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ABSTRACT OF THE DISSERTATION 

 

A Grounded Theory Analyses of Caregivers of Infants after Cardiac Surgery Including  

Stage I Palliation for Single Ventricle Heart Disease 

 

by 

 

Flerida Imperial-Perez 

Doctor of Philosophy in Nursing 

University of California, Los Angeles, 2020 

Professor Nancy Pike, Co-Chair  

Professor MarySue Heilemann, Co-Chair 

 

 

Caring for infants after first stage palliative surgery for single ventricle heart defect 

(SVHD) can result in challenges beyond the usual parenting responsibilities secondary to 

medicalized care at home, demanding care routines, the potential for social and financial 

constraints, and impact on family relationships. Current descriptive studies provide valuable 

information about factors contributing to caregivers’ adaptation and coping with these medically 

fragile infants. However, these studies fail to capture the nuances of caregivers’ experiences 

during the most critical “interstage” period (time between the first and second surgical 

procedures). Therefore, in this dissertation, I explored and analyzed the impact on the 

caregivers and family’s daily lives, among mothers and fathers, after two to four months of 

caring for their interstage infants at home. 
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 Grounded theory, influenced by Constructivism, guided the dissertation methodology. In-

depth interviews amongst English and Spanish-speaking mothers or fathers were conducted 

using a semi-structured interview guide. The data analysis led to the development of two 

grounded theories about the interstage caregivers: 1) A Continuous Process of Compromise 

During the Interstage Period Amid COVID 19 Pandemic and 2) Developing a Sense of Self-

Reliance as an Interstage Caregiver.  The first theory reflects the caregivers’ process of 

adapting to their infants' care during the interstage period, and it consists of two categories: 1) 

Accepting and adapting to a restrictive home environment, and 2) Reconciling what is and what 

is yet to come. These categories occurred simultaneously but also fed into each other in a 

continuous cycle.  The second theory describes the context and action of the caregivers 

throughout the trajectory towards the development of a sense of self-reliance. It consists of 

three categories: 1) Owning caregiving responsibilities despite grave fears, 2) Figuring out how 

“to make it work” in the interstage period, and 3) Gaining a sense of self-reliance. Together, 

these categories bring insight into caregiving processes experienced by our sample participants.  

 Our findings illuminated the extensive disruptions in everyday life experienced by the 

caregivers. The findings deepen our understanding of the experiences of caregivers who have 

to live under imposed restrictions and reduced access to their support systems. It highlights the 

need for healthcare providers to be cognizant of stressors and challenges that caregivers in our 

sample faced and to provide necessary supportive interventions. This study responds to a gap 

recently identified by the American Heart Association to address the needs of the family of 

interstage caregivers through qualitative research. 
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Introduction to the Dissertation 

Congenital heart disease (CHD) is a spectrum of gross structural abnormalities of the 

heart or great vessels present at birth (Benjamin et al., 2019).  According to March of Dimes 

(2019), CHD is the number one congenital birth defect in the United States, with an estimated 

40,000 neonates born with CHD every year (Center for Disease Control and Prevention [CDC], 

2019). Nearly 25% of these neonates have critical CHD that will require cardiac surgery within 

the first year of life (CDC, 2019; Oster et al., 2013).  CHD is often classified according to 

disease severity (e.g., simple, moderate, complex, or severe) or by the amount of pulmonary 

blood flow (e.g., normal, decreased, or increased).  The identification of CHD can range from an 

asymptomatic murmur detected during routine care to severe cyanosis present at birth requiring 

immediate surgical intervention.  With early prenatal detection, mandatory neonatal screening 

for critical CHD (in most states) and advancements in medical and surgical management has 

improved survival rate from 78.8% to 96.3% (Best, Tennant, & Rankin, 2017). The identification 

of complex CHD, in particular, single ventricle heart disease (SVHD), by fetal ultrasound, allows 

for a planned delivery, rapid stabilization of the infant, and early surgical intervention.  

Single Ventricle Heart Disease: A Surviving Population 

Single ventricle heart disease refers to a group of congenital heart defects in which the 

heart functionally has only one ventricular chamber.  This includes a range of complex heart 

defects with either a single left or right ventricle that pumps blood into pulmonary and systemic 

circulations (Khairy, Poirier, & Mercier, 2007). The incidence of SVHD with hypoplastic left heart 

syndrome as one of the most common forms is 0.8 cases per 1,000 live births; (Benjamin et al., 

2019). Infants with SVHD are typically born at normal gestation and birth weight.  However, 

having one ventricle compromises blood flow to either the body or lungs (depending on the type 

of defect).  Without surgical intervention, this defect can cause acute deterioration and is 
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ultimately fatal within the first few days to months of life (Fixler, Nembhard, Salemi, Ethen, & 

Canfield, 2010a; Kumar, 2016).    

SVHD and Staged Surgical Palliations 

Single ventricle heart disease can be understood from a physiologic perspective by 

grouping the anatomic subtypes according to an obstruction to systemic or pulmonary blood 

flow (Turner & Ohye, 2019). In lesions with obstruction to pulmonary blood flow (PBF), atresia or 

hypoplasia of the tricuspid valve, right ventricle, right ventricular outflow tract, and the 

pulmonary valve (alone or in combination) leads to inadequate PBF.  This results in cyanosis in 

the absence of a patent ductus arteriosus or aortopulmonary collateral, both of which can 

augment PBF from the aorta. Other lesions include pulmonary atresia with the intact ventricular 

septum (PA-IVS), double-inlet left ventricle (DILV), and complete common atrioventricular canal 

(AVC) defects favoring the left ventricle.  Similarly, in lesions with obstruction to systemic blood 

flow (SBF), atresia or hypoplasia of the mitral valve, left ventricle, left ventricular outflow tract, 

and aortic valve (alone or in combination) leads to inadequate SBF.  Obstruction of SBF and 

restricted pulmonary venous return can result in profound cyanosis, morbidity, and mortality 

(Hancock et al., 2018). Hypoplastic left heart syndrome (HLHS) and its variants are the major 

form of SVHD with obstructed SBF (Ohye, Schranz, & D’udekem, 2016).  

Despite the type of SVHD, most infants require a series of three-staged surgical 

procedures in the first three years of their life. This strategy is frequently referred to as single-

ventricle palliation or the “single-ventricle pathway” (Turner & Ohye, 2019). The ultimate goal of 

staged surgical palliation is to eliminate cyanosis and decrease the systemic ventricle's 

workload.  Stage I palliation or surgery is performed in the newborn period within the first four 

days of life (Amir et al., 2016). The goal is to relieve systemic outflow tract obstruction, provide 

adequate PBF with a prosthetic systemic shunt (e.g., Blalock-Taussig (BT), central or Sano 

shunt), and create a nonrestrictive atrial communication.  This first surgery is the most critical 
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out of the three palliative procedures.  Despite the complexity of care and uncertainty of surgical 

outcomes, mortality over the past three decades has dramatically decreased from 75% to 18% 

(Hasegawa et al., 2017), resulting in more infants being discharged home to await their second 

surgery.  

Stage II surgical palliation occurs between four to six months of age and is the first step 

in gradually separating the pulmonary from the systemic circulation (Feinstein et al., 2012).  At 

the time of this operation, the superior vena cava (SVC) is disconnected from the right atrium 

and is connected to the right pulmonary artery (PA), and the systemic shunt placed during the 

first operation is removed.  This operation, known as the bidirectional Glenn procedure, reduces 

the single ventricle's pressure and volume load while providing a more stable source of PBF.  

The stage III surgical palliation, or the Fontan procedure, occurs around two to four 

years of age and involves the direct connection of the inferior vena cava (IVC) to the right PA, 

bypassing the ventricle (Akintoye, Veldtman, Miranda, Connolly, & Egbe, 2019). Hence, “Fontan 

circulation” is established. The goal of this operation is to eliminate cyanosis and to reduce 

ventricular workload.  This is achieved by redirecting the venous return directly into the lungs, 

bypassing the heart, while the single ventricle only supports the systemic circulation. Of the 

three-staged surgical palliation, the most critical period, out of the hospital, is between stage I 

and stage II procedures, known as the “interstage period” (Ahmed et al., 2018). 

Interstage Period and Caregivers Responsibility  

The interstage period is defined as the time from initial hospital discharge after the first 

stage palliation to hospital admission for the infant’s second stage procedure for SVHD.  This 

period is associated with high morbidity and mortality (18% to 20%), with many deaths are often 

sudden and unexpected (Ghanayem et al., 2012; Hasegawa et al., 2017; Taylor et al., 2016).  

During the interstage period, the expected oxygen saturation rate is 75% to 85%, as the SBF 

and PBF are still mixing (Rudd et al., 2014). The infants are completely dependent on their 
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prosthetic systemic shunt (BT, central, or Sano) as the only source of PBF.  This shunt is very 

tenuous and can gradually or suddenly occlude, resulting in increased cyanosis or death 

(Agarwal et al., 2017). Other factors associated with increased morbidity and mortality during 

this interstage period include aortic arch obstruction (Devlin et al., 2019), restrictive atrial 

septum, severe atrioventricular valve regurgitation (Weston, Noblett, Hamby, & Kuo, 2018), 

arrhythmias (Hall et al., 2018), and ventricular dysfunction (Jean-St-Michel, Meza, Maguire, 

Coles, & McCrindle, 2018).  

In addition to the infants’ dependence on the pulmonary shunt's patency, caregivers deal 

with vulnerabilities of single ventricle physiology and post-hospital discharge care that entails 

intensive surveillance of feeding and anthropometric measurements (e.g., weight, oxygen 

saturation).  These infants struggle with the physical endurance and coordination necessary to 

suck, swallow, and breathe during feeding, which is required to balance energy expenditure and 

consumption of calories. In turn, the balance of energy expenditure and calorie consumption is 

needed to promote somatic growth in preparation for stage II palliation.  Common childhood 

illnesses, such as respiratory infection, gastroenteritis, or fever, can lead to hospitalization 

secondary to hypoxemia, hypovolemia, and worsening cardiac function (Ghanayem et al., 2012; 

Rudd et al., 2014).  Because of the high risk for interstage morbidity and mortality, the focus has 

shifted to identifying best practices to support care, management, and monitoring in the home 

setting (Nieves et al., 2017; M. Oster et al., 2014). Hence, these infants also require special 

medical equipment, caregiver training, and access to healthcare providers.  This increased 

burden can potentially affect the caregivers’ quality of life.  At the interstage period, the disease 

process, management, and interventions require high resource utilization (Connor, Gauvreau, & 

Jenkins, 2005). 

The implementation of home surveillance or monitoring programs has led to 

improvements in infant outcomes achieving 98% to 100% interstage survival (Castellanos et al., 
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2016) and shifted the burden of care to home caregivers. Caregivers require extensive training 

in caring for interstage infants and the parameters for when to call a healthcare provider.  

