection was completed to ensure the essential core structures 

were illuminated. Through this in-depth process, the essential structures of the phenomena began 

to take shape, finally illuminating the core overarching theme and the structures that will be 

discussed in the findings section. 

The essence or meaning of a particular phenomenon is described by van Manen (2007) as 

'multi-dimensional’. He emphasizes that making meaning from human experience is not simple; 

it involves complex layers, necessitating the researcher to continually engage in writing and 

reflection to understand meaning (van Manen, 2007). As the researcher, I employed continual 

phenomenological reflection, openness, and engagement with the data to ensure the meaning and 

themes of the lived experience of children and families were 'reflectively analyzed' (van Manen, 
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2007). As stated above, this was done through an interactive process of moving back and forth 

between the transcripts, field notes, audio recordings and written reflections. I also continued to 

write and rewrite ongoing reflections, notes on the data, and transcripts. This allowed deeper 

meaning to unfold throughout the analysis.  

In relation to step 5, maintaining a strong, orienting relation to the phenomena, I 

remained focused on the central purpose of the study throughout the analytic process. This 

involved frequently reflecting on the research questions to ensure I stayed focused and grounded 

on the participants’ lived experiences. Bronfenbrenner’s Bioecological model and van Manen’s 

key lifeworld existential were used as guiding lenses to support reflection and interpretation 

within the broader contextual dimensions of participants’ experiences. This includes integrating 

micro-, meso-, and macro-level influences with the four-lifeworld existential (Rich et al., 2013; 

van Manen, 2007; Wiersman & Dupuis, 2010). I regularly returned to these lenses when 

interpreting thematic clusters, this was done through frequently revisiting the research questions 

which were formulated based on Bronfenbrenner's Bioecological systems and van Manen's 

lifeworld existentials. Questions around the child and families' everyday environments (micro), 

relationships with systems of care (meso), broader structural systems (macro), and the influence 

of time and major life events influenced the families devolvement (chrono) were considered. 

These reflections were also considered in relation to the lived body, space, time, and relations. 

This process helped ensure that themes remained grounded in the theoretical and methodological 

frameworks, rather than in abstract categories.   

The sixth step of van Manen’s research process included balancing the parts and the 

whole. I achieved this through continually moving back and forth between participant excerpts, 

thematic understandings, full transcripts, and field notes. While specific parts were considered in 
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detail, these interpretations were also examined within the broader context of the participants as 

a whole and across all interviews, including the parent and child groups separately. The iterative 

process ensured that the emerging themes reflected the overall meaning of participants’ 

experience rather than isolated parts of the data (van Manen, 2007). 

In conclusion, this interactive and in-depth analytical process was completed over many 

months. Rigour within the analysis was supported by sustained engagement with the data, 

transparent documentation of the analytical process through the use of NVivo and written 

reflections. Throughout the research process, reflexivity was maintained, further strengthening 

the trustworthiness of the findings. Overall, this study demonstrates strong methodological rigour 

and credibility, among other key criteria for ensuring quality in qualitative research, as discussed 

in detail below.  

5.9 Assessment of Qualitative Data  

 To ensure quality within this qualitative research study, the conceptualization of the key 

'big-tent' criteria, which include a worthy topic, rich rigour, sincerity, credibility, resonance, 

significant contribution, ethics, and meaningful coherence for excellent qualitative research, 

served as a foundational guide to ensure validity, trustworthiness, and reliability throughout the 

research process (Tracy, 2010). Confirmability is addressed through transparency about my 

positionality and through ongoing reflexivity throughout the research process to help minimize 

bias and be inclusive of the multiple viewpoints, perspectives, and experiences that participating 

children and families shared with me (LoBiondo-Wood et al., 2018). 

5.91 Worthy Topic: Significant Contributions to the Field of Child Health  

 This research contributes to a deeper understanding of the lifeworld experiences of 

children diagnosed with CHD and their families living in NWO's rural, remote, and northern 
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areas. Through in-depth interviews, the findings provide rich data on children's families’ 

experiences of living with and navigating CHD within a geographically unique context. To date, 

there is a gap in general and qualitative research that focuses on children's and families' 

experiences and perspectives while living with CHD in rural, remote or northern communities, 

especially within the context of NWO. This area is unique and faces many barriers to equitable 

healthcare services; this research will help illuminate issues around health and social injustice 

and inequity for children and families living with CHD in under-resourced settings.  

This research will also contribute to qualitative and phenomenological methodology. As 

noted throughout the literature, there is minimal use of research conducted with younger children 

and children in general. This study provides a voice for children, closing the gaps noted in the 

literature, as a parent proxy often reported children's experiences around CHD. The findings 

from this research has implications for healthcare practice reform, can inform health policy, and 

can contribute to health system transformation, bridging the gaps in care within NWO (Patton, 

2015). As children with cardiac conditions often require specialized care outside Thunder Bay, 

these findings highlight opportunities to strengthen local support services within NWO. 

5.92 Rich Rigour 

 Key steps are employed throughout the research process to ensure rich rigour, including a 

sound research design, member checking, triangulation, reflexivity, and transparent reporting, 

including the return of transcripts to participants (Creswell and Poth, 2018). A sound research 

design involved selecting an underpinning theoretical and phenomenological approach aligned 

with the research questions and the population (Creswell and Poth, 2018). I also ensured detailed 

and rich data was collected and further reviewed with an analytic method utilizing van Manen's 

hermeneutic phenomenological approach (Tuval-Mashiach, 2017; van Manen, 2007), as 
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described above. Member checking involved returning transcripts and findings to participants so 

they could clarify, confirm, or elaborate on their accounts (Castleberry & Nolen, 2018). This not 

only provides transparency but also enhances the credibility of the findings (Castleberry & 

Nolen, 2018). Triangulation was achieved through multiple data sources and methods, including 

semi-structured interviews with children and parents and observational field notes (Carter et al., 

2014). This combination of narrative accounts and observational records supported a more 

comprehensive understanding of the phenomenon. Reflexivity was maintained through ongoing 

self-reflection on my assumptions, positionality, and influence on the research process, 

documented in field notes and personal journaling (Creswell and Poth, 2018; Solan et al., 2014; 

Tuval-Mashiach, 2017). Transparent reporting included a detailed description of the research 

methodology, context, participants, and analytic processes, as well as the return of transcripts to 

participants (Tuval-Mashiach, 2017; Castleberry & Nolen, 2018). This supports a clear trail of 

the research process and findings. It also reinforces the study's rigour and allows the reader to 

assess the trustworthiness (Tuval-Mashiach, 2017). 

5.93 Sincerity 

 Tracy (2006) identifies sincerity as a key tenet within qualitative research, achieved 

through self-reflexivity, data auditing, and transparency. Reflectivity is a fundamental principle 

of the methodological approach utilized within the research study. Self-reflexivity was embedded 

throughout the research process, supporting ongoing awareness of my perspectives, assumptions, 

and positioning to enable objectivity (Tracy, 2006). Data auditing was completed through 

member checking, rigorous coding and analysis process as described above, and clear 

transparency throughout research findings and documentation (Creswell and Poth, 2018). In 

addition, challenges, limitations and unexpected findings are acknowledged later in this 
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document and discussed with rationale to enhance the overall transparency of the research study 

(Tracy, 2006).  

5.94 Credibility  

 Credibility is supported through the use of van Manen’s methodological and analytic 

approach, ensuring that participants' experiences are represented in a rich and meaningful way 

(Tracy, 2006). Triangulation of the data is also critical to ensure credibility in the qualitative 

study and can be achieved using two or more data collection methods (Carter et al., 2014; 

Streubert & Carpenter, 2011). In this study, the environmental scan, field notes and semi-

structured interviews have enhanced its comprehensiveness, depth, and breadth (Carter et al., 

2014; Polit & Beck, 2006; Streubert & Carpenter, 2011). Field notes, recorded interviews, and 

transcripts were frequently reviewed and compared to enhance the study's trustworthiness.  

5.95 Resonance  

 In line with the concept of resonance, Tracy (2006) discusses aesthetic merit, 

transferability, and generalizability to enhance quality within qualitative writing. The findings 

incorporate rich descriptions and narratives from families living in Northwestern Ontario, 

highlighting their lived realities within this unique context. Their experiences and findings form 

the study’s aim to evoke understanding and contribute to improvements in care and support for 

children and families living in NWO (Tracy, 2006). Data from this study may be transferable and 

generalizable, inferred across interdisciplinary sectors to inform clinical practice, and utilized 

within political governance when reviewing healthcare policy and structure for Northern Ontario. 

5.96 Significant Contributions  

 Significant contributions from this research will be made through theoretical, heuristic, 

and practical significance (Tracy, 2006). The findings offer insight that deepens understanding of 
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social and health-related experiences in a northern, rural context, which may be relevant 

nationally and internationally for populations in similar geographical contexts. This research 

particularly contributes to the limited qualitative research in this area of focus and limited 

research overall that include the voice of children. 

5.97 Meaningful Coherence 

 Meaningful coherence refers to alignment between viewpoints, theoretical perspectives, 

and methods (Tracy, 2006). The relationship between views, theoretical perspectives, 

methodological design and how they have underpinned data collection methods has been 

previously described. As such, the research process has been congruent in a meaningful manner 

(Tracy, 2006).   

5.10 Limitations of Methods  

 Although this study demonstrated several strengths and strong theoretical and 

methodological underpinnings, it also had several limitations that must be addressed to ensure 

ethical transparency and rigour.  

Firstly, the use of purposeful recruitment may limit the generalizability of findings 

beyond those who participated in the study. The findings are specific to the unique geographical 

and healthcare context of NWO and may therefore not reflect the experiences of other northern 

regions, as these areas are not homogeneous. Recruitment occurred through a specific cardiac 

clinic within NWO and may not have captured the experiences of other families who are not 

connected to these services. Specifically, those still living in northern and or rural areas of NWO 

who are closer to the Winnipeg catchment area. Although recruitment posters were displayed at 

various organizations throughout the city, they did not include all of them. This could have 

limited the diversity of families and the range of perspectives represented.  
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Additionally, this study excluded non-English speaking families, again highlighting the 

potential for diversity gaps. The majority of parent participants within this study were mothers, 

reflecting only a small number of fathers. This may limit the depth and breath of parental 

perspectives and experiences and thus understanding of the same.  

Unfortunately, in this study, challenges arose with the proposed child-centred data 

collection method, the draw-and-tell method. Before the interviews began, the researcher 

explained and demonstrated how the activity would unfold as we ‘chatted’ about their ‘special 

heart’, yet only one child participated. For those limited to Zoom, I ensured families had a 

pen/marker and paper before the interview, yet participation remained limited. As a result, 

children’s opportunities for different modes of expression, especially among younger 

participants, may have been reduced. 

Interview duration differed between child and parent participants. Child interviews were 

significantly shorter, ranging from five to 32 minutes. While only two interviews were short 

(around five minutes), the majority were 15-20 minutes. The shorter interviews may be due to 

several factors, including the child’s health and mood that day, willingness to participate, and 

their developmental capacity. Additionally, the researcher is relatively new to this approach and 

research. As a result, the depth and richness of the lived experiences captured in these two 

interviews may be limited. Recognizing this gap, the researcher invited the child participants to 

participate in a follow-up interview. However, only one participant responded and completed a 

second interview, lasting 17 minutes, which provided an opportunity to address questions and 

further elaborate on their initial discussion. 
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Early memory recall for parents may be limited, especially during acute, often traumatic 

medical periods. Similarly, normal age- and development-related factors influence memory gaps 

and recall in children. 

Finally, virtual interviews may have limited the researcher’s ability to observe all 

nonverbal cues and to fully engage with participants in their home environment, including 

observing relational interactions within the space. Although face-to-face interviews were the 

preferred method for data collection (and the majority), the online platform ZOOM ensured the 

ethical principle of justice (Government of Canada, 2022a) in that all the participants had the 

opportunity to share their experiences, even when it was not possible for them to meet face to 

face.  

5.11 Chapter Five Research Methods Summary 

 In conclusion, this study explored the lived experiences of children diagnosed with CHD 

and their families living in rural, remote and northern regions of NWO. This study employed a 

hermeneutic-phenomenological approach, guided by Max van Manen, to gain a deeper 

understanding of the participants’ lived-world experiences and the core structures within them. 

The theoretical underpinning of Bronfenbrenner was also used as a guide when reflecting and 

interpreting the meaning as a whole among participants. It was integrated alongside van Mane in 

the creation of the research questions and interview guides. 

Children diagnosed with CHD, aged 4 to 17 years and their parents and or caregivers 

were recruited for this study. Purposeful sampling was used to recruit families through various 

platforms, including the TBRHSC cardiac POP clinic and other community-based recruitment 

methods, resulting in 14 families comprising of 27 participants. 
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Data was collected through semi-structured interviews, conducted in various 

environments, including the researcher’s work office at Lakehead University, participants’ 

homes, a park, and zoom to accommodate families’ busy schedules and those in geographically 

diverse areas. Interview guides for children were developed at various developmental levels to 

ensure child-centred language in interviews. Other child-centred methods, such as draw-and-tell, 

were proposed in this study but did not achieve the anticipated engagement among children. 

Data analysis was rigorous and followed van Manen’s hermeneutic phenomenological 

approach. This involved an interactive process of reflection, thematic exploration, and continued 

writing and rewriting. The researcher was actively engaged with the data and the hermeneutic 

circle throughout the analysis phase, which was supported by a reflective process.  

Ethical approval was obtained from both Lakehead University Research Ethics Board and 

TBRHSC. Informed consent and child assent process were implemented and adhered to the strict 

TCPS 2 (2022) guidelines, specifically articles 3.3 and 3.9.   

Overall, this methodical approach supports an in-depth exploration of the rich lived 

experiences of children with CHD and their families living in NWO. These in-depth accounts 

provided the findings and overall core essential structures of the phenomena, which will be 

presented in the following chapter. 
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6.0 Chapter Six: Findings 

This study was designed to explore the lived experiences of children diagnosed with 

CHD and their families living in rural, remote, and northern areas of Northwestern Ontario. 

Guided by Bronfenbrenner’s Bioecological Theory and Van Manen’s phenomenological design, 

the study sought to illuminate the deeper meanings embedded in families’ lived space, lived 

time, lived body and lived relations. The analysis considered the intimate, micro-level realities of 

the child and family, as well as the complex interplay of broader systems and environments that 

shaped their experiences across the continuum of time.  

The findings from this research are complex and intersecting. While the themes depart 

from Van Manen’s four existential categories of time, body, space, and relation, these ‘divisions’ 

are not reflected in participants’ lived realities. Rather, the participating families’ experiences are 

interwoven. Families’ experiences are characterized by intricately interconnected elements that 

constantly shift between moments of crisis and ordinary life, leaving families suspended in a 

liminal state. The liminal state families experience creates unstable rhythms of time. The 

journeys of families caring for their child with CHD have many challenges; there are, however, 

also positive stories to highlight. The themes stress the complex interplay between a family’s 

immediate environment and the complex broader systems that have shaped their entire 

experience.  

In the following, I first present the participant and demographic data. I then outline the 

findings on parents’, introduce the families, provide an overview of the findings, detail the 

caregivers’ experiences, followed by those of children.  
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6.1 Participants’ Demographics and Characteristics  

Following recruitment, the final study sample included 14 families, comprising a total of 

27 participants: 13 mothers, 4 fathers, and 10 children. Initially, there were 29 participants 

enrolled and completed interviews. Following data collection, it was identified that one family 

(comprising of one parent and one child) had been inadvertently recruited through TBRHSC 

despite not meeting the studies CHD inclusion criteria. The family had received a recruitment 

letter while the child was undergoing investigation for CHD however clinical assessment 

confirmed the child did not have a confirmed diagnosis. As a result, both participants were 

excluded from the final group of participants.  

As presented in Table 2, the children who participated ranged from 4 to 17 years of age 

and represented a range of CHD diagnoses type. Note that one child was referred from the 

cardiac clinic as a child under investigation for CHD and an underlying inherited arrythmia.  

Table 2. Children Participant Demographics and Characteristics (N=10) 
Category N 

Child Participant Age (Years)   

2-6  0 

7-11  4 

12-17  6 

Total  10 

Child CHD Diagnosis Type   

Acyanotic increased pulmonary blood flow  2 

Acyanotic obstruction to blood flow from ventricles  2 

Cyanotic mixed blood flow  2 
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Cyanotic decreased pulmonary blood flow 3 

Inherited arrhythmia 1 

Total  10 

 

Table 3 illustrates the demographics and characteristics of the 14 families that 

participated in the study. The age at diagnosis category reflects 15 children with CHD (n=15*), 

rather than the 14 participating families, as one family had two children diagnosed with CHD. I 

had several discussions with the family around protecting their anonymity as this could be an 

identifiable characteristic, yet the family felt comfortable and provided permission to disclose 

this information. Categories including geographic location, family structure, parental 

employment impact and household income reflect family-level data (n=14). Parental age and 

education category reflect all parents across participating families (n=28), as demographic data 

was collected on the family, regardless of interview participation.  

Table 3. Family Participant Demographics and Characteristics  

Category   

Age at Diagnosis    

Prenatal 4 

Neonatal (0-28 days) 7 

Infancy (1-12 months) 2 

Childhood  2 

Total 15* 

Geographic Location    

Northern urban centre 13 
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Northern rural community 1 

Total 14 

Family Structure    

Two Parent Household  11 

One Parent Household 3 

Total 14 

Parental Age (years)  

30-39 7 

40-49 17 

50-59 4 

Total 28 

Parental Education Level  

Less than high school 2 

High school diploma  4 

College diploma  9 

University degree  10 

Graduate degree  3 

Total 28 

Parental Employment Impact (Care-Related)  

No employment disruption 5 

Reduced to part time 4 

Quit job entirely  5 

Total 14 
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Household Income   

< $60,000 1 

$60,000-$100,000 5 

>$100,000 8 

Total 14 

6.2 Family Descriptions  

 Within this section, each of the 14 families will be briefly described and given a 

pseudonym. These short descriptions, along with the use of names within the family, help 

provide context and a sense of humanity to the reader. To protect the anonymity and 

confidentiality of the families, all identifying details have been removed from each account.  

Family 1: The Anderson Family. This family includes parents, Sarah and Mark, and 

several other siblings. Five people live in the house with some pets. Child, Noah, aged 12-17 

years, has undergone cardiac surgery within the past few years. Remains to have continuous 

monitoring as a condition, over time, will determine the potential need for interventions or 

additional surgery. 

Family 2: The Samson Family. This family includes Ali and Roger and their child, 

Arnold, aged 2-6 years. Continuous monitoring as the condition over time will determine the 

potential need for interventions or surgery. 

Family 3: The Tremblay Family. This family has divorced parents, Sophie and Julian. 

There are other siblings and pets within the family. Child Leo, aged 12-17, lives between both 

homes. Previous cardiac surgery when young requires continuous monitoring and most likely 

will need further intervention at an unknown time. 
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Family 4: The Chen Family. This family includes parents Mei and David. The family 

consists of multiple siblings and pets living in the home. Child, Renna, aged 12-17, has had 

multiple surgeries, the last of which was in their younger years. Continuous monitoring is 

required as there is a potential for corrective surgery in the future, yet no set date.  

Family 5: The O’Connor Family. This family includes the parents, Erin and Liam. The 

family has multiple siblings living in the home, close in age, and a child, Emma, 2-6 years. No 

corrective surgery is needed currently, but continuous monitoring remains.  

Family 6: The Smith Family. The family consists of divorced parents, Jasmine and 

Hank. Child, Charlie, 12-17 years, lives between both homes, with several siblings and pets. 

Multiple surgeries were required when young. Continuous monitoring as condition over time 

will determine the potential need for interventions or additional surgery.  

Family 7: The Wilson Family. The family consists of parents Jennifer and Jeramy. 

Child, Mason, aged 12-17 years. Cardiac surgery was performed in the early years; currently, no 

further cardiac intervention is needed. While this can never be guaranteed, Mason will have 

continuous lifelong monitoring. 

Family 8: The Brown Family. The family consists of parents Jessica and Tyler. There 

are several children in the home. Children, Sally and Tim, both aged 7-11 years, both requiring 

cardiac surgery and awaiting a date based on their clinical presentation while being closely 

monitored. 

Family 9: The Gagnon Family. The family consists of parents Melissa and Frank. There 

are multiple siblings in the home as well as pets, along with child, Riley, aged 7-11 years. No 

surgery was needed in younger years, but continued monitoring will be required to ensure 

stability. 
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Family 10: The Kowalski Family. The family consists of parents Anna and Peter. Child, 

Harrison, aged 7-11, has had cardiac surgery when young, and will need monitoring to ensure no 

need for future surgery. 

Family 11: The Harrison Family. The family consists of parents Ben and Marcy, who, 

although they are separated, remain living together. Child, Fran, aged 7-11, has no other siblings 

and lives with their parents. Continuous monitoring is required. No surgery has been required 

yet. The family is awaiting to see if surgery is needed; there is no current time or date.  

Family 12: The Nguyen Family. The family consists of parents Lina and Bob. There are 

multiple siblings in the home with various pets. Child Lance, aged 12-17 years, has had cardiac 

surgery when young, and will need monitoring to ensure no need for future surgery.  

Family 13: The MacLeod Family. The family consists of parents Shena and Matt. There 

are multiple siblings in the home with multiple pets. Child Nate, aged 12-17 years, has had 

multiple surgeries, the last of which was in their younger years. Nate will need continued 

monitoring as they are a potential candidate for corrective surgery in the future, yet no set date.  

Family 14: The Garcia Family. The family consists of divorced parents, Sofia and 

Miguel. There are other siblings and pets in the homes. Child Lucia lived between both parents’ 

houses. They are aged 12-17 years and have had multiple surgeries in their younger years. 

Continuous monitoring requires the potential for corrective surgery in the future, with no set 

date.  

6.3 Findings Overview 

The findings of this study are organized around a central, underpinning concept of 

liminality, with four additional themes that reflect the different aspects of families’ experiences. 
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Each theme includes related subthemes that further illustrate the patterns and complexity within 

the findings.  

Figure 2 below provides a visual overview of the core parent findings and themes. The 

figure shows that families experiences are not separate but deeply interconnected. At the centre 

of the findings is the core concept of liminality, which captures how families describe living in 

an ongoing state of in-between, navigating uncertainty, disruption, and shifting rhythms of time 

across the northern context. The sense of living between crisis and ordinary life was intricately 

woven across all parents’ experiences. The figure metaphorically depicts the four chambers of 

the human heart, with red and blue colours woven between to represent the flow and mixing of 

oxygenated and deoxygenated blood. This attempts to illustrate how families move through 

periods of acute instability and attempt to restore ordinary life. Liminality at the center of the 

heart, represents the core ‘heartbeat’ of these experiences, shaping the unsteady rhythms of time, 

that pulsates through each of the themes and subthemes. Critical ruptures in time that will be 

discussed throughout, causing families to be suspended in unsteady and unpredictable ‘heartbeat’ 

rhythms in time, contributing to the ongoing state of liminality. The four themes (heart 

chambers) build on the core finding, reflecting how these liminal experiences are lived and 

shaped within Northern Ontario. Figure 2 is a roadmap of the findings, and below also includes 

the various sub-themes that will be discussed in this chapter. Throughout this chapter, Figure 2 

will be presented before each of the four themes to provide a visual reminder of the 

interrelatedness and to orient the reader to where the analysis will move next. 
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Figure 2. Overview of Parent Themes

 
Core Finding: Liminality  

• Suspended in Liminality: Families living in unsteady Rhythms of time across Northern 

Contexts 

• Torn from the Ordinary: Living Apart for Care 

o Shifts in family life: parenting severed across fragmented spaces  

o Fractured family rhythms: impacts on siblings   

o The intersection of gendered caregiving and disrupted employment 

o The hidden costs of care at a distance  
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• Care in Pieces: Fragmentation Across the North  

o Discontinuity and conflicting messages  

o Parents as health care coordinators  

o The importance of an anchor in a sea of chaos  

• Fragile Bodies: Lasting Imprints of Ruptures in Time  

o Disrupted bodies: lasting imprints of interrupted beginnings  

o Acute ruptures in time: witnessing the child’s fragile body 

o The lasting imprint on parental well-being  

• Embodied Hypervigilance: Protective Parenting  

o Differing experiences: shielding children from the weight of illness 

o Protecting Children within everyday and medical environments  

o Parental healing overtime  

While circumstances vary between families, shared experiences nonetheless bind them 

together. Despite differences in varying CHD diagnoses, age and cardiac journeys, ongoing 

uncertainty surrounding the child’s health emerges as a central unifying condition. It is within 

this ongoing uncertainty that families’ experiences of living in-between become most apparent.  

In the next section, I explore the core findings of families suspended in liminality, living in 

unsteady rhythms of time across the northern context. 

6.4 Suspended In Liminality: Families Living in Unsteady Rhythms of Time across 

Northern Contexts 

Within this study, liminality refers to an ongoing state in which families experience being 

suspended between periods of acute medical instability and efforts to restore ordinary family life. 

Liminality was initially explored by anthropologist Van Gennep through the concept of 
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transition in his original work of rites of passage (Little et al., 2022; van Gennep, 1960). In this 

work, he argued that across various cultures, rituals had similar structures, and he separated them 

into three phases: separation, transition (liminal) and incorporation (van Gennep, 1960). Building 

on Van Gennep, Turner (1979) further conceptualized liminality as a state of being “betwixt and 

between” ordinary social roles, where individuals are in a period of ambiguity, unsure of who 

they will become (Turner, 1967). Building on the anthropological history and foundation, 

contemporary illness research as applied liminality to describe the lingering uncertainty, 

disruptions, and altered perception of time that accompany serious illness (Bruce et al., 2014a; 

Little et al., 2022), also among children (Carter, 2017; Janusz, & Walkiewicz, 2023). 

Families within this study remained suspended in liminality, as their lives were continually 

disrupted by their child’s illness trajectory and shaped by persistent uncertainty. Endless periods 

of waiting created an unsteady rhythm of time that permeated everyday life for families. This 

was characterized by cycles of anticipation, interruption, and prolonged pauses as families 

waited for the next appointment, test results, or changes to their child's condition. This disrupted 

temporality made it difficult to establish predictability or routine, as periods of relative stability 

were often abruptly interrupted by new and ever-changing medical developments. The ongoing 

uncertainty seeped into all facets of the families’ life, ultimately shaping how parents made 

decisions, organized family routines, and navigated the complex demands of their child’s care.  

For many families, the liminal state began the moment of diagnosis. With only a few small 

words from a doctor confirming their child’s CHD diagnosis, parents described their worlds 

being immediately turned upside down, some families sharing their feelings of “complete 

shock”. One mother reminisced, “When he was first diagnosed, we were…completely stressed 

out, it sounds so dramatic, but almost like having a breakdown” (Ali Samson). In many cases, 
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the diagnosis was followed by an urgent air ambulance transfer to a tertiary center due to the 

child’s critical condition. Another mother said that she would “never forget” their doctor’s 

“raspy voice” when telling them their child’s diagnosis, “there's something going on with his 

heart and we just don't know what it is. So we're gonna have him air ambulanced to London. 

We're gonna have to go as soon as possible” (Jennifer Wilson). This moment in time marked the 

beginning of the family’s cardiac journey that was both fragile and highly acute for the newborn. 

Another mother echoed similar memories around their doctor’s voice when delivering the 

diagnosis, saying “it just there was no hope in his voice” (Sarah Anderson). It is within these 

ruptures in time that families all described being catapulted into liminal space, suspended 

between the life they had and an uncertain future. What could have been a contained period of 

crisis was intensified by geographical distance, forcing families to make impossible decisions 

while separated from family, friends, and support systems.  

Although the crisis periods lessened over time, the fragile nature of their child’s condition 

remained. Parents described living with a persistent undercurrent of worry and uncertainty, 

aware that at any moment their lives could once again be disrupted by their child’s health needs.  

One mother felt like she was “always in constant worry. You're always worrying about what is 

going to happen next. What's going to happen in the future?...when he does go for his heart 

surgery?” (Jessica Brown). For these families, time collapsed at the moment of diagnosis and 

was thereafter stretched into prolonged periods of waiting marked by uncertainty and 

anticipation. Jessica continued, “It's an isolating feeling. And people don't understand because 

it's not something that you can see. And so when you're having to go through unpredictability 

every six months of your life, that can be something, you know” (Jessica Brown). 



 127 

Acknowledging that the biyearly medical appointment could uproot their worlds, everyday life 

became reoriented around medical timelines, hospital rooms, travel days and fragile bodies.  

This constant anticipation became an enduring emotional burden. Uncertainty about 

results, clinic visits, and conversations with the specialist often created immense psychological 

strain. The prolonged periods of ‘waiting’, further exacerbated by geographical burdens and 

complex system navigation, further intensified the emotional toll for the majority of families. 