Caregivers need to learn and manage complex feeding strategies (oral or enteral routes) 

(Hartman & Medoff-Cooper, 2012), administer and monitor effects of cardiac medications, 

oxygen saturation, weight, or growth status before assuming the responsibility of caring for their 

infants at home (Ghanayem, Cava, Jaquiss, & Tweddell, 2004). Also, caregivers assume a care 

manager's role, navigating medical appointments and dealing with multiple services (e.g., 

physical and occupational therapy).  In addition to dealing with basic newborn care, caregivers 

need to develop skills in identifying and managing heart failure signs and symptoms, 

transitioning from a parent to a caregiver role, and adjusting to a lifestyle or “new normal” of 

caring for a medically fragile infant.  A deeper understanding of the socio-economic, emotional, 

and physical impacts on caregivers is needed to provide appropriate support, resources, 

minimize stress, and prevent adverse infant outcomes. 

Significance of the Study 

There is limited research related to caregivers' experiences during the interstage period 

of infants born with SVHD (Rudd et al., 2020). Few qualitative studies have addressed the 

discharge experiences of caregivers of infants with SVHD, and the studies that have been 

conducted were in countries outside of the United States. Furthermore, a few studies showed 

improved interstage survival after the implementation of a home monitoring program (HMP) but 

did not investigate the impact on the caregiver and families, their concerns and reactions, or 

their role as parents (Castellanos et al., 2016; Petit et al., 2011; Siehr et al., 2014).  Despite 

published qualitative research (Anderson et al., 2015; Castellanos et al., 2016; Ghanayem et al., 

2012), there is a lack of depth and breadth of understanding of the caregivers’ experiences 

associated with an increased burden of in-home care and hospital readmission in the interstage 

period.  In some published studies (Rempel, Ravindran, Rogers, & Magill-Evans, 2013), 
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qualitative data collection was obtained after the actual interstage period and relied upon 

delayed recall of events, emotions, and experiences by the caregivers. In addition, the majority 

of studies had predominantly Caucasian participants. A more culturally diverse group from 

various socioeconomic backgrounds could prove insightful to explore experiences related to 

interstage infants' care. These gaps in the literature were addressed in this study. 

Given the significant interstage mortality risk and increased burden imposed on 

caregivers and the crucial need to develop interventions to provide support for them, the 

purpose of this study was to enhance understanding of the caregivers’ lived experiences of 

caring for medically complex infants during the “interstage” period.  An expanded, in-depth 

understanding of caregivers’ experiences for this vulnerable population of infants will help 

healthcare providers know the best ways to support families and improve institutional home 

monitoring practices.  

Research Question and Aims 

This study's overall research question is broadly stated as: What are the experiences of 

parents who are the primary caregivers of their medically complex infant 1) after cardiac surgery 

and readmission, and 2) with SVHD during the “interstage” period after stage I palliation?  This 

will be explored using constructivist grounded theory (CGT) methodology (Charmaz, 2014) in 

which an interpretive understanding of the meanings of parents’ experiences can be achieved.  

The specific aims of this dissertation include the following: 

1. To explore and analyze the perceptions of caregivers’ everyday experiences in 

caring for interstage infants with SVHD. 

2. To explore and analyze the impact on parents transitioning to the caregiver role for a 

medically complex infant at home. 
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3. To explore and analyze the successes and challenges associated with caregiving's 

monitoring aspect during the interstage period for infants with SVHD that have 

implications for future program improvement.  

Content of the Dissertation: Three Manuscript 

This dissertation is organized into six chapters, with this chapter presenting an 

introduction to highlight the significance of the study, research question, and specific aims.  

Chapter 2 reviews the literature describing the SVHD population, the concept of interstage 

home monitoring, and relative research on caregivers’ experience at home with a medically 

fragile infant.  Chapter 3 presents the philosophically oriented theoretical perspective of 

symbolic interactionism, which underpins the CGT methodology for this study; it also presents 

Dr. Merle Mishel’s theory of “Uncertainty in Illness,” a sensitizing theory that informed our 

approach to the experiences of caregivers of interstage infants with SVHD.   

My dissertation research is presented in three manuscripts. The first manuscript 

(Chapter 4) explicitly focused on mothers' experiences after surgical repair for CHD at birth, 

discharged to home, and subsequently readmitted. This pilot study identified the need to focus 

on the interstage population, fathers' role as primary caregivers, and ethnically diverse 

participants in future research. The manuscript is a reprint of the material as it appears in the 

American Journal of Critical Care Nursing. The co-author listed in this publication directed and 

supervised the research that forms the basis for the dissertation. Permission for reuse of 

copyrighted content was granted by the American Association of Critical Care Nurses (AACN). 

The second manuscript (Chapter 5) explored caregivers’ experiences related to social 

factors, family, and lifestyle during the interstage period at the time of COVID-19 pandemic. The 

data analysis led to the development of a grounded theory called: A Continuous Process of 

Compromise, with two categories: 1) Accepting and adapting to a restrictive home environment, 

and 2) Reconciling what is and what is to come. Caregivers of infants with SVHD during the 
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interstage period faced challenges related to social and family relationship restrictions. The 

difficulties of social distancing eased when COVID-19 imposed similar home restrictions across 

the country. Our findings increase understanding of caregivers’ experiences during the 

interstage period related to the psychosocial and lifestyle impact and the need for additional 

support.  

The third manuscript (Chapter 6) explored the perception of caregivers’ everyday 

experiences, the impact on parents transitioning to a caregiver role, and the successes and 

challenges of caregiving during the interstage period.  We developed a grounded theory titled 

Developing a Sense of Self-Reliance in the Interstage Period with three categories: 1) Owning 

caregiving responsibilities despite grave fears, 2) Figuring out how “to make it work” in the 

interstage period, 3) Gaining a sense of self-reliance. These categories involve caregivers’ 

adaptability and their process towards claiming the caregiver role for their interstage infants. 

The in-depth analysis of caregivers’ experiences deepened our understanding of how 

caregivers develop a sense of self-reliance while navigating their infants' care during the 

interstage period. It illuminated the need for strategies and interventions to better support 

parents as they transition to home caregivers of interstage infants. Together, these three 

manuscripts provided an in-depth understanding of parent-caregiver experiences during the 

interstage period. 

The methodology (Constructivist Grounded Theory) used for each manuscript data 

collection and analysis is addressed in each of the three manuscripts. Each manuscript was 

written based on publishers’ specific guidelines, including the discussion and future implication 

sections. Finally, I will present an overall dissertation conclusion, suggest implications for clinical 

practice, and highlight future research areas. 

 

 



9 
 

Chapter Summary 

The period between the first and second heart operation, known as the “interstage 

period,” is associated with high risks for mortality and morbidity in infants with SVHD.  In recent 

years, these infants are surviving the interstage period, in part, due to the home monitoring 

program.  These programs require the parents to provide medicalized home care and monitor 

anthropometric parameters (e.g., weight, oxygen saturation) in addition to meeting normal 

newborn needs. This can be a highly stressful time for most caregivers, and for this reason, a 

greater understanding of caregivers’ lived experiences can lead to a deeper insight into their 

daily lives.  The development of future interventions specific to caregivers’ needs hold promise 

for improving their ability to cope and care for their infants successfully, but these interventions 

need to be grounded in meaningful experiences in order to maximize usefulness.  This study is 

the first to explore the in-depth experience of caregivers of interstage infants with SVHD in the 

United States. 
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Chapter Two: Review of the Literature  

 Caring for infants after first stage palliative surgery for single ventricle heart defect 

(SVHD) can result in challenges beyond the usual parenting responsibilities secondary to 

medicalized care at home, demanding care routines, the potential for social and financial 

constraints, and impact on family relationships (Rempel et al., 2013; Werner, Latal, 

Valsangiacomo Buechel, Beck, & Landolt, 2014; Woodgate, Edwards, Ripat, Borton, & Rempel, 

2015). Current descriptive studies provide valuable information about factors contributing to 

caregivers’ adaptation and coping with these medically fragile infants. However, these studies 

fail to capture the nuances of caregivers’ experiences during the most critical “interstage” period 

(time between the first and second surgical procedures). The interstage period is between one 

and six months of age and has a high risk of mortality or sudden death (up to 15-20%) 

(Anderson et al., 2015).  During this period, caregivers are in high demand, trying to learn home 

care needs, making multiple follow-up appointments, and vigilantly monitoring their infant for 

signs of when to seek urgent medical care.  This can be incredibly challenging for first-time 

parents who are still navigating typical infant cues and basic well-baby care. This chapter 

includes a review of published literature on caregivers' experiences during the interstage period 

and related studies done with the congenital heart defect (CHD) population.  Finally, gaps in the 

literature and future research needs for this high-risk infant population is discussed.     

Single Ventricle Heart Defect 

As was briefly presented in Chapter One, approximately 40 years ago, babies born with 

SVHD did not survive past infancy.  These infants are born with either an underdeveloped or 

absent right or left ventricle (univentricular) than two-ventricles (biventricular). The diagnosis can 

be made by echocardiogram in-utero (fetal) or shortly after birth when the newborn develops 

hemodynamic instability and cyanosis. A diagnosis of SVHD consists of anatomically diverse 

lesions. In addition to hypoplastic heart syndrome, single ventricle lesions can include 
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unbalanced atrioventricular canal, double inlet left ventricle, tricuspid atresia, double outlet right 

ventricle with mitral atresia/stenosis, and pulmonary atresia with ventricular septal defect 

(Triedman & Newburger, 2016). A subset of  SVHD infants will have balanced pulmonary to 

systemic blood flow after birth and may be discharged home without initial surgical palliation. 

These infants are at risk for developing restrictive pulmonary or systemic blood flow or 

congestive heart failure in the first few months of life (Alsoufi, McCracken, Kanter, 

Shashidharan, & Kogon, 2017). 

Single ventricle heart disease requires three or more open-heart procedures before four 

years of age. The goal of staged surgical palliation is a gradual separation of the pulmonary and 

systemic circulation, thereby relieving cyanosis and volume overload of the single ventricle.  The 

first stage surgical procedure varies depending on the single ventricle diagnosis and amount of 

pulmonary blood flow.  In the newborn period (e.g., stage I), this may include either a Norwood 

procedure with a modified Blalock-Taussig or Sano shunt (e.g., aortic arch reconstruction with a 

systemic shunt to provide blood flow to the lungs), a Damus-Kaye-Stansel procedure with a 

modified Blalock Taussig Shunt (e.g., ascending aorta and pulmonary artery are joined together 

when the systemic circulation is obstructed), an isolated modified Blalock Taussig shunt (e.g., 

synthetic tube graft from the innominate artery to the pulmonary artery), patent ductus arteriosus 

stent (e.g., stainless steel stent which is only part of the hybrid Norwood procedure), pulmonary 

artery band (e.g., external compression of the main pulmonary artery to reduce pulmonary over 

circulation) or no intervention in the face of balanced pulmonary and systemic circulation 

(Alsoufi et al., 2017).   

All children with SVHD undergo the same surgical procedures for stage II and stage III 

palliation.  The stage II procedure (e.g., bidirectional Glenn shunt) removes the superior vena 

cava from the right atrium and directly connects to the right branch pulmonary artery.  

Subsequently, the stage III procedure (e.g., modified Fontan) removes the inferior vena cava 
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from the right atrium and connects to the underside of the right pulmonary artery via an 

extracardiac Gortex ® tube graft.  Upon completion of all surgeries, the single ventricle now 

becomes the systemic pump to the body. The venous blood passively flows to the lungs directly 

from the superior and inferior vena cava connections to the pulmonary artery, thus eliminating 

cyanosis.  