Jullian said that, 

It's just a huge emotional stress when you're already going down, always worried, waiting 

for that next piece of news that's not gonna be the good news. So, you add that to that, 

until you know what's going on, people make themselves crazy. I think we all do it. And 

so you're going down into that cloud and then to have those extra kind of stresses 

attached to it (Julian Tremblay). 

Given the Northern context, many families described additional layers of logistical 

uncertainty. Parents waited months, and at times even a year, for their next clinic visit and/or 

follow-up phone call. In some cases, families had to travel to southern Ontario to receive results 

and/or for follow-up consultations. Families describe this experience of waiting as “scary,” with 

one mother remembering, “we would just like, wait for her updates and we had to live with this 

kind of like dooming feeling is the hole's gonna fill in on their own, or do we have to go?” (Erin 

O’Connor). These prolonged and uncertain waiting periods contributed to an unstable rhythm of 

time, in which families’ lives were organized around unpredictable medical timelines rather than 

typical developmental or family milestones. Living within this state of liminality meant families 

could no longer hold on to what they understood as their prior reality; instead, their sense of the 
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future was suspended, and they were unsure of what might come. A mother described what that 

meant, 

So they had surgeries, but what we don't have is data for life expectancy and things like 

that with him. So we always just kind of throw it in the back of our mind and we don't 

concentrate on those things. But every once in a while, that does rear its ugly head. You 

know that you're assuming he's going to have a regular, nice, long life-expectancy. But 

we don't we don't know from the data. So we just live every day to its fullest (Shena 

MacLeod). 

Moments of crisis and continued uncertainty often clouded the family’s ability to imagine 

the future, as they often had no control over what would happen to their child’s body or the 

situation surrounding their child. One mother lamented, “She needed so much care…we weren't 

sure what the future would hold around her first birthday when she still couldn't sit up… So, the 

whole life plan shifted and was a question mark for a long time” (Sofia Garcia). Families 

described having a constant fear of the worst possible outcome; the possibility of losing their 

child was never absent. As Jasmine Smith (a mother) recollected, “He was pretty sick for a 

while. Honestly, the amount of weight he was losing and them just trying to figure stuff out, I 

didn't know if I was coming home with a kid”. Another mother had a similar experience: 

I found that each appointment when he was young was a very, - it was very emotional. I 

was, you know, presented with this baby and, you know, like, I had another child at 

home. And it was difficult because my fear was always that I was going to lose them. I 

didn't know his heart. I didn't understand if his heart was going to be able to, you know - 

as it going to fail when I took him home, that was one of my biggest fears (Jessica 

Brown). 
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Many families also described living with the ongoing possibility that they could be 

required to uproot their lives and leave home abruptly for specialized care. This liminal state 

extended beyond the parents to affect the whole family unit. Siblings frequently experienced 

disruptions to routines when parents had to travel and leave home abruptly for extended periods. 

These abrupt shifts further destabilized families' sense of temporal continuity, as plans were 

changed in response to medical information, that was often given with little notice. The 

continued uncertainty shaped parents’ everyday thoughts, layering additional stress onto already 

demanding routines. The back-and-forth nature of medical planning and constant unknowns 

became mentally exhausting and stressful. One mother described how the uncertainty became 

part of their everyday thought processes: “You might go to London. Oh, now you're not going to 

London” (Melissa Gagnon). Many families did not realize the extent of this emotional toll and 

underlying feeling of catastrophic fear until significant milestones occurred, such as being 

discharged from the cardiac clinic. One mother remembered, 

I burst out crying after the doctor left the room, like, weeping because I was living under 

the thought of, like, am I going to find her dead. It just was always in the periphery or are 

we going to London today? Is that coughing spell going to lead to a breathless spell going 

to lead to blue lips and blue hands going to lead to another trip to ‘emerg’. Going to lead 

to a - someone coming in the room saying I'm sorry, you have to go to London and go 

have this surgery. And so those are catastrophic thoughts. I realize that, but being 

discharged all of a sudden, I was like, oh my gosh, I don't have to carry those thoughts 

(Erin O’Connor). 

However, it was not just in conjunction with hospital admissions that families’ sense of 

safety and predictability was disrupted or they experienced catastrophic fear. This also occurred 
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while the child was ‘healthy’, particularly when their child engaged in physical activities such as 

sport. Jasmine recalled, “It always worries me. Like I used to always have this fear. Like he's 

going to play basketball and have a drop and have a heart attack” (Jasmine Smith).   

Across their child’s cardiac journey, families experienced repeated ruptures in the 

rhythms of time, leaving them in this unsteady and unpredictable state. Despite this unsteady 

rhythm, every time a crisis passed, parents re-engaged in the process of building stability and 

creating a new everyday “normal”. As outlined by Ali, 

I think it's, like it's more adjusted now, but it's still a little unsettled because of the 

unknown. There's always the unknown. So it's still very unsettling, but you kind of just 

gotta push it at the back of your mind, because then you're not present with your child 

because there's that stress there. And I'm trying to just be my most authentic self so I can 

be the best version for him…it comes in where you're like, oh, I'm doing good and out of 

sight out of mind, and then it comes back again where you're really thinking about it. It's 

kind of like a bouncy ball back and forth (Ali Samson). 

Past medical crises reshaped family life, with parents navigating a liminal space where 

uncertainty remains the only constant. The shared experiences described above illustrate how 

families are continually suspended in this liminal state, living within an unsteady rhythm of time. 

The sweeping undercurrent of uncertainty seeps into their everyday thought processes, 

reorganizing their routines and, ultimately, shaping families’ life trajectories. In turn, this state of 

liminality influences how families navigate their child’s illness while balancing the ever-

changing demands and complex care of their child with CHD alongside the needs of the broader 

family unit. Figure 2, bolds the next theme explored, torn from the ordinary: living apart for care.  
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6.4.1 Torn from the Ordinary: Living Apart for Care  

The first theme (bolded in the figure above), developed within the overarching theme of 

liminality, focuses on families’ experiences of living apart for care. It captures how families are 

required to leave home and stay in unfamiliar environments, often separated from other family 

members, support networks, and employment. These separations marked a clear break from 

ordinary family life and positioned families in a space between home and hospital stability and 

disruption. 

The impacts of living apart for care were most pronounced during acute periods of illness 

and they shifted overtime. As children grow older and their conditions become more stable, 

separations tend to be shorter and less frequent, although the possibility of future disruption 

remains in the background. Living apart for care was not only about physical distance, but it also 

altered how family life was organized when families were together, including daily routines, 

roles, and relationships. Although families often described resuming aspects of their normal 

lives, these routines unfolded and were often altered to form a new normal. Daily life often felt 

temporarily intact, which was shaped by an ongoing awareness that another rupture and sudden 

change could occur at any time. 
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This theme is explored through three subthemes, which will be discussed next. These 

include 1) shifts in family life: parenting severed across fragmented spaces, 2) the intersection of 

gendered caregiving and employment disruption, and 3) hidden costs of care at a distance. 

6.4.1.1 Shifts in Family Life: Parenting Severed Across Fragmented Spaces. This 

subtheme explores how living apart for care required families to reorganize the entire foundation 

of their life, its routines and rhythms. Ordinary family routines were reshaped around medical 

schedules, timelines, appointments, and travel. One mother described how, “There's less of the 

kind of quality time where everyone just sits around and then a funny story comes up where like 

things organically happen… Everything needed to be scheduled” (Sofia Garcia). Families were 

forced into shifts within their family life and unit due to the needs of their ill child, with many 

families experiencing prolonged periods of separation and being forced to parent across diverse 

and fragmented spaces, adding to an already stressful period. One mother felt that “what was 

more stress was like I had a 2-year-old at home and then I've got my newborn [here]. So now 

we've got that balance act [of trying to parent both well two in different places]” (Melissa 

Gagnon).  

The early stages of the fragile and critical condition of the newborns brought profound 

disruption for families and often led to abrupt immersion into crisis. Infants were critically ill, 

requiring urgent specialized medical care, frequently requiring being flown hundreds of 

kilometres away to distant tertiary care centres. One mother talked about her experience of trying 

to navigate their child’s acute care needs while ensuring their other child is also cared for.  

We leave the hospital, we call my mom... We have a meeting at (Name)'s mom's 

house…because we have him and he's only two, you know? So it's like, what do we do? 

And I hate flying. So…he had to go on the ORNGE airplane because there's no chance, I 
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could go on it because it's so small and I'm way too scared. Plus, I just had a C-section. 

You know?...  it was like terrible (Jennifer Wilson). 

Families were thrown into a liminal phase where decisions were urgent and often beyond 

their control. Another mother discussed her experience of an abrupt transfer to southern Ontario 

due to the critical condition of her child. She was separated from her family and other children 

for more than three months. She had to stay in southern Ontario awaiting the child’s surgery, 

although “he had that at 12 days old, but then he got a ton of complications from the surgery. He 

couldn't get off the ventilators…He had trouble breathing. His diaphragm was paralyzed” 

(Jasmine Smith). Families were often suspended in a stage of acute liminality as time was 

collapsed into moments of serious urgency. Families managed their sick child in an unknown 

environment, while also organizing care for their other children from afar, while trying to 

maintain ordinary life.  

 Many parents held that their greatest support system during these times was not only 

their partner but also their own parents (their child’s grandparents) or other family members, 

including siblings or aunts. These family supports often took on caretaking roles at home while 

one or both parents were away. One mother shared her stress when having to leave for care, “if I 

didn't have family… like my younger sister to get my flight to Toronto, or like my spouse to help 

out with things…if he wasn't here to watch them (other children) when I'm taking (Name) to 

Toronto for a week” (Jasmine Smith). This experience, common for many parents in this study, 

highlights how access to care depended not only on the parents' ability to travel but also on the 

availability of a trusted family member and or friend who could step in to provide care and 

sustain the family’s routines in their absence.  
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In addition to support systems at home, many families were fortunate to have extended 

family in southern Ontario, where they were transferred for specialized care. This support 

network was particularly important during critical periods when families were required to remain 

away from home in unfamiliar environments, such as in hospital settings in a large urban city. 

One mother’s parents lived in southern Ontario, so accommodation was ‘free,’ and she was able 

to bring her other children while her husband stayed home and worked. She felt that, “It was 

actually probably easier childcare than if they'd stayed here (at home)… Like who's staying at 

the house to keep after the kids, right” (Mei Chen). A few parents reported that they had the 

means to fly their child’s grandparents to southern Ontario for support during prolonged hospital 

stays.  

The northern context forced families to live apart for care, to have to make impossible 

decisions, while also being torn between being at their sick infant’s bedside and remaining with 

their other children at home. In northern Ontario, the absence of local specialist pediatric cardiac 

services means that any serious condition could trigger an urgent transfer to a tertiary centre in 

the south, often with little warning and minimal choice. This ‘specialist cardiac care desert’ in 

the north magnified the risks of each decision as accepting care also meant accepting separation. 

Decisions had to be made fast, with little time to digest; one mother recalled: “4:00 that 

afternoon he left us and then I couldn't go with him and then by 9:00 that night, we're going to 

Toronto as well. So we're leaving a 4-year-old behind not knowing anything” (Sophie 

Tremblay). The father continued to reflect on this experience, adding, “We didn't know for sure 

he was even okay, alive, until we were on the plane, because they can't tell you, right?” (Julian 

Tremblay). Geography intensified the crisis among families. What could have been a short 

transfer in an urban setting often became a complex ordeal, involving air travel, weather-
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dependent flight schedules, and long distances from home. This will be discussed in more detail 

throughout and within the following theme: care in offices across a northern landscape. Another 

mother talked about the agony she felt of not wanting to be separated from her other child: “I 

don't care if that he's got to stay at the Ronald McDonald House with us…I don't want us to be 

broken up. I want us to be all together. Because…I didn't know if he was going to frickin make 

it” (Jennifer Wilson).  

The liminality imposed on families as they were forced to live apart for care left them 

suspended between the demands of crisis and the need for ordinary life to continue. The pull 

between two spaces took an enormous toll on the parents lived body and self, as they felt guilt 

and sadness having to make impossible choices. One mother shared her experience during this 

time: “It was definitely a traumatizing part in my life…I was a full-time mom, and to have me all 

of a sudden gone for that long…I never missed a kid's first day of school except for that year” 

(Jasmine Smith). For several families, this was a cruel reality; decisions about attending or 

missing important milestones of their other children were often made for them; living apart for 

care was the only way forward due to immediate crises and ongoing needs of their sick child.  

For several families, what was thought to be a quick stay of only a few days turned into 

living apart for care, with no timeframe and often several months away from their homes and 

support systems, causing a collapse of normal life. A mother recalled, “I had actually, my other 

two kids were home, and I thought…I'm just going to Toronto for medical appointments, and I'll 

see you in a couple days. And then I was there for three months, so it was insane” (Jasmine 

Smith).  Families shared their internal fears and struggles as they tried to plan for the unknown 

during this time. One mother reflected: 
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Who's going to watch my son? How are they going to function? Do we have enough food 

in the freezer that they will be fed while I'm gone? Who's going to do all the things and 

who's going to go? Do I go, does (Name) go. Where do we stay? How do we... How do 

we do this? (Erin O’Connor). 

Erin further shared that, above everything else, she wondered, “Is she [Emma] going to 

be okay?” (Erin O’Connor).  

The separation was challenging for both the parent who accompanied the child with CHD 

and the parent who stayed at home. A father described his struggles when having to leave his 

wife and ill child to go home and care for their other child: “the hard part, having to leave him 

and you guys down there to come back to deal with her, which I was happy to do…just too far 

away…like have a bad day and I wouldn't have made it” (Julian Tremblay). Many of the fathers 

shared similar struggles. They felt the pain of having to divide their parenting, always leaving 

some family members behind to meet the competing demands of acute and daily life. As 

illustrated in Figure 2 overview of themes, these experiences sit in the intersection of geography, 

caregiving and employment, illustrating how the themes in this chapter are tightly 

interconnected. I return to these overlaps in more detail in subsequent themes. 

For many families, long periods of time away from home, separation, and not knowing 

when they would end were common. Living apart for care forced families to try to live in two 

different places at once, parenting across severed spaces. Their physical bodies were forced into 

an unknown hospital environment far away from home. Yet their minds were divided and torn, 

thinking about, loving, missing, and caring for their other children and family life from a 

distance. Parenting across divided spaces and the continued uncertainties of when they would 

return home further contributed to the ongoing state of liminality for families.  
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6.4.1.2 Fractured Family Rhythms: Impact on Siblings. Parents in the study 

frequently reflected on the impacts that living apart for care had on siblings. Siblings 

experienced prolonged family separation, absence, waiting, and disruptions in their lives and 

routines as time often revolved around the ill sibling. Ordinary expectations of waking up to their 

parents’ presence, returning home and knowing they would be there were no longer guaranteed. 

Many parents reflected on the emotional toll that repeated separation had on their other children. 

One mother reflected on how her child had an emotional outburst in the grocery store. To her, 

this illustrated how the sibling of her child with CHD had come to live with the constant 

possibility of disappearance. 

I turned the corner at the end of the thing with the cart and the girls, and he started to 

scream. He had thought I’d disappeared. And I thought, oh, because that's his reality. 

Like, he wakes up some mornings and I'm not there because she got sick in the night and 

I went to emerg, and now grandma's coming in to babysit and where's my mom? (Mei 

Chen). 

For siblings, ‘normal’ family rhythms became fractured, with ordinary family time often 

being marked by sudden absences, making otherwise predictable routine unpredictable. One 

father talked about the lasting impacts separation had on the sibling of their child with CHD 

following acute hospitalization periods of the child with CHD. He stated that it, “probably 

affected for the first two or three years after that. Every time we left, she wanted to know where 

we were going because we just kind of left her, right?” (Julian Tremblay). The mother added, 

“Well, she wasn't even awake. She woke up, and she knew it could happen, that, you know, 

somebody would be here, but she didn't know we were gonna go away, away. That was hard” 

(Sophie Tremblay). Even in ordinary moments such as leaving the house, the child sought 
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reassurance, revealing how the earlier separation due to their sibling’s illness had altered their 

sense of safety and predictability.  

 Parents also spoke about how siblings had to adapt to a life reorganized around a sick 

child, and how this reorganization didn’t center on the siblings’ needs because of the nature of 

the other child’s illness. One mother explained in relation to her other child, “he's essentially 

fine, but like he definitely needed to learn to be really tolerant because sometimes we were at the 

hospital for six hours on a day that the daycare was closed or, you know” (Sofia Garcia). Having 

to bring the other children to the hospital for long periods was a reality for many families as they 

were away from their home and support systems. 

 In addition to spending prolonged periods in a hospital setting, families shared that the 

critical needs of their ill child often meant that siblings received less time and attention. One 

mother recalled, “There was definite impacts. And (the sibling) definitely took a back seat during 

those earlier years. Thankfully, it was kind of during those earlier years where he doesn't 

remember” (Shena MacLeod). Parents also described that siblings often felt that their sibling 

with CHD was given “special treatment” or that they were “bubble wrapped”. Many families 

often found themselves more protective of their child with CHD compared to other children with 

one mother stating, “I definitely am more protective of him. More baby him” (Jasmine Smith). 

Most parents acknowledged this while stating that it was never their intent. All parents reported a 

constant underlying fear and worry that made them increasingly more protective of their child 

with CHD in comparison with their other children.  

6.4.1.3 The Intersection of Gendered Caregiving and Disrupted Employment. Living 

apart for care influenced both parental employment and caregiving roles, with responsibilities 

often unevenly distributed and strongly gendered. As previously described, the acuity of the 
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child’s condition required families to navigate life between home and hospital. Parents had to 

balance the family’s financial needs alongside often complex caregiving demands. Complex 

caregiving demands included feeding tubes, at-home oxygen, oxygen level monitoring, 

secondary illnesses, and medications. These additional challenges were often managed away 

from home and support, or at home without specialist support. One mother reminisced. 

 He was on 14 different medications… I had this grid thing that I had it all down on 

because there was 14 different medications anywhere from 2 to 4 times a day…I had to 

have a time and which ones I gave him at that time, and I would pre-draw them all and 

then have them in bags…so then I would check my list to make sure that those were the 

right ones, and then I would give it to him. And then he also had to get needles twice a 

day for the first three months (Sarah Anderson). 

These parents were forced into difficult, unequal roles; one parent had to remain working 

while the other took on the primary and complex caregiver role, frequently at the cost of their 

employment. Both choices and roles were uniquely challenging.  

Across the 14 families, employment changes were overwhelmingly experienced by 

mothers. The majority of mothers had to alter their employment significantly following their 

child’s diagnosis. Five of the mothers interviewed left their jobs entirely, and four reduced their 

employment to part-time. As one mother explained, “I just quit a job because it had me away 

from him or, you know, so I wanted to make sure that I'm home” (Jasmine Smith). Another 

mother had a similar experience regarding caregiving demands and employment impacts which 

she wrote in a text message following the interview. She explained that she did so to ensure her 

child could not hear the discussion. She expressed that this was to protect her child, as she didn’t 
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want her to feel “responsible or regret for the things that were out of her control” (Sofia Garcia). 

Sofia further shared, 

I would say that for sure her illness did affect my career and my education trajectory. My 

plan had been to pursue grad school by the time my kids were born in full-time school. 

That kind of went out the window without question when she needed so much care and 

because for a long time, we weren't sure what the future would hold around her first 

birthday when she still couldn't sit up (Sofia Garcia). 

 Most mothers described these decisions not as losses they dwelled on, but rather as 

choices made from love and necessity. One mother changed her employment to become more 

flexible so she could provide full-time care and contribute financially to the family. Ali changed 

her employment to teaching classes that worked around her child’s nap, and also took on 

additional work online to become “more of a full-time worker” (Ali Samson). Ali added, “…but 

still, when he goes to school, I am gonna be able to drive him, and then I'm gonna be able to pick 

him up” (Ali Samson). The changes made by mothers underscored how caregiving demands 

frequently reshaped mothers’ everyday roles. In many cases, employment became secondary so 

that the immediate needs of their child and family were met. 

Caregiving demands and employment intersected in ways that created unique challenges. 

The severity of the child’s condition, combined with frequent near and far hospital visits, limited 

families’ ability to rely on external supports such as caregivers or daycare, further restricting 

their ability to maintain employment. One mother recalled, “Reality is when you have a child 

that's sick, like you can't put them in a daycare and you can't work…like there's no way to have 

had two incomes on with like a severely ill child…there just was no way” (Sofia Garcia). 

Another mother echoed, “I started my own [blank] company after all those years of never going 
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back to work after she was born. There was no way you could go back to work when she was a 

baby… she couldn't be in daycare” (Jennifer Wilson). Other families described adopting unique, 

ever-changing caregiver roles to manage employment and care demands,  

We call it point parent. We don't really have a mom-stays-home or dad-stays-home. It's 

just we take seasons of like, okay, you’re point parent, for these six months. I'm going to 

work really hard. I'm going to make enough money that we can survive... And then the 

other parent is the anchor. Oh, not point parent but anchor parent…Because at any point, 

you know, we got a call from daycare, which has happened. We're not sure if this is okay. 

And if daycare is unsure, we go pick her up. We don't mess around…Someone has to be 

home with her (Erin O’Connor). 

Although these role shifts were co-created and shared, they still relied on one parent 

assuming primary caregiving responsibilities, usually the mother. This pattern highlights how 

caregiving demands and gender roles continued to structure parental roles in ways that were not 

always experienced as equal, even when both parents were involved in the care. Parents’ stories 

also emphasized that even with help, families must have one parent at home or on call in case 

their child required immediate care. Flexibility was not something all workplaces could 

accommodate, yet it was essential when caring for a sick child. 

Although they worked together to maintain ordinary family routines, being physically 

separated by more than 1000 km to ensure their child’s medical needs were met while 

maintaining financial stability added pressure on both parents. However, that pressure was often 

experienced differently across parental roles and genders. A mother shared, “My husband had to 

work all the way through…He had to work…he can't take three months off work. So that was 

stressful for me” (Melissa Gagnon). Another family’s story similarly involved the need to be 
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apart, due to financial and employment requirements, “Yeah. I mean, we were together, but also 

like someone at the hospital with (Name), somebody at Ronald McDonald House. Sometimes, 

depending on the season, (husband) had to go home for work. Like somebody has to make some 

money” (Mei Chen). The emotional toll this took on families was overwhelming. One parent 

described that the pressure of separating their family to return to work was not worth the 

emotional toll it took on both parents’ bodies and minds.   

When we were there for that long time, he tried to come - he's like, I have to go. I just 

have to work…The company needs me. We're broke…And he came home, and he was 

here for a week…And then his dad said, I put him back on a plane. This isn't going to 

work. He has to be there because he just wasn't okay, like, and I wasn't okay (Jennifer 

Wilson). 

The shared experiences highlight that although caregiving and employment roles were 

often divided, the emotional strain of separation was not. These experiences deeply affected both 

parents.  

Geography continued to intensify these challenges, leaving little possibility for short 

visits and additional support. Unlike families living closer to care, parents were unable to ‘hop in 

a car’ to bridge the gap between work and caregiver demands. Distance shaped families’ ability 

to juggle employment, support, other social connections, and the care needed. Many families felt 

isolated and had to live with reduced income and increased costs as described by Jessica: 

So time away from work. Like I have to take all - like I have to all days like if something 

happens, we have to go up the day before, now I have to take two days off work. And 

then, you know, plus the cost of it. I mean, everything has gone up, gas has gone up. 

Price of food has gone up. And, I mean, you know, for some people, it's easy to say, well, 
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I'll just take one kid. Well, that's not easy to do when you don't have a support system in 

where you live. I can't just leave my kids here (Jessica Brown). 

Employment became deeply intertwined and was impacted while living apart for care. As 

noted above, the majority of mothers left or adjusted their employment to assume the primary 

caregiving role for their child, while fathers often maintained employment to support family 

income. Employment could not be put on hold while families navigated the child’s illness. 

Rather, the child’s illness continuously shaped decisions about employment, family financial 

responsibilities, and additional expenses. It also influenced how families negotiated geographical 

distance, travel and caregiving responsibilities, placing them under immense stress. These 

stressors coupled with the continued uncertainty and unknowns around their child's illness, left 

families in a continual state of liminality. The loss and change in ordinary employment, with its 

impact extending to the financial health of the families, had major impacts.  

6.4.1.4 The Hidden Costs of Care at a Distance. The vast geographical distance 

families had to travel for necessary care fractured families’ daily routines, relationships, and 

overall well-being. With this, it also introduced hidden burdens that intensified ruptures over 

time. Families recalled the financial hardships they endured due to the urgent, frequent, and 

required travel for their child’s care.  

Even the few families who felt they could afford it spoke to the high financial cost of 

travel. Many families spoke to the extreme lengths they would go to “have figured out [how to 

pay for the additional costs]- I would have sold our house or something” (Mei Chen). Many 

families spoke about having to budget, deplete savings, borrow from relatives, or take on 

significant debt to ensure the child received the needed care. Even though “there were a lot of 

costs covered for sure” one family still “In the first two years of her life… incurred $30,000 
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worth of debt” (Mei Chen). Another mother recalled that “when we went through the stuff with 

my son we went in the poor house…And also you have a life back here. So you're paying your 

mortgage, you're paying your stuff, you're off work” (Melissa Gagnon). Families were torn 

between their crisis, the management of their ordinary lives, and financial and other 

responsibilities at home.  

Many families needed to ask their families for support to pay for necessary and often 

unexpected travel, “I ended up having to catch a flight to Toronto two days later. I had to get my 

younger sister to pay for it because nobody helped me out here.” (Jasmine Smith). Seeking 

financial help was very challenging for individuals and families and placed them in a vulnerable 

position. The families who participated in this study were already in an incredibly difficult and 

overwhelming position; being financially dependent on others added another complex emotional 

layer. The decision to travel was not an option; it is required to save their child’s life, yet the 

financial consequences and constant worry about whether they can afford the next trip were 

carried entirely by the family with little external support. One family reflected, “he had an 

appointment like ten years ago, and I had no flight five days before his appointment because I 

couldn't afford it” (Jasmine Smith).  This mother further shared it was through the financial 

support of her sister that she was able to get a flight to the appointment. 

It added extreme stress for families trying to save for their often-abrupt and unplanned 

trips to southern Ontario, “having to pay for two plane tickets and a hotel, not expecting any of 

that. Like that was a shock.” (Sophie Tremblay). Another mother similarly noted how 

“financially straining, those that like six, eight years [were] because it was like pinching every 

penny and saving every penny I can. And then still worrying that I'm not going to have enough 

for this next Toronto trip” (Sarah Anderson).  
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The cost of flying from one side of a province to the other was alarmingly high, 

particularly when there was little time to plan. Families were burdened with unimaginable costs, 

as Ali recalled including “flex for insurance and then you get a rental vehicle. It was like $2,800 

with tax to fly”. Some families living in rural areas described even a day trip driving to Thunder 

Bay as financially taxing. This was due to time away from work and the expenses of bringing 

other children. Jessica Brown described how these pressures “all pile up”, noting that even a day 

trip to Thunder Bay with her family could cost $1,000.  

Families described the cost of travel extending far beyond gas or plane tickets. There 

were hidden expenses that added up quickly, such as ensuring everyone was fed, buying 

groceries in unfamiliar cities, and eating out because there wasn't time or ability to cook. One 

parent spoke about these hidden challenges,   

The constant travel, from needing to eat, like, we're staying in a hotel. Where do we eat? 

We have to eat. We're downtown Toronto. It's stupid expensive… we had a kitchenette at 

Ronald McDonald…We can cook food in some sort of time that we have to do that. But 

even groceries downtown Toronto is, like, a huge chore to take all your kids, and you 

have to walk, and you have to carry them and you, because you don't have a car and you 

have to - yeah. It's expensive (Mei Chen). 

Even with government-funded programs such as the Northern Health Travel Grant, 

families reported they would still not be reimbursed for the costs they incurred. Melissa shared 

their concerns,  

I'm telling you, travel grants don't cover. Like, they don't. They do not cover enough. 

They don't cover all your gas. They do not cover your stay, your food, like anything that 
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goes wrong. And also you have a life back here [Thunder Bay]. So you're paying your 

mortgage, you're paying your stuff, you're off work (Melissa Gagnon). 

The grant also fails to align with family-centred care principles, as Ali stated:  

[With the coverage of] the Northern Travel Grant, only one parent would get reimbursed. 

I feel like with a small child if you can it's awesome to have both parents… the child 

needs that support, and the mom does too… you don't get reimbursed nearly how much 

you spend (Ali Samson). 