Early diagnosis, advancement in medical and surgical management, and improved care 

processes have increased hospital survival up to 80% to 90% after stage I palliation for SVHD 

(Tabbutt et al., 2012). However, interstage death (defined as death after hospital discharge and 

before admission for a planned stage 2 palliation) remains a significant source of mortality (10 to 

20%) and a growing concern of health care providers and families (Dolk, Loane, & Garne, 2011; 

Ghanayem et al., 2012).  These deaths occur suddenly at home with the potential cause most 

likely related to the occlusion of the synthetic shunt (e.g., modified Blalock Taussig Shunt),  

dehydration, ventricular arrhythmias, and decreased coronary artery blood flow (e.g. “coronary 

steal” effect from the shunt) or infection (Hehir et al., 2012; Rudd et al., 2014). These factors 

can lead to progressive hypoxemia, metabolic acidosis, ventricular dysfunction, and death. In 

addition, these infants are likely to have feeding difficulties resulting in inadequate weight gain, 

worsening cyanosis, and low cardiac reserve to handle common respiratory illness (Ohman, 

Stromvall-Larsson, Nilsson, & Mellander, 2013; Rudd et al., 2014; Stoffel et al., 2017). With the 

improved survival after stage I palliation, the focus has shifted to improving interstage survival.   

The work led by the National Pediatric Cardiology Quality Improvement Collaborative, a 

national multidisciplinary collaborative network of pediatric cardiac centers who examined 

interstage mortality and best practices to improve outcomes, showed approximately 50% 

reduction in interstage mortality with the use of home monitoring programs (Anderson et al., 

2015).  Furthermore, follow-up studies have shown continued modest rates of interstage 

mortality (3% to 9%) (Brown et al., 2016; Oster, Kelleman, McCracken, Ohye, & Mahle, 2016).  
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This improvement in interstage survival has contributed to the standardization of home 

monitoring, increased surveillance activity, and prompt investigation of subtle changes in infants’ 

condition (Rudd et al., 2014).  Other key quality improvement drivers contributing to improved 

interstage survival include care coordination, the transition of care, and family engagement 

(Anderson et al., 2015).  

Interstage Home Monitoring 

Interstage monitoring offers heightened surveillance of an infant’s physiologic instability 

or hemodynamic deterioration, allows its early recognition and intervention, and prevents 

potentially fatal interstage events (e.g., sudden death).  This monitoring includes 

interdisciplinary care coordination (nurses, advanced practice nurses, cardiologists, dietitians, 

social workers, occupational therapists) and educating/preparing parents as home caregivers to 

their infants after hospital discharge.  Before the infant’s hospital discharge, the parents are 

trained to use a pulse oximeter, weight scale and are given target parameters and when to call 

for a breach in monitoring (e.g., less than 75% oxygen saturation while awake and asleep 

and/or failure to gain 20 grams of weight over three days), feeding volumes, feeding strategies, 

and red flags on when to seek immediate medical attention. These monitoring parameters are 

recorded daily in a logbook or phone app for provider viewing.  In addition, a designated 

member of the home monitoring program reviews the daily recordings and receives phone calls 

regarding any caregiver concerns. The changes in monitoring parameters or the infant’s clinical 

condition may prompt an outpatient clinic visit, emergency department evaluation, and/or 

hospital admission. The interstage home monitoring program is a collaborative care model 

designed to improve survival to the second stage surgical procedure.  

Search strategy 

 Electronic databases (PubMed, Web of Science, CINAHL, and OVID) were searched 

using a combination of Medical Subject heading (MeSH) terms and keywords containing 
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“caregiver,” “experience,” “parenting,” “hospital discharge,” “congenital heart disease,” “single 

ventricle,” “interstage” and “home care.” Filters were selected for the English language, years 

2008 to 2018, and age between birth to 24 months old. The article search yielded a total of 212 

relevant articles. The search terms were further modified to include keywords containing “single 

ventricle + heart disease,” “Norwood procedure,” “parents,” “home monitoring,” “hypoplastic 

heart syndrome,” “univentricular, “and “congenital heart defect,” which yielded 38 articles.  

Articles were included if they were peer-reviewed, described the phenomenon of caregiving of 

infants after first stage palliation for SVHD, and published between January 2008 and October 

2018. The studies published over the past decade reflect the current state of the impact of 

childhood CHD on parenting and families (Wei, Roscigno, Hanson, & Swanson, 2015).  Studies 

that examined the caregiving role's association with hospitalization experience and hospital 

discharge outcomes were included in this review.  Articles were excluded if they were review 

articles, focused on caregiving experiences in the inpatient setting or heart transplantation, or 

about the child and health care providers' experience.  No studies were excluded based on 

methodology, research design, or sample size.  This yielded 28 abstracts, which led to a full-text 

review.  The articles' reference lists were also examined for other relevant studies that may 

have been missed in the literature search.  After these were reviewed, a final set of eight articles 

were selected focused on parents’ perspectives and interpretations of their caregiving 

experiences during the interstage period for SVHD.  Three articles were included that combined 

SVHD with other types of CHD.  These articles are summarized in the Table of Evidence and 

the search strategy is outlined in Figure 1.  
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Figure 1. Prisma Flowchart of Literature Search Strategies. 

 

Caregivers Experience with SVHD after Hospital Discharge 

The literature search identified only one quantitative study on caregivers’ experiences 

related to feeding difficulties with SVHD after hospital discharge compared to children with 

feeding disorders without cardiac abnormalities (Hill, Silverman, Noel, & Bartz, 2014) (Table 1).  

When parents’ questionnaires were administered, the children (mean age = 36 months) were 

routinely followed at the institution’s nutrition clinic. The parents in each group completed the 

Parenting Stress Index (PSI) (Abidin & Abidin, 1990) and Mealtime Behavior Questionnaire 

(Davies, Ackerman, Davies, Vannatta, & Noll, 2007) to assess the caregivers’ stress and 

children’s feeding dysfunction. Despite only eight caregiver responses, the SVHD caregivers 

were more likely to report distress and a difficult child than the non-cardiac group. The SVHD 

group was slow to reach enteral feeding goals and (borderline) significantly had more resistance 

to eating than the children in the non-cardiac feeding disorder group (83 + 14% vs. 44 + 2%; p < 
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.05).  Of note, the SVHD sample included children with feeding problems that persisted through 

the third stage Fontan procedure. In this context, the authors suggested that feeding problems 

might have been replaced by dysfunctional feeding strategies that created a cycle of poor 

feeding over time.  In the SVHD group, caregivers underestimated the degree of feeding 

difficulty, responded more defensively, and had more distress compared to the control group. 

These findings suggest that feeding difficulties during the interstage period can potentially 

contribute to long-term feeding and growth problems. Feeding difficulties are likely to cause 

significant caregiver distress at mealtime and warrant early assessment and nutrition clinic 

referrals.   

Caregivers’ Experience of Infants with SVHD During the Interstage Period  

Four articles were identified related to the caregivers’ experiences during the interstage 

period for SVHD (Table 2).  Hartman and Medoff-Cooper (2012) described the primary 

caregiver’s perception of postoperative care issues in the first three months after hospital 

discharge. This qualitative phenomenological study consisted of 15 caregivers (mainly mothers) 

of infants with complex CHD (six with SV and nine with biventricular repair) who participated in 

two audio-recorded focus groups and four follow-up phone interviews after discharge from the 

hospital.  The interview guide included topics related to parents' experience with feeding 

management, the infant’s caloric intake and feeding behaviors, parental acceptance of the 

nasogastric tube, and parental stress. The majority of infants were fed orally, with only four of 

the 15 requiring tube feedings.  

The authors described the caregiver experiences as including anxiety related to the 

intense feeding regimen and the stress of meeting the baby’s caloric goals. Furthermore, 

caregivers felt ill-equipped to deal with the constant stress of caring for their child at home, 

which led them to self-medicate for stress relief. Caregivers were vigilant about meeting the 

infant's feeding goals, as the second stage repair could be delayed if the baby did not show 
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adequate weight gain. Hence, the primary caregivers’ main source of stress was preventing 

feeding interruptions due to feeding tube dislodgment.  The strength of this study is the rich 

description of the caregivers’ coping with the intense feeding regimens that were described as: 

“I am always feeding my baby,” having “no break” and “no time to relax” (Hartman & Medoff-

Cooper, 2012, p. 98). The focus group and individual interviews employed in this study brought 

strength and richness to data. 

The stress experienced by parents of infants (< 3 months of age) after cardiac surgery 

was the main focus of a study by Franich-Ray et al. (2013), who found that 33.8% of mothers 

and 18.2% of fathers experienced trauma symptoms consistent with a diagnosis of acute stress 

disorder as measured by the Acute Stress Disorder Scale. The most commonly endorsed 

symptom by both parents was dissociation (feeling numb or distant).  The prevalence of acute 

stress disorder in parents of infants within this study was higher than the rates of post-traumatic 

stress disorder compared to another study in parents of older children with CHD (0 to 16 years 

of age) (Helfricht, Latal, Fischer, Tomaske, & Landolt, 2008).  In addition, researchers 

suggested that mothers of infants with CHD (who are still within the post-natal period) may have 

a higher rate of acute stress disorder compared to mothers of older children with CHD due to 

the increased risk of psychological disorders in the postpartum period (e.g., post-partum 

psychosis, post-natal depression, and anxiety) and also due to having more caregiving and 

emotional involvement than fathers who may need to return to work. The child’s acute 

hospitalization events may have predisposed the parents to experience acute stress disorder 

that persisted after discharge.   

This study stressed the importance of knowing the parents' common trauma symptoms 

after neonatal surgery to inform clinical practice.  Parents’ experiences of trauma symptoms 

could affect their ability to understand their child’s medical condition and decision-making (e.g., 

consenting for treatment and surgical interventions). The authors recommended routine follow-
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up after discharge to assess for acute stress disorder symptoms and explore the potential 

impact of the symptoms on the parents, families, and the caregivers’ ability to provide care to 

their medically fragile child.  Of note, the Acute Stress Disorder scale measured acute traumatic 

symptoms within the first four weeks of the event (such as cardiac surgery) but was 

administered between one and three months after discharge from the hospital.  This delay in 

assessment may have biased the findings by not measuring the trauma associated with 

surgery; it is possible that the scale picked up postpartum depressive symptoms in mothers.  

Parents' experiences as caregivers to infants after first stage palliation for SVHD 

followed in a home monitoring program were explored in two European studies (Ohman et al., 

2013; Stoffel et al., 2017).  Ohman et al. (2013) evaluated the daily measurement of oxygen 

saturation at home in providing early detection of a life-threatening event (e.g., shunt occlusion) 

and the parental perception of this monitoring task.  Parents of 30 infants were asked to 

measure oxygen saturation using pulse oximetry daily when the baby was calm or asleep and 

documenting this in a logbook.  Parents were instructed to repeat the measurement after 15 

minutes if the oxygen saturation was less than 70% and to call the local hospital if the reading 

remained low. No infants were discharged with supplemental oxygen.   