Several families discussed their issues with delayed payments and the often-significant 

interest rates they were left to pay due to the ‘ineffective’ and ‘crappy’ policy system. One 

mother shared, 

It's a huge expense, and we're putting the money out. And even when there's travel grants 

you have to like work it all over… so just like months and months and months of it sitting 

there on our credit card waiting for a travel grant to come back and pay it off and the 

interest and the like, it's tanked our - it's tanked our credit scores (Mei Chen). 

Mei spoke about the letters she sent to the local government about the insufficiencies of 

these so-called supports. Although small changes were made, several families deemed them 

insufficient. 

When a child became sick, families had little to no choice but to leave their homes, 

routines, and support systems, often for prolonged periods of time. Food and travel expenses 

were beyond what families would normally incur; they had to budget for them, and they added 

an extra cost for families that had often gone from two wage earners to one. Of course, the 

expenses incurred in these critical moments were not questioned. Families did what they had to 

for their family, but over time, the financial weight of these necessities added another layer of 
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stress that families were forced to carry. Across the shared accounts, living apart for care 

emerged as more than physical separation; it disrupted family life, altered employment and 

caregiving roles. This ultimately uprooted everyday routines with a new and fragile ‘normal’. 

Together, these experiences show how families were continually suspended in a state of 

liminality, where the timing, duration, and ability to afford travel for care remained unclear and 

challenging, perpetuating ongoing uncertainty and anxiety about the future. Figure 2 bolds the 

next theme explored, care in pieces: fragmentation across the north. 

 

 

6.4.2 Care in Pieces: Fragmentation Across the North  

The second theme, developed under the overarching theme of liminality, focused on how 

families experienced their child’s cardiac care as fragmented and “in pieces” across the northern 

landscape. Rather than receiving care in a single coordinated setting families faced many 

complex challenges trying to access specialized cardiac services for their child.  Parents had to 

navigate multiple sites and systems spread across vast distances, often with different providers’ 

medical opinions and levels of expertise. The intersection of care fragmentation, geographical 

distance, and weather-related challenges was a factor largely beyond families' control. These 
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findings further emphasize that families remain suspended in liminality, positioned between 

fragmented systems of care and forced to actively bridge these gaps themselves.  

Families described how this dispersed system complicated both everyday management 

and crisis situations, intensifying feelings of fear and uncertainty. Families frequently move 

between local providers, visiting specialist clinics in Thunder Bay, and tertiary children's 

hospitals in southern Ontario, with each site holding only part of their child's story. Within this 

theme, three interrelated subthemes were explored: (1) Discontinuity and conflicting messages; 

(2) Parents as healthcare coordinators; and (3) The importance of an anchor in a sea of Chaos. 

6.4.2.1 Discontinuity and Conflicting Messages. In addition to navigating care across 

multiple geographically distant healthcare sites, families described how the limited availability of 

specialized providers in Northwestern Ontario and the infrequent visits of the cardiac clinic 

(twice a year) contributed to fragmented care. As a result, families often felt they received 

conflicting medical opinions and advice. Families reported feeling frustrated with how things 

were being operated. A mother expressed, “What I find is a huge struggle is each doctor tells you 

something different. The communication is different” (Jessica Brown). Another mother echoed, 

“They will give you different answers to things…So, one will say, no, he can't play hockey. This 

one will say, oh no, he's totally fine to play hockey…I don't have that much faith” (Anna 

Kowalski). Parents’ frustration was not just about differences in opinion between providers, but 

also about the lack of continuity and the inability to build a trusting relationship with a provider. 

One mother explained,  

I've also expressed my frustrations to Dr. (Name) who I have literally said like every six 

months you see a different doctor every, you know. So like what this doctor says is his 

opinion. But next, you know, in six months it could be a different opinion. So I said it's 
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very - you don't get to build that relationship with one particular doctor like I had with 

Dr. (Name) (Jessica Brown). 

Several parents also questioned the capacity of the local system to meet their child 

specialized needs. As one mother shared, “I don't think really the healthcare system here is that 

supportive. I just don't think they have the resources to be.” She continued, “When he was born, 

there was no one here that had even seen what he has. So, like, we're so isolated, there's not the 

expertise” (Anna Kowalski).  

Another mother described how even common childhood injuries became complicated by 

her child’s CHD. Mei recalled that if their child fell and dislocated their arm requiring surgical 

intervention, they would have to be flown to Toronto, as locally they did not have the resources 

to intervene due to the child's CHD. Mei stated, “They don't send kids to Toronto for arm repairs 

from Thunder Bay. But (Name)'s cardiac condition means anesthesiology doesn't want to touch 

her because there isn't a paediatric cardiologist here on call [locally]” (Mei Chen). For parents, 

this demonstrated how a lack of local cardiac specialist support made even minor issues feel like 

larger issues. 

The lack of access to cardiac care made it extremely complicated for children and 

families residing in Northwestern Ontario. If there were an emergency or a child needed to be 

seen quickly, most families would have to access local care. However, many families felt 

discomfort that local health care providers lacked the specialist knowledge and equipment to 

appropriately assist with care. One mother stated that she “wasn’t feeling that comfortable. And I 

said, you know what, I would like, honestly, a second like opinion if you could refer us down to 

Toronto just to someone that deals with this” (Anna Kowalski). Another mother echoed, “If I 

didn't have that to lean on (London clinic/communication), then I don't know if I would feel 
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confident with what we have here” (Lina Nguyen). Although this mother did not feel fully 

confident in the general specialists’ care locally, she emphasized she does “believe 

wholeheartedly” that the local pediatrician would help. This will be discussed further in the 

subtheme below, the importance of an anchor in a sea of Chaos. 

In practice, families relied on a complex pattern of care spread across multiple sites. 

Some families rely on bi-annual clinics held in Thunder Bay with paediatric cardiologists who 

travel North from London’s Children’s Hospital. When a child’s condition was more 

complicated and required surgery or other invasive treatment and continued follow-up, the child 

and their family were sent to Toronto Sick Kids Hospital. In some cases, children were 

transferred to London and seen at the Thunder Bay clinics for follow-up. Parents often 

experienced this as a complicated and disjointed process. The relational discontinuity “that the 

doctors from London …[was] different every single time” (Anna Kowalski) left several families 

feeling lost within the system. The lack of provider consistency created fear among parents about 

their child’s symptoms or issues being missed or not appropriately followed up on. A mother 

whose child went to Sick Kids for check-ups twice a year said, “I feel like if he was having chest 

pain or an issue, and maybe there was a cardiologist here [in their home community] that could 

follow up with him… stuff wouldn't fall through the cracks” (Jasmine Smith). One Dad had 

similar feelings, 

I understand the difficulty of trying to get such a unique specialty to be in a certain place. 

I understand that. I just, I don't know, maybe a fuller relationship with let's say Toronto 

Sick Kids or London Sick Kids hospital, so there would be a little bit more regularity to – 

because there's the times in between those six month periods when the doctor would 

come or the yearly appointments that we had for many years with (Name) that we would 
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be, it'd be nice if we knew that someone was here every couple of months… I'd rather 

just have someone I can bounce that off of much quicker [referring to discussing 

milestones with a specialist] and says, you know, don't worry about it, let him be him, 

you know (Julian Tremblay). 

Julian continued to suggest a way to mitigate the challenges, which other families 

echoed. He said,  

I would suggest is that maybe have a, and again, I know it's about resources and staffing 

and availability of the right people, but, you know, it would be great for families instead 

of doing a big clinic, maybe doing a bunch of smaller ones every two months or 

something, or three months (Julian Tremblay). Families expressed a clear desire for 

increased frequency and continuity in care, stressing the need to consider alternative 

modes of clinic and service delivery tailored to the north to help health care teams and 

system leaders improve continuity and responsiveness in care (Julian Tremblay). 

Families living in Northern Ontario also had to consider the realities of distance and 

climate. The families in this study described these systems as fragmented and challenging 

because they were spread across a vast northern landscape. As one mother noted, “I think that's 

one of the hard parts of living in the North is that your care can be somewhat fragmented and 

disjointed” (Shena MacLeod). This fragmentation of care, coupled with the northern geography 

and climate, disrupted families’ lives and their attempts to maintain stability, intensifying 

existing challenges. Several families discussed challenges brought on by snowstorms, including 

flight interruptions and cancellations, and fear about being able to travel during crises. One 

mother recalled her concerns, “This is something that I brought up with the doctors and lots of 

cases, I will say to them, what if something happens to (Name), and it's the middle of winter in 



 152 

[town], and we can't get flown out?” (Jessica Brown). Another mother whose flight was delayed 

due to a snowstorm called the hospital to notify them, “we just landed, we're coming. You know, 

don't cancel us. We get there and people from Toronto had canceled. I'm like, are you kidding 

me? Like, I flew from Thunder Bay to get this kid here” (Mei Chen). Often, the hidden 

challenges families faced, or even the magnitude of how far Thunder Bay is from urban tertiary 

centers, were unknown to southern health care teams. One mother vented her frustrations about 

being discharged home. She tried to explain to the health care team the significant challenges 

around ‘going home’ with their child: “We're not going to North Bay. We're going to Thunder 

Bay” (Shena MacLeod). The assumption that ‘discharge home’ may have been simple for these 

families and that they could just return to the hospital with any concerns disregarded the 

significant distances and limited access to specialty supports within the North. 

The COVID-19 pandemic further magnified these discontinuities. Several families felt 

forgotten and left without adequate care, often getting lost within the systems. A mother 

reminisced, “So during COVID, she [the paediatric cardiologist] went back to her country, and 

so we had no doctor. And then we kind of got lost in the shuffle” (Melissa Gagnon). Another 

mother shared a similar experience,  

COVID happened. No, it was like, honestly, like these kids just got forgotten about. And 

then post-COVID, they just have a rotating - we've seen a different doctor every six 

months since COVID, so they have no - it's like Groundhog Day, like, trying to explain 

things every single time (Anna Kowalski).  

Families expressed that the disjointed care during this time left them feeling abandoned 

and unsupported during an already very challenging time, especially having to care for a sick 

child.  
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With mixed and missing information, several families felt “confused” when managing 

medical appointments, describing unclear hospital letters, conflicting phone calls and a lack of a 

point person. One mother emphasized, “there just isn't like a central organizing person or entity” 

(Sofia Garcia), and another mother echoed, “a little bit more coordination [would be helpful] 

because I think I had six confirmations of that appointment from different people” (Erin 

O’Connor). Parents recognized the critical role of communication in healthcare settings, and as 

particularly “critical when you are dealing with children”. As Jessica noted, “they're little people. 

And you know, like you can't have that miscommunication because I mean one 

miscommunication could literally cause a domino effect” (Jessica Brown). With so many 

moving parts of a very complex system, families often find themselves piecing together their 

child’s care through broken lines of communication among multiple care providers and hospital 

sites. “Communication gets lost and like, it's - like his pediatrician didn't know something was 

going on, or, you know, he's got a family doctor too, like stuff just doesn't get relayed 

properly…get lost in in translation” (Jasmine Smith).  

The continued uncertainties around navigating their children's healthcare and ensuring 

important elements of their care were not overlooked contributed to families living in a liminal 

state. This was largely due to gaps and inconsistencies in communication, which left them 

suspended between knowing and not knowing, and between active care and inactive care for 

their child. The complex web of missing and conflicting information required parents to untangle 

to ensure appropriate care for their child, forcing parents into new roles, such as serving as health 

care coordinators.  

6.4.2.2 Parents as Health Care Coordinators. Relational discontinuity, communication 

breakdown, and fragmented care, thrust families into the role of health care coordinator. Without 
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a consistent point person, families often had to follow up and track appointments. Jasmine 

discussed the care between the London and Thunder Bay sites, “sometimes I do feel like stuff 

even gets missed between the two. But she's an amazing doctor and yeah, but I do feel like it's 

me having to keep track of everything” (Jasmine Smith). Parents had to become their own care 

advocates, navigating a complex system while facing geographical barriers to care. A mother 

recalled,  

Last time the London team had come here…they're like, we want him to get exercise 

stress test or a Holter monitor…he never got any appointments or anything, and I had to 

follow up with it. And sure enough there was a request for him to get the Holter monitor 

and stuff. So it's like if I don't pay attention and don't follow up on it, some stuff gets 

missed (Jasmine Smith). 

Missing test results and needing to follow up on results between sites to prevent their 

child from falling through the cracks was another major source of frustration, which also forced 

families to take on advocacy roles. One mother talked about a ‘huge disconnect” and continued: 

Yeah. Like, I will get CDs (compact disk), and, like, I will be mailing them to different 

people because, like, we went down to SickKids in Toronto, and he had a bunch of 

testing done. They were supposed to send the results to London. London didn't get them. 

So, then I have a tele, like, a video appointment with London and they said, well, we 

want him to get an MRI, and he had an MRI done. ‘We don't see an MRI’. So, then I 

have to call Toronto. It's, like, I'm manning all of it (Anna Kowalski). 

As parents progressed and moved between the liminal space of crisis and the ordinary, 

confidence in managing their child’s care and needs grew. Sofia shared, “In the last 10 years, 

there's a little more space for people, like for advocacy generally. It felt like I had to get a little 
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more heated with people when she was a baby” (Sofia Garcia). Families also recalled the 

confusion during hospital discharge and the journey back home to Thunder Bay. Mei recalled, 

“They released us from Sick Kids, we were allowed to leave Sick Kids. We weren’t allowed to 

leave Toronto… That was a weird transition—like, who’s supposed to be coming? Where am I 

calling? Who’s calling me now?” (Mei Chen). Another family had a similar experience: Shena 

explained how she needed to coordinate extended care in Toronto and advocate to ensure safety 

before being sent back to Thunder Bay. 

Friday afternoon is not the time to discharge us, not when we're flying back on an 

airplane. We're not going to North Bay. We're going to Thunder Bay… but we definitely 

did have to do some advocacy there to say like, look, this is not a safe discharge plan. We 

can't get appropriate follow up if need be. And we're not like, so then you're going to be 

discharging us to a hotel for a couple of days until we feel comfortable to then get on a 

plane? (Shena MacLeod). 

Coordinating care across multiple sites, providers, and a large province caused significant 

distress for families. Parents were often left to stitch the pieces of their broken care together to 

ensure their child didn’t fall through the cracks. Many parents talked about the need for a point 

person or as some said an anchor. 

6.4.2.3 The Importance of an Anchor in a Sea of Chaos. As families shared their 

frustrations with the fragmented healthcare system, where they often felt adrift in a sea of chaos, 

many described the importance of having an anchor in the form of a constant and compassionate 

care provider. Although families experienced relational discontinuity with their specialized 

cardiac care teams, they also spoke about the grounding role of the local pediatricians. This 

provider could bring stability and reassurance amid the chaos. Having someone they could relate 
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to, who knew their child’s history and whom they could trust, made a positive impact on how the 

families experienced their cardiac journey. Due to the transient nature of the London children’s 

hospital clinics held twice a year in Thunder Bay, families found it difficult to build similar 

relationships with visiting specialists.  

A central finding was families overwhelming appreciation for the paediatric team in 

Thunder Bay. They attributed their positive care experiences to having at least one strong 

therapeutic relationship with a local pediatrician, acknowledging their knowledge, compassion 

and commitment. One mother expressed: “Dr. (Name) was so good, and he was very 

knowledgeable, and as I said, when I called him about her blue hands and feet, I do feel - I would 

feel more comfortable calling him and asking him than calling London.” (Melissa Gagnon). 

Another mother shared how helpful and supportive the health care team in Thunder Bay was, “I 

feel like Dr. (name) really saw me as not like the mom of this child, but like another person in 

the healthcare team that was going to sort of get her through to the other side” (Lina Nguyen).  

Lina further shared how meaningful that relationship became, 

There were times where I would lose my mind a little bit and she would be the person 

that I would just give a hug to and kind of - and then she would make me feel better. 

Right? Or she would have the same sense of relief as I would if we heard something 

different. And that's what makes her just such an incredible human being (Lina Nguyen). 

For many families, a local pediatrician became their “go to” person, someone they trusted 

to ensure nothing was overlooked and that referrals for follow-ups at the larger children’s cardiac 

centres were managed appropriately. One mother expressed, “I've been very fortunate to have 

Dr. (Name) in my corner. Who at the last appointment, knew I had major concerns. So he 

actually checked in with the cardiac cardiologist, twice during the appointment” (Jessica Brown). 
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Many parents shared similar experiences, emphasizing that building a relationship with at least 

one trusted care provider had a meaningful impact on their care journey. 

A ’downside’ to having developed such deep connections and therapeutic bonds over the 

years was that it made transition in care difficult. For some parents, letting go of their local 

pediatrician was their biggest stressor when their child transitioned to adult care, with one father 

lamenting, “Just not maybe having access to Dr. (Name) is the thing that bugs me” (Julian 

Tremblay). Despite the absence of specialized services locally, families felt genuinely connected 

to their care providers. Their frustrations were not directed towards the local team but rather the 

fragmented nature of the broader healthcare system and the barriers it has created.  

Ultimately, families stressed the need for constant, compassionate relationships in their 

lives; these relationships were viewed as an at-home anchor. Within families underpinning 

experiences of liminality, where they often felt suspended between crisis and stability, home and 

hospital, the trusted pediatric providers from their ‘home-hospital’ were that human connection. 

They are the anchor that helped to restore a sense of steadiness in an otherwise unpredictable and 

unsteady care journey. Figure 2 bolds the next theme explored, fragile bodies: lasting imprints of 

ruptures in time. 
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6.4.3 Fragile Bodies: Lasting Imprints of Ruptures in Time 

This third theme captured how families experienced their child's body as fragile and 

vulnerable across their cardiac journey, and how these experiences created enduring imprints on 

emotional, physical and relational well-being. Ruptures in time began at diagnosis and continued 

through hospitalization, surgery, acute cardiac crisis and the disruptions of early family life. 

Within the experiences shared, the vulnerabilities of both parents and children became closely 

intertwined; the child’s fragile state heightened the fragility of the parent’s mind and body. The 

following subthemes will discuss additional ruptures in time, such as (1) disruptions of early 

maternal-infant bonding, (2) acute ruptures in time: witnessing the child’s fragile body, and, 

finally, (3) lasting imprints on parental well-being. 

6.4.3.1 Disrupted Bodies: Lasting Imprints of Interrupted Beginnings.  This sub-

theme captures how the early and interrupted newborn period formed ruptures in time, triggering 

a cascade of lasting emotional, physical, and relational imprints. While these experiences 

unfolded in the immediate postpartum period, mothers' accounts suggested that their effects 

extended far beyond these early moments. Ultimately, this contributed to the shaping of ongoing 

perceptions of child vulnerability and embodied stress. This did not end once these ruptures in 

time had passed but instead continued to shape how parents experienced their child, their 

caregiving role and themselves over time.  

Considering this, these early disruptions to maternal infant bonding, physical recovery for 

both mother and child, and caregiving did not allow for a rerun to ‘normalcy’. Instead, it left 

parents in the prolonged liminal state, where they remained ‘in between, navigating persistent 

uncertainty, suspended in the constant unsteady rhythms of time, never knowing what would 

come next, or how one would heal physically and emotionally.  
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The following two subthemes build on initial worry and vulnerability, contributing to the 

continued state of liminality. Illustrating how these initial ruptures were not isolated incidents yet 

starting points to a cumulative process that left lasting impacts on parents over time.  

The newborn stage marks a particularly vulnerable time for all mothers; not only do they 

experience the potential challenges of physical healing, but they also experience an immense 

new mental load and responsibility. For the mothers in this study, these early beginnings were 

distinctly gendered, as mothers carried the physical, emotional and relational weight of both 

postpartum recovery and their infant’s critical illness. These early beginnings were disrupted not 

only by being uprooted into unfamiliar environments but also by the physical challenges 

experienced by both mother and child. Mothers’ challenges were magnified as they were left 

with little time to digest their new reality.  

Many were forced to give birth over 1000km away from home, separated from friends, 

family and social support. Separation from their infant often happened immediately post birth, 

leaving the mother frequently alone, without answers, and having to make complex decisions 

before even holding their newborn. Jasmine discussed her experience before even holding her 

newborn, 

I had him at Mount Sinai, and they took him through the tunnel to Sick Kids…they ended 

up, like, having to do, like, surgery right away just to keep his blood flow. And I 

remember them calling me after I was in labour and asking for consent, and I had no idea 

what I was consenting to, but I'm like, yeah, go ahead… the next day I kind of got to see 

him because when I had him, I didn't get to hold him or anything… he was so swollen. 

He was connected to so many needles, so many IVs, like so many. And just, like, swollen 
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and bruised and everything. And I was like I didn't even think it was my kid because I 

hadn't expected it, you know? (Jasmine Smith). 

These accounts illustrated how mothers were positioned at the centre of early decision-

making and caregiving despite being in a state of physical vulnerability themselves. Postpartum 

healing is a demanding period under normal conditions; however, witnessing their child’s fragile 

body for the first time in an unknown, hospitalized environment intensified this vulnerability for 

mothers. Some mothers also reported post-birth complications such as severe swelling and pre-

eclampsia. Sophie shared, “oh, my legs were so swelled up. It was horrible” (Sophie Tremblay). 

Another mother echoed, “I was still having times where I was almost passing out from the blood 

pressure normalizing” (Erin O’Connor). Mothers described this period as a “blur”, as they 

attempted to navigate their own healing alongside the immediate and ongoing needs of their 

families. In addition to managing their physical recovery, many mothers were simultaneously 

caring for other children and trying to maintain their family's routine in the midst of a crisis. Lina 

shared, “you're trying to get over your postpartum. You know, hormones. And you have a two-

year-old, and it's Christmas, and you have this baby that looks perfectly normal and they're 

telling you, yeah, she's probably going to get sick” (Lina Nguyen). These stories speak to the 

great strength and endurance these mothers had to withstand to ensure a healthy outcome for 

both. For this group of women, their fragile bodies became secondary; they had to battle through 

their own health needs to ensure their child’s survival. 

Mothers frequently discussed the moments where their baby was quickly taken away, 

surrounded by medical teams, cords and monitors. These precious early moments of an infant’s 

life, when natural mother-infant bonding could occur, were disrupted by restricted access, 

requiring mothers to obtain permission or assistance to hold their baby. Sofia recalled, “they took 
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her away, she was on a table over there and there were six people around her and I couldn't tell 

what was going on, and that was the most like distressing part” (Sofia Garcia). Disruption to 

early beginnings also impacted newborn feeding. These mothers’ infants required special diets or 

tube feedings, causing many emotions, including stress and a feeling of loss. Shena reflected on 

the stress of her child requiring a feeding tube, limiting her ability to feed her child, “the next 

most stressful thing because…it's the one thing you feel you can do as a mom and as much of a 

burden as it is…it's also a very lovely thing to be able to feed your child” (Shena MacLeod). 

Sofia shared her similar experience, “It was a lot of sitting beside an incubator, waiting for the 

next time I was allowed to touch her” (Sofia Garcia). Mothers described wanting to hold and 

nurture their babies, yet were often told it could be too much for their fragile bodies. Sofia 

continued to add,  

I think just how hard it has to be being a mom. I feel like you can't actually provide what 

your child needs most. Like the mother instincts want to hold and comfort your baby, but 

for a lot of the first while it was literally using too many of her precious calories to 

interact with her too much (Sofia Garcia). 

The disruptions experienced by mother and infant bodies in the early beginnings caused 

ruptures in time that have left lasting imprints on maternal well-being. The following subtheme 

illustrated how these ruptures in time accumulated over the child's fragile period. 

6.4.3.2 Acute Ruptures in Time: Witnessing the Child’s Fragile Body.  Families 

recounted other ruptures in time through the extremely stressful experiences of acute medical 

and surgical cardiac care, where they were forced into the role of waiting and worrying 

observers. Across these accounts, acute ruptures in time are marked by direct encounters with the 

child's fragile body during surgery, critical care, and emergency events. 
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Families described the intense worry and trauma surrounding their child’s surgery; 

several parents recalled witnessing their child’s fragile body cut open, memories no parent 

should ever have to endure. Sarah shared, “his chest is open. You could see his heart beating” 

(Sarah Anderson). Another family recalled a similar experience post-open-heart surgery. Jennifer 

shared that she almost “passed out” when she entered the room, “they had to leave his chest open 

for a week because his heart was so swollen from, like, being worked on and stitches” (Jennifer 

Wilson). The compounding traumatic experiences of watching their child go through procedures 

and undergoing testing were emotionally exhausting for parents.  

Many families also recalled acute cardiac events where their child went unresponsive and 

turned blue, and emergency services and interventions were needed. One mother described an 

experience while at home caring for her other children, “She's thrown up. Now she's grey and 

she's limp and she's in my arms” (Mei Chen). Mei asked the oldest sibling to run and ask a 

neighbour to come while she left in the ambulance, leaving her other children behind. These 

traumatic experiences were shared across the parents within this study, as another mother 

recalled, 

I ran up there and she was fully blue and unresponsive. And I picked her up and I just 

kind of, like, said a short prayer and I was like, okay, help me. Because I knew 

somewhere in my brain, cognitively was the information to do resuscitation. I just - but 

it's your kid so and she's so limp. It was like Jello and so no tone. And I found the file 

somewhere in my head, and I gave her some back thrusts, and I flipped her over and 

checked her airway and then turned her over again because we did that. So, it took three 

attempts, but she coughed or whatever and took a breath. And I don't know how long she 

was down for. It felt like a long time (Erin O’Connor). 
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Erin’s account emphasized how temporal moments of crisis can seem to take a very long 

time, yet, if measured, these felt ruptures in time may take only minutes. She relayed another 

event where her child needed resuscitation and its impact on her husband, Laim, “He was 

holding her and feeding her. So, he just kept saying, ' It's my fault. Did I kill our baby?” These 

traumatic events place an immense weight on families’ shoulders, causing feelings of 

tremendous guilt and fear. Families often described these specific moments as deeply traumatic.  

Although each event may have been brief, it left lasting, vivid, and intrusive imprints on 

parents’ emotional, physical, and relational well-being, continuing to shape their everyday 

realities. The following final sub-theme captured the experiences of both parents caring for their 

child with CHD and its lasting imprints on their overall physical and mental well-being. This 

highlights that it is not a single rupture in time or critical event that left a lasting imprint; rather, 

it is cumulative, impacting parents over time. 

6.4.3.3 The Lasting Imprints on Parental Wellbeing. The overarching theme and the 

preceding subthemes have illustrated how parents moved from early ruptures in the newborn 

period to acute, crisis-driven events. Together, these cumulative experiences have contributed to 

the lasting imprints parents now carry, impacting their daily lives. Understanding these shared 

experiences, and the reasons why they have progressively shaped parents' well-being over time, 

was essential for making sense of the lasting imprints explored in this final subtheme. 

The fragile body of the child and the myriad ruptures in time left families with a heavy 

emotional and physical strain, ultimately impacting their overall wellbeing. Families often 

described more than one event that had impacted their well-being. This included trauma 

diagnoses such as PTSD and heightened anxiety. One mother talked about how it the significant 

impact it had on her stating: “I actually was diagnosed with PTSD from a psychologist because 
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of all this… just like dealing with me leaving my other kids and then dealing with this really sick 

kid” (Jasmine Smith). Even after the traumatic events and crisis periods had passed, some 

parents who reflected on their experiences said they often didn’t know whether they were still in 

shock or dealing with emotional long-term impacts. Melissa recalled, “I suffered from like post-

traumatic stress…So that's why when I started working with a therapist, like I just said to my 

husband, like, there's something not right with me. Like, I feel like I'm high anxiety all the time” 

(Melissa Gagnon). Another mother who reflected upon her experiences said she didn’t realize 

she was in shock. Erin remembered resuscitating her child after finding her “blue in the crib”, 

and recalled, “I didn't realize I was in shock. I was just holding the baby, watching every single 

breath” (Erin O’Connor).  

Families also discussed the continued anxiousness and fear surrounding the child’s illness 

and outcomes: “my fear was always that I was going to lose him, I didn't know his heart. I didn't 

understand if his heart was…going to fail when I took him home, that was one of my biggest 

fears” (Jessica Brown). Parents also discussed the challenges during COVID-19 and the impacts 

it had on exacerbating their anxiety. Jasmine described having “complete panic attacks” and 

keeping her son home from school for 6 to 8 months as he got repeatedly sick when he was 

younger. Jasmine said, “If he gets Covid, it made me think he was just going to get sick and die. 

And that's where my thoughts would go” (Jasmine Smith). Parents were continually faced with 

catastrophic thoughts that contributed to their heightened anxiety, fear and panic.  

Families also recalled triggers. One mother shared, “Even just walking into SickKids, I 

feel anxiety walking” (Shena MacLeod). One Dad related fall time as evoking emotional 

distress, as this is when the twice-a-year cardiac clinic comes to TBRHSC, sharing, “It stresses 

me out, actually. Fall time sucks” (Julian Tremblay). The hospital space triggered unpleasant 
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emotional responses. Another father reflected on his emotional triggers, “when I would get a 

phone call from her at work” (David Chen). Mei jumped in to finish the story, sharing, “I’d be 

like, hey, do you want to pick up pizza on the way home from work? And he’d be like, are you 

kidding me? That's not what I thought you were gonna say” (Mei Chen). Mei nervously laughed 

and continued to say “Oh, right. Like I should pre-text you. We're fine – [I’m] calling about 

food” (Mei Chen). Another mother shared a similar emotional trigger of just a simple phone call,  

Even today when my phone went off and I - it was a London, Ontario phone number- I 

was like, why is London calling me? And I was like, oh God, what's happening? And so 

that instant feeling of like, oh God, what's happening? Why is London calling me? You 

know, that sets off an emotion, right? You know, and like, even just that every six-month 

appointment, just that lead up to it. You know… I'm sitting on edge (Jessica Brown). 

These experiences shared by families emphasized how previous traumatic events have 

left parents with an underlying fear and anxiety that will never truly go away. Even small, 

ordinary moments, where families described a simple phone call, reignited overwhelming 

emotions days, months, or years after such events. Parents also shared how mental health 

supports or screenings were not routine throughout their experiences. One mother discussed how 

her partner was struggling emotionally due to the “chaos” and traumatic events surrounding the 

birth; they even shared having to pay out of pocket to see a therapist, yet discussed that the 

financial implications didn’t matter, even on maternity leave. 

In 24 hours, he watched me seize and go blind. The chaos of inducing the birth. And 

then he was holding her, so he was upset…remember it being like 200 and something 

dollars, but and at that time I was facing mat leave and all this stuff, and I just thought, 

whatever, it is what it is, and you need to pay, you need to talk to somebody. And I'm too 
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overwhelmed to help you through this in that way right now. Go talk to somebody (Erin 

O’Connor). 

The traumatic experiences that parents went through while caring for their sick child left 

emotional scars. Parents and families needed professional and additional support to guide them 

through these challenging times. All parental participants described how their own physical and 

emotional health was often overlooked as care was centred around their child. Parents were 

forced to put on a brave face for their family, often overlooking their own needs. A mother 

recalled,  

She was probably three. And like that is kind of when I started to like deteriorate because 

you can only do that for so long. And then it was like, you know, the fibromyalgia, the 

celiac disease, the like autoimmune junk. But again, she was more okay, but I do think 

that there was a fallout from there just not being more support. It was one of those 

because I handled it, it seemed fine. In hindsight, not optimal (Sofia Garcia). 

Another mother who reported similar experiences also had suggestions about how to 

provide support to diminish this overload. She said: “I feel like what could have been a benefit in 

hindsight would have been a couple like wellness calls for mom… Just like, hey, are you doing, 

okay? Do you understand…do you have a question?” (Erin O’Connor). 

Many of the experiences described by the parents reflected how their capacity to ‘handle 

it’ often hid their unmet needs, allowing anxiety and distress to build up over time. The gaps in 

family-centred care, specifically addressing the unmet mental health needs of parents, across 

their child’s care continuum, were highlighted as a significant concern across all families. Figure 

2 bolds the next theme explored, embodied hypervigilance: protective parenting.  
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6.4.4 Embodied Hypervigilance: Protective Parenting  

The final theme captures how parents’ ongoing sense of uncertainty left families in a 

prolonged liminal state, which became embodied as hypervigilance, shaping their everyday 

parenting practices and relationships. Over time, parents described living in a continual state of 

readiness, no longer in the acute crisis of early diagnosis and surgery yet never returning to a 

sense of ordinary life. In this ‘in-between’ space, parents closely monitored their child's body 

behaviours and environments in an effort to prevent further harm. This embodied hypervigilance 

gave rise to protective parenting practices that were not simply expressions of anxiety but rather 

responses to living with the enduring possibility of sudden change or crisis.  

In this study, hypervigilance referred to parents' embodied state of constant alertness and 

anticipatory threat, whereas protective parenting described the concrete actions they took to try 

to keep their child safe (Maag et al., 2021; O’Donovan, & Nixon, 2019). Hypervigilance and 

protective parenting were closely intertwined. Parents’ heightened internal emotional state from 

years of cumulative events and living in an ongoing state of liminality often drove protective 

practices that structured daily life. 
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This theme is explored through its interconnected subthemes: (1) differing experiences: 

shielding children from the weight of illness, (2) protecting children within everyday and 

medical environments and (3) parental healing over time. 

6.4.4.1 Differing Experiences: Shielding Children from the Weight of Illness. Parents 

often described working tirelessly to ensure their child was protected both medically and 

emotionally. Even while navigating significant challenges, including financial strain, 

employment disruption, changes to family life, and frequent travel for care, many parents spoke 

about their efforts to shield their child from the full weight of these burdens.  

Children's accounts often differed from those of their parents, particularly in how they 

described travel and hospital experiences. While parents frequently described these periods as 

stressful and disruptive, many children in this study were indifferent and shared that they didn’t 

mind going to the hospital, both at home and away. Many children stated they “felt comfortable” 

(e.g., “I don’t know. It’s just – it’s a hospital”; Sally Brown) and recalled positive aspects to their 

experiences such as treats or special activities, which are described in more detail in the 

children’s findings section.   

As previously discussed, parents in this study experienced hospital visits and the need to 

travel differently. They did not share their child’s positive recollections. Memories are an 

expression of time, and parents’ perception of time was very different; their protective parenting 

shielded their children from potentially painful experiences and, thus, painful memories, turning 

events and periods that were anything but ordinary into something extraordinary for their 

children.  

Most parents perceived their children to be experiencing stress and anxiety when they 

visited the hospital or travelled for their medical appointments. One mother shared, “If we're 
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going to go for a medical appointment, I got him basketball tickets. Like, we try to turn it into a 

fun location because it's such a stressful time for him” (Jasmine Smith). The protective layer of 

extraordinary, positive experiences orchestrated by parents shaped many children’s memories. 

When one child was asked about travelling to Toronto for appointments, they immediately 

recalled the enjoyable parts about the trip: “I look forward to - I usually get to do something 

when I'm there, like have fun” (Charlie Smith). Charlies’ mom quickly jumped in to share, “I’m 

in the background. I'm just going to say that he stresses about his appointments for weeks ahead 

of time and he does stress out for the actual appointments. but we usually do try to do something 

fun” (Jasmine Smith). It was only after this, and when gently prompted to describe what they 

liked about Toronto and the hospital visits that Charlie acknowledged disliking certain 

procedures and having some anticipatory anxiety. Yet they still emphasized their love for 

Toronto. Charlie responded, “I just love Toronto…until the doctor’s appointment…I’m not the 

biggest fan of MRIs…it’s a long process…it’s a dye, yea, that’s not fun” (Charlie Smith). This 

account, along with others, highlighted how parents' protective parenting appeared to positively 

influence their child's medical experiences. The majority of the children in this study reported 

positive, impartial, or fun memories of travelling and/or visiting the hospital.  

These accounts contrast with many parents' descriptions of the same periods, often 

described as stressful and disruptive. This difference may reflect the ways parents worked to 

create a sense of safety and normalcy for their child despite ongoing liminality. It may also speak 

to the way children, depending on their developmental age and stage, understood and made 

meaning of these experiences. Together, these findings suggested that parents' hypervigilance 

and protective parenting may have played a role in shaping how children perceived these 
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periods. This includes what they may have noticed and remembered about hospital spaces, travel, 

and interactions with the health care team.  

6.4.4.2 Protecting Children within Everyday and Medical Environments. Building on 

parents’ embodied hypervigilance, this subtheme explores how ongoing perceptions of risk 

translated into concrete protective practices in both everyday and medical settings. Parents 

described creating protective environments for their children by heightening infection control, 

restricting activities, and carefully monitoring who cared for their child. These practices were 

woven into daily life, shaping their family routines, relationships, and parents' sense of 

responsibility for preventing further harm.  

Several families spoke about keeping a protective bubble and safety net around their 

child. Parents shared their fear of contracting “respiratory illness” as many children already had 

“trouble breathing”. These worries fuelled a state of hypervigilance in which parents were 

constantly scanning the environment for potential threats, even in seemingly ordinary events. In 

response, protective practices, such as strict infection control, activity limits, and careful control 

of social contact, became embodied routines, etched into daily life. Ali spoke about these 

practices with notable intensity in her voice, saying, “I am always watching to see if he's 

breathing, if his breathing has changed, if he's looking more pale… anything that the doctor has 

told me to watch out for… I know that I am not gonna overlook those things” (Ali Samson).  

The protective parenting for some families included homeschooling, isolation and/or no 

outside supports, such as daycare, to try and limit outside infections. Lina shared, “I remember 

my hands were just raw. They were like bleeding” (Lina Nguyen) due to constant handwashing 

to minimize infection risk. Another mother recalled an experience while at the hospital where 

she felt responsible for maintaining a protective boundary and space around her child. Melissa 
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described asking health care workers hygiene questions, such as, “Have you cleaned your 

stethoscope? Have you washed your hands? All of those types. Like I was the gatekeeper for 

her” (Melissa Gagnon). One father expressed, “You have to kind of be always a little bit kind of 

restrictive at times, and maybe, or more overly concerned” (Julian Tremblay). This was due to 

the lack of a local specialist. When their child became sick or when Julian had questions about 

developmental milestones, he felt there was no one to discuss these concerns with, which led him 

to increase his parental vigilance and in turn, his protective behaviours.  

Parents also spoke about the need to maintain physical activity limitations, so that the 

child didn’t overexert or cause any additional issues in relation to their CHD. Sophie shared,  

Well, I did go into the soccer field when he was playing indoor…I'm watching and I'm 

like, okay, he's slowing down, but they're still yelling at him, go, go, go. So I go out there 

halftime, like, "Yo, look, this is (Name). You know he's been around for how many 

years? No more." Yeah. I don't think he ever forgave me (laughs) (Sophie Tremblay). 

Another mother echoed her restrictions with sports and looming catastrophic thoughts 

around activity and the child’s heart condition, sharing, “We probably kept him from playing 

sports for so long” (Jasmine Smith). 

 Parents also expressed deep hesitation about leaving their child with others, including 

friends, families and external supports such as daycares. One mother shared that although 

grandparents could watch over their child, it was not the same as her attentive parenting. Many 

parents described feeling they were the only people who could safely care for their child due to 

concerns about their child's fragility and often complex care needs, especially in the early years. 

Several families shared similar experiences, Sofia reflected, 
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If I'm honest, like probably up until she was even like five or six, I wasn't comfortable 

leaving her with anyone that hadn't like been around enough to understand what it looks 

like specifically if she's choking, or like what her normal mannerisms are… I couldn't just 

like have a teenager babysit. You know what I mean? (Sofia Garcia). 

These shared experiences illustrated how parents’ hypervigilant awareness of their child’s 

fragility translated into highly protective caregiving practices. This included reluctance to leave 

their child with others and a belief that no one could safely manage their child’s needs. 

 A common theme throughout parent interviews was their experiences of hypervigilance 

toward their child, even in times of calm or ordinary situations, and their shared feeling of being 

misunderstood by others because of it. Parents relayed that friends and family sometimes viewed 

their protective parenting as overreactions. Ali shared, “It's just the heart is always something to 

worry about for (Name). I don't think people really understand it…I think they think [their 

family] we are very overprotective” (Ali Samson). Others felt that their family did not 

understand what they had truly “really lived through” (Melissa Gagnon). This feeling of being 

misunderstood, of others not understanding the lived reality of caring for a sick child, intensified 

parents’ hypervigilance and protective parenting and reinforced their need to control the 

environments and relationships their child was exposed to. Several families sought out support 

systems where their vigilance was shared and understood. Parents discussed finding this support 

through online groups with other parents of children with CHD or chronic illnesses. Erin 

expressed,  

We found our people. But that was honestly, like, really important to us because you 

don't - you hear - you hear other parents talking about their new babies and all these 

things, and you're just hoping to not find them dead in the crib. That's your biggest goal. 
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And the other moms are like, well, this milestone and this milestone and blah, blah, blah. 

And they're not mom bragging, per se or maybe they are, but your priorities are different 

when your kid's sick (Erin O’Connor). 

Although some parents spoke about these supports, many wished for hospital-based 

support groups or someone coordinating opportunities for connections with other families that 

had lived or are living through similar situations. One mother shared, “I would say we failed 

there. We have totally 100%. Like I - there's nothing really out there like other than building a 

relationship with your pediatrician who obviously is there to support you...like there's nobody” 

(Jessica Brown). The absence of family support groups left parents carrying a tremendous 

emotional weight, often alone. Having additional support systems in place for families could 

help reduce parents' hypervigilance by offering emotional support and shared understanding. 

6.4.4.3 Parental Healing Over Time. Within this study, parents embodied 

hypervigilance and protective parenting behaviours lessened over time. Time allowed parents to 

heal from the initial and ongoing trauma in the early years, as they were able to watch their 

child’s positive developmental progression over the years.  

Parental healing was tied to their child meeting developmental milestones and engaging 

with friends and activities. One mother shared, “seeing him play basketball…He's more 

confident…[I] definitely am more comfortable…I [can]definitely say it's improved where I don't 

coddle him…I can't just, like, bubble wrap him because, he, like looking at him you would think 

he's like any other kid…except for height” (Jasmine Smith). Another mother similarly felt her 

worries decreasing over time, saying “she's a brainiac…she is in every sport. I did worry. I'll 

admit when she was little… but not now. She's fine. She's like, she tries everything, every sport” 

(Melissa Gagnon). 
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Families described that over time, after the acute period and the accompanying feelings 

of worry and anxiety, these feelings lessened. One father shared, “All of a sudden, I just sat one 

day, looked at him and [was] going, like, the kid's huge, like, and he's doing okay” (Julian 

Tremblay). Some families described their child doing well in school and thriving with friends, 

which helped them ‘let go’ and trust their child’s growing independence. A mother shared, “I 

feel like, just like the last two years, he's really changed…become more independent... And I 

think that's helped me to learn to let go” (Jasmine Smith).  

Confidence was also reinforced with continued monitoring and reassurance from medical 

professionals. Regular appointments and test results provided parents with physical confirmation 

of the knowledge they had gained through experience that their child was doing well. This 

reinforcement of parental experience played a central role in the healing process. The new, 

trusted knowledge about their child’s condition and trajectory was a powerful driver of a 

decrease in parents’ hypervigilance and protective parenting behaviours. Reinforced confidence 

from their health care providers gave comfort to parents, “I knew they knew what they were 

doing… I felt a sense of relief, you know, after all, every appointment every year. So that's what 

makes me feel better about him…I know he can play hockey and everything like that” (Jennifer 

Wilson).  

The underlying uncertainty caused by the complex nature of their child’s CHD left all the 

parents in a continuous, embodied hypervigilant state. The protective parenting behaviours of 

always being on guard, watching, and protecting their child within their ever-changing 

environment became ingrained in parents’ bodies. It affected how they interacted with others 

across different spaces, often shaping whom they trusted and how they managed social 

situations. The concept of time, specifically witnessing their child heal, grow and demonstrate 
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strength over time, gradually allowed parents to heal. As their child’s acuity decreased and the 

parents’ sense of stability and normalcy increased, many parents experienced greater ease related 

to their child’s condition. This ultimately allowed them to soften their hypervigilant and 

overprotective state and helped them reclaim aspects of ‘ordinary’ reality. Still, there will always 

be embodied and lasting imprints of their child’s cardiac journey and crisis on the minds and 

bodies of the parents. The findings suggest that this will forever impact the way they move 

through their world, which has been shaped and underpinned by an ongoing state of liminality.   

6.5 Child Findings 

As described above 10 children participated in the study, ranging in age from 8 to 16 

years, and represented a variety of CHD diagnoses. Four core themes emerged, including 1) 

children living in normalcy, 2) feeling different in physical activities, but not defined by it, 3) 

emerging health agency: from passive to active agents in care, and 4) remembering with others: 

development gaps and relational memory. Figure 3 portrays the children’s findings. The cardiac 

rhythm running throughout reflects the uniqueness of each child's ‘special’ heart, as well as the 

fact that, over time, with each heartbeat, the child grows and develops. Time and how it shapes 

the child’s sense of self and relationships with others in their varying environments is critical 

when understanding and interpreting these four interconnected themes. 

Figure 3 

Child Themes  
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6.5.1 Children lived Normalcy: “I just feel normal”  

While parents described living with a constant fear and uncertainty surrounding their 

child’s fragile bodies, children experienced their bodies in notably different ways. They viewed 

their bodies not as medicalized or sick, but rather as capable, and no different than their peers.  

Children living with CHD often described themselves as “normal”, with one child 

declaring, “I feel like I wake up, have the same day as really any other kid” (Charlie Smith). 

Children did not organize their identity around their illness or diagnosis. For the children, CHD 

was something they were born with; it did not define them, while it was a part of their life story, 

it was something they rarely thought about. One child affirmed, “I don’t really talk about it that 

much because… its not really that important” (Leo Tremblay). Rather than shaping their identity 

around their illness, many children didn’t even consider it a defining factor; they spoke about 

their normal routines with school and friends. When asked whether their condition had affected 

various areas of their life, including family, school routines, day-to-day activities, or friendships, 

most children responded, “No” or “I feel the same.” One child shared, “My friends know about 

my heart things. They're nice about it. Like they're supportive, I'd say. Same with the teachers” 
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(Charlie Smith). Supportive environments from friends and teachers appeared to foster a sense of 

normalcy among peers.  

Many reported that their medical appointments had little impact on missing school, as 

they were infrequent and resulted in only a few days of missed school. As they grew and got 

older, and their CHD became less acute, daily life, including school, became less disrupted. 

When asked if they felt different from peers, many children again underscored, “No, I just feel 

normal” (Fran Harrison).  

Children also described hospital visits in ways that emphasized familiarity and, at times, 

enjoyment rather than fear. during hospital visits and when travelling to Sick Kids. Children 

spoke about seeing therapy clowns and getting rewards; one child shared, , . Most children also 

found the experience of travelling to Toronto “exciting” with several sharing that they “liked 

travelling” (Harrison Kowalski), which often included exciting outings like going “up the CN 

tower for a Christmas present” (Renna Chen). These accounts suggested that for many within the 

study, hospital visits and associated travel had been incorporated into their lives as ordinary or 

even fun experiences rather than primarily distressing. This links back to the parents’ final theme 

of embodied hypervigilance: protective parenting. 

A few children reported anticipatory feelings, predominantly anxiety, when approaching 

medical appointments, and just under half of the children reported a dislike of certain procedures, 

such as blood work. Yet the majority reported feeling indifferent or having positive experiences 

about going to the hospital or having procedures done. When asked what they enjoyed at the 

hospital, one child quickly responded, “Basically, a lot of things. Like all of them… I really like 

when I go on the treadmill to test my heart…its really fun!” (Fran Harrison). Their idea of going 

to the hospital for appointments or checkups was also normalized; to them, this was integrated 
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into their life, and they knew no difference. What might be viewed as abnormal for other 

children was an ordinary part of their world. For some, it was even viewed as an inconvenience: 

“I don't want to get behind on school or something just to go to the doctor” (Renna Chen). Others 

viewed it as a break from school, Mason shared, “It’s boring there [hospital], but its better than 

school so I’ll take it” (Mason Wilson). The common theme in the children’s lived experiences, 

that everything is normal in all facets of life, highlighted that they don’t perceive their bodies as 

fragile or different; they felt a sense of normalcy. Their illness did not define who they were, 

how they interacted with others, or how they moved through their daily routines. 

Even when children were asked whether they were bothered by their bodily scars from 

their cardiac journey, they all responded positively. One child referred to their cardiac scar on 

her chest as her “zipper” (Renna Chen), another saying “I think it’s really cool” (Mason Wilson). 

Even though they know their bodies may look different than their peers, the children expressed 

that they were proud of their scars; having them did not make them feel different overall; it was 

just part of who they were. A child shared their experience of showing a friend their scars, “I 

have like a scar from the feeding tube…she was like, is that your belly button?...I was like, no, 

it's a scar…then we were like laughing at the fact that she thought it was my belly button” (Lucia 

Garcia). Lucia continued, “I’m not worried about my scars at all… it's just kind of like part of 

my body” (Lucia Garcia). The children did not feel their scars disrupted their sense of normalcy; 

the scars did not make them feel fragile or embarrassed; rather, they were part of their embodied 

identity. Children did not feel they had to hide their scars or shy away from others seeing them; 

they lived openly and were comfortable sharing their scars without any shame.  

Together, these shared experiences suggested that children living with CHD within this 

study largely constructed identities that were not centred on their illness or perceived fragility. 
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Instead, they framed their bodies as normal and capable, much like those of others around them. 

They incorporated their scars into a positive or neutral sense of their embodied identity rather 

than viewing their body as a source of stigma or difference. In contrast to their parents’ ongoing 

fears and hypervigilance, children's narratives emphasized everyday normalcy in continuity and 

how they moved throughout their worlds. 

6.5.2 Feeling Different in Physical Activities but Not Defined by It 

 Although children in this study described feelings of normalcy in their sense of self, 

relationships with others, and engagement in school life, they noted differences in sports and 

physical endurance. During interviews, children were asked if they felt different from their 

friends. One child shared, “I have decently bad endurance, but I don't think that's like related 

[CHD condition] in any big way” (Lucia Garcia). Another child shared that, along with bodily 

scars, “stamina’s a pretty big thing, I feel.” This child continued “oh and my height…I'm, like, 

under five foot. They're almost - one of them is six foot, and a couple of them are almost six 

foot” (Charlie Smith). When asked if this bothered him, Charlie responded, “The height thing a 

little bit” (Charlie Smith). When asked follow-up questions about his heart and whether it 

affected him in any other ways, Charlie responded "I don't really think so. I feel like I wake up, 

have the same day as really any other kid” (Charlie Smith). These differences didn’t change their 

sense of self or their sense of identity, though they recognized differences in bodily exertion, 

fatigue, and physical restriction compared to others when involved in sports and activities 

As they aged, children became more comfortable with their bodies and limits when 

engaging in sports. Although some children simply reported “no” when asked if engaging in 

sports was impacted due to their CHD. Many children recognized their limitations and 

symptoms, such as chest pain, shortness of breath, and/or generalized fatigue. They would report 
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that once they felt these symptoms, they would listen to their body and slow down, take a break 

or stop completely. One child shared that “intense” exercise like “running” may trigger their 

heart, “might start to feel, I guess, almost pain in my chest from how, I guess, how fast my heart 

is beating and then it's overwhelming. I think just kind of like slowing down to a walking pace” 

(Leo Tremblay). Even with their notable differences, children knew their bodily limits to ensure 

their own safety. Another child shared, “I don’t go full force. I just go kind of like normalish” 

(Fran Harrison). Some children spoke to the impacts it had on group sports. One child shared that 

their “stamina” is affected when playing basketball, sharing, “if I'm constantly running for five 

minutes straight just because I play basketball. So if I'm like - every three minutes, just like a 

substitution, so I'm pretty tired after that” (Charlie Smith). Another shared, “I know with team 

sports it's harder to do team sports when I feel like I am a bit more of a burden. So I can't keep up 

with everyone else, even if I am more skilled or whatever” (Leo Tremblay). Through their bodily 

awareness, the children have learned to navigate their CHD in their own environment, 

minimizing its impact on live their lives and the way they want to live. 

 While children recognized some bodily differences when engaging in sports or physical 

activity, these experiences did not appear to significantly alter their sense of self or their relations 

with others. This finding aligns with the previous theme of perceived normalcy, in which most 

children described feeling no different from their peers and did not express distress or concern 

about their condition in their everyday lives. Moments when the child experienced symptoms 

such as chest pain or fatigue were often described in ways that suggest these experiences are just 

‘normal’ and part of their everyday life, rather than something that disrupted their sense of self or 

impacted relationships around them. Overall, the findings suggest that many children 

demonstrate embodied attentiveness to their physical limits and stay within them. Children 
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described listening to their bodies and responding appropriately to ensure their own comfort and 

safety without being prompted by parents or others.  

6.5.3 Emerging Health Agency: From Passive to Active Agents in Care  

The third theme that emerged from the children's experiences centred on their growing 

confidence in their care and developing desire to understand their health needs. Several children 

in the study shared how health education and teaching were predominantly directed towards 

parents, often making them passive agents in their own care and bodies. When asked about 

health-related teaching, several children shared the desire for more direct inclusion, “I mean, a 

little bit, yeah…Maybe just about my heart and what is it because I didn't realize, actually, until I 

got the letter and read it, I didn't realize that it was actually called congenital heart disease.” 

(Riley Gagnon). Another child shared, “they [health care team] could include me more” (Fran 

Harrison).  

Children's experiences further revealed how medical language shaped their ability to 

engage. Several shared that they had difficulty understanding their providers' information. Lucia 

shared, “In terms of actual hospital, I don't really know all the words and like what everything 

means” (Lucia Garcia). Renna shared that she liked the information about her health being 

shared with her parents. When asked why, she shared, “then they can tell me in a way I can 

understand” (Renna Chen). Another child echoed a similar experience; their mother jumped in to 

scaffold the recent memory and shared, “I think that's the piece…she doesn't understand the 

doctors, what they're saying to her… Using big terms, right? Right. Using big terms, like big 

words” (Jessica Brown). The child added, “And they're using their hands and making shapes” 

(Sally Brown). This reinforced the idea that memories and understanding were often co-created 
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and shaped with parents, but also highlighting the need for greater engagement and clarity 

between healthcare providers and children. 

As children aged, their developmental capacity grew, allowing them to develop a deeper 

understanding of their illness and shaping how they engaged with their care over time. Several 

children described a gradual deepening of understanding, with one child sharing, “I pretty much 

always knew I had like a heart problem at some point, and then I like gradually learned more fun 

facts about how crazy I am as I grew older” (Lucia Garcia). Changes in emotional experiences 

often accompanied this growing knowledge; Lucia continued to express being “much calmer” 

over time. Another child shared their comfort over time, particularly when getting medical 

procedures or going to the hospital. 

When I was little, I didn't like it. I didn't know why I would have to get ultrasounds and 

stuff.  I guess I might have been maybe a little bit nervous, but now I don't really - it 

doesn't matter to me as much anymore (Riley Gagnon). 

These shared accounts highlight how, over time, children become more active agents in 

understanding their disease and its impact on their bodies. Leo shared when asked if they feel 

confident in managing their own care, “I’ve had it – I’ve been told this my whole life, so I’m – I 

know what to look for” (Leo Tremblay).  Leo continued to share, 

Talking to the doctor, I do learn quite a bit from them. Also, what I found is throughout 

the years, I didn't actually understand my condition very well. Like it was more I’d go to 

the doctor, I get checked out, and that's it. I knew something was wrong with me, I just 

didn't actually know what was wrong for a while (Leo Tremblay). 

Another child shared experiences of their growth in confidence, including managing their 

own care over the years. “I feel like, as of my last three years, probably since I was like ten, 
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they've [health care team] given me lots of information too. But before then, it was a lot like, 

used pretty much all of it to my parents” (Charlie Smith). When asked about going home and 

feeling comfortable managing and monitoring their own health, Charlie further shared, “Yeah, I 

feel like I know what's happening… Like I know like what's, I guess you say wrong or like what 

the results are kind of like. And if I have any questions, I usually just ask my mom.” (Charlie 

Smith). Despite the shifts to greater independence and agency within their own care, children's 

interactions and understanding remained deeply relational and dependent on their parents. 

Having their parent to fall back on for different explanations or support was a common finding 

among the children. This illustrates that children's growth and development in becoming active 

agents in their own care does not occur in isolation, yet within supportive relational 

environments. Children’s comments about wanting to be included more and struggling with 

terminology used suggest a need for healthcare providers to adapt their teaching and 

communication to engage more directly with their paediatric clients.  

This theme suggests that as children grow older, many move from being largely passive 

recipients of care to more active participants in understanding and monitoring their health 

condition. Children within this study increasingly sought information, recognized symptoms, and 

described knowing what to look for. For many, they still continually relied on their parents to 

interpret medical language and provide support. Children's requests for greater inclusion in 

discussions about their health care underscored both their emerging health agency while also 

reflecting the continued relational nature of their engagement with parents and health care team. 