Shunt complications occurred in 46.4% of infants on 14 occasions while being cared for 

at home.  Unfortunately, two of the infants died suddenly while in the home monitoring program, 

which was confirmed as complete shunt occlusion by postmortem examination. In one infant 

who died, the parent measured an oxygen saturation level greater than 90% a few hours before 

the event. The study findings underscore that infants with SVHD and a synthetic surgical shunt 

as the only source of pulmonary blood flow are high risk for shunt thrombosis or occlusion and 

sudden death during the interstage period. In this study, the initial home monitoring program 

included daily pulse oximetry and weight measurement; however, the daily weight measurement 

was eliminated due to a strong negative response from the primary caregivers (reason not 
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described by the authors).  Unfortunately, neither the details of the caregivers’ experiences nor 

the questionnaire's content was included with the findings.  Results indicated that home 

monitoring has the potential to prevent interstage death and early detection of shunt thrombosis.  

However, one daily measurement of pulse oximetry saturation cannot detect the rapid 

development of shunt occlusion. 

Stoffel et al. (2017) also examined the caregiver’s experience in a home monitoring 

program using a mixed-method study design in Germany.  This study explored the impact on 

the quality of life, coping, and parental burden on eight families with newborns after stage I 

surgical palliation for Hypoplastic Left Heart Syndrome (a type of SVHD).  The Short-Form 

Health Survey (SF-36) (Bullinger, 2000) and Impact on Family Scale (Stein & Riessman, 1980) 

questionnaires were administered at two-time points (one week [T1] and five weeks [T2]) after 

hospital discharge while on a home monitoring program and then the questionnaires were re-

administered one week (T3) and five weeks (T4) after stage II palliation without home 

monitoring.  The Short-Form Health Survey (SF 36) showed low scores for the Mental Health 

Composite Summary in both parents, which meant that parents were less mentally prepared to 

deal with their infants’ complex illness.  Also, the lowest scores were for the vitality (energy) 

item, which is the interstage period and after stage II surgery (T4). This implies that constant 

fatigue was the most burdensome symptoms experienced by the parents.    

On the Impact on Family Scale (Ravens-Sieberer et al., 2001), mothers reported a 

higher family burden, and fathers showed a higher financial burden.  These findings reflect the 

primary responsibilities of the maternal and paternal roles in the traditional family.  Overall, an 

increased burden amongst caregivers was seen between T1 and T2, the interstage period.  

Notably, the study showed that prenatal diagnosis of hypoplastic heart syndrome showed a 

higher Mental Health Composite summary, which could reflect the parents’ time to decide to 
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abort the pregnancy, cope, or prepare for an infant with complex CHD that will require 

hospitalization and surgery after birth.  

For the qualitative part of the study, Stoffel et al. (2017) conducted parental interviews at 

T2 (with interstage home monitoring) and T4 (without interstage home monitoring). The semi-

structured interviews were based on the 10-item Post Discharge Coping Difficulty Scale created 

by Weiss et al. (2008). Thus, the interviews were guided by topics related to stressful 

experiences, self-care, time management, needs for emotional support, self-confidence, and 

adjustment with being home after hospitalization.  After content analysis, the two major themes 

that emerged from the first interviews were “becoming and being a family” and “feeling 

emotionally burdened each time the child goes to surgery” (p. 3367). The parents looked 

forward to going home after the stage I surgery as the parents felt that family life should start at 

home and not within a hospital's confines. Once home, mothers felt the stress and burden of 

being the primary caregiver, with chronic fatigue as the most reported symptom. Despite the 

burden of home monitoring, parents perceived this as a protective intervention.  

In contrast to the data from the first interviews done at T2 (with interstage home 

monitoring), themes that emerged from the second interviews at T4 (without interstage home 

monitoring) after the stage II surgery were described in terms of “being a family,” and 

“experiencing what a family should be – free from worries after the intense and stressful 

interstage period.” Usually, after the stage II surgical procedure, the infant has a more stable 

pulmonary blood flow source with less risk for shunt thrombosis or mortality. Parents reported 

feeling optimistic about their child’s future and focusing on their child achieving their growth and 

development milestones.  This study's findings highlight the psychological and emotional 

burdens that the caregivers experience during the interstage period. The persistent stress on 

the families and infants were attributed to the multiple surgical procedures and hospitalizations.  

Since the semi-structured interviews were guided by the Post Discharge Coping Difficulty Scale 
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(Weiss et al., 2008), interview data were from within the context of coping difficulties and 

precluded other topics outside the questionnaire, including the emergence of the caregivers’ 

experiences from their points of view. Thus, caregivers' needs during the high-risk interstage 

period require further exploration to identify the best methods to prepare or support families 

during this stressful period.  

Due to the limited research on caregivers’ experiences in SVHD, the review was extended 

to include infants with biventricular congenital heart defects after discharge to home.  The search 

produced three new studies that may provide further insight into the caregiver’s experiences after 

hospital discharge (Table 3).   

Caregivers Experiences with CHD after Hospital Discharge 

Werner et al. (2014) reported CHD's impact on the family from Germany in the first year 

of life.   The infants’ diagnoses included a variety of acyanotic and cyanotic congenital heart 

defects. The authors hypothesized that there would be an increased social burden in parents of 

infants with CHD and that mothers would experience a greater impact than fathers.  The Impact 

on Family Scale– German version (Stein & Jessop, 2003), short-form social support 

questionnaire (Fydrich, Sommer, Tydecks, & Brähler, 2009), and extracted medical record data 

were used to measure the factors impacting the family after the infant’s surgery for CHD (N = 

104). The questionnaires were mailed to both fathers and mothers at six months and 12 months 

after the infants’ discharge from the hospital (response rate = 54%).  

The Impact on Family scores (Stein & Jessop, 2003) showed no significant difference 

between mothers and fathers; hence the hypothesis that mothers would experience greater 

impact than fathers was not supported.  Moreover, the investigators assumed that a good social 

support network might be more likely to mediate the parents' daily stressors, resulting in a lower 

impact on the family.  The strength of this study is its prospective design and inclusion of fathers 
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in the measurement of the impact of CHD on family life. The attrition rates, 54% at six months, 

and 45% at 12 months contributed to the study’s limitations. 

Another study by Hearps, McCarthy, Muscara, Burke, et al. (2014) examined the 

psychosocial impact of caregivers’ experiences in dealing with their infants' acute illness, from 

diagnosis to discharge. Thirty-nine caregivers (28 mothers and 11 fathers) of 29 infants 

diagnosed with CHD and requiring surgery in the first month of life were drawn from a larger 

study conducted in Australia of families of infants with severe childhood illness. The 

psychosocial risk was measured using the Psychosocial Assessment Tool, a screening tool 

designed to assess psychosocial risk factors in the context of an infant’s recent diagnosis of 

acute illness.  The total Psychosocial Assessment Tool scores were used to report the study 

findings, with scores ranging from 0 to 7; higher scores indicated a greater psychosocial risk. 

The authors extended the tool to include four items to examine the infant risk factors of 

sleeping, feeding, crying, and bonding difficulties; this resulted in a 12-item subscale instead of 

the 8 used in the original Psychosocial Assessment Tool.   

The caregivers’ psychosocial risk was measured within four weeks after their child’s 

surgery and classified into a three-tiered risk framework: Universal (Low risk = < 1), Targeted (> 

1 to < 1.9), and Clinical (High risk = > 2).  The Psychosocial Assessment Tool total scores 

revealed no significant differences between families of infants with prenatal diagnosis and post-

natal diagnosis (0.82 and 0.79, respectively). The sample size may account for this finding of no 

difference.  The subjects reported caregiving at home as a period of “constant stress” that took 

a toll on their psychosocial well-being.  Within this study, the experience of being a caregiver to 

infants after SVHD surgery (29 infants) was described as “excessively worried” (51.3%), 

experiencing “sadness and depression” (25.6%), especially when the baby was having “trouble 

sleeping” (43.6%). The caregivers reported a 38.5% increase in psychosocial risk associated 
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with emotional distress and infant-specific problems like difficulty in feeding and excessive 

crying.  

Despite these findings, the caregivers were considered low-risk based on the 

Psychosocial Assessment Tool scores, suggesting they could adapt to their infant’s surgery's 

acute stress and the demands of home care.  However, the caregivers’ education level was the 

sole significant predictor for acute psychosocial risk in families caring for infants after SVHD 

surgery (β = -0.85, p = 0.005). Parents with tertiary education (79.5%) showed lower 

Psychosocial Assessment Tool scores, which could mean they were better equipped to manage 

the complex informational and medical environment.  Unfortunately, the influence of education 

on the caregivers’ experience was not further explored to identify how stress might mitigate 

interstage home care challenges.  

Lastly, Golfenshtein, Hanlon, Deatrick, and Medoff-Cooper (2017) did a secondary 

analysis using the Parent Stress Index to compare parenting stress levels between parents of 

infants with complex CHD (N = 66) and healthy infants (N = 63). Data were obtained at hospital 

discharge and during four follow-up outpatient visits related to the original study when the 

infants were three, six, nine, and twelve months of age.  The sample included 66 (51%) infants 

with complex CHD, of whom 34 (51%) had SVHD.  Among the CHD group, 24 (37%) required 

device-assisted feeding (i.e., nasogastric tube, gastric tube) at discharge; and seven (10%) 

infants continued to require device-assisted feeding at three months of age.  At three months of 

age, parents of infants with CHD reported a significantly higher Parent Stress Index mean 

scores than parents of healthy controls on Demandingness (infants’ demanding care) 18.61 vs. 

14.95; p < 0.001);  Mood (infants’ dysfunctional affective behavior) 9.58 vs 8.43; p = 0.024;  

Child Domain (infants’ temperament) 95.52 vs. 88.51; p = 0.040; and Competence (parental 

abilities) 24.17 vs. 22.10; p = 0.039. The Demandingness scores experienced by parents of 

infants with CHD compared to parents of healthy infants remained significantly higher 



30 
 

throughout the entire follow-up period when infants were six (17.52 vs. 15.07; p = 0.006), nine 

(18.16 vs. 15.26; p = 0.001), and twelve (17.86 vs. 15.38; p = 0.002) months of age. 

The study findings were not surprising in that parents of infants with CHD experienced 

significantly higher parenting stress than parents of healthy peers on multiple Parent Stress 

Index subscales and at various time points.  The elevated scores observed from the 

Demandingness subscale suggest that parents perceived their infant as highly dependent or 

placing many demands on them. In contrast, the high Mood scores suggest that the infant 

displayed dysfunctional affective behaviors (e.g., excessive crying or generally behaved 

unhappily).  The high Child Domain scores reflected the child’s qualities that challenge parents’ 

ability to fulfill their parenting roles.  The authors attributed the parents' early stress to the 

infants’ temperamental characteristics and the illness-related burden.  This research's 

contribution was the finding that the infants’ demandingness was a significant source of parental 

stress throughout infancy.  