6.5.4 Remembering with Others: Developmental Gaps and Relational Memory  

Children’s memories of their health care experience and overall cardiac journey were 

shaped by both their developmental stage and the relational memories co-created and shared with 
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their parents. For many children, early medical experiences occurred before they had the 

cognitive capacity for reflective awareness, resulting in limited, fractured or absent memory of 

critical events. When asked about these early periods, many children answered similarly that 

they ‘don’t remember’. Leo reflected, “I don’t remember getting like really sick…I was 

obviously way too young to remember any of that” (Leo Tremblay). Another child who currently 

lives in Thunder Bay, yet in the first few years lived in another city, shared similar feelings,  

That's mainly because of how little I remember from all the like surgeries and stuff. I 

definitely do remember more of like what was like going on with my medical things here 

[Thunder Bay] just because I was older, but I don't really remember any noticeable 

differences because I don't remember the hospital experience from like even [previous 

home city] really at all (Lucia Garcia) 

These memory gaps were not experienced by the children as distressing or problematic 

yet reflected typical developmental timing. Hospitalizations, procedures, and travel during 

periods of acute illness were often described as events that happened rather than as experiences, 

they could recall directly. Leo shared, “When I was born, I was immediately shipped off to 

Toronto…So I know that was stressful for everybody else. Not for me, because I didn’t know 

what was happening” (Leo Tremblay). Children were not concerned about these memory gaps; 

instead, they spoke comfortably about what they do remember. These experiences highlighted 

how early illness, although it may have occurred before a child developed the capacity to recall 

such evets, remained a significant part of the family’s overall journey and narrative. The child’s 

inability to recall these early memories did not diminish their experience; it simply reflected the 

developmental context in which the events occurred.  
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Children in this study have been admitted and attended regular appointments, both in and 

out of the hospital, since birth. As children grew and their developmental abilities advanced, 

their understanding of their disease changed, and they gained confidence in managing their 

health care experiences. Lucia, now 13, shared how comfortable they felt while waiting for their 

appointment, stating the “experience isn't scary…even when I was…in the waiting room, I felt 

more confident than I did leading up to the appointment. I was like, "Yeah, I've been here before. 

I know how this goes.” I know all things” (Lucia Garcia). The older the child, the better their 

recall of procedures, interactions with the health care team, and hospital visits went. This enabled 

them to express their preferences clearly and independently. It reflected their age-related 

awareness and growing ability to understand their bodies and interactions with others across 

different environments. Leo, now 16, shared their feelings about hospital preferences and 

travelling for care: “I guess I feel comfortable going to both…Going to Toronto Sick Kids was 

very different because you had to fly out there and fly back the same day, so it’s more stressful” 

(Leo Tremblay). As children’s awareness deepened with age, their experiences of care became 

deeply situated in their bodies. Rather than something that happened to them, medical 

experiences became events that children could anticipate, interpret, and understand. 

Even as children’s developmental abilities grew and they recalled memories more 

independently, parents still intervened during interviews to scaffold the child’s memories. 

Throughout these interviews, parental suggestions and memory scaffolding helped trigger partial 

memories, allowing children to recall fragments of past experiences. For some children, partial 

recall was necessary to access full memories. After parents offered a reminder, children often 

recalled the experience and added details, confirming what their parents had said. Frequently, 

parents recalled specific nurses, hospital visitors, or how the child felt before appointments. For 
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example, one mother remembered the name of a healthcare worker who became close to the 

family. This prompted the child to share her memories: “Oh, yeah. That person I loved (Name)... 

I forgot her name, but I loved her. She was great… Like we would play games, and she would 

read me books occasionally” (Lucia Garcia). Sometimes, children remained silent, allowing 

parents to fully recall their perception of the past medical experience, without distress about their 

parents speaking for them or about their inability to remember. For instance, when asked about 

resources within the community, a mother responded first: “So you're not seeing anybody right 

now, but she's talking about like, remember when (Name) used to come and do your 

occupational therapy or when you were really little? remember you had that nurse? Do you 

remember those times?” (Mei Chen). The child shyly answered, “I kind of remember” (Renna 

Chen). Mei continued to try to evoke her child’s memory: “You always thought it was pretty fun 

when they would come because they were, like, special for you and coordinated your outfit.” 

Renna paused, smiled, looked away, and had nothing more to add. Another mother-daughter pair 

reflected on past memories, this centred around the child’s CHD diagnosis, which was later than 

most, happening in the early childhood years. Sally stated after her mother Jessica had given her 

multiple prompts, “I don’t remember being told, it was too long ago” (Sally Brown). Jessica 

continued to try to scaffold Sally's memory, asking, “Do you remember what you did though? 

There was something that you did in your class. Do you remember that?” (Jessica Brown). Sally 

quickly responded, which led to a back-and-forth dialogue between the two as they scaffolded 

earlier memories. This was common throughout the child interviews. This highlights the 

importance of supportive and caring environments for a child living with CHD, as heavy reliance 

on past memory recall lies with their parents and the collaboration between them. It may also 

reflect methodological implications. Interviewing children and parents together, even when 
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children are the primary focus, may facilitate access to shared, co constructed memories that 

would not emerge in individual interview.  

The relational scaffolding and collaboration in shaping memories shaped how children 

move through their worlds, as much of their medical history was remembered and sometimes 

narrated by others. As noted in the parent findings, ‘protective parenting’ and shared recall 

appeared to foster a strong sense of normalcy for the children, as often painful or stressful 

memories were blanketed by positive ones. In doing so, potentially distressing memories were 

softened, and children seemed to recall more positive, parent-framed experiences.  
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7.0 Chapter Seven: Discussion 

7.1 Discussion Overview 

 The chapter interprets the study's findings. The aim is to develop a deeper meaning from 

the findings to enrich our understanding of what the experiences of children with CHD and their 

families in Northwestern Ontario reveal about time, place, body, and relations. Drawing on van 

Manen's four existentials and Bronfenbrenner’s Bioecological theory guided by the Process-

Person-Context-Time (PPCT) model. The discussion situates these experiences within the 

broader structural, societal, and political context. These frameworks are not only used to interpret 

what families experienced but to examine the various intersecting factors that shape those 

experiences. They will also help in considering what changes are needed to better support 

families living with CHD in the north. The conceptual model of families' experience is presented 

in Figure 4, which builds on earlier figures in the analysis.  

In this figure, the family living in liminality is placed at the heart of the model, 

surrounded by the four themes and by the ecological systems that shape everyday life in the 

north. Lived body, lived space, lived time, and lived relations are intertwined within each theme. 

They illustrate how parents and children experience CHD in the north through their bodies, 

homes, hospital, spaces, and shifting relationships. These aspects within the core themes are 

consistently disrupted by temporal rhythms arising from ruptures in time, such as critical events. 

The artery running through the figure represents the core finding of liminality, which reflects van 

Manen’s lived time and Bronfenbrenner’s external chronosystem. Disruption in time includes the 

child’s CHD diagnosis, the unfolding illness journey and the ongoing possibility of crisis that 

places families in an enduring state of liminality. Around the family centre are the microsystem, 

mesosystem, exosystem, macrosystem and chronoystem. They are depicted as overlapping 
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structures that are dynamically interconnected rather than separate layers. Together, the life-

world existentials and ecological systems shape how families live apart for care and wait in 

uncertainty while living in the north. The continuous fear of disrupting ordinary life and being 

catapulted back into crises leaves families suspended in unsteady rhythms of time and in an 

ongoing liminal state. Through families’ experiences and integration of the literature, the 

discussion will highlight how much of the findings are produced by systemic structural and 

policy arrangements rather than the individual or illness itself. 

Figure 4 

Conceptual Model of Families’ Experiences 
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The discussion begins with the overarching finding that parents’ experiences are 

suspended in liminality, followed by the four interconnected themes: Torn from the Ordinary: 

living apart for care; care in pieces across the north; fragile bodies: lasting imprints of ruptures in 

time; and embodied vigilance: protective parenting. The chapter then turns to the children's 

findings with particular attention to the under-representation of children's voices in the CHD 

literature. This chapter aims to enhance understanding of the profound complexities faced by 

children and families living with CHD in a northern context. Complexities are not just medical 

but are a complex web of interrelated geographical, relational, structural, and political 

challenges. 

Throughout the discussion, each theme is first presented with a narrative story drawn 

from the families' and child experiences. Following each narrative, the discussion synthesizes 

findings from the existing literature to compare, extend, and, at times, challenge what is already 

known.  

This research addresses a significant gap. While the literature on CHD and family 

experiences has grown substantially, almost no studies have examined the specific experience of 

children and families living with CHD in rural, remote or northern regions. Further, the vast 

majority of existing literature relies on quantitative designs and parent proxies, leaving children's 

own voices and perspectives largely absent. This study's dual focus on both parental and child 

experiences, grounded in van Manen’s phenomenological approach, represents a meaningful 

methodological and substantive contribution to the field. 
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7.2 Suspended in liminality: Families Living in Unsteady Rhythms of Time  

7.2.1 Family Narrative Overview 

For families within this study, there is no single moment when uncertainty ends. The 

diagnosis marks the initial rupture in time, the moment when ordinary time shatters, and a life 

once known disappears. In its place, an unfamiliar and unsteady rhythm begins. The underlying 

fear of being torn from their ordinary worlds and catapulted back into crisis leaves families 

living in a constant state of anticipation, suspended between two realities. This includes a life 

they are trying to rebuild and knowing that at any moment it could be uprooted again and taken 

from them. This fear never leaves; parents describe it as a ‘bouncy ball’. Fear that can be pushed 

away yet quickly bounces back to the forefront of your thoughts. This distress is not linear or 

time-limited; instead, it persists in cycles. These efforts to maintain stability only provide 

temporary relief, as families continue to live in a liminal space, pulled between times of crisis 

and the regaining of stability. The impact is not only on the child with CHD and their parents, 

but also siblings. 

 Within this liminal state, families wait. They wait for their next appointment, the next 

result, the next phone call that could change everything. Plans are made and unmade. Stability is 

reached, only to be repeatedly interrupted. The possibility of crisis is never fully absent; it lives 

quietly in the background of ordinary moments and can surface at any moment in time. The 

future, once assumed and planned for, becomes difficult to hold on to, clouded by uncertainty 

about what their child’s health will allow. 

In Northwestern Ontario, geography deepens this liminality in ways that families elsewhere 

may not experience. When a child's condition shifts, families must leave home suddenly. There 

is often no return date, and they travel over 1500 kilometres away from their partners, and their 
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other children. Living with CHD in the north is not a series of isolated crises; it is an ongoing, 

unsteady rhythm of time leading to an enduring liminality that reshapes every area of a family’s 

life. 

7.2.2 Literature and Implications 

 Within the CHD literature, liminality has begun to emerge as a useful lens for 

understanding how families navigate key transitions (Gaskin et al., 2024; Harris et al., 2020). 

Gaskin et al. (2024) used liminality to conceptualize parents' transition from perceived safety of 

the hospital to the responsibility of managing complex care at home. Highlighting the ‘betwixt 

and between’ nature of this discharge period. Similarly, a qualitative study conducted in the 

United States, including 27 participants from 17 families who received a prenatal diagnosis of 

CHD, found that this diagnosis left families with persistent and unresolved uncertainty between 

the moment of diagnosis and birth of their child (Harris et al., 2020). Even though the explicit 

use of liminality remains relatively sparse in the CHD literature, these studies together suggest 

that prenatal diagnosis and early post-discharge represent liminal phases in families’ CHD 

trajectories. These phases are often marked by persistent uncertainty. This study adds to the 

emerging body of CHD research by illustrating that liminality is not confined to discrete clinical 

transitions yet extends and is interwoven across everyday family life.  

Beyond CHD, a Canadian narrative study by Bruce et al. (2014a) deepens this 

understanding by describing “pervasive liminality” among adults living with life-threatening 

illnesses such as cancer, chronic kidney disease, and HIV/AIDS. Findings showed overlapping, 

contradictory narratives, such as fear and fearlessness, and being alive but not living, which can 

persist over time (Bruce et al., 2014a). Gibbons et al. (2014) further extended the concept of 

liminality by framing family caregiving more broadly as a sociocultural rite of passage. The 
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integrative review of 26 studies describes caregiving as unfolding through pre-liminal, liminal, 

and post-liminal phases marked by role ambiguity, social disruption, and persistent uncertainty, 

as they make efforts to establish a “new normal” (Gibbons et al., 2014). Building on these 

insights, this study demonstrates that, in a northern context, liminality is additionally shaped by 

geography. The vast physical distances separating families from specialized care adds a layer of 

spatial and temporal uncertainty that has not been previously documented in the CHD literature. 

 A recent Canadian contribution by Nemes et al. (2024) employed a timeline-mapping 

methodology with parents of children with CHD to explore the temporal dimensions of the 

parenting experience, revealing the nonlinear, cyclical nature of parental distress. Although 

Nemes et al. (2024) acknowledge challenges with geographical access, this was not explicitly 

theorized. Importantly, the authors noted that a significant limitation was the exclusion of parents 

from northern health regions, a gap that this dissertation's findings directly address.  

 Consistent with prior literature, parents described ongoing fear and uncertainty about 

their child's future and development (Bruce et al., 2014b; Catapano et al., 2024; Dandy et al., 

2024; David Vainberg et al., 2019; Kankaya et al., 2025; Leo et al., 2023). Across the qualitative 

studies, two were conducted in Europe and one in the United States, which described this 

ongoing fear and uncertainty as living in a prolonged emotional space (Bruce et al., 2014b; 

Catapano et al., 2024; Kankaya et al., 2025). Parents described that to manage these emotional 

challenges, some families intentionally avoid thoughts about the future. This was a protective 

cognitive strategy, consistent with Lumsden et al.’s (2019) systematic review, which found that 

families attempt to restore normality by moving forward rather than dwelling on the unknowns. 

Parents described their fears as a bouncy ball, temporarily constrained but never fully resolved, 

capable of bouncing back at any moment. This image powerfully captures the cyclical nature of 



 194 

parental distress and aligns with Bruce et al.’s (2014a) notion of liminal narratives that endure 

over time.  

  Other research has also found that emotional experiences of liminality were frequently 

intensified by sudden, urgent travel demands of unknown duration and repeated attempts to 

rebuild stability. This underscore that the whole family’s routines are destabilized due to the 

complex nature of CHD (Cruz et al., 2022; Dalir et al., 2021; David Vainberg et al., 2019; 

Mombach Barreto et al., 2016; Sood et al., 2019), also disrupting siblings' lives not just parents 

or the child living with CHD (Bichard et al., 2022; Cruz et al., 2022; Schamong et al., 2021; 

Watkins et al., 2022; Vasilescu et al., 2024), and with studies  

 Liminality is also structurally produced. In Canada, the centralization of specialized 

pediatric cardiac care in a small number of urban tertiary centers means that families living in 

rural, remote and northern regions must often travel long distances to access life-sustaining care 

(Anish et al., 2025; Olugbuyi et al., 2022; Van Buuren et al., 2026). When a health care system 

requires families to travel more than 1500 kilometres for essential cardiac care, families are 

physically and mentally pulled between home and hospital. This forces the family into an 

ongoing structurally imposed liminal space, where everyday life, relationships, and additional 

responsibilities remain ‘back home’. Paediatric and cardiac care is also not prioritized in the 

same way as adult cardiac care is. Recent provincial investments in Northwestern Ontario 

illustrate this dynamic. Ontario is expanding access to cardiovascular surgery in Thunder Bay, 

promising advancements in adult cardiac care and bringing services closer to home, yet there is 

no mention of this for child’s cardiac services (TBRHSC, 2025). Children’s Healthcare Canada 

(2025) has stressed that essential care wait times are longer for many children than for adults 

within Canada. They call on federal party leaders to introduce a Canadian-wide children’s health 
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and wellbeing strategy, create separate funding dedicated to children's health, and support 

families through economic uncertainty (Children’s Healthcare Canada, 2025). These institutional 

and political designs, shaped by the regionalization of services and the fragmentation of pediatric 

care in northern and remote regions, further marginalize families living in under-resourced areas 

(CIHR, 2021; Van Buuen et al., 2026). 

The World Heart Federation’s (2026) World Heart Report on CHD documented that in 

lower and middle-income countries, over 90% of children reside in ‘pediatric heart health 

deserts. Meaning timely and appropriate CHD care for these children in inaccessible areas 

(World Heart Federation, 2026). Even within high-income countries, disparity is noted as death 

rates are eight times more likely in lower-income areas compared to higher-income areas (World 

Heart Federation, 2026). While Northwestern Ontario is not a low or middle-income region, the 

structural inaccessibility of pediatric cardiac care for families in this region shares common 

features of the ‘pediatric heart health desert’. 

 The findings of this theme collectively suggest the need for a layered response. At a 

clinical level, psychosocial family screening must be timed to coincide with key ruptures in the 

child's illness trajectory and sustained throughout the child's cardiac journey (Golfenshtein et al., 

2021; Jaschinski et al., 2022; Lisanti et al., 2021; McClung et al., 2018), recognizing liminality 

as ongoing rather than a state (Bruce et al., 2014a). At a policy level, northern geography and 

structural travel burdens must be considered in health system planning and funding. The spatial 

fragmentation of care experienced by families must be taken into account to improve care 

coordination, enhance collaboration between sites, strengthen regional services, and inform 

innovative models of pediatric care (Sansone et al., 2024). By attending to clinical and structural 

dimensions and considering families' experiences in Northwestern Ontario, it may be possible to 
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reduce the ambiguity surrounding families' ongoing liminal state. Offering clearer pathways and 

more practical, family-centred care supports could aid this. 

7.3 Torn from the Ordinary: Living Apart for Care 

7.3.1 Family Narrative Overview  

Living apart for care emerges as a central way in which families in Northern Ontario are 

pulled out of ordinary life and held in an ongoing state of liminality. Rather than a single time-

bound disruption, these separations became frequent and recurring, especially during the early 

years. Essential care requirements require that families live apart, reorganizing families' routines, 

relationships, caregiving roles, and financial security. Living apart for care is not only about 

physical distance, but fundamentally alters how families live together and apart, creating a 

fragile ‘new normal’ that can be ruptured at any moment by another crisis. Siblings' expectations 

of parental presence are repeatedly disrupted. Living apart for care turns ordinary mornings and 

errands into moments filled with fear that parents might suddenly disappear. Family life is 

reorganized around the child with CHD, sometimes at the expense of time and attention to 

siblings. Living apart for care also reshapes caregiving and work in gendered ways. Most 

mothers reduced work hours or leave employment entirely to become primary caregivers, while 

fathers maintain employment to secure family income from afar. These arrangements, negotiated 

in a liminal state, where families are continually suspended between home and hospital, crisis 

and ordinary life, affect mothers' careers, the family's finances, and the emotional labour of 

parents. Long distances to specialized paediatric cardiac care produce hidden expenses including 

flights, accommodations, food, childcare and time of work. Families are essentially living in two 

places at once, accumulating hidden expenses while away, while honouring existing obligations 

at home. Even with partial support, such as travel grants, families carry the debt and delays in 
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being remunerated for these services, often relying on others, including family members, to help 

cover travel and care expenses. 

7.3.2 Literature and Implications 

 Findings about living apart for care, from care for families in Northwestern Ontario, and 

the disruptions that families, including siblings, face, echo what has been described in the 

existing literature. As caregiving demands intensify, everyday family rhythms are disrupted, 

often resulting in unintentional consequences for the siblings (Cruz et al., 2022; Dalir et al., 

2021; Schamong et al., 2021; Sprong et al., 2024; Watkins et al., 2022; Vasilescu et al., 2024). 

This study builds on existing research by demonstrating that impacts are intensified in northern 

contexts, with parents travelling long distances, often with no clear timeline for return, and 

family life reorganized around the child with CHD, often at the expense of the other sibling's 

time and attention (Cruz et al., 2022; Dalir et al., 2021). Growing attention within the CHD 

literature highlights how repeated hospitalizations, ongoing uncertainty, and parental absence 

negatively influence siblings’ emotional well-being and QOL (Schamong et al., 2021). 

Consistent with existing literature, these caregiving demands also contribute to 

significant employment disruptions (Cruz et al., 2022; Dalir et al., 2021; Delaney et al., 2024; 

Kankaya et al., 2025; McClung et al., 2018; Moorman et al., 2025; Pickles & Keller, 2025). In 

this study, this was particularly evident among mothers. Previous reports also highlighted that 

mothers reduced their working hours or left their jobs to assume the primary caregiving role 

(Cruz et al., 2022; Kankaya et al., 2025; Sood et al., 2018). This is not an isolated phenomenon. 

The broader literature consistently identifies a gendered gap in caregiving responsibility where 

serious childhood illness tends to return families towards traditional gender roles, with mothers 

absorbing the greatest share of direct care (Mark et al., 2025; Werner, 2023). 
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Fathers in this study also reported significant emotional distress, particularly related to 

geographic separation from their families and the pressure to maintain employment.  However, 

the evidence does not always support a conclusion that the overall emotional demands are similar 

or equal between parents (Werner, 2023). Father’s experiences, though meaningful, remain less 

visible in this study and in the broader literature. This may reflect the ongoing influence of social 

gender roles and expectations (Dandy et al., 2024; Lin et al., 2021). Still, the unequal distribution 

of caregiving responsibilities should not just be viewed as a product of individual choice; it is 

largely shaped by structural and policy conditions (Werner, 2023).  

Comparison between Canada and countries such as Denmark illustrates how policy 

frameworks can either mitigate or exacerbate these inequities. Denmark offers substantially more 

parental leave, as mothers employed in the public sector are entitled to full salary for up to 26 

weeks of parental leave following birth, and if both parents are employed by the state, they are 

entitled to full pay for 24 weeks of leave each (IDA, 2026a). Parents not employed by the state 

are also entitled to 52 weeks of paid leave, which includes before and after the birth, and can be 

shared, with a weekly top-up earning substantially higher than Canadian benefits (Nordic 

Council of Ministers, 2025). Additionally, if parents have to take a leave from work due to their 

sick child, they are entitled to wage replacement benefits (IDA, 2026b). In contrast, Canada's 

employment insurance system only replaces 55% of insurable earnings, with capped benefits, in 

cases of critical childhood illness (Government of Canada, 2026b; Government of Canada, 

2026c).   

Families in the study face substantial financial and travel costs for care, which are 

compounded by policies that are not designed with their circumstances in mind. Policy 

differences in parental leave between countries like Denmark and Canada highlight significant 
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gaps in financial support for families. Families living in rural, remote, or northern regions of 

Northwestern Ontario, like the families participating in this study, are at an even greater 

disadvantage, as they must repeatedly travel for care and bear the financial consequences of the 

illness. The significant financial and caregiver challenges connected to geography that families 

face are not caused by lack of strength or perseverance, but rather political decisions and policy 

gaps. If anything, the families in this study demonstrated immense strength in enduring and 

overcoming the structural, geographical, and political roadblocks. 

 Although Canada's publicly funded health care system alleviates the burden of direct 

medical costs, this study highlights a substantial, often hidden, and overlooked financial strain 

associated with accessing care at a distance. Families endure recurrent expenditure on travel, 

accommodation, meals, and taxis, none of which is fully covered by available assistance 

programs. The Northern Health Travel Grant (NHTG) (2024) is a key resource for offsetting 

travel costs for families living in northern Ontario. As of 2024, several positive changes were 

made to the NHTG to improve access to medical care and reduce financial challenges for 

families living in the North (Ontario Ministry of Health, 2026). The NHTG reimburses travel at 

$0.41 per kilometre, calculated on the round-trip distance, and provides an accommodation 

allowance of $175, up to a maximum of $1,150, for eligible northern Ontario residents (Ontario 

Ministry of Health, 2026). Even with the recent 2024 amendments, the NHTG still excludes 

meals and taxi services, requires upfront payments, and restricts reimbursement to a single 

caregiver (Ontario Ministry of Health, 2026). The inadequacy of the NHTG is not a new finding. 

The office of the Auditor General of Ontario (2025) found that the ministry had long used 

outdated mileage rates and, unlike comparable jurisdictions, did not cover meal expenses. For 

parents in this study, covering only one caregiver automatically means you are separating a 
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family, as only one parent would qualify as the caregiver eligible for reimbursement. The study 

highlighted that partial reimbursements were insufficient and failed to offset the true hidden 

costs of repeated travel. This aligns with the Auditor General's findings, which underscored 

systemic concerns about the adequacy and evaluation of the NHTG at the systemic level (Office 

of the Auditor General of Ontario, 2025). 

These findings align with the broader literature documenting the significant financial 

hardships families undergo related to their childs CHD care (Choi et al., 2021; Cruz et al., 2022; 

Kankaya et al., 2025; Kolt et al., 2020; Ludomirsky et al., 2021; McClung et al., 2018; Mombach 

Barreto et al., 2016; Moorman et al., 2025; Peterson et al., 2022; Pickles & Keller, 2025; Scearbo 

et al., 2025; Sood et al., 2019). A recent cross-sectional study conducted in the United States 

highlighted the substantial lifetime costs associated with complex CHD. Findings estimating 

expenses of around 2.1 million, with 43-63% of the costs paid by families, noted that the early 

years were the most financially challenging, accounting for one-third of lifetime costs (Pickles & 

Keller, 2025). Although much of the literature is conducted across varying healthcare systems, 

including the United States, this study's findings highlight that financial strain remains a 

significant concern even in a publicly funded system (Belza et al., 2024; Massel et al., 2023). 

Considering the broader literature on families caring for children with complex medical needs. A 

recent cross-sectional study conducted in Ontario highlighted the financial strain and out-of-

pocket expenses these families endure (Belza et al., 2024). Factors contributing to this included 

travel for care, employment disruptions, and system gaps, leaving many families covering a large 

portion of care-related expenses themselves (Belza et al., 2024). Findings from this study reflect 

these patterns, with families describing the significant financial pressures of travelling for care. 

This was particularly financially challenging in the early and highly unstable years, as families 
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often had to travel frequently with little notice. Beyond medical expenses, families were required 

to cover the cost of meals, hotels, flights, and taxis, all while having limited income due to 

employment impacts (Belza et al., 2024; Delaney et al., 2024; Zhang et al., 2023). Findings add 

to the existing literature around the hidden costs of care, especially at a distance, where families 

living in the north appear to face heightened challenges due to structural, political and 

geographic inequities. 

7.4 Care in Pieces: Fragmentation Across the North 

7.4.1 Family Narrative Overview  

 Across families’ accounts of raising a child with CHD in northern Ontario, a clear picture 

emerges of care being fragmented across the north. This leaves parents to assume the work of 

putting the pieces together to ensure the child's cardiac care needs are met. Their experiences are 

shaped by several factors, including fragmentation of care, communication, geography, and 

relationships. This deepens the ongoing liminal state between stability and crisis, between 

knowing and not knowing, between connection and frequent disconnection between healthcare 

sites. 

Rather than moving through a coordinated system, families are required to actively 

manage their child’s health across dispersed providers, institutions and timelines. In doing so, 

they assume responsibility not only for caregiving but also for serving as a health care 

coordinator. Parents actively manage varying information, help coordinate services, and 

safeguard continuity of care by making frequent and ongoing attempts to follow up with health 

care providers. Families do this so their children’s care doesn’t fall through the cracks or get lost 

in the dispersed, fragmented system. This work is intensified by structural conditions beyond 

families' control, including geographic isolation and limited access to specialists. Environmental 
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uncertainty becomes heightened for families in the north, contributing to heighted challenges as 

it intersects in profound ways. 

Amid the fragmentation, families seek and highly value relational continuity. The 

presence of a trusted local provider, most often the local pediatrician, becomes an anchor amid 

the sea of chaos. They serve as a critical stabilizing force, offering reassurance, advocacy, and a 

sense of being understood. These core relationships help bridge some systemic gaps, but do not 

resolve them. Families are not only managing illness, but also navigating an unstable and 

complex system, compounding their ongoing state of liminality. 

7.4.2 Literature and Implications 

As highlighted in the family narratives, distance, weather, and travel are catalysts that 

actively disrupt timely access, continuity and care pathways for families of children with CHD in 

Northwestern Ontario. Building on this, current findings show that fragmentation extends 

beyond juggling logistics, producing persistent uncertainty and fear which was more evident 

during periods of clinical instability and crisis.  

The CHD literature consistently emphasizes the importance of clear and ongoing 

communication with health care providers (Cruz et al., 2022; Catapano et al., 2024; Dandy et al., 

2024; Franklin et al., 2021). However, this study suggests that communication is not only an 

interpersonal concern but is structurally and geographically constrained. Access to specialized 

cardiac care required interactions with multiple geographically distant providers and intermittent 

outreach clinics. Therefore, limiting opportunities to build sustained therapeutic relationships, 

particularly for families in the north. As a result, limited CHD-specific expertise and inconsistent 

recommendations left families uncertain about care, reducing their trust in providers, something 

previously highlighted by Cruz et al. (2022). Rather than reinforcing reassurance and support 
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among families, as continuity has been shown to do (Catapano et al., 2024; Chong et al., 2018; 

Cruz et al., 2022), the system provided families with conflicting narratives of care, often leaving 

them to navigate on their own. 