Discussion 

This literature search regarding caregiving phenomena in the interstage SVHD 

population revealed limited qualitative or quantitative studies. Although studies have explored 

caregivers of children with all types of CHD, few have focused solely on caregivers of infants 

with SVHD, specifically during the most critical interstage period. Some studies may be 

measuring the effects of hospitalization and hospital discharge related to study time points.  The 

SVHD infant has characteristics of both a chronic condition and a critical illness with potential 

life-threatening events, further compounding caregiving tasks. Clearly, results showed that the 

experiences of parents with infants diagnosed with CHD went beyond parenting.  The 

caregivers became the primary care providers to their infants with anxious acceptance of the 

demands imposed by their child’s medical condition (Hartman & Medoff-Cooper, 2012; Hill et 

al., 2014).  Although interstage home monitoring programs offer parents support and they are 
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likely to influence/reduce/mediate the daily stressors of caregiving, further studies are needed to 

explore parents’ experiences as care providers of infants who need “medicalized” care at home 

(Ohman et al., 2013; Stoffel et al., 2017) and to identify needed interventions to assist 

caregivers during this period.   

Multiple studies highlighted the psychosocial impact (Hearps, McCarthy, Muscara, 

Burke, et al., 2014; Stoffel et al., 2017) and demands of these infants living at home and 

surviving until the next stage of surgery (Golfenshtein et al., 2017; Hartman & Medoff-Cooper, 

2012; Werner et al., 2014). Moreover, regardless of the method used, feeding emerged as the 

most reported source of stress for the parents.  However, things that could have potentially 

been helpful for parents to reduce this stress were not explored.  While it is apparent that the 

caregivers understood the importance of the infants meeting their caloric and weight gain goals 

as criteria for the second stage of surgery, these studies did not explore how parents adapted to 

the demands of caregiving or the impact on the family’s daily lives.  Notably, no study was found 

that addressed parental understanding and recognition that feeding problems were part of the 

cardiac condition.  The pressure to ensure adequate caloric intake, demanding care routines, 

the uncertainty of surgery outcomes, and sudden death risks contributed to high parental stress 

levels and the development of hyper-vigilant monitoring practice.  While it is apparent that the 

caregiving tasks could be perceived as negative and overwhelming as the caregivers prepared 

to bring their infants home, they looked forward to being home, so they could start bonding with 

their infant and experience being a parent.  

Gaps in Knowledge 

Most studies on SVHD focused on mothers as primary caregivers with limited 

contributions from fathers and other family members.  Although some studies revealed no 

significant differences between mothers and fathers in their roles as caregivers, fathers’ 

contributions may provide additional perspective about the primary caregiver’s experiences.  A 
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deeper understanding of the socio-economic, emotional, and physical impacts on caregivers is 

needed to design and provide appropriate support and resources, minimize stress, and prevent 

adverse discharge outcomes.  

Approximately half of the studies in this review were conducted in countries with 

socialized medicine as primary healthcare access.  Many of these countries have built-in 

parental support or respite care as part of their health care system.  Thus, cross-cultural bias 

and the generalizability of findings to caregivers in the North American healthcare environment 

is questionable. Lastly, the majority of studies included participants that were predominantly 

Caucasian.  A more culturally diverse group of participants from various socioeconomic levels in 

a future sample is needed to provide wider insight on caregiving experiences of diverse parents 

of critically ill infants.  

To date, no published study has explored the lived experiences of caregivers to infants 

with SVHD during the interstage period.  While overcoming the psychological challenge of 

adjusting to parenthood, these caregivers may be experiencing emotional and psychosocial 

trauma as they witness the medical course of infants undergoing staged palliations, multiple 

hospital visits, and separation from infants during hospitalizations.  In addition, the recent AHA 

Scientific Statement for Interstage Home Monitoring for Infant with SVHD (Rudd et al., 2020) 

identified the knowledge gap about the caregivers’ experience that could be addressed by 

qualitative studies. These future studies may improve the home monitoring program and support 

caregivers’ emotional and social needs. Understanding the caregivers’ own perspectives on 

how they navigate the complexity of home care of their interstage infants may lead to caregiver-

centered interventions that may mitigate home caregiving stressors and increase home care 

providers’ ability to be successful. 
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Implications for Nursing Science and Practice 

 There is a lack of research on the caregiver’s perspective of caring for infants with SVHD 

during the high-risk interstage period.  Exploring this phenomenon may be best addressed using 

qualitative research so that parents’ caregiving experiences and patterns of stress responses 

while providing care at home can be understood.  Further investigation is needed to understand 

the kind of interventions that might most effectively support parents and ways to enhance HMPs 

in this high-risk population.  

Chapter summary 

Caregivers of infants with SVHD in the interstage period are exposed to multiple physical 

and psychosocial stressors related to the imposed “medicalized” care of their infants at home. 

The emphasis on the body of literature surrounding this period or in similar congenital heart 

defects is focused on improving interstage outcomes and implementing programs to enhance 

remote monitoring of the potential physiologic changes leading to life-threatening events in 

SVHD infants.  Future studies are needed to better understand the caregiver role and family 

needs during this highly stressful period.  

 

 

 

 

 

 

 

 



34 
 

Table of Evidence  

Table 1.  Caregivers Experience with Single Ventricle Heart Disease after Hospital Discharge. 

 

 

 

CITATION PURPOSE SAMPLE  METHODS RESULTS DISCUSSION & 
LIMITATIONS 

Hill, G., 
Silverman, 
A., Noel, R., 
& Bartz, P. 
J. (2014). 
Feeding 
dysfunction 
in single 
ventricle 
patients with 
feeding 
disorder. 
Congenital 
Heart 
Disease, 
9(1), 26-29. 

Determine 
whether 
caregivers of 
children with 
SVHD 
identified as 
having feeding 
disorder will 
report more 
frequent 
feeding 
dysfunction, 
maladaptive 
mealtime 
behaviors, and 
interactions, 
when 
compared with 
non-cardiac 
children with 
feeding 
problem. 

Caregivers of 

children with 

SVHD who 

visited a Nutrition 

Center at 

Children’s 

Hospital 

Wisconsin 

between 2003 

and 2010. 

• SVHD N = 8 

(Glenn = 2; 

Fontan = 6) 

• Mean age = 36 

months 

• Gastrostomy 

tube = 89% 

• Non-Cardiac 

children = 384 

 

 

• Quantitative correlational 
study 

 

•  The parents completed 
the Mealtime Behavior 
Questionnaire (MBQ), 
About Your Child's Eating 
(AYCE), and the 
Parenting Stress Index 
(PSI). 

 

• Descriptive statistics and 
Chi-square were used to 
assess group differences. 

• All SVHD patients 
experienced choking, 
gagging or vomiting and   

had significantly 
more resistance to 
eating than the 
noncardiac feeding 
disorder group (83% vs. 
1.3%, P < .0001). 

• Parents of SVHD 
patients had more 
distress (50% vs. 21%, 
P = .04)  rated their child 
as “difficult” (63% vs. 
31%, P = .05) more 
defensive responding 
(63% vs.29%,  P = .04) 
than feeding control 
group.  

 

• Children with SVHD 
demonstrated more 
feeding difficulties and the 
slowest to reach goals. 

• Factors such as the 
timing of enteral feeds, 
duration of ventilation, 
total hospital course, and 
readmission rates were 
not associated with poor 
growth. 

• Feeding issues in SVHD 
may place greater stress 
on families at mealtime. 
Parents realized that 
poor growth and intake 
might equate to worse 
outcomes or, additional 
medical evaluation 
including possible 
inpatient monitoring. 

 
Limitations: Small sample 
size and lack of 
randomization limit the 
generalizability of the study.   
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Table 2.  Caregivers Experience Interstage with Single Ventricle Heart Disease 

CITATION PURPOS
E 

SAMPLE  METHODS RESULTS DISCUSSION & 
LIMITATIONS 

Hartman, D. 
M., & Medoff-
Cooper, B. 
(2012). 
Transition to 
home after 
neonatal 
surgery for 
congenital 
heart disease. 
MCN Am J 
Matern Child 
Nurs, 37(2), 
95-100. doi: 
10.1097/NMC.
0b013e31824
1dac1 

 

Describe 
the primary 
caregiver’s 
perception 
of the 
postoperati
ve care 
issues in 
the first 3 
months 
after 
hospital 
discharge 
for CHD 
repair. 

 Primary caregivers 

(mother = 14, 

grandmother = 1) of 

infants between the 

ages of 4 and 10 

months (SVHD = 6, 

BV repair = 9) at 

Children’s Hospital 

of Philadelphia 

(CHOP) discharged 

home between 

January and June 

2008 with a feeding 

tube (n= 7) or oral 

feeding (n = 8). 

 

 

•  Descriptive 

phenomenological 

approach. 

•  Audio recorded focus 

group sessions by a 

certified facilitator and 4 

phone interviews after 

discharge from the 

hospital. 

• Structured interview 

guide on parent feeding 

management, caloric 

intake, parental 

acceptance of tube 

feeding, feeding 

behaviors, and parental 

stress were used. 

 

• Feeding Management: 
Caregivers felt they are 
“always feeding the baby” 
and their experience was 
viewed as exhausting. 

• Caloric Intake 
Management: Caregivers 
felt frustrated and worried 
about the infants’ weight 
loss each episode of 
vomiting.  

• Feeding Tube 
Acceptance: The 
presence of the feeding 
tube (FT) was a source of 
anxiety and a reminder 
that their baby is not 
normal.  

• Infant Feeding 
Behaviors: Caregivers 
found it stressful on the 
lack of hunger (worry of 
starving the baby) and 
satiation (worry of 
overfeeding resulting in 
vomiting) cues for tube-
fed infants.   

.  
 

• Overwhelmingly, the 
caregivers felt stress 
and anxiety about 
the care surrounding 
feedings, 
consequences of 
poor feeding intake, 
and impact to future 
surgery.   

• The caregivers’ well-
being were 
significantly 
impacted by the lack 
of sleep and the 
constant infant 
feeding regimen. 

 
Limitations: A single-
center experience. The 
methodological 
difference between 
focus interview and 
phone interview may 
not capture the 
nuances of the 
caregivers’ experience. 
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 Franich-Ray, 
C.,Bright, M., 
Anderson, V., 
Northam, E., 
Cochrane, A., 
Menahem, S., 
& Jordan, B. 
(2013). 
Trauma 
Reactions in 
Mothers and 
Fathers After 
Their Infant's 
Cardiac 
Surgery (Vol. 
38). 

 

Explore 
traumatic 
symptoms 
of parents 
of infants 
and 
children 
with CHD 
surroundin
g the 
diagnosis 
and parent 
gender 
difference. 

Parents (mothers = 

77, fathers = 55) of 

infants < 3 months 

(SVHD = 10, 

Coarctation of aorta 

= 14, transposition 

of great arteries = 

11, ventricular 

septal defect = 9, 

tetralogy of Fallot = 

5, others = 28) after 

surgery for CHD at 

Children’s Hospital 

Australia between 

Feb 2005 and Sept 

2006. 

 

Quantitative – secondary data 
analysis 

 
Mailed-in questionnaires 1 
month after hospital 
discharge. 

 
Acute Stress Disorder (ASD) 
Scale (Assess symptoms of 
dissociation, re-experiencing 
symptoms, avoidance, and 
arousal).  

 
T-test and Chi-square test 
were used to assess group 
differences. 

 

• 33.8% (26/77) mothers 

and 18.2% (10/ 55) 

fathers met criteria for an 

acute stress disorder. 

• Mothers had significantly 

higher mean scores than 

the fathers (39.4% vs. 

33.6%, P = .01). 