Similar to findings by Kerber et al. (2019) and Vestal et al. (2024), breakdowns in 

communication, missing information, unclear documentation, and poor coordination across sites 

are not isolated incidents. These patterns were also major aspects of the care experiences of the 

families participating in this study, highlighting major gaps in the current health care system. 

These gaps reflect the broader literature on structural issues in regionalized models of pediatric 

subspecialty care. In these models, expertise is concentrated in southern centres and outreach to 

northern regions is intermittent, leaving families with limited support and no choice but to travel 

for care (Simmons et al., 2026; Vestal et al., 2024). Although outreach clinics have been reported 

to facilitate bridging gaps in care (Vestal et al., 2024), the outreach clinic local to this study faces 

challenges as reported by families and local health care workers, including inconsistent staffing, 

weather-related challenges, and resource constraints (A. Halverson, personal communication, 

April 30th, 2026). While adding another outreach cardiac clinic may improve access (A. 

Halverson, personal communication, April 30th, 2026), it does not address concerns about 

continuity, information sharing across institutional sites, or the relational work required to 

support families over time. Study findings and family suggestions point to the need for more 

continuous local pediatric cardiac care delivered through multiple modes, for example, in-person 

outreach and telehealth. Telehealth-supported paediatric subspecialty care, including virtual 

consultations and remote review of investigations, has been used in other rural and remote 

contexts within Canada and internationally to reduce travel and increase the timeliness of 

specialized input (Ellis & Russell, 2019; Marcin et al., 2016; Vestal et al., 2024). Similar 
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approaches could help families in Northwestern Ontario bypass weather-related barriers and 

receive more regular follow-up.  

Adding health care support locally with specialization in pediatric cardiology, such as a 

Nurse Practitioner, may also address continuity and provide additional support for families. 

Similarly, a study conducted in the United States of models developed for children with medical 

complexities found that such roles can enhance communication, streamline care across settings 

and provide a consistent point of contact for families (Pordes et al., 2018).  

These study findings also highlight the need for a cardiac clinic family support and advocacy 

group where families can come together to provide mutual support but also make suggestions for 

improvement for the care teams, thereby providing a voice to families. National work on 

pediatric patient and family advisory councils shows that structured councils can provide a 

sustained way for family engagement, bringing caregivers and staff together to improve care 

experiences and services (Richard et al., 2020). Broader child health advocacy, and family 

engagement with models are being used at Children’s Hospital of Eastern Ontario (CHEO) 

(2025), which has developed a Complex Care Family Advisory Council for parents. This council 

engages with parents to support hospital programs and deliveries (CHEO, 2025). Complex Care 

for Kids Ontario (CCKO) (2026) is another family-centred care program by Health Services 

North in Sudbury that aims to improve care coordination for children with complex medical 

systems and their families.  

Findings also stress the critical need for a cardiac care coordinator to serve as a liaison 

among the various moving parts of the northern and southern healthcare teams. This liaison 

would also work alongside the health care teams and families in order to create an environment 
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where gaps in services are addressed through listening and understanding the various 

perspectives that shape the healthcare landscape in the north. 

Parents’ care coordination roles within this fragmented system are not voluntary; they are 

forced to assume these new roles to ensure their child's care is managed and maintained. 

Relational discontinuity and system gaps meant that coordination became part of everyday 

caregiving as families tracked referrals, monitored follow-up appointments, and facilitated 

communication across care sites. While similar coordination burdens have also been noted in the 

literature (Bruce et al., 2014b; Cruz et al., 2022), this study's findings suggest that in northern 

contexts, this burden is intensified by geography and structural inequalities. Although families 

want to participate in their child’s care, they are already challenged with a significant load of 

responsibilities and external pressures. Phenomenological work conducted in Sweden found that, 

while parents wish to be involved in their child’s care, boundaries are necessary due to limited 

time, knowledge, and emotional resources (Bruce et al., 2014b). Parents “do not want to take full 

responsibility for the quality and constant vigilance of their children's medical care” further 

stating “Support means to be relieved from what they feel are their healthcare responsibilities so 

that their role as a mother can play a dominant part in their relationship with the child” (Bruce et 

al., 2014b, p. 62). In this study, however, many families describe routinely planning and 

organizing most aspects of their child's care and, over time, normalizing these responsibilities. 

Fragmentation within the healthcare system effectively shifted organizational responsibilities, 

such as navigation, coordination, and follow-up, from formal structures onto families.  

Coordination frequently shifted into advocacy, particularly around discharge. The CHD 

literature around parental discharge is recognized as a period of mixed emotions, including 

excitement, anxiety, and fear (Gaskin et al., 2024), with parents having to manage complex care 
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at home without the perceived safety net of the hospital (Simeone et al., 2018). The northern 

location of the families in this study amplified these challenges because families are physically 

and structurally distant from the services they depend on. This meant that missed appointments 

or follow-ups could carry serious consequences contributing to an ongoing sense of liminality in 

which they could never fully relax or step back from their care roles. These factors can also lead 

to increased hypervigilance and protective parenting practices and psychological impacts among 

parents (Demianczyk et al., 2022).  

This CHD literature, links consistent, compassionate communication with better coping 

and reduced uncertainty (Dandy et al., 2024). Family-centred care, individualized to the family 

and child, is central to positive care experiences; families need to feel seen as partners in care, 

not just as patients (Dandy et al., 2024; Sprong et al., 2024). Building on this, the present study 

underscores the importance of relational ‘anchors’ in fragmented northern systems. For many 

families the local pediatrician team functioned as this ‘anchor’ providing long term relationships 

that offered continuity and advocacy which was largely missing from the specialized cardiac 

pathway.  

Transition to adult care further highlights families’ reliance on these relational anchors. 

Anticipating the loss of the local pediatric team generated a sense of grief and heightened stress 

as families feared being left to navigate complex, discontinuous systems alone. Transition 

literature emphasizes the importance of ongoing communication, supportive relationships and for 

individuals to become active members in their care (Bratt et al., 2018; Ruban et al., 2026). The 

study's findings suggest that in fragmented systems within the northern context, these relational 

anchors serve an even greater role. Families’ frustrations were directed not at individual 

providers but at the structures and organization of the health care system.  
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7.5 Fragile Bodies: Lasting Imprints of Ruptures in Time 

7.5.1 Family Narrative Overview 

 The parents’ heightened sense of vulnerability left lasting marks on their emotional, 

physical, and relational lives, which continued to shift over time. Early beginnings were often 

marked by abrupt ruptures in time; mothers gave birth hundreds of kilometres from home, 

separated from their newborns, and sometimes had to consent to urgent procedures before they 

had even held their baby. Mothers were faced with all of this while trying to recover from their 

own complications post-birth. They also had to witness their newborn swollen and bruised, often 

surrounded by medical tubes and monitors. In this context, their own bodies and needs became 

secondary. Usual pathways of bonding and feeding were disrupted and medicalized. Ruptures in 

time continued through surgery, intensive care, critical cardiac events at home, requiring 

emergency services and intervention, and parents witnessing their child’s open chest. While 

these episodes only lasted minutes, they became vivid, intrusive memories that left lasting 

imprints on parents’ emotional well-being. Over time, the accumulation of these events left many 

parents living with PTSD or high anxiety. Ordinary triggers such as walking into hospital 

buildings, particular seasons of the year, or a simple phone call could instantly cause parents' 

emotional distress. Across parents’ accounts, it was emphasized that their own emotional and 

physical needs were rarely assessed in their child's cardiac care. Mental health supports were not 

routine, and their apparent ability to ‘handle it’ often hid significant unmet needs. Rather than a 

single event, it was a layering of interrupted beginnings, repeated crises, and a lack of systemic 

support that left lasting imprints on parental well-being and kept families living in a state of 

ongoing liminality and hyper vigilance. 
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7.5.2 Literature and Implications 

Profound disruption of early parent-infant interactions in the context of CHD and 

intensive care has been widely described in the literature (Catapano et al., 2024; David Vainberg 

et al., 2019; Kankaya et al., 2025; Moorman et al., 2025). Qualitative studies of parents of infants 

and children with CHD report that hospitalization, intensive care admission, and the demands of 

cardiac surgery often interrupt anticipated early caregiving experiences (Catapano et al., 2024; 

Moorman et al., 2025). This interruption includes lost or delayed opportunities to hold, feed, and 

care for their baby in ways they associate with ‘normal’ early parenting (Catapano et al., 2024; 

Moorman et al., 2025). Across several international qualitative studies, separation from the 

hospitalized child, restrictions on physical closeness, and limited involvement in everyday care 

are described by parents as a major source of intense stress, grief, and feelings of helplessness 

(Catapano et al., 2024; David Vainberg et al., 2019; Kankaya et al., 2025; Moorman et al., 2025). 

Literature on parents' experiences of a hospitalized child with CHD reports that the separation 

due to the child’s health status caused perceived disruptions in the early bonding and attachment 

period (de Man et al., 2021; Catapano et al., 2024; David Vainberg et al., 2019; Kankaya et al., 

2025; Moorman et al., 2025). These reports are consistent with the experiences of mothers in this 

study, who similarly emphasize the impact of early separation and constrained caregiving on 

their ability to bond with and care for their newborn. 

The postpartum period is recognized as a challenging and vulnerable time for new 

mothers generally. This vulnerability is suggested to be heightened among mothers of infants 

with CHD who experience difficulty adapting to the diagnosis and additional psychological 

distress (Davey et al., 2024; Tecar et al., 2025). Existing literature, in line with this study, also 

describe mothers of children with CHD having to navigate profound fear and uncertainty as they 
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witness their infant’s fragile bodies (Catapano et al., 2024; David Vainberg et al., 2019), faced 

the possibility of loss (Bruce et al., 2014b; Kankaya et al., 2025) and unknowns about their 

child’s future (Bruce et al., 2014b; Catapano et al., 2024; Dandy et al., 2024; David Vainberg et 

al., 2019; Kankaya et al., 2025; Leo et al., 2023). Neither for mothers in this study nor for 

mothers in comparable research was early motherhood remembered as a period of bonding and 

recovery, but as entering into and being in a liminal space defined by constant instability and 

uncertainty. 

While the psychological burden on parents of children with other severe illnesses, such as 

cancer, is well documented (Caruso et al., 2017; Ozdemir Koyu, & Tas Arslan, 2021), there 

appear to be fewer studies conducted on how pediatric CHD shapes the mental health and well-

being of parents (Biber et al., 2019; Thomas et al., 2023). Existing CHD studies, nevertheless, 

indicate high rates of trauma-related outcomes, including PTSD diagnoses among parents (Jones 

et al., 2024; Tecar et al., 2025; Woolf‐King et al., 2017) and heightened anxiety (Biber et al., 

2019; Bruce et al., 2014b; Catapano et al., 2024; Dandy et al., 2024; Davey et al., 2023; Kankaya 

et al., 2025; Lopez et al., 2016; Mombach Barreto et al., 2016). Findings add to the existing body 

of knowledge that the emotional impacts of caring for a child with CHD do not end when the 

medical crisis or ruptures in time have passed; it is felt long after (Jackson et al., 2015; Mombach 

Barreto et al., 2016; Nemes et al., 2025; Watkins et al., 2022). These findings underscore that 

family resources and supports should account for the critical component of time. As parents live 

in a constant state of liminality, with ever-changing needs due to their child’s cardiac trajectory, 

their emotions fluctuate over time, intensifying around key ruptures in time (Cruz et al., 2022; 

Elliott et al., 2021; Pridham et al., 2018; Sprong et al., 2024; Zhang et al., 2023). 
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While research consistently reports significant psychological distress among parents of 

children with CHD, there is a gap in understanding how parents interpret their needs and care 

experience over time (Wei et al., 2015). This emphasizes the importance and need for increased 

longitudinal research, including qualitative research, to better understand families' experiences 

and how they unfold (Wei et al., 2015). Parents in this study and in the work of Nemes et al. 

(2025) reported feeling unsupported during times of crisis, noting they wanted follow-up care, or 

a wellness call to check in and address their needs. Families of children with CHD who have 

fewer supports and psychological resources are reported to be at greater risk of lower overall 

wellbeing and persistent psychological distress over time (Jackson et al, 2015; Thomas et al., 

2023). This is significant for families in northern areas, where geographic and structural barriers 

limit access to supports, leaving them to navigate care within constrained contexts and 

intensifying their ongoing emotional and relational challenges.  

Family-centred care is a pillar for many health care organizations, and the findings from 

this study, as well as those of Nemes et al. (2025) and Thomas et al. (2023), confirm a critical 

need for increased family mental health screening, assessment, and support to be appropriately 

implemented. This should not be a one-size-fits-all approach, as each family's experiences are 

unique and needs vary (Franklin et al., 2021). Due to the many fractured and critical periods in 

time that have shown to have lasting imprints on families, supportive care and psychosocial 

needs should be assessed proactively and repeatedly rather than at one single point in time 

(Thomas et al., 2023). Particularly before and after major traumatic events, to address the 

evolving emotional needs of parents in their fragile state throughout their child’s cardiac journey.   

Evidence supports findings, indicating that timely psychological follow-up can reduce acute 
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stress and lower the risk of PTSD, ultimately reducing health care costs associated with untreated 

parental distress (Rössler et al., 2026). 

7.6 Embodied Vigilance: Protective Parenting 

7.6.1 Family Narrative Overview  

Families live in a space that never fully returns to normal after their child's diagnosis; 

although the urgency of early surgeries and hospitalizations may pass, a lingering sense of 

uncertainty remains. This shapes how families move through their everyday life over time. It 

becomes embodied as a constant state of watchfulness; parents spoke of always scanning and 

anticipating. They remain aware that their child's condition can shift without warning. In 

response, families adapted their daily lives to create a sense of safety. Parents structure routines 

around protection, limit exposure to illness, carefully choose who can provide care, and modify 

activities to prevent overexertion. Parents often feel solely responsible for maintaining this 

protective environment, believing others didn't fully grasp the true weight of what they had been 

through. Parents intentionally work hard to enhance their child's care experience. They try to 

make it less challenging than their own, and to absorb as much of the fear, stress, and logistical 

burden as possible, creating moments of normalcy and enjoyment for their child. A gradual shift 

happens as the children grow and meet developmental milestones. Ongoing reassurance from 

medical follow-up and growing confidence in care over the years allow some of these protective 

practices to soften with parents slowly and often cautiously letting go little by little as the child 

shows positive growth. With this growth, parents allow their child to gain greater independence 

and participate in everyday childhood activities. Despite all of this, families still emphasize that 

the imprint of their experiences remains, the vigilance never entirely disappearing, rather 

becoming integrated in how they understand their child and their roles as caregivers. Parenting 
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continues to be shaped by an enduring awareness of fragility and the possibility that stability can 

be shaken, again suspending families in an ongoing liminal state. 

7.6.2 Literature and Implications 

In line with existing CHD literature, hypervigilance becomes embodied and normal for 

parents within this study. In existing work focusing on children with CHD, parents are, due to 

perceived vulnerability of their child, reported to live in a continual state of heightened vigilance, 

often demonstrating overprotective parenting behaviours (Dahlawi et al., 2024; Demianczyk et 

al., 2022; Leo et al., 2023; Nayeri et al., 2021; Sprong et al., 2024). Parents in other studies are 

described as closely watching their child's physical symptoms for signs of deterioration (Dalir et 

al., 2021; Lumsden et al., 2019; Nayeri et al., 2021) and frequently scanning their environment 

for potential threats, trying to enforce physical limitations to ensure their child's safety (Dahlawi 

et al., 2024; Dalir et al., 2021; Demianczyk et al., 2022; Nayeri et al., 2021; Sprong et al., 2024). 

Echoing the findings from Sprong et al. (2024), this included limiting daycare, avoiding outside 

supports, and homeschooling. Dahlawi et al. (2024) & Rempel et al. (2007) discuss parents’ 

monitoring for external infections through enforced handwashing or disinfecting practices. 

Consistent with previous research, many parents reported that, due to the child's acute and fragile 

needs, they hesitated to trust babysitters, daycares, or even other family and friends, especially 

during the younger, more acute years (Sprong et al., 2024).  

Consistent with Wangmo et al. (2017), parents actively worked to protect their children 

from the emotional burden of illness; however, an understanding of how these parental efforts 

shape children with CHD’s emotional and experiential worlds has not been previously explored. 

The findings add to the literature on parental hypervigilance and protective parenting, suggesting 

that their active involvement may help preserve a sense of normalcy and safety for children. This 
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may influence how children remember these periods throughout their lives, as further discussed 

in the section on child findings. 

Parents in the study often felt that people around them did not fully grasp the reasons for 

their ongoing watchfulness and protective routines. They felt their behaviours were interpreted as 

overprotectiveness rather than others truly understanding their experiences while caring for their 

ill child. This echoes Moorman et al. (2025) finding that parents’ non-death losses are not always 

acknowledged by others, leaving them feeling that their experiences are invisible or 

misunderstood. The existing literature widely cites increased caregiving challenges as associated 

with feelings of isolation among parents of children with CHD (David Vainberg et al., 2019; 

Jackson et al., 2018; Kankaya et al., 2025; Mombach Barreto et al., 2016; Nayeri et al., 2021). In 

response, many families sought to connect in online groups with other parents of children with 

CHD or chronic illness for support (Bruce et al., 2016; Bruce et al., 2014b; Dandy et al., 2024; 

David Vainberg et al., 2019; Franklin et al., 2021; Lumsden et al., 2019; Mombach Barreto et al., 

2016; Sood et al., 2019). However, families in this study reported limited awareness of such 

groups and a desire for more accessible, regionally relevant supports. The Circle of Hearts 

Family Support Network, based in Winnipeg and serving families from Manitoba, parts of 

Northwestern Ontario, and eastern Saskatchewan, could be an excellent resource to help address 

these gaps. However, it remains one of the few cardiac support groups for families living in 

Northwestern Ontario and only covers some areas, potentially limiting access for some families. 

As children grow stronger, everyday activities such as participating in sports and 

engaging with school and friends become an important source of healing. While their bodies may 

still carry the imprint of past trauma, these new experiences support recovery and a return to a 

new normal. Ongoing monitoring and positive feedback from healthcare further strengthen 
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families' confidence (Sprong et al., 2024). Broader literature from a recent qualitative study of 15 

parents in the United States examined parents' experiences navigating their child's chronic 

illness. Findings described how, over time, the child's diagnosis becomes woven into everyday 

family life (Thompson & Smith, 2025). Although parents still had underlying uncertainties, they 

gained a new sense of normalcy and experienced more moments of joy, gratitude, and emotional 

ease (Thompson & Smith, 2025). Healing for these families required navigating a new normal 

and watching their child successfully live within the constraints of their CHD diagnosis. Over 

time, positive health experiences help restore a sense of safety, allowing parents to gradually 

reclaim a feeling of normal time-space relationships, even as some level of vigilance remains. 

This hypervigilance isn’t just reported during times of crisis or when the child was unwell; it is 

ingrained in day-to-day parental behaviour. The lasting imprints of trauma on parents’ bodies 

leave them in a constant state of embodied vigilance, enacting protective orienting behaviours.  

7.7 Child Findings Discussion 

This section discusses the child-focused findings and situates them within existing 

literature on children growing up with CHD and other chronic conditions. Drawing on Van 

Manen's phenomenological approach and Bronfenbrenner's Bioecological model, children's own 

accounts highlight how they negotiate normalcy, difference, and agency in the context of 

everyday life and medical care. In the child findings, four core themes emerged. Within this 

section, they will be discussed in the following sequence, 1) Children Lived Normalcy: “I just 

feel normal”, 2) Feeling Different in Physical Activities, But Not Defined by It, 3) Emerging 

Health Agency: From Passive to Active Agents in Care, and 4) Remembering with Others: 

Developmental Gaps and Relational Memory. 
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7.8 Children Lived Normalcy: “I just feel normal” 

7.8.1 Child Narrative Overview 

While parents in this study live in a state of ongoing liminality marked by uncertainty and 

hypervigilance, children experience their bodies and lives differently. Children understand their 

lives as normal. Often in direct contrast to parents’ beliefs about their child’s body as fragile, 

children do not view themselves as medicalized or living with a complex disease. They view 

their bodies as capable and do not perceive themselves as different from their peers. For many, 

CHD is not something they thought about often; it is simply part of their life.  

7.8.2 Literature and Implications  

Several studies have discussed how children living with CHD are often aware of 

differences, strive to fit in with peers, and may experience social difficulties (Knowles et al., 

2016; Savaş et al., 2024). The findings in this study challenge these illness narratives. In this 

study, many children described friendships with limited interruptions. Social relationships were 

experienced as stable and typical, suggesting that CHD did not significantly shape how they 

engaged with peers or understood themselves in social spaces.  

Considering self- and proxy-reported QOL, discrepancies have previously been found 

between parents' and children's perceptions of social well-being, with children rating this domain 

higher than their parents (Koster et al., 2025). This suggests that children may experience an 

internal sense of social normalcy that is not fully shared by or visible to their families (Koster et 

al., 2025; Pillay et al., 2020).  In a South African mixed-method study, Pillay et al. (2020) report 

that children with CHD describe resilient social functioning in peer activities despite their 

medical history. Whereas parents focus more on the child's vulnerability and past health crises. 

Similarly, two cross-sectional studies, one from Tanzania by Koster et al. (2025), and one from 
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Germany by Jaschinski et al. (2022), show that parents' perceptions of their child's social well-

being and overall HRQoL are often tied to past memories surrounding their child's illness 

severity and ongoing worry. Considering this literature and findings from the present study, it is 

suggested that childhood illness does not always translate into social disruption from the child’s 

perspective. These differences between child and parent reports could be due to various 

contextual factors, including the child’s age, CHD severity, mood that day, and comfort in the 

interview environment. 	

A similar pattern emerged within the school. Literature suggests that children with CHD 

often face multiple school-related challenges, which are not attributed to one single case but arise 

from a complex interplay of factors. These include cognitive (Millen et al., 2025; Spillman et al., 

2021), functional, attendance (Farr et al., 2018; Flemming et al., 2024; Pfitzer et al., 2019; Savaş 

et al., 2024) and health-related factors that shape their ability to engage in classroom activities, 

complete academic tasks, and overall achievement (Farr et al., 2018; Flemming et al., 2024; 

Millen et al., 2025). Although this study did not directly measure these abilities, children were 

asked to reflect on their school experiences. The findings were again in contrast to the current 

literature. The majority of children reported minimal disruption to school attendance, activities, 

or daily routines.  

Knowles et al. (2016) found that children felt their hospital stays, visits, appointments, 

and surgeries were reminders that they were different and played a significant role in shaping 

their identity. Within this study, children’s CHD diagnosis did not appear to shape their identity; 

it was something they never dwelled on; it was just part of who they are. Children appeared to 

have incorporated their condition into their everyday lives. Hospital visits, checkups or 

procedures were familiar and expected; they were part of what their lives had always been. What 
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might be considered medically ‘abnormal’ for most children, for those living with CHD, is part 

of their everyday lifeworld.  

Dahlawi et al. (2024) conducted a qualitative study in Saudi Arabia and interviewed 10 

children with CHD and their parents to explore their experiences with hospitalization and its 

impact on behavioural and emotional issues. The study found that children were often scared 

before invasive procedures, yet many within the study said they were excited about going back to 

the hospital even after procedures were done. Similarly, Knowles et al. (2016) found that 

children felt their hospital stays, visits, appointments, and surgeries were reminders that they 

were different and played a significant role in shaping their identity. Within this study, only a 

small number of children reported situational anxiety related to appointments or specific 

procedures such as blood work, and just under half reported their dislike for medical procedures 

(Knowles et al., 2016; Savaş et al., 2024).  In contrast, the majority of children within this study 

did not live with anticipatory procedural anxiety or fear; in fact they expressed positive 

experiences or felt indifferent about these events. Like this study, Silva et al. (2013) contrasted 

dominant narratives about children with CHD, noting that children appeared to adapt to their 

condition over time. Their sense of normalcy was grounded in the reality that their condition had 

always been present, supported by positive family environments and adaptive coping strategies 

over time (da Silva et al., 2013). 	

In opposition to most other studies, this study highlights that many children do not feel 

defined by their diagnosis; although it has fundamentally shaped their life course, it has done so 

in a way often unknown to them, as it has been woven into their lived experience since early 

years. Parental influence is central to these findings. The findings suggest that protective 

parenting practices described within this study, such as reframing stressful experiences, 
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maintaining routines, and shielding children from emotional burden, play a role in shaping how 

children make sense of their condition. Children's sense of normality is not only individually 

constructed but also deeply relational within the family and environmental contexts. 

Children's experiences surrounding their positive reflections on their bodily scars also 

reflect the above narrative. Rather than being a source of distress and social vulnerability as 

reported by other authors (Dahlawi et al., 2024; Knowles et al., 2016; Savaş et al., 2024), their 

scars were often viewed as ‘cool’, part of their bodies, with some even having fun nicknames. 

Children recognized that their bodies looked different from their peers’, but most were proud. 

Scars were part of their embodied identity; they did not feel ashamed or embarrassed, which 

allowed them to feel a sense of normalcy with minimal disruption to their sense of self and to 

others.  

The findings in this study and within the broader CHD literature capture a disconnect 

between clinical and parental constructs of illness and children’s lived experiences. These 

findings add to the literature and challenge some assumptions around CHD and its disruption to 

children’s sense of normalcy. However, much of the literature on children living with CHD is 

quantitative in design and collected via proxy reports from parents (Farr et al., 2018; Lee et al., 

2021; O’Connor et al., 2023; Pfitzer et al., 2019). Given the limited body of research, 

particularly in qualitative methodologies that include children’s voices, and the divergent 

findings from existing research, further research in this area is warranted. Qualitative interviews 

with children, particularly including those living in underserved rural, remote and northern 

communities, will aid in a deeper understanding of the complex experiences of children living 

with CHD across ages, while considering different contexts. 
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These findings also stress the importance of family-centred care approaches that support 

parents' own mental health and caregiving capacity (Woolf‐King et al., 2017). Supporting 

families in remaining at their child's bedside and travelling for care without financial impacts or 

job loss is critical to providing this layer of protection for the child (Liu et al., 2025; Walker, 

2021). If the parent is suffering socioeconomically or mentally, with limited support, it can affect 

parenting and caregiving practices, ultimately impacting the child’s health (Walker, 2021). 

Considering children's sense of normality from a larger lens using Bronfenbrenner's 

Bioecological model, the outer systems, including health care systems and policies, have a direct 

impact on the microsystem of the family (Liu et al., 2025).  

7.9 Feeling Different in Physical Activities, But Not Defined by It 

7.9.1 Child Narrative Overview  

Children recognize bodily differences, particularly in relation to physical endurance and 

participation in sports and or activities. They describe noticing limits in stamina, fatigue, and, in 

one case, differences in physical development. Bodily differences do not appear to disrupt their 

sense of self or belonging among peers. Over time, as children develop, they gain greater 

confidence in managing and understanding their bodies and the limits they need when engaging 

in sports or physical activity. Children demonstrate a strong embodied awareness, recognizing 

symptoms such as chest pain or shortness of breath and act accordingly by slowing down or 

modifying effort. Children are not only independently managing their condition, but they are also 

competent and attuned, caring for their bodies, regardless of their limitations and through their 

bodily awareness. Children successfully learn to navigate living with CHD, often with minimal 

impact on how they want to live, engage in sports, and interact with peers. Feelings of normalcy 

are dominant despite differences with physical limitations in sports and activities.  



 220 

7.9.2 Literature and Implications  

These findings are consistent with existing child CHD literature documenting challenges 

related to physical endurance (Farr et al., 2018; Millen et al., 2025), fatigue (Blais et al., 2020; 

Dahlawi et al., 2024; Knowles et al., 2016), and physical restriction during sports and activities 

compared to their peers (Hsiao et al., 2024; Leo et al., 2023; Savaş et al., 2024; Venna et al., 

2025).  

For these children, bodily differences did not appear to disrupt their sense of self or 

belonging among peers. As children developed over time, they gained increasing confidence in 

managing and understanding their bodies and the limits needed when engaging in sports or 

physical activity (Knowles et al., 2016; Nematollahi et al., 2020). Children demonstrated a strong 

embodied awareness, recognizing symptoms such as chest pain or shortness of breath and acted 

accordingly by slowing down or modifying effort (Knowles et al, 2016; Lavenant et al., 2023; 

Nematollahi et al., 2020). Findings underscore that children are not only independently 

managing their condition but are also competent and attuned, caring for their bodies. Regardless 

of their limitations and through their bodily awareness, children have learned to navigate living 

with CHD. This was often done with minimal impact on how they wanted to live their lives, 

engage in sports, and interact with peers. Normalcy remains dominant despite differences with 

physical limitations in sports and activities. Consistent with prior literature, the findings suggest 

that positive interactions among peers, family, and the child’s health may contribute to the 

child’s continued involvement in sports and activities, regardless of their CHD (Bennett et al., 

2021; Blais et al., 2020). 

The findings also suggest that children do not view themselves as vulnerable bodies, but 

rather as attuned, adapted, and capable (Skivenes & Strandbu, 2006). Rather than focusing on 
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limitations or deficits, these findings suggest a need to reframe how children's bodies and 

physical capabilities are perceived, recognizing their capacity to adapt and become active agents 

in their own care (Skivenes & Strandbu, 2006). This study challenged the dominant literature, as 

children can experience bodily difference without it affecting their sense of self or their sense of 

being different from those around them (Knowles et al., 2016; Savaş et al., 2024). It is important 

to emphasize from these findings that children appear to adapt early on while living with CHD, 

and it appears to become ingrained and part of who they are. Findings further suggest that as 

children develop over time, their confidence in monitoring and responding to their bodies also 

increases. Aligning with past literature, the findings suggest that positive interactions among 

peers, family, and the child’s health may contribute to the child’s continued involvement in 

sports and activities regardless of their CHD. What is notable within the findings is not the 

awareness of these differences, but how the children understood and integrated them into their 

everyday lives. 

7.10 Emerging Health Agency: From Passive to Active Agents in Care 

7.10.1 Child Narrative Overview 

Children’s roles in their healthcare shift over time, moving from more passive 

involvement toward a growing desire to be active agents in their own bodies and care. Early in 

their care, children are often positioned on the periphery, with decision-making about 

information directed primarily towards the parents. Even as children age, this pattern remains 

true for many. With age comes deeper developmental capacities, heightened awareness, an 

ability to express a clear understanding of their illness, what to monitor, and how their bodies 

respond. This growing awareness leads to increased confidence, particularly in recognizing 

symptoms and responding to them. Children feel more confident and less anxious about 
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procedures and hospital visits over time, with some linking this shift to a growing understanding 

of their condition and rationales for interventions. While many children enjoy their parents as 

collaborators in their healthcare and often use them as ‘backup’, many children want more 

personal engagement with their healthcare team. A key barrier to this is a lack of involvement 

and information sharing between the child and health care providers. Children describe difficulty 

understanding the terminology and language used by their health care provider, limiting their 

ability to participate meaningfully. This often pushes them into passive roles in their care, 

leaving them to rely on their parents to interpret and translate information.  

7.10.2 Literature and Implications  

In line with the literature, while many children still enjoyed their parents as collaborators 

in their healthcare and often used them as ‘backup’ when seeking a different understanding, 

many children in this study still wanted more engagement with their healthcare team (Wangmo 

et al., 2017). This highlights the importance of individualized, family-centred care to ensure the 

health care provider can engage the child, with the support of their parents, in a meaningful way 

(Wangmo et al., 2017).  

 With age came deeper developmental capacities, heightened awareness, and a desire to be 

involved in their own care. Children were able to express a clear understanding of their illness, 

what to monitor, and how their bodies responded. This growing awareness of their own bodies 

and their role in care also led to increased confidence, particularly in recognizing symptoms and 

responding to them. Children also described feeling more confident and less anxious about 

procedures and hospital visits over time. Some linked this shift to a growing understanding of 

their condition and the reasons behind such interventions. This suggests that familiarity and 

knowledge helped reduce their uncertainty. 
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 A key barrier identified in these findings was the lack of involvement and information 

sharing between the child and health care providers (Savaş et al., 2024). Many children described 

difficulty understanding the terminology and language used by their health care providers, which 

limited their ability to participate meaningfully. This often pushed children into passive roles in 

their care, leaving them to rely on their parents to interpret and translate information in ways 

they could understand. Although the parents' involvement is important, there needs to be space 

for the child to learn on their own. 

Within research and health care contexts, children's perspectives are often overlooked or 

excluded from the decision-making processes (James, 2007; Runeson et al., 2001; Wangmo et 

al., 2017). Findings from this study indicate that children not only want to be active participants 

in their care but also have the capacity to understand when information is communicated in 

developmentally appropriate ways. Limited involvement is not solely a reflection of children's 

abilities but rather of how communication is structured within clinical encounters (Bell & 

Condren, 2016). When information is not relayed in ways that align with a child's age and 

developmental stage, it can reinforce reliance on caregivers and restrict opportunities for children 

to develop independent health agency (Bell & Condren, 2016). 

Addressing these concerns requires health care providers to engage children through 

varying, age-appropriate, and meaningful ways (Lavenant et al., 2023; Savaş et al., 2024; van 

Driessche et al., 2025), including creative methods such as an arts-based approach (Dahlawi et 

al., 2024). Beyond the healthcare provider, structural factors, specifically, time constraints, are 

considered a key factor in enabling children within the decision-making process (Hietanen et al., 

2025; Runeson et al., 2001). Healthcare organizations and practices must adopt flexible, child-

specific approaches to enhance meaningful involvement (Runeson et al., 2001). 



 224 

As this work and the work by Runeson et al. (2001) demonstrate, parents play a critical 

role in supporting children's understanding, yet this responsibility should not rest solely with 

them. Children's ability to become active agents in their own care appears to develop within 

supportive environments where both parents and healthcare providers contribute to their 

engagement (Runeson et al., 2001; Wangmo et al., 2017). These findings align with the 

literature, which suggests that children's participation in care is shaped not only by their right to 

be involved but also by relational supports and opportunities to make sense of their experiences 

(Ehrich et al., 2015; Runeson et al., 2001; Wangmo et al., 2017). There is a critical need to 

engage children in research to enhance understanding of their experiences, as their participation 

in care can only be enhanced when their voices are heard and understood (James, 2007; Skivenes 

et al., 2006; Wangmo et al., 2017). It is also important to consider the larger societal and social 

influences on how children view their lives (James, 2007; Voss et al., 2024). Evident within this 

study, and within the wider childhood show that these areas shape childhood space and 

ultimately have influence over how they experience their day-to-day realities (James, 2007; Voss 

et al., 2024). 

Children’s maturity, developmental capacity, and family characteristics need to be 

considered when deciding whether to include children in their care (Runeson et al., 2001). 

Limited tools to assess children’s capacity have been cited in the literature as a barrier to 

including children in their care (Wangmo et al., 2017). Together, these findings suggest that 

children's capacity cannot be captured solely or easily by a standardized tool (Olsen, 2025; van 

Driessche et al., 2025). It is, instead, shaped by developmental stage, environments (van 

Driessche et al., 2025), prior hospitalizations, the nature of child-adult collaboration, and the 

contexts in which children participate (Olsen, 2025). Within this study, Piaget’s CDT supported 
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and underpinned the research interview guide and children's research assent scripts. This not 

only enhanced methodological rigour within the study but also ensured that engagement was 

tailored to each child's level of understanding, thereby improving communication. 

7.11 Remembering with Others: Developmental Gaps and Relational Memory 

7.11.1 Child Narrative Overview 

Children’s understanding of their cardiac journey does not begin with clear memories of 

early illness but instead develops over time. Many children do not remember the early and 

frequently acute days of diagnosis, surgeries, and crises. However, they do not experience 

memory gaps as distressing; rather, they acknowledge that they reflect the typical timing of 

development and often describe the events as events that happened to them rather than as lived 

memories. The shared and relational accounts of their medical experiences may serve as a layer 

of protection for the children, with parents holding most of their early and past experiences, 

sharing them only when necessary. 

7.11.2 Literature and Implications  

Aligning with Jean Piaget's stages of cognitive development, children develop their 

capacity to understand illness over time (Koopman et al., 2004).  Illness often occurred before 

children had developed the cognitive capacity for reflective awareness, resulting in experiences 

that often existed outside of their conscious memory (Bick and Nelson, 2016). Many children do 

not remember the early and frequently acute days of diagnosis, surgeries, and crises. Children do 

not experience memory gaps as distressing; rather, they acknowledge that they reflect the typical 

timing of development and often describe the events as events that happened to them rather than 

as lived memories.  
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 A scoping review of 24 studies on child development in the context of serious illness 

found that children's age and advancing developmental abilities shape how they conceptualize 

illness and death (van Driessche et al., 2025). As children grow, this understanding becomes 

more complex, particularly when supported by past medical experiences and open 

communication with adults (van Driessche et al., 2025). This review suggests that understanding 

children’s developmental stage can aid more active, developmentally appropriate engagement 

(van Driessche et al., 2025). In our study, children had improved memory recall of medical 

procedures, hospital visits and their interactions with the healthcare team. They were able to 

discuss medical events as lived experiences rather than as events that happened to them. These 

findings highlight how children move towards agency and ownership within their care. 

 Even with child development and greater independent recall, children's memories were 

not formed in isolation; they were co-constructed through ongoing parental scaffolding 

(Mermelshtine, 2017; Oppenheim, 2006). Storytelling about shared past events highlights its 

collaborative process. When individuals recount shared personal experiences, they must work 

together not only to tell the story but also to shape and interpret the events and meanings (Hyden 

et al., 2011). This aligns with the literature demonstrating that children's understanding of their 

experiences develops relationally through parent-child reminiscing, in which parents scaffold 

memories and help structure narratives (Salmon & Reese, 2016). Memory scaffolding from 

parents often served as a memory trigger, allowing children to recall fragments of their past 

medical history, adding more detail, and confirming what the parent had shared. At times, 

children appeared silent and deferred to their parents’ accounts, with parents assuming a more 

prominent role in narrating past experiences. Children often showed no distress when parents 

narrated for them, or that they were unable to recall the memory. These findings could also have 
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been linked to the child withholding their experience due to anxiety or stress about the event 

shared. Although the relational scaffolding between the parent and child is important, further 

research is needed to find ways to better engage with the child, to better understand their lived 

experiences.  

In contrast to previous literature that highlighted anxiety among adolescents with CHD 

when recalling past medical experiences (Savaş et al., 2024), this was not a strong finding within 

this study. Only a few children mentioned feeling nervous when thinking about past medical 

events, and most said they felt more comfortable now that they were older. Findings suggest that 

these experiences may be felt differently over time, are not always highly distressing due to 

positive adaptations, and are context-specific.  

Existing literature highlights that co-construction of narratives between caregivers and 

children plays an important role in how children understand and cope with stressful events; the 

benefits of these discussions may depend on the context of the experience (Fivush & Sales, 2006; 

Oppenheim, 2006). This further emphasizes that children’s comprehension of their illness is not 

based solely on independent memories; it is gradually co-constructed through interactions with 

their parents. Overall, the findings highlight that a child’s early absence of memory does not 

diminish their experience. It underscores the importance of developmental timing and relational 

contexts in shaping how a child’s experiences are understood as they grow. 
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Chapter 8.0: Contributions to Health Sciences and Northern Contexts 

This study provides rich insight into a focus area that has received limited attention in the 

literature: pediatric cardiac care, particularly in northern settings, including the voice of the child 

as a person with lived experience. While research on parents of children with CHD is well 

established, much of the work is centred on urban and/or southern contexts, often overlooking 

how place and geography influence illness and health care experiences in and of themselves 

while also impacting other spheres and systems of influence. Similarly, focus on the experiences 

of the child living with CHD from the child’s perspective has largely been omitted from the 

research record. In this chapter, I pull together the study's findings to outline their key 

contributions to health sciences and to care in northern contexts. Particular attention will be 

made to the theoretical, methodological and systemic implications of this work. The following 

section will first discuss this study's unique theoretical and methodological contributions to the 

field of research. This will be followed by an examination of the interconnected systems that 

shape care for families in Northwestern Ontario, the implications for practice and care delivery, 

future research needs, knowledge translation, and, finally, the strengths and limitations of the 

study. 

8.1 Theoretical and Methodological Contributions  

Methodologically, these findings resonate with recent phenomenological work conducted 

in Norway on parents of children with complex care needs, which also used van Manen's 

approach (Nygård et al., 2025). The findings reveal lived body, time, space, and relations in the 

context of parents’ experiences of long-term childhood illness (Nygård et al., 2025). Building on 

this insight, a recent study by Du et al. (2025) in China combined Bronfenbrenner’s theory and 

descriptive phenomenology to explore family caregiving challenges for children with cataracts. 
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This study advances Health Sciences knowledge, particularly for the north, by explicitly 

integrating van Manen's lifeworld existentials with Bronfenbrenner's ecological systems in the 

context of pediatric and family CHD. This theoretical alignment provides a new understanding of 

how lived experience unfolds across interconnected layers of diverse systems. It also 

demonstrates how van Manen's phenomenological approach can be applied in the structurally 

complex, geographically diverse context of northern pediatric and family cardiac care. The use 

of both van Manen and Bronfenbrenner together offers an in-depth understanding of the complex 

worlds in which children and families live and the systems they must navigate in order to receive 

care. Drawing on both frameworks also illustrates that both the theoretical and methodological 

approaches complement one another. They provide a deeper view of the interconnected systems 

that produce and sustain families' ongoing liminality, uncertainty, and disruption, rather than 

placing responsibilities solely on individual family coping. 

Families’ experiences are continually produced and reshaped through interactions with 

the health care system, policy, geography, and sociocultural expectations. By situating van 

Manen’s lived time, space, body, and relation within Bronfenbrenner’s micro, meso, exo, macro, 

and chrono systems, these findings illustrates that liminality is not a simple individual 

psychological state. Liminality is structurally produced, contributing to the ongoing and unsteady 

rhythms of life for these families in the north. To our knowledge, few studies on parents of 

children with CHD or other chronic conditions have explicitly amalgamated these two theoretical 

and methodological traditions. In doing so, this work offers a modest yet distinct contribution, 

situating parents’ lived liminal experiences within Bronfenbrenner’s model and opening new 

areas for intervention within the healthcare system. This goes beyond individual family coping 

towards more context-responsive care for families in the north. The conceptual model therefore 
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contributes theoretically by illustrating how lifeworld existentials, coupled with ecological 

systems, provide a clear illustration of how structural geographical and political conditions are 

recognized as active agents in producing ongoing liminality for families. 

This study also contributes conceptually through its articulation of time. Liminality 

reflects van Manen’s component of time, and the Chronosystem within Bronfenbrenner's 

ecological theory. It transcends and is interwoven within the nested ecological systems. 

Metaphorically, families are continuously suspended in a prolonged state of liminality, like an 

unsteady heartbeat. This was characterized by families as continued uncertainty and frequent 

disruption.  

Figure 5 illustrates the conceptual framing of children and parents' experiences of living 

between liminality and normalcy. While parents remain suspended in this liminal state and in the 

unsteady rhythms of time, children predominantly live in the present, with a general sense of 

‘normalcy’ in their everyday lives. The coexistence of both liminality and normalcy within the 

same family unit highlights the complexity of living and caring for a child with CHD. It also 

underscores the critical need for care approaches that are responsive to both parents’ 

perspectives. The concept of temporal disagreement offers a new way to understand how 

illnesses unfold differently across family members and along the child's developmental 

trajectory. This theoretical insight highlights that time is not only disrupted but also perceived 

differently within the same family unit. Family-centred care needs to recognize and respond to 

these differing experiences of time and not treat the family as though everyone feels the same 

way.  
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Figure 5 

Conceptual Model of Children and Families’ Experiences 

 

 

 

 

 

 

 

 

 

 

 

 

Methodologically, the study reinforces the importance of child-centred and creative 

approaches in health research. The inclusion of children's voices challenges the prevailing 

reliance on parent proxy and demonstrates that children are capable of articulating meaningful 

insights into their care experience. Further underscoring the need to provide a methodological 

space for children to share their experiences through child-centred interviews and creative 

methods (Bryan et al., 2019). In clinical practice, this supports the need for dual assessments that 

attend to both the child's needs and the parent's psychological well-being, recognizing the family 

is an interconnected system (Speyer et al., 2022).  
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More broadly, this study's theoretical and methodological approaches contribute to health 

science research in many diverse ways. Combining van Manen’s phenomenology of practice 

with child-inclusive methods and an ecological approach can yield a multi-level understanding of 

pediatric and family illness and care in northern contexts. It can also provide a methodological 

template for future research seeking to understand the lived experiences of both child and family 

perspectives and their implications within broader systems and diverse geographical landscapes.   

8.2 Interconnected Systems Shaping Northern Care 

Findings from the study demonstrated that the families’ experiences must be understood 

within broader intersecting systems that shape care in the north. These include geography, 

policy, healthcare distribution, culture and gender roles, all of which interact in complex and 

often fragmented ways. 

8.2.1 Geography 

Geography plays a central role in shaping healthcare trajectories. Families are required to 

travel long distances to access cardiac care, often resulting in prolonged separation, financial 

strain, and disruptions to family life. These experiences extend beyond logistical challenges and 

fundamentally alter parents' sense of place, identity, and relationships, reinforcing a sustained 

state of liminality. While travel for care has been documented in other illness contexts, e.g., 

cancer care; its specific impact on families of children with CHD in the context of geography has 

remained absent and underexplored (Auld et al., 2023; Fluchel et al., 2014) 

8.2.2 Policy and Legislation 

Policy and legislation further compounded these challenges. Families in the study 

describe significant financial burdens related to travel for care and hidden costs associated with 

this. This included issues such as delayed reimbursement and limited coverage. Current policies, 
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largely designed for southern populations, failed to account for the realities of northern living. 

For example, funding structures that support only one caregiver to travel with a child disrupt the 

family system, intensifying emotional distress and forcing family separation. The findings 

highlight critical gaps in policy and call for reforms that align with equity and the principles of 

the Canada Health Act (Government of Canada, 2023). These policy reforms need to be 

explicitly responsive to key social and ecological determinants of health (World Health 

Organization, 2025). 

8.2.3 Health Care Distribution 

 Disparities in healthcare distribution also emerged as a significant concern. Despite 

national commitments to equitable access (Government of Canada, 2023), families in northern 

regions experience fragmented care and limited access to specialized services. Infrequent visiting 

clinics and weather-related challenges cause major gaps in communication between tertiary and 

local providers, contributing to a system that is difficult to navigate. 

8.2.4 Culture and Gender Roles 

Cultural and gender dynamics further shaped caregiving experiences (Mark et al., 2025; 

Werner, 2023). Consistent with broader societal patterns, mothers often assume primary 

caregiving roles frequently at the expense of their employment and financial stability (Cruz et al., 

2022; Kankaya et al., 2025; Sood et al., 2018). Canada has established gender equity legislation, 

including the Pay Equity Act (Government of Canada, 2023b), Employment Equity Act 

(Government of Canada, 2022) as well as employment insurance caregiving benefits such as the 

Family Caregiver Benefit for children(Government of Canada, 2026c). Despite these measures, 

families in this study described supports as difficult to access and do not reflect the true costs and 

needs of families caring for a child with chronic disease in rural, remote and northern areas. As 
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such, these acts do not appear to translate to equitable support within the context of pediatric 

chronic illness. Fathers are less likely to access or be supported in taking caregiving leave, which 

again reinforces gender divisions, amplifying the weight of caregiving onto mothers (Yang et al., 

2022). 

8.3 Implications for Practice and Care Delivery  

These findings have several implications for healthcare practice in northern settings. 

Health care providers in southern or urban centers not only need competence in the care they 

provide but also should have contextual knowledge of the geographical, cultural, and other 

limitations of the children and families they serve in the north. This should include a basic 

understanding of the health care systems and policies currently in place, which significantly 

impact the family's quality of life. 

Families in this study spoke to the challenges around continuity of care. Particularly, 

regarding their relationships with infrequent cardiac clinics and the lack of understanding from 

health care teams when being discharged home from tertiary centers. There is a need to move 

towards more integrated models of care that prioritize continuity, shared communication across 

teams, and discharge processes that are tailored to the northern context. Changes must be made 

with consideration for the unique lived experiences of children and families residing in these 

regions. The results of this study provide detailed accounts of families’ experiences and desires 

for change.  

Parents within this study took on additional roles as health care coordinators and 

advocates due to the fragmented care across systems. The study highlights the gaps between 

northern and southern services. These factors also highlighted the additional strain and 

responsibility placed on parents. The shift of responsibility from the system to parents to 
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navigate their children's care across a vast geographical landscape raises significant concerns 

about equity and the need for more coordinated, supportive systems of care.  

Children in this study expressed a clear desire to become more engaged and active 

participants in their cardiac care. Yet, communication was often directed at their parents, and the 

language was not developmentally appropriate. This suggests a need for more inclusive, 

developmentally appropriate, and child-centred approaches to care to encourage engagement 

among this group. In northern contexts where interactions with health care providers can be 

infrequent or constrained by system factors and distance, moments of communication become 

increasingly more important. Ensuring children are meaningfully included and encouraged to 

become involved in their own care through appropriate health teaching may, over time, support 

greater understanding, confidence, and a sense of agency.  

Mental health support for families remains an urgent priority. Parents described ongoing 

psychological distress that often went unaddressed due to the sustained nature of their 

experiences. Routine mental health check-ins integrated across the child's cardiac trajectory are 

needed to support both parents and children. The findings from this study align with current 

literature and highlight an urgent need to screen the whole family for mental health needs 

(Golfenshtein et al., 2021; Jaschinski et al., 2021; Lisanti et al., 2021; McClung et al., 2018) as 

well as tailoring interventions to meet the evolving needs of families (Llewelyn-Williams et al., 

2022) over the child’s cardiac trajectory. 

8.4 Moving Forward towards Enhanced Equitable Care in the North  

The findings of the study point to the need for systemic changes that better reflect the 

lived experiences and realities for northern families. The current model of infrequent, travelling 

cardiac clinics could be restructured to address the gaps in services, rather than functioning as 
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isolated points of care. Recently, with the addition of a cardiac clinic, three are now run within 

the year. Although for many families, this still does not accommodate their needs. Many families 

are still unable to access these clinics due to weather challenges. Given the geographical 

challenges families face in the north, considering different modes of delivery, e.g., telehealth 

services that could be more frequent, would help address their concerns of lack of continuity and 

access to specialty supports. Additionally, considering a cardiac NP that works locally with the 

pediatric team and tertiary teams could also address the current gaps in care and address families 

concerns. 

There is an opportunity to strengthen collaboration between visiting specialist teams, the 

local hospital and families. Families expressed their desire for more structure and built-in 

supports within the care. This could include developing a family-informed support or navigation 

model, where families are no longer left to piece together and coordinate their child’s care on 

their own. They would be supported by other individuals or groups who understand their 

experiences and work alongside the healthcare teams. The local hospital could also take a 

stronger role by supporting or facilitating a family cardiac care support group for families in the 

north. Several families spoke to the value of connecting with others who understand what they 

are going through, not just for emotional support, but for sharing knowledge and navigating the 

system. More inclusive and family-centred approaches tailored to the unique family needs of the 

north will not only improve families’ access to care but also help organize services in a way that 

is responsive, coordinated, and manageable within the realities of northern life.  

Although there are many challenges for children and families living with CHD in the 

north, the study also challenges deficit-based assumptions often associated with the northern 

context. Many families demonstrated resilience and adaptability while living in an uncertain time 
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and an ongoing state of liminality. Although families in this study live with a lasting impact from 

their caring journey in the north, they all demonstrated a strong and supportive family unit 

despite the unimaginable challenges they had to overcome and still endure. These strengths 

should be recognized and built upon in the design of healthcare services and supports. 

8.5 Future Research  

 Future research is needed to build on the findings of this study and explore the 

experiences of children and families living with CHD in northern contexts. While this study 

provides meaningful insight into Northwestern Ontario, northern communities are not 

homogeneous. Therefore, further work must expand to include diverse geographical regions. 

This is particularly important within rural, remote, and northern communities, where families are 

often more marginalized and less connected to healthcare services.  

The literature around children and families living with CHD is predominantly 

quantitative in design, limiting a deeper understanding of their lived experiences. Findings 

highlight the critical need for further qualitative approaches in research to include not only 

parents' perceptions but also the child's voice. Importantly, they also underscored the impacts of 

CHD on the entire family unit, highlighting the need to explore the perspectives and experiences 

of siblings. 

A critical area for subsequent work should explore ways to meaningfully include and 

engage with children, especially younger participants. Children's voices remain limited 

throughout the literature. We know from these studies' findings that children want to be active 

agents in their care and have much to say about their preferences and experiences, not only in 

healthcare but also in their day-to-day lives. Although this study captured children's lived 

experiences, future studies are needed to explore various child-centred and developmentally 
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appropriate methods that support sustained engagement. Flexible, creative, and child-focused 

methodologies are needed to ensure children’s voices are heard and given meaning, enhancing 

their overall experiences within care. 

Longitudinal research is another key area to explore. This study captured the experiences 

of parents and children at a specific time within their cardiac journey. Findings emphasized how 

children and families' knowledge and ways of navigating care shifted significantly from earlier 

acute years to the present and will likely evolve again. Following families over time may capture 

important understandings into how early parent-child experiences unfold within their 

environment.  

Given the differences between parental and child experiences of liminality and normalcy, 

future research should examine the family as a whole and how these experiences are understood 

within the home. This also emphasizes the need for future research to consider broader structural, 

environmental, social, and political factors that shape families' experiences over time. This 

should consider travel requirements, financial support, community care, and social support 

across diverse regions. Developing a deeper understanding of children and families experiencing 

living with CHD in northern communities can help inform enhanced and responsive approaches 

to care, underpinned by equitable family-centred principles.  

Overall, these findings highlight many gaps in care for both children and families living 

in northern contexts. Future research should build on this work and advocate for marginalized 

families living in underserved communities, such as northern, rural, and remote areas. Future 

studies must continue to advocate for the inclusion of children within research, challenging the 

dominant narrative that their experiences are secondary and unreliable. This study emphasized 
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that children are both capable and willing to engage in discussion about their care when 

approached in developmentally appropriate ways. 

8.6 Knowledge Translation  

 Knowledge translation is an important final step in completing this research project. 

Findings will be shared with participating children and families, as well as any families with a 

child who lives with CHD who is interested, healthcare providers and broader key stakeholders 

within the healthcare and academic setting. Findings will be shared through peer-reviewed 

publications and conferences. Lunch-and-learns with nurses and physicians at the local hospital 

will also be held to inform and engage the healthcare team. Presentations on key findings to key 

stakeholders at the local hospital and to tertiary care Pediatric cardiology teams will be essential 

for practice reform and, hopefully, lead to positive changes for families within the cardiac 

program in the north.  

8.7 Strengths and Limitations  

8.7.1 Strengths 

This study has several key strengths. First, it intentionally included children as 

participants, ensuring their perspectives were central in the findings. Given that children are 

often underrepresented in research and health care, their inclusion adds important depth and 

understanding to the literature. 

 Secondly, the findings add to a limited body of research focused on the northern 

contexts, particularly within Canada. Considering the findings within the context of the northern 

setting provides insight and highlights gaps and challenges with access to care and regional 

systems. Ultimately, it sheds light on these families’ experiences and how they may differ from 

those of other urban-based researchers.   
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A further strength was the theoretical and methodological frameworks that underpinned 

this study. Considering both Bronfenbrenner and van Manen throughout the research process 

allowed for a deeper exploration and understanding of children's and families' experiences, and 

the root causes behind them.  

Finally, the interview guides and research assent scripts were developed using Piaget's 

Theory of Cognitive Development. Both the interview guides and assent scripts were developed 

with age-appropriate language and questions underpinned by Piaget's theory to ensure children's 

cognitive abilities and level were considered. This helped ensure participant engagement and 

inclusivity within this study. 

8.7.2 Limitations 

While this study provides in-depth insight into families and children within a specific 

northern and CHD context, the findings should be understood as contextually situated. They may 

not be broadly generalizable to other areas. The experiences captured in this study reflect 

families who were able to access services and participate in English-language interviews. The 

majority of families also live in Thunder Bay, with only a few living in rural communities 

surrounding it. As a result, the findings may underrepresent diverse families, those that are more 

geographically isolated, or those that are less connected within healthcare systems.  

 Although this study captured children's voices, some interviews were shorter than others, 

resulting in less depth within their accounts. Unfortunately, the draw-and-tell method was only 

successful with one participant. Among the ten child participants, although there was equal 

representation across genders, the majority of ages captured in this study were 7 and above, 

limiting perspectives from the younger population. This may suggest that an alternative, child-
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centred approach is needed when using the proposed draw-and-tell method to engage children 

and fully capture their perspectives, particularly among younger participants, in research.  

 As parents self-selected into the study, the findings may be shaped by selection bias, as 

those with more resources or a stronger desire to share their story may participate (Hiratsuka, 

2025). Parents’ experiences shared within the study often reflected past interpretations of 

emotionally intense periods. This may shape how experiences were remembered and interpreted 

over time. This is also a key factor within the children's shared experiences, as they were 

influenced by their developmental stage and evolving capacity to understand. Their memories 

are often also co-constructed with their caregivers and, therefore, could influence their recall and 

understanding of certain memories. This highlights that the memories shared may represent 

interpretations that have evolved rather than fixed-in-the-moment accounts of these lived 

experiences. 