• 83% of parents 

experienced at least one 

trauma symptom, and 11 

% had symptoms at a 

clinical level (> 3 

symptoms from one of 

the four clusters of 

symptoms) 

• Symptoms of 

dissociation were the 

most commonly 

endorsed by both 

parents with 26% at a 

clinical level (>3 

dissociative symptoms). 

• Mailed-in questionnaire 

between 1 and 3 months 

after hospital discharge 

with a response rate of 

74.5% . 

 

• Events surrounding 
infants’ 
hospitalization led to 
traumatic symptoms 
experienced by the 
parents. 

• Ongoing stress may 
have affected 
parents’ decision-
making, coping 
strategy in caring for 
their infants at home 
and hindered 
infant/parent 
bonding/ attachment 
relationship. 

 
Limitations: ASD 
results may have been 
higher if assessments 
were done closer to 
hospitalization and 
discharge to home. 

Ohman, A., 
Stromvall-
Larsson, E., 
Nilsson, B., & 
Mellander, M. 
(2013). Pulse 

Primary:  
Examine 
whether 
home 
monitoring 
(HM) 

Parents (n = 16) 

of Infants with 

SVHD (n = 28) 

after stage 1 

palliative surgery 

Quantitative, prospective, 

interventional study. 

 

• 46% (13/28) of infants 
developed shunt 
complications, and 29% 
(8/13) had shunt 
complications at home 

• Infants with SV 

physiology and with 

surgical shunts as 

the only source of 

pulmonary blood flow 
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oximetry home 
monitoring in 
infants with 
single-
ventricle 
physiology 
and a surgical 
shunt as the 
only source of 
pulmonary 
blood flow. 
Cardiol 
Young, 23(1), 
75-81. 
doi:10.1017/s1
04795111200
0352 

oxygen 
saturation 
would 
detect early 
shunt 
dysfunction
. 

 
Secondary
: Examine 
parents’ 
experience
s of home 
monitoring. 

 

(median age at 

discharge = 24 

days) in Sweden 

between 

September 2007 

and December 

2010. 

 

 

Mailed-in questionnaires to 

parents on the 4th month of 

the study. 

 

Descriptive statistics and Chi-

square test were used for 

data analysis. 

which led to early hospital 
readmission. 

• 15% (2/13) of infants had 
sudden death at home; 
related to shunt occlusion, 
and another 15% (2/13) 
infants died during hospital 
re-admission. 

• 11% (3/28) infants had a 
false positive reading of 
oxygen saturation on 6 
occasions. 

• 64% (9/14) of parents were 
worried when performing 
measurements (low 
saturation = 79%; difficulty 
of getting a good reading = 
29%; value measured 
would be wrong = 14%). 

• 82% (14/17) response 
rates for mailed-in 
questionnaires. 

 

are at risk for shunt 

occlusion. 

• HM program has the 

potential to prevent 

interstage morbidity 

and possibly 

mortality by daily 

measurement of 

oxygen saturation at 

home. 

• Parents as 

caregivers play an 

essential role in 

preventing interstage 

complications. 

 

Limitations: Small 

sample size and use of 

historical controls 

contributed to the 

weakness of the study.  

Parents perspectives, 

other than their 

contribution to HM data 

collection were not 

explored. 

 

Stoffel, G., 
Spirig, R., 
Stiasny, B., 
Bernet, V., 
Dave, H., & 
Knirsch, W. 
(2017). 
Psychosocial 

Determine 
factors 
affecting 
the 
psychosoci
al impact of 
interstage 
home 

Parents (couples = 

7 and mother = 1) 

of infants with 

HLHS or variant 

discharged to 

home after surgery 

in Germany 

Prospective mixed-method 
design.  

 

• HRQL SF-36 and the 
Impact on Family Scale 
(IOF-G), German versions. 

• Structured interview guide  
 

• HRQL at all four points 
(T1 to T4) showed the 
physical component 
summary (PCS) were 
the highest value in 
fathers (99.4 + 1.2), 
while lowest values were 
found in vitality for 

• First study to describe 
the psychosocial 
impact of a home 
monitoring program to 
families. 

• Higher physical and 
psychosocial impact 
to mothers may 
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impact on 
families with 
an infant with 
a hypoplastic 
left heart 
syndrome 
during and 
after the 
interstage 
monitoring 
period - a 
prospective 
mixed-method 
study. Journal 
of Clinical 
Nursing, 
26(21-22), 
3363-3370. 
doi:10.1111/jo
cn.13694 

monitoring 
(IHM) on 
parents.  

between Feb. 

2011 and Dec. 

2012. 

 

 

Procedure: HRQL and IOF-
G were administered one 
week (T1) and five weeks 
(T2) after hospital discharge 
from a Norwood procedure. It 
was again administered one 
week (T3) and five weeks 
(T4) after hospital discharge 
for Stage II procedure without 
interstage monitoring. The 
parents were interviewed at 
T2 and T4 with questions 
based on a 10-item post 
discharge coping difficulty 
scale. 

 
Descriptive statistics and 
nonparametric statistics were 
used.  Content analysis using 
Atlas-TI. Reliability and 
validity established with the 
research team and member 
checking methods. 

 

mothers (43.2 + 17); the 
mental component 
summary (MCS) was 
low for mothers (40.4 
+9) and fathers (40.6 + 
9.7). 

• IOF-G showed higher 
psychosocial burden for 
mothers than fathers on 
all four points (T1-T4). 
The higher burden for 
mothers was present in 
all dimensions except for 
the financial impact, 
which was higher in 
fathers. There was a 
significant general 
negative impact for both 
mothers and fathers (p 
<0.05). 

• Two themes emerged 
from the interviews 
conducted after the 
hospital discharge 
(“becoming a family” and 
“emotional burden”). 
Parents were constantly 
challenged by the fragile 
balance between family 
and struggling with their 
own emotional burden. 

indicate taking 
ownership and 
primary responsibility 
for the care of the 
infant simultaneous 
with taking care of the 
household needs. 

• Parents viewed the 
interstage HMP as a 
necessary resource 
to help them care for 
their infants at home. 

 
Limitations: Limited 
sample size, 
heterogeneous group of 
parents (culture, 
nationality, family 
situations), limits 
applicability and 
generalizability of the 
study findings.  
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Table 3.  Caregivers Experience with Congenital Heart Disease After Hospital Discharge 

CITATION PURPOSE SAMPLE  METHODS RESULTS DISCUSSION & 
LIMITATIONS 

Werner, H., 
Latal, B., 
Valsangiacom
o Buechel, E., 
Beck, I., & 
Landolt, M. A. 
(2014). The 
impact of an 
infant's severe 
congenital 
heart disease 
on the family: 
a prospective 
cohort study. 
Congenital 
Heart 
Disease, 9(3), 
203-210. 
doi:10.1111/ch
d.12123 

Describe the 
level of 
impact on 
families after 
infants’ 
surgery for 
CHD in the 
first year of 
life. 

 
Hypotheses: 

• Parents 
frequently 
report 
effects of 
CHD in 
social and 
personal 
aspects of 
their life. 

• Mothers 
experienc
e greater 
impact of 
the CHD 
than 
fathers. 

Parents 

(mothers = 81, 

fathers = 66) of 

children (n = 

85) who had 

CHD surgery 

before 12 

months old in 

Germany 

between 2004 

and 2006. 

 

Children’s 

diagnoses: 

atrial/ventricula

r septal 

defects, other 

non-cyanotic 

heart defects, 

transposition of 

great arteries 

and other 

cyanotic heart 

defects. 

 

Quantitative, prospective 

cohort  

Instruments:  

• Short form Social 

Support (F-SouzU-K-14) 

were mailed to parents 

at 6 months and the 

Impact on Family Life 

General Version [IOF-

G]) 12 months after 

discharge.  

• F- SozU-K-14 internal 

consistency α = .91 for 

mothers and α = .92 for 

fathers.   

• Total IOF score was an 

overall indicator of the 

effects of the child’s 

disease on the family 

(range = 15–60); a 

higher score indicates 

greater impact on the 

family.  

Chi-square and Mann-
Whitney were used to 
compare sociodemographic 
and medical variables. 
Wilcoxon test to compare 
mothers and fathers 
perceived disease impact, 
and Spearman’s test to 
assess correlation.  

• Impact of a child’s CHD 

on the family was not 

predicted by the type of 

CHD (cyanotic vs. 

noncyanotic) or by the 

number of cardiac 

medication. 

• No significant difference 

between mothers and 

fathers for the IOF total 

score (z = −0.69, P = .49). 

• Mothers reported higher 

level of social support 

than the fathers (mothers: 

mean = 60.4, SD = 7.9; 

fathers: mean = 58.2, SD 

= 8.7; Cohen’s d = 0.29).  

•  “constant roller coaster” 
was frequently reported 
by both mothers and 
fathers related to the 
unpredictability of infant 
conditions. 

• Decreased social support 

and genetic co-morbid 

conditions in infants were 

the only significant 

predictors for affecting 

family life. 

• Study hypotheses failed 

to prove the difference in 

response between 

mothers and fathers. This 

is consistent with other 

studies that revealed no 

significant differences 

between mothers and 

fathers of children with 

chronic illness. 

 

• Limitations: Majority of 

study samples 

represented middle or 

upper SES class, Swiss 

Nationality, and more 

mothers as direct 

caregivers than fathers. A 

European based study 

influenced by socialized 

medicine and focused on 

respite care.  
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Hearps, S. J., 
McCarthy, M. 
C., Muscara, 
F., Hearps, S. 
J., Burke, K., 
Jones, B., & 
Anderson, V. 
A. (2014). The 
psychosocial 
risk in families 
of infants 
undergoing 
surgery for 
serious 
congenital 
heart disease. 
Cardiology in 
the Young, 
24(4), 632-
639. 
doi:10.1017/s1
04795111300
0760 

Explore the 
acute 
psychosocia
l risk in 
families with 
infants after 
CHD 
surgery. 

 
Explore the 
psychosocia
l impact in 
families with 
antenatal 
versus post-
natal CHD 
diagnoses. 

 

Caregivers 

(mothers = 28, 

fathers = 11) of 

infants (n = 29) 

who had 

surgery for 

CHD within 4 

weeks of life in 

Australia 

between Nov 

2010 and Sept 

2011. 

 

Infants’ 
diagnoses: SV 
= 6; BV = 16; 
SV with variant 
morphology = 
5; BV with 
variant 
morphology = 2 

 

Quantitative, secondary 
data analysis  

 
Psychosocial Assessment 
Tool (PAT) was modified to 
include infant risk factors: 
feeding, crying, and 
bonding difficulties. The 
parent's psychosocial risk 
was classified into the 
three-tiered framework: 
Universal, Targeted and 
Clinical risk. 

 
Pearson correlation and 
multiple linear regression 
were used to explore the 
relationship between 
groups.  

• 62% of parents were 
classified as Universal 
(lower risk), 35.9% as 
Targeted, and 2.6% as 
Clinical (Higher risk). 

• 38.5% reported an 
increased psychosocial 
risk associated with 
higher rates of emotional 
distress related to the 
infant-specific problem 
(feeding and crying). 