 Finally, I recognize that I am still developing expertise in qualitative research and child-

centred interviewing approaches; therefore, this may have limited the depth of the findings. 

Despite these limitations, this study offers important insight into the true lived experiences of 

children and families living with CHD in a northern context. While this study may not capture 

the full diversity of experiences across northern settings or the depth of children's perspectives, it 

does provide meaningful and rich insight into how families navigate care and everyday life 

within this context. These limitations highlight the need for future research that uses diverse, 

child-centred methodologies to engage a broader range of families to support further and extend 

this work. 
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8.8 Conclusion  

Overall, this study contributes to Health Sciences and broader research by offering a 

comprehensive, theoretically grounded understanding of pediatric cardiac care and northern 

contexts. By integrating child and parent perspectives in situating them within the broader 

ecological systems, it underscores how geography, time, and systemic structures shape families' 

experiences. These insights provide a foundation for enhanced family-centred approaches that 

are more equitable and responsive to the care for families in northern regions. 
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Appendix C: Interview Guides 
Introduction 
 
Hello, my name(s) is Alexandra Dampier I am currently a PhD student in the Health Sciences 
program at Lakehead University. 
 
I want to thank you for agreeing to be interviewed for this study ‘Children and family’s 
experiences while living with congenital heart disease within NWO’. I am interested in your 
experiences living with CHD and also your families experience of living and caring for CHD in 
your home and community environment. The information you provide will contribute to the 
knowledge of health care practices and health policy implementation. Your participation in this 
research is voluntary. 
 
Before I start, I want to be sure all your questions have been answered about the process and the 
consent that you have signed. 
 
I want to remind you that during the interview you can refuse to answer any question and you 
may withdraw at any time. If you are uncomfortable answering any questions asked of you, just 
say ‘Pass’ and I will move on in the interview. There will be no repercussions if you choose not 
to take part in the study. 
 
Your information will only be seen by researcher. I will ensure that the information collected 
from you will be kept private and used only for the purposes of the research study. 
 
Central Research Question 
 

● What are the lifeworld experiences of children diagnosed with CHD and their families 
living and caring for their child in rural, remote, and or northern areas of NWO? 
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Appendix C1 
Parent Interview: Prompts and Probes (Sub questions) 
 
Introduction: 
Researcher to first introduce self, role and study. Then researcher to ask the following 

introductory questions to establish a comfortable and open environment.  
 
1. Tell me about your family?  

a. Who is part of your family unit?  
2. How are you feeling today?  
3. Is there anything I should know before we get started? 

a. Is there any recent illness or complications with your child? 
b. How are feeling lately? 

 
Lived Space: 
4. How does your home environment impact your experiences of living and caring for a 
child with CHD? 
a. How are you currently managing at home? 

5. Tell me about your experiences within the hospital (TBRHSC and or primary care 
services e.g. London Hospital)? 
a. Tell me about your discharge teaching from the health care team? 

6. Who were you connected with for follow-up care and how has that care been? 
a. How do you access services such as physio, OT, PT, and home care nursing care? 
Or any other services I may have missed? 

7. If your child became sick at home, what are your health care resources available to you in 
your home community? 
a. How would you manage to access services outside of your community if needed? 
b. How far do you have to travel and by what mode? 

Lived Body: 
8. How does living and caring for a child with CHD affect activities of daily living and 
routines? 
a. How have they changed since the diagnosis? 

9. Has the illness affected your child’s overall development in any way? 
a. Specially in relation to school, physical activity, nutrition, emotional responses, 
and physical growth? 

10. How has the illness affected your families’ routines? 
a. If so how? And has it caused shifts in other family members roles and dynamics? 

Lived Time: 
11. Tell me about how your child first became sick? 

a. Did you notice a rapid or slow progression of your child’s illness? 
12. Since the initial diagnosis of CHD what have been your experiences living and caring for 
your child with CHD? 

Lived Other: 
13. What are your experiences with the health care teams? 

a. Including both TBRHSC POP & tertiary specialty care center? 
14. How are your relationship with your family? 
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a. Including extended family 
b. Can you describe your supports or needed supports?  

15. How has your life adjusted including balancing home and work commitments? 
16. What are the families’ relationships like between outside community supports and school 
services? 
 

Final Question: 
● Was there anything I didn’t ask that I should have asked? Or you would like to share? 
● Am I able to collect demographic information for you and your child?  

o Age 
o Gender 
o Education 
o Marital Status 
o Employment  
o Location  
o Household income 
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Appendix C2 
Child Interview Pre-Operational Stage (2-7 years): Prompts and Probes (Sub questions) 
 
Introduction: 

Researcher to first introduce self, role and study. Then researcher to ask the following 
introductory questions to establish a comfortable and open environment.  
*The draw and tell method will be used with children participants within the study who are 
between the ages of four and seven or if they are older than seven yet upon assessment have not 
reached the concrete operational stage.   
 
1. Can you pick your favorite colours and draw a picture of your family?   

a. Who is part of your family?  
2. How are you feeling today?  
3. Is there anything you would like to share with me before we get started? 

 
Lived Space: 
4. Can you tell me about where you live? 

a. Who lives in your house? 
5. What was it like when you went to hospital? 

a. What do you like about the hospital? What do dislike? 
Lived Body: 
6. How do you feel when you are sick? 

Lived Time: 
7. Tell me about when you got sick? 

Lived Other: 
8. Tell me about the nurses and doctors you meet at the hospital? 

a. Was there anyone else you met that you want to tell me about? 
9. Tell me about people in your family?  

a. Can ask about friends within this area. 
10. Can you tell me about day care/school? 
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Appendix C3 
Child Interview Concrete Operational Stage (ages 7-11):  Prompts and Probes (Sub questions) 
 
Introduction: 
Researcher to first introduce self, role and study. Then researcher to ask the following 

introductory questions to establish a comfortable and open environment.  
 
1. Tell me about your family?  

a. Who is part of your family unit?  
2. How are you feeling today?  
3. Is there anything you would like to share before we get started? 

a. How are feeling lately? 
 

Lived Space: 
4. How does your home environment impact your experiences of living with CHD? 

a. How are you currently managing at home? 
5. Tell me about your experiences within the hospital (TBRHSC and or primary care 
services e.g. London Hospital)? 

6. What’s you experience like when you have to travel for your care? 
Lived Body: 
7. How does living with CHD affect what you do every day? 

a. Have they changed since the diagnosis? Does it impact activities with your 
family? 

8. How has your illness made you feel? 
Lived Time: 
9. Tell me about how you first became sick? 

Lived Other: 
10. Tell me about the nurses and doctors you see at the hospital? 

a. Or anyone else you may have helped you? 
b. Including both TBRHSC POP & tertiary specialty care center? 

11. Tell me about your family and friends? 
a. Including extended family 
b. Do you feel supported or how do they support you? 

12. What are your relationships like between friends and school? 
 

Final Question: 
● Was there anything I didn’t ask that I should have asked? Or you would like to share? 
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Appendix C4 
Child Interview Formal Operational Stage (ages 11-16): Prompts and Probes (Sub questions) 
 
Introduction: 
Researcher to first introduce self, role and study. Then researcher to ask the following 

introductory questions to establish a comfortable and open environment.  
 
1. Tell me about your family?  

a. Who is part of your family unit?  
2. How are you feeling today?  
3. Is there anything you would like to share before we get started? 

a. How are feeling lately? 
 

Lived Space: 
4. How does your home environment impact your experiences of living with CHD? 

a. How are you currently managing at home? 
5. Tell me about your experiences within the hospital (TBRHSC and or primary care services 
e.g. London Hospital)? 
a. Tell me about your discharge teaching from the health care team? 

6. Who were you connected with for follow up care and how has that care been? 
a. How do you access services such as physio, OT, PT, and home care nursing care? Or 
any other services I may have missed? 

7. What’s you experience like when you have to travel for your care? 
Lived Body: 
8. How does living with CHD affect your activities of daily living and routines? 

a. Have they changed since the diagnosis? 
9. Has the illness affected how you see/view yourself? 

a. Do you notice any changes to your body?  
10. Has the illness affected your families’ routines? 

a. If so how? And has it caused shifts in other family members roles and dynamics? 
Lived Time: 
11. Tell me about how you first became sick? 
12. Since the initial diagnosis of CHD what have been your experiences living with CHD? 
Lived Other: 
13. What are your experiences with the health care teams? 

a. Including both TBRHSC POP & tertiary specialty care center? 
14. How are your relationships with your family? 

a. Including extended family 
b. Do you feel supported?  

15. How has your life adjusted including balancing your school and possible work 
commitments? 

16. What are your relationships like between friends and school? 
 
Final Question: 

● Was there anything I didn’t ask that I should have asked? Or you would like to share? 
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Debrief Information for Children and Families:  
Thank you for your time and sharing your experiences with me. This information will be kept in 
a locked and secure area by the study Principal Investigator for 7 years. Only the researcher will 
be allowed to look at the data. Any personal information presented to the public will be 
anonymous. Your name will not be used in any reports, publications, or presentations that may 
come from this study. Pseudonyms will be used in any publication.  
The results of the study will be shared with you, the participant, professional nursing bodies and 
further disseminated to the academic community, conferences and in peer reviewed publications. 
If you decide you do not want your information used, contact the researcher Alexandra Dampier 
at (807) 632-5497. 
 
 

Thank you! 
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Appendix D: Recruitment Poster 
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Appendix E: Participant Information Letter 

Letter of Information: Children and Family's Experiences While Living with Congenital Heart 
Disease in Northwestern Ontario 

 
Dear Families of Northwestern Ontario, 
We would love to hear from you!  
We are contacting you because we are conducting a study and we believe your participation 
could significantly contribute to our understanding of this important topic. 
Our goal is to learn more about the challenges and experiences faced by children and families 
living with congenital heart disease in our region. Your experiences will help us identify areas 
where support and resources may be needed, ultimately improving the well-being of children and 
families in our communities.  
Who can participate? 
If you are a child or adolescent with congenital heart disease and or a parent or caregiver of a 
child with congenital heart disease living in northwestern Ontario, we would love to hear about 
your experiences. 
What are the study details?   
Participating in the study involves sharing your experiences through interviews. The interviews 
can be done in person or on Zoom, on a day and time that works best for you and your family. 
The interview will take around 30 minutes (for a child or adolescent) and 1 hour (for parents or 
caregivers). We understand how sensitive sharing your experiences may be. If you decide to 
share any personal health information with the researcher during the interview, it will be kept 
confidential.  
If you choose to participate, your involvement will be entirely voluntary, and you can withdraw 
from the study at anytime. Families who participate will be given a  $60 grocery gift card or cash 
for sharing their time.  
We genuinely appreciate your consideration of this request; we hope we can make a meaningful 
impact on the well-being of children and families living with congenital heart disease in 
Northwestern Ontario. If you and your family are interested or want to learn more about the 
study, please contact Alexandra Dampier at aedampie@lakeheadu.ca or (807) 632-5497. We 
encourage you to ask any questions before deciding to participate. 
Sincerely, 
Alexandra Dampier  
 

 

 

 

mailto:aedampie@lakeheadu.ca
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Appendix F: Scripts for Child Research Assent 
Appendix F1 
Research Assent Script: Pre-operational Children aged 2-7 years 
 
Title: Children and Family’s Experiences While Living with Congenital Heart Disease within 
Northwestern Ontario. 
Principal Investigator: Dr. Helle Møller, Lakehead University   
Co-Investigator: Alexandra Dampier, Lakehead University  
Research Team: The research study will be supported by the research team of Dr. Helle Møller 
and Alexandra Dampier from Lakehead University, who can be reached by phone at (807) 632-
5497. 
Funding Sponsor: N/A 
What is the purpose of this study?  
We're asking families with kids who have a special heart called CHD to help us understand how 
they feel in certain parts of Ontario. We want to know what makes them happy and healthy. 
Your thoughts can help all kids get good care, even if they live far from big cities. We hope this 
will make life better for kids with CHD and their families. 
Why am I being asked to participate? 
We're doing a special study, and we'd love for you to be a part of it! You have a special heart 
called CHD, and we want to know all about your experiences living with it in Northwestern 
Ontario. Your thoughts and feelings can help other kids and families too! But remember, it's 
totally up to you if you want to join in or not. 
What is being asked of me? 
If you say yes to talk with me today, If you want, you can draw or tell me about your special 
heart. You can talk as much or as little as you like. Your mom or dad will be with you the whole 
time. And remember, you can say no to any questions or stop whenever you want. 
How long will I be involved in the study? 
We will talk and draw for about 30 minutes but if you want, we can stop earlier. You can also 
say if you don't want to answer any questions, or if you want to stop talking or drawing 
altogether. 
Are there benefits if I decide to participate? 
Taking part in this study might help other kids and families with CHD in our area. If you ever 
feel sad or upset, we can stop anytime. 
Are there any potential harms involved with participating?  
Talking about your health, hospital visits, or feeling sick or worried might make you feel sad or 
upset. If that happens, you can say you don't want to talk anymore, and it's okay. You won't get 
in trouble. If you need help, the researcher can help you talk to your doctor. 
What will be done with the information I give? 
I have a recorder with me, I will press play and it will record our conversations. I will store this 
information and keep it safe for 7 years.  
Child Assent: 
Please sign your name OR choose yes or no below. If you say no, you will not be in trouble.  
Name: __________________________________________________________ 
OR: 
Yes:                                                  No: 
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The researcher has read the above script to the child and parent/legal guardian and has 
obtained assent from the child: 
Witness to child assent from researcher (parent/legal guardian) please sign below: 
Name: (Printed)___________________________________________________________ 
 
Signature: ________________________________________________________________ 
 
Childs Full Name: __________________________________________________________ 
Date: _____________________________________________________________________ 
 
The research has been approved by the Thunder Bay Regional Research Ethics & Authorization 
Office. If you have any questions related to the ethics of the research and would like to speak to 
someone outside of the research team please contact the Research Ethics Board by email at 
TBR_REO@tbh.net or telephone #: 807-684-6422. Everything you discuss with the REB will be 
kept confidential. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

mailto:TBR_REO@tbh.net
tel:807-684-6422
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Appendix F2 
Research Assent Script: Concrete Operations Children aged 7-11 years 
 
Title: Children and Family’s Experiences While Living with Congenital Heart Disease within 
Northwestern Ontario. 
Principal Investigator: Dr. Helle Møller, Lakehead University   
Co-Investigator: Alexandra Dampier, Lakehead University  
Research Team: The research study will be supported by the research team of Dr. Helle Møller 
and Alexandra Dampier from Lakehead University, who can be reached by phone at (807) 632-
5497. 
Funding Sponsor: N/A 
What is the purpose of this study?  
We're doing a study to learn more about how kids with CHD (a heart problem) and their families 
feel about living in certain areas of Ontario. We want to know about their experiences and what 
they need to stay healthy and happy. By sharing your thoughts, you can help make sure that all 
kids get the best care possible, no matter where they live. We hope this will make life better for 
kids with CHD and their families in places that are far away from big cities. 
Why am I being asked to participate? 
You are being asked to take part in a research study as a child diagnosed with CHD. As the 
researcher I am interested in your experiences while living with CHD in Northwestern Ontario. It 
is hoped that the information you share with me with help other children and families. Please 
note that your participation in this research is totally up to you. 
What is being asked of me? 
If you agree, you will draw/tell me about your experiences of living with your cardiac illness. 
We can talk as long or as little as you like. Your parents will be here the whole time if you 
choose. During the interview, you can refuse to answer any questions or stop the interview at any 
time. 
How long will I be involved in the study? 
The interview will last a maximum of 30 minutes depending on how much we talk. During the 
interview, you can say that you don’t want to answer any questions or stop the interview at any 
time. 
Are there benefits if I decide to participate? 
Being involved in this study may assist in helping other children and families living with CHD 
Northwestern Ontario and surrounding areas. If you are upset at any point, we can stop. 
Are there any potential harms involved with participating?  
There are some potential risks for emotional distress as we will be asking questions about your 
health, when you visit the hospital, and when you may feel sick or worried. If you became 
emotionally distressed of any kind you have the right to refuse or stop the interview, you can end 
the interview at any time without being in trouble. If needed the researcher will help you in 
accessing your primary health care provider for assistance. 
What will be done with the information I give? 
I have a recorder with me, I will press play and it will record our conversations. I will store this 
information and keep it safe for 7 years.  
Child Assent: 
Please sign your name OR choose yes or no below. If you say no, you will not be in trouble.  
Name: __________________________________________________________ 
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OR: 
Yes:                                                  No: 
 
 
 
 
The researcher has read the above script to the child and parent/legal guardian and has 
obtained assent from the child: 
Witness to child assent from researcher (parent/legal guardian) please sign below: 
Name: (Printed)___________________________________________________________ 
 
Signature: ________________________________________________________________ 
 
Childs Full Name: __________________________________________________________ 
Date: _____________________________________________________________________ 
If you have any questions regarding your rights as a research participant, or related to the ethics 
of the research and would like to speak to someone outside of the research team please contact:  
 
Chair, Research Ethics Board 
Thunder Bay Regional Health Sciences Centre 
Phone: 807-684-6422 Fax: 807-684-5904 
Email: TBRSHC.ResearchEthicsChair@tbh.net 
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Appendix F3 
Research Assent Script: Formal Operations Children aged 11-16 years 
 
Title: Children and Family’s Experiences While Living with Congenital Heart Disease within 
Northwestern Ontario. 
Principal Investigator: Dr. Helle Møller, Lakehead University   
Co-Investigator: Alexandra Dampier, Lakehead University  
Research Team: The research study will be supported by the research team of Dr. Helle Møller 
and Alexandra Dampier from Lakehead University, who can be reached by phone at (807) 632-
5497. 
Funding Sponsor: N/A 
What is the purpose of this study?  
This study aims to understand the experiences and viewpoints of children diagnosed with CHD 
(Congenital Heart Disease) and their families who live in rural, remote, or northern communities 
in Northwestern Ontario. We want to explore what daily life is like for them and what support 
they need. By sharing your experiences, you can help shed light on the challenges faced by 
families living in these areas and contribute to improving healthcare practices and policies. Our 
goal is to enhance the well-being of all children, especially those living with CHD or families 
caring for a sick child in regions that may have limited access to resources and services. Your 
input will play a crucial role in shaping a better future for healthcare in these communities. 
Why am I being asked to participate? 
You are being asked to take part in a research study as a child diagnosed with CHD. As the 
researcher I am interested in your experiences while living with CHD in Northwestern Ontario. It 
is hoped that the information you share with me with help other children and families. Please 
note that your participation in this research is voluntary. 
What is being asked of me? 
If you agree, you will draw/tell me about your experiences of living with your cardiac illness. 
We can talk as long or as little as you like. Your parents will be here the whole time if you 
choose. During the interview you can refuse to answer any questions or stop the interview at any 
time. 
How long will I be involved in the study? 
The interview will last a maximum of 30 minutes depending on the amount of discussion we 
have. During the interview, you can refuse to answer any questions or stop the interview at any 
time. 
Are there benefits if I decide to participate? 
Your involvement in this study may assist in helping other children and families living with 
CHD Northwestern Ontario and surrounding areas. If you are upset at any point, we can stop. 
Are there any potential harms involved with participating?  
There are some potential risks for emotional distress we will be asking questions about your 
health, when you visit the hospital, and when you may feel sick or worried. If you became 
emotionally distressed of any kind you have the right to refuse or stop the interview, you can end 
the interview at any time without any repercussions. If needed the researcher will assist you in 
accessing your primary health care provider for assistance. 
What will be done with the information I give? 
I have a recorder with me, I will press play and it will record our conversations. I will store this 
information and keep it safe for 7 years.  
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Child Assent: 
Please sign your name OR choose yes or no below. If you say no, you will not be in trouble.  
Name: __________________________________________________________ 
OR: 
Yes:                                                  No: 
 
 
 
 
The researcher has read the above script to the child and parent/legal guardian and has 
obtained assent from the child: 
Witness to child assent from researcher (parent/legal guardian) please sign below: 
Name: (Printed)___________________________________________________________ 
Signature: ________________________________________________________________ 
 
Childs Full Name: __________________________________________________________ 
Date: _____________________________________________________________________ 
If you have any questions regarding your rights as a research participant, or related to the ethics 
of the research and would like to speak to someone outside of the research team please contact:  
 
Chair, Research Ethics Board 
Thunder Bay Regional Health Sciences Centre 
Phone: 807-684-6422 Fax: 807-684-5904 
Email: TBRSHC.ResearchEthicsChair@tbh.net 
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Appendix G: Research Participants Information and Consent Form for Parents 

 Research Participants Information and Consent Form for Parents 
 
Title: Children and Family’s Experiences While Living with Congenital Heart Disease within 
Northwestern Ontario. 
Principal Investigator: Dr. Helle Møller, Lakehead University   
Co-Investigator: Alexandra Dampier, Lakehead University  
Research Team: The research study will be supported by the research team of Dr. Helle Møller 
and Alexandra Dampier from Lakehead University, who can be reached by phone at (807) 632-
5497. 
Funding Sponsor: N/A 
Dear Potential Participants: 
You are being asked to take part in a research study if you are a child diagnosed with congenital 
heart disease (CHD) and or, a parent or caregiver of a child diagnosed with CHD.  
Taking part in this study is voluntary. You may refuse to take part or stop taking part at any time. 
Your decision will not change your care at the Thunder Bay Regional Health Sciences Centre or 
other health organizations within Thunder Bay. 
Before you decide whether you would like to take part in this study, please read this letter 
carefully to understand what is involved. After you have read the letter, please ask any questions 
you may have. This information and consent form has been reviewed and approved by the 
Research Ethics Board at Thunder Bay Regional Health Sciences Center.  
What is the purpose of this study?  
The purpose of this study is to explore the lived experiences and overall perceptions of children 
diagnosed with CHD and their families living in rural, remote, or northern communities within 
Northwestern Ontario. This will help gain a better understanding of the experiences and needs of 
children and their families living with CHD. It is hoped that the information you share will 
contribute to help address health care inequalities and inform heath care practices and policies. 
We hope to improve the overall well-being within communities, especially for those children and 
adolescents living with a disease such as CHD or families caring for a sick child in rural or 
remote regions.  
 
Why am I being asked to participate? 
You are being asked to take part in a research study as a parent or caregiver of a child diagnosed 
with congenital heart disease (CHD). The researcher is interested in your lived experiences and 
perceptions while living and caring for your child who has CHD in Northwestern Ontario. It is 
hoped that the information you elicit will contribute to help address health care inequalities and 
inform heath care practices and policies. Please note that your participation in this research is 
totally voluntary. 
What is being asked of me? 
If you agree, you will have an individual interview in person within your home, community or 
the PaediatricOutpatient Clinic at the TBRHSC. If these options do not work for you and your 
family, I can arrange a ZOOM online interview.  
How long will I be involved in the study? 
The interview will last from 45 minutes to 1 hour depending on the amount of discussion. The 
interview with your child will be a maximum of 30 minutes, both on a day and time that is at 
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your convenience. During the interview you can refuse to answer any questions or stop the 
interview at any time. 
What are the alternatives to taking part? 
If you choose not to participate, you will continue to receive the best care that is given to all 
patients at the TBRHSC and surrounding health care organizations. Your decision to take part in 
this study will in no way affect the quality of care that is provided. 
Are there benefits if I decide to participate? 
Your involvement in this study may assist in addressing health care inequalities and aid in 
informing heath care practices and policies for children and families living with CHD in 
Northwestern Ontario and surrounding areas. 
Are there any potential harms involved with participating?  
There are some potential risks for emotional distress as you will be asked questions about your 
experiences when your child first became sick, the progression of your child’s illness, and your 
experiences living and caring for your child with CHD. If you became emotionally distressed of 
any kind you have the right to refuse or stop the interview, you can end the interview at any time 
without any repercussions. If needed the researcher will assist you in accessing your primary 
health care provider for assistance. 
 
What will be done with the information I give? 
Interviews will be audio taped verbatim. This information will be kept in a locked and secure 
area by the study Principal Investigator for 7 years. Only the researcher will be allowed to look at 
the data.  
Confidentiality:  
Your privacy is very important to us. If you decide to share any personal health information 
with the researcher during the interview, it will be kept confidential. No information from your 
health records will be obtained, although family demographics will be collected at the end of the 
interview if you choose to agree. This includes information such as your name, address, age, 
gender, education, marital status, employment, and household income . All personal health 
information shared will be kept confidential.  
To protect your identity, you will be assigned a unique ID number for this research study. The 
ID number will be used on any research related forms. The link between your personal 
information and ID number will be only available to qualified members of the research team 
and will not leave the TBRHSC. The TBRHSC Research Ethics Board may require access to 
your study-related records to monitor the conduct of the research. No identifiable information 
will be copied or taken from our office. 
Participation & Withdrawal:  
It is important for you to know that participation is entirely voluntary. You may refuse to 
participate, refuse to answer questions or choose to withdraw from the study at any time. You do 
not waive any legal rights by signing this consent form. If you were part of an interview and 
decide you do not want your information used or wish to withdraw from the study, please contact 
the research team member Alexandra Dampier at (807) 632-5497. 
Costs: 
 
There will be no associated costs involved for participating in this study. There will be a token of 
cash or a grocery gift worth $60 for participant families to acknowledge the time and effort you 
have given to the research project. 
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In Case of Injury: 
 
If you suffer injury as a result of taking part in this study, you will be provided 
necessary treatment of the injury at the TBRHSC. You will not receive any other 
financial compensation. 
 
Conflicts of Interest: 
This research will be done in kind, with no conflicts of interest to disclose. 
Commercialization:  
There is no direct potential for commercialization in this study.  
 
Publication of Data: 
 

The results of this research study may be presented at meetings or conferences, and/or published 
in journals. Any results presented or published will not contain your identity. 
 
Copy of Information Letter and Consent Form:  
 
You will be given a copy of this signed consent form to keep. 
 
Questions About the Study: 
If you have any questions or concerns or would like to speak to the research team for any reason, 
please call: Alexandra Dampier, at (807)-632-5497. 
If you have any questions regarding your rights as a research participant, or related to the ethics 
of the research and would like to speak to someone outside of the research team please contact:  
 
Chair, Research Ethics Board 
Thunder Bay Regional Health Sciences Centre 
Phone: 807-684-6422 Fax: 807-684-5904 
Email: TBRSHC.ResearchEthicsChair@tbh.net 
 

Research Participant Information and Consent Form  
 
Title: Children and Family’s Experiences While Living with Congenital Heart Disease within 
Northwestern Ontario. 
Research Participant’s Consent 
This research study has been fully explained to me and all of my questions answered to my 
satisfaction. 
I agree to the following: 
✔ I have read and understand the information contained in the Information Letter 
✔ I agree to participate in this research study. 
✔ I have been informed of the risks and benefits, if any, of participating in this research study. 
✔ That I am a volunteer and can withdraw from the study at any time until the point of 
submitting the data and may choose not to answer any question. 

✔ That the data will be securely stored for a minimum period of 7 years following 
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completion of the research project 
✔ I have been informed of any alternatives to participating in this research study. 
✔ I have been informed of the rights of research participants. 
✔ I have read each page of this form. 
✔ I understand that the research findings will be made available to me upon request. 
✔ I will remain anonymous.  
✔ All of my questions have been answered. 
✔ I agree to allow for the interview to be audio recorded.  
 

By consenting to participate, I have not waived any rights to legal recourse in the event of 
research-related harm. 
If you would like to be involved in the study, please sign below: 
 

___________________       ___________________          _____/______/_____ 
Name of Research              Signature of Research              Day    Month   Year  
 Participant (print)     Participant 
 
 
If you agree for your child to be involved in the study, please sign below: 
 
___________________       ___________________          _________________ 
Name of parent or                Signature of parent or              Childs full name 
 legal guardian (print)  legal guardian                             
 
_____/______/_____ 
Day    Month   Year               
 
Signature of Person Obtaining Consent 
 
I have explained the terms of this information and consent form to the research participant.  All 
questions asked by the participant have been answered. I will give a copy of this signed 
document to the participant. 
 
 
___________________       ___________________          _____/______/_____ 
Name of person               Signature of person              Day    Month   Year  
obtaining consent (print) obtaining consent                             
 
Email address: 
(For request of a copy of the research results) _______________________________ 
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Appendix H: Observation Tool 

Participant #: 

Date: 

Start:                                      End: 

Participants: Descriptive Notes: Reflective Notes: 

Behaviors   

 

 

 

 

Expressions and body 

language  

  

Activities and time spent  

 

 

 

 

Processes throughout  

 

 

 

 

Physical setting  
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Physical appearance   

 

 

 