• Major responses include: 
‘‘caregiver experiencing 
excessive worry’’ 
(51.3%), ‘‘patient having 
trouble with a feeding 
routine’’ (48.7%), ‘‘patient 
having trouble with a 
sleeping routine’’ 
(43.6%), ‘‘specific areas 
of financial difficulty’’ 
(41.0%), ‘‘means of 
transportation the 
hospital’’ (38.5%), 
‘‘patient cries a lot’’ 
(33.3%), and ‘‘caregivers 
having experienced 
sadness or depression’’ 
(25.6%). 

• 72% antenatal diagnosis 
with a similar degree of 
CHD severity between 
the antenatal and post-
natal groups. 

• Although the study 
findings suggest that 
parents can adapt to the 
acute stress of surgery 
of their infant, the impact 
to parental quality of life 
and parenting may be 
observed. 

• The study highlighted 
parents’  experience of 
worrying excessively, 
sadness or depression 
while dealing with the 
acute illness of their 
child. 

• Of note, 62% families 
were in lowest risk group 
(Universal) – may reflect 
learned coping so 
parents can meet the 
demands of care. 

• Contributory to the high 
PAT scores in the ante-
natal group was due to 
stress associated with 
the birthing period. 

 
Limitations: Small sample 
size. Results could be 
skewed as parents who had 
medically unstable infants 
were not included. Modified 
PAT without established 
validity and reliability data.  
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• No differences between 
families of infants who 
received post-natal vs. 
antenatal diagnosis or SV 
vs. BV repair. 

 

Golfenshtein, 
N., Hanlon, A. 
L., Deatrick, J. 
A., & Medoff-
Cooper, B. 
(2017). 
Parenting 
Stress in 
Parents of 
Infants With 
Congenital 
Heart Disease 
and Parents of 
Healthy 
Infants: The 
First Year of 
Life. Compr 
Child Adolesc 
Nurs, 40(4), 
294-314.  

Compare 

the stress 

levels of 

parents with 

infants with 

complex 

CHD and 

healthy 

infants. 

. 

Parents of 

healthy infants 

(n= 63) and 66 

infants with 

complex CHD 

(51% [34/66] 

with SVHD) 

who had 

surgery within 

6 weeks of life 

in mid-Atlantic 

American 

region. 

 
 

Quantitative, secondary 
data analysis  

 
Parenting stress Index- 
Long form (PSI-LF). Data 
were obtained at hospital 
discharge and during four 
follow-up outpatient visits at 
3, 6, 9, and 12 months of 
age 

 
Descriptive statistics, t-tests 
were used to determine the 
Minimal Detectable 
Differences (MDD). 

• At 3 months of age, 
parents of infants with 
CHD had significantly 
higher PSI mean scores 
than parents of healthy 
controls on the 
Demandingness (18.61 
vs. 14.95; p < 0.001), 
Mood (9.58 vs 8.43; p = 
0.024), Child Domain 
(95.52 vs. 88.51; p = 
0.040), and Competence 
(24.17 vs. 22.10; p = 
0.039) subscales. 

• The Demandingness 
scores, of CHD parents 
compared to healthy 
infants, remained 
significantly higher 
throughout the entire 
follow-up period at 6 
(17.52 vs. 15.07; p = 
0.006), 9 (18.16 vs. 
15.26; p = 0.001), and 
12 (17.86 vs. 15.38; p = 
0.002) months of age. 

• High Demandingness and 

Mood scores suggest that 

the parents perceived the 

child placing many 

demands on them and 

dysfunctional affective 

behaviors such as 

excessive crying, or 

seems unhappy in 

general. 

• Early stress was related 

to the child 

temperamental 

characteristics, and 

around illness-related 

burden. 

Limitations: single-center 

sampling,  predominantly 

mothers and self-reported 

bias contributed to the 

study limitations. 
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Chapter Three: Theoretical Perspective 

Symbolic interaction (SI) is a theoretical perspective that focuses on the symbolic 

meaning of situations to individuals and how these meanings further develop through social 

interactions (Charmaz, 2014, p. 262). Symbolic interactionism views meanings as the product of 

social interaction.  It assumes that human action depends upon meaning that people ascribe to 

their situations (Corbin & Strauss, 2015) as they live out their daily lives, coping, acting, and 

problem-solving as needed to survive and thrive. This assumption fuels grounded theory 

research by requiring the researcher to closely examine an individual’s narratives for details 

about how they interpret their life, situation, self, and actions. 

According to Blumer (1969), SI requires the researcher to examine the empirical social 

world directly. This involves using theoretical tools to analyze problems encountered 

by individuals regarding the empirical world. This is accomplished through observation and 

analysis of collected data. Researchers using Grounded Theory draw upon SI 

for methodological principles that call for a more in-depth analysis of people's everyday worlds.  

With Grounded Theory, the researcher will analyze concrete problems across cases, which 

makes them more abstract. However, each case is analyzed based on narrative data 

and disciplined observations to develop categories and theoretical schemes to build basic 

theory, i.e., a theory grounded in the lives and words of individuals participating in a study 

(Strauss & Corbin, 1994).   

Blumer's (1969) concept of depiction (exploration) and analysis (inspection) is another 

point of association between SI and GT. The concept of depiction enables the researcher to 

respond flexibly to what is found in the data, which is gathered due to purposive and theoretical 

sampling, and analyzed using various techniques for constant comparisons; this is the hallmark 

of GT methodology. The analysis allows the researcher to conceptualize (theorize) the data 

and perform data to data comparisons. The depiction is used in GT methodology to develop 
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categories using a constant comparative approach. Hence, SI will enrich the GT's inductive 

approach to data gathering and analysis.  Dr. Merle Mischel’s theoretical work on the concept of 

uncertainty informed the PI during this pursuit. Thus, uncertainty served as a sensitizing theory 

(Charmaz, 2014) that informed the analysis of data collected from caregivers of infants after the 

first stage palliation for SVHD. 

Origin of Symbolic Interactionism 

The three social psychologists who provided valuable theoretical building blocks for SI 

were John Dewey (1859-1952), Charles Cooley (1864 -1929) and George Herbert Mead (1863-

1931) (Baldwin, 1986, p. 10). Dewey collaborated with Cooley in laying the theoretical 

groundwork for SI.  However, it was Herbert Blumer, one of Mead’s students at the University of 

Chicago, who synthesized Mead’s work and later coined the term “symbolic interactionism” to 

refer to both a philosophy about human behavior and an approach to the inquiry into human 

conduct (H. Blumer, 1969). Through Blumer’s teachings, the emphasis was on concept 

development, research using participant observation, and discovery logic. 

Philosophical Underpinnings of Symbolic Interactionism 

Symbolic Interactionalism is a theoretical perspective rooted in American pragmatist 

(Charon, 2010). The philosophy of pragmatism expounded by Peirce and further developed by 

James and Dewey addressed the claim that meanings and truths of any thought or idea are 

determined by practical usefulness (Magee, 2011). Pragmatism further emphasizes probabilities 

over absolute truth, a perspective compatible with qualitative research that contrasts with the 

Cartesian way of thinking, which assumes that truth cannot be achieved unless we can be 

absolutely certain (Magee, 2011).  

Pragmatism includes multiple philosophical views anchored in everyday practical action, 

but these views also vary from each other. For Peirce, known as the founding father of 

pragmatism, pragmatism uses scientific logic to clarify meanings, and this is accomplished by 
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further investigation of specific ideas or concepts and their relationship to the real world (Peirce, 

1992). Unlike Peirce, James (1907) moved away from the scientific approach to meaning in the 

direction of studying the consequences of beliefs, as well as religious and moral effects on 

individuals to understand everyday truths. He defended the pluralist view of the possibility of 

multiple kinds of truth. In Dewey’s (1981) view, however, the pattern of pragmatist inquiry was 

related to a practical problem-solving method.  He saw pragmatism as transforming or solving 

problematic situations rather than addressing beliefs. 

Despite these multiple perspectives, the central idea of pragmatism remains that 

philosophical activity is undertaken to address problems rather than build systems and 

knowledge (Magee, 2011).  Pragmatists claim that truth is fluid and that knowledge of ultimate 

“Truth” is non-existent because the use of things has greater value than the knowledge of things 

(Charon, 2010). Thus, truth is dependent on human actions, and whatever makes the most 

sense to a person or is the most useful in everyday life is bound to be accepted by that person 

as right or good.   

Guiding Principles of Symbolic Interactionalism 

Informed by Pragmatism, SI asserts that in the process of living and solving everyday 

problems, individuals find meaning through social interactions involving symbols (H. Blumer, 

1969).  It focuses on subjective viewpoints, how individuals make sense of their world from their 

unique perspective, and how repeated interactions among individuals contribute to society's 

making as a whole. SI attempts to understand the relationship between individuals and society 

and between oneself and others (Redmond, 2015). For Mead, the self is an individual who 

develops through socialization with others (Mead, 1934). The conceptualization of the self and 

interaction within society are based on three key premises (Blumer, 1969), as described below.  
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People act toward things based on their meanings.  

The first premise states that individuals behave and act based on the meanings that 

things have for them. The word “things” represents symbols or social objects, including 

behaviors, thoughts, words, people (e.g., infant), or physical objects that provoke an 

interpretation (Blumer, 1969). These things are usually defined through interactions (Charon, 

2010). We learn symbols associated with an object, and we act regarding the meaning of those 

symbols. Meanings include our attitudes toward the object (or social object) and what we see as 

useful in relation to the object (including social objects) (Redmond, 2015).  

This first premise rejects the idea that things have fixed and unchanging meanings and 

instead assumes that an object's meaning depends on how individuals experience it. This 

approach to meaning, which considers the context and intention, is unlike the stimulus-response 

model of human behavior (Dewey, 1896). For example, if I (as an adult) raise my hand or place 

my hand over my chest, or extend my hand towards someone, each of these actions connotes a 

different meaning depending on the situation and seeing my action. Charon (2010) considered 

symbols as conventional, socially established, and/or purposely developed (p. 48). The 

movement of my hand in this example represents a symbol that has meaning in a classroom-

based on convention, but it is not meaningful if I am in a hallway among a crowd of other people 

passing; thus, the meaning of my hand movement is based on what is socially accepted and 

relies on the purpose or the intent of what I wanted to communicate. However, these meanings 

are not physical; they are symbolic. Further, we act based on the meaning derived from symbols 

and resulting interactions (i.e., symbolic interaction).  

Meanings are derived from social interactions.  

The second premise supports the idea that meaning is not an individual phenomenon, 

but rather, it arises during social interactions with other people (Blumer, 1969). Social interaction 

is defined as individuals communicating with one another through symbols and interpreting each 



50 
 

other’s actions (Charon, 2010). Through social interactions, individuals consider what other 

people are doing and direct their own actions or handle their situation. They give meaning to 

symbols as they interact and express these meanings through the use of language. A language 

is an instrument that accomplishes interpretation, designation, conceptualization, and 

communication of experience with others (Blumer, 1969). For example, in this study, caregivers 

of interstage infants with SVHD learn to care for their medically complex infant at home. They 

must recognize changes in oxygenation, feeding intolerance, and potential weight loss. These 

caregivers' learning experience is influenced by their (social) interactions with their infants’ 

healthcare providers and mothers who have experienced the same situations while caring for 

their own interstage infants. In this example, the underlying assumption of SI -- that meanings 

arise in interactions among individuals in multiple ways. Caregivers socially interact with 

providers and find meanings in the interactions, which can be negative or positive. The social 

interactions between caregivers and healthcare providers or other families have meanings 

(positive or negative) and inform their identities as caregivers and impact their experiences with 

their interstage infants.  

Meanings are handled through an interpretive process. 

The third premise is derived from Blumer (1969), who asserted that during social 

interactions, meanings are handled and modified by individuals through an interpretive process. 

He argued that first, individuals need to know the meanings of the things they encounter. 

Second, individuals select, modify, eliminate, and transform meanings relevant to the situation. 

Arriving at these meanings, entails searching for ways to understand individuals and society 

(Charmaz, 2014, p. 271). Hence, truth is tentative because meanings change depending on the 

context of interactions. In the proposed study, the researcher’s role is to appreciate the 

meanings of the caregivers’ experiences as they interpret them.  Furthermore, Blumer’s 

premises support that behaviors or actions are not “caused” but instead are based on the 
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individual’s (actors) interpretations of his/her situation.  In this study, the phenomenon of 

caregiving and caregivers’ interpretations of their experiences elicit different physical or 

emotional responses from different caregivers of interstage infants.   

Key Components of Symbolic Interactionalism as it Relates to this Study  

Social Origin of Self 

In SI, the self is the cognitive or affective representation of one’s identity that is separate 

and different from all other people (Mead, 1934). Mead argued that the self is not present at 

birth but develops over time through social activities and interactions. He described the self's 

development through interactions with others in four stages, but these were later organized by 

Charon (2010) in three chronological stages called the preparatory, play, and game stages. In 

the preparatory stage, children merely imitate the people around them, especially family 

members with whom they continually interact. For instance, when a caregiver smiles and makes 

a “cooing” sound, the infant will smile and often “coos” back. As the infant grows older, he or 

she will learn to use symbols (gestures such as pointing and words) that will form the basis of 

human communication. However, in the preparatory stage, children think that the world revolves 

around them, and it is challenging for them to understand and consider other people’s 

perspectives. 

In the play stage, the awareness of social relationships and communication skills 

through symbols begins (Charon, 2010). Children play as they pretend to be other people, 

known as “role-taking.” Role-taking is the process of mentally assuming the perspective of 

another and responding from that imagined viewpoint. For example, a child “pretending” to be a 

mother, nurse, or scientist. So in this example, the child is an actor who takes the role and 

identity of a mommy with that assumed role. This is an essential aspect of socialization as far as 

Mead is concerned because, through this process, children gradually learn how to navigate the 

social environment in which they live and interact.  For example, by imagining their own parents' 
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perspective, children learn to wait until their parents are in a good mood before asking for 

favors.  

Lastly, in the game stage, children both their social positions and others around them 

(Charon, 2010).  Here, children learn to play their role when, for example, they are a soccer 

player playing on a team with other players to ensure the team’s success. At this stage, children 

will grasp the meaning of being part of the bigger picture. Mead (1934) talked about this in terms 

of the “generalized other,” which means the child recognizes and embraces various other vital 

roles that others play in the world.   

The self refers to all the qualities, attributes, values, and sentiments, including feelings of 

moral worth, that a person assumes to be their own (Charmaz, 2014). From the SI perspective, 

individuals perceive themselves as both the actor (who has subjectivity) and the social object 

(the object of the self's subjective side). As an object, actors can think about themself (as an 

object) and act back on themselves based on their thoughts or talk back to themselves while 

thinking. When acting back on the self, the actor is involved in self-analysis and self-awareness. 

For example, using the concept of self, the same caregiver of infants can define their self as 

being a mother to an infant with a life-threatening illness, a spouse or partner in a committed 

relationship, and/or simultaneously a parent who has a job to support the family; in this way, the 

self as the actor can interact with the self as the object with any of these relationships.  

Concept of the “I” and “Me” 

The self, according to Mead (1934) is made of two components: the “I” and “me.”  Each 

is developed through multiple interactions with others, reflections on those interactions, and 

perceptions of others. The “me” is how we believe the “generalized other” sees us and what we 

learn through interactions with others.  Conversely, the “I” represents the person’s identity 

based on the subjective and uncontrolled part of the self.  In other words, the “me” is the 

society’s view of us (and how we should be), and then the “I” is the individual identity stepping in 
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with personal responses to what society thinks. Despite these two parts of the self, our actual 

self is the balance of both the “I” and the “me” (Charon, 2010, p. 89).  

The “me” is the organized set of attitudes, understandings, and expectations of others 

that one perceives in the world around them. A symbolic interactionist views the “me” as the 

“generalized other” that works on the self to control or direct human behaviors (Mead, 1934).  

The “I” comes into play when we act out and take action in the world, while the “me” is more 

about reflection; it arises when we begin thinking and evaluating our actions. For instance, when 

we say something considered to be mean and regret it later because we sense our words were 

hurtful to someone, this is the work of the “me” evaluating our actions.  

Looking-Glass Self 

Furthering the development of the self, Charles Horton Cooley (1902) believed that a 

person’s self grows out of social interactions and perceptions of others, which he referred to as 

the concept of the “looking-glass self.”  The first of the three elements of the “looking glass self” 

is how an individual imagines that her appearance strikes others. Second is the individual’s 

imagination of the judgment of the other of her appearance. The third element is self-feeling, 

such as pride or shame. We imagine how we appear to others, and then we react (Meltzer, 

Petras, & Reynolds, 1975). We also feel the judgment of others. We develop a self-image, 

which is influenced by the imagined opinions of others.  Hence, our self-image is the outcome of 

a mixture of correct and incorrect perceptions of how others see us. Mead (1934) and Cooley 

(1902) agreed that the development of one’s self and identity was through interpersonal 

interactions within society's context. The development of the self typically occurs through 

observations and interactions with the people around us. Therefore, the self is considered a 

mirrored reflection that projects images but may not reflect realities (Charmaz, 2014, p. 266).  
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Taking-the-Role-of-the-Other  

Building on the “looking glass self,” the SI concept of taking-the-role-of-the-other 

involves imagining oneself in the place of the other (Mead, 1934). We place ourselves in the 

role of the other to see the world from their perspective. Through this process, we learn to see 

ourselves through the others' eyes, significant others, and the generalized other (Charon, 2010).  

For example, through social interaction, the nurse provides teaching to the caregiver on tube 

feeding administration and asks for multiple return demonstrations to ensure safety and 

accuracy. At this point in the interaction between the caregiver and the nurse, meanings will be 

derived. For example, a caregiver might take the nurse's role and imagine being asked to keep 

repeating the feeding procedure because the nurse thought of her as a slow learner, or maybe 

incompetent and unable to learn the feeding procedure. Alternatively, if the nurse is a woman, 

she might imagine what the female nurse is thinking, and if the nurse is older, she may perceive 

the female nurse as a maternal figure; she may interpret the nurse as scolding her like a child, 

perhaps because she reminds her of her mother. This would then affect how she sees herself 

(i.e., infantilized).  

Alternatively, she may perceive the nurse as unable to understand the nuances of caring 

for a biological child (since the baby is not the nurse's biological child). Thus, she might take the 

nurse's role and imagine her as uncaring and unable to understand her predicament. Then she 

would see herself as a victim and act accordingly. Alternatively, she may perceive the nurse as 

angelic and perfect, kind in all ways, all-knowing, and never needing advice from anyone. This 

role-taking would then inform how she sees herself and how she responds. If, as a result of 

taking-the-role-of-the-other, she sees herself as imperfect, it may lead to fear of making a 

mistake, fear of never succeeding, or a sense of inferiority. However, depending on the woman 

and how she perceives the role of the other, she may feel that she is “blessed” and in the 
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presence of a saint and act accordingly. Any of these are possible and would fit into the SI 

perspective for the patient in the situation. 

However, the nurse (in this scenario) is also taking-the-role-of-the-other. The nurse may 

imagine that the caregiver may think of her as a strict and punitive teacher. This would then 

affect how the caregiver might learn from the nurse as the interaction may provoke fear; hence, 

the caregiver may fail to understand the care instructions. Conversely, the nurse may imagine 

that the caregiver is impressed by her knowledge and ability to teach, which might give her/him 

the confidence to provide care to a medically complex infant. Other taking-the-role-of-the-other 

behavior would that of a nurse imagining that the caregiver perceives her as assuming a 

parental role to the infant, and therefore, providing instructions based on what he/she would do 

as a parent of the infant (paternalistic role). These interactions may be perceived by the 

caregiver as patronizing and may lead to resentment, and potentially affect how he/she absorbs 

the information.  These examples underscore the importance of excellent interviewing, listening, 

and analytic skills to ascertain the subtle nuances of the caregivers’ experiences and 

interpretations.  

Mind Action:  A Social Act of Communication 

According to Mead (1934), the human “mind” is the mental ability that is a direct result of 

human social interaction. The “mind” is not the brain or an object, nor is it the unconscious. It 

involves intentionality and is covert. The mind’s action includes making indications toward the 

self, controlling overt action to problem solve, and being part of social interaction (Charon, 

2010).    Blumer (1969) further described the mind as being similar to a continual flow of self-

indication. He argued that we continuously think in every situation we encounter during our 

waking moments. For instance, when we hold conversations in our head as we think about an 

interaction with another or when we walk into unfamiliar situations, we are defining the situation 

according to what is important to us through mind action. In mind action, the action towards 
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oneself means that we produce thoughts or actions for our own use, but we can choose to 

share these with others. The covert action occurs inside the actor’s mind as a thinking and 

active manipulation of symbols in the inner conversation that involves the self (Charon, 2010, p. 

92).   

The mind connects symbols to objects, which serve as the basis for assigning meaning 

and interpretations. Relating this concept to this proposed study, when a mother sees her baby 

crying, her thoughts and perceptions of the baby (the object) are informed by symbols that she 

takes for granted (e.g., the symbol of a “baby” or “crying” or a “crying baby”).  Each will have 

some kind of meaning for her.  These “mind actions” or inner thoughts experienced by the 

mother will involve symbols and reflect multiple meanings and interpretations that she engaged 

continuously. Likely, each caregiver in the proposed study will experience different mind actions 

as they care for their infant at home.   

Society 

In SI, society is viewed as groups of human beings that comprise communities engaging 

in action (Blumer, 1969). Individuals and society are inseparable; each is created through social 

interactions and understood in terms of the other. Charon (2010) defined society as “any 

instance of ongoing social interaction that is characterized by cooperation among actors, and 

that creates a shared culture” (p. 162). For Mead (1934), society is a consensual, intersubjective 

world where sharing of meanings among its members allows reflexivity in the co-creation of 

meanings.  

How we think and behave is a dynamic process that occurs within society.  Our 

everyday experiences, thoughts, and behaviors are directly affected by our environment and the 

people around us (society). With this study, the care of interstage infants at home after palliative 

surgery for SVHD involves multiple interactions with society members who are perceived as 

generalized others (nurses, doctors, other family members). This shapes caregivers’ everyday 
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lives. It is an ongoing process of altering and defining caregivers’ actions. The study was 

designed to assume that the ongoing collaborative actions of groups of people make up a 

society, including parents and health care providers collaborating and interacting with each 

other.  

Uncertainty in Illness – A Sensitizing Theory 

Within the context of grounded theory, a sensitizing concept or theory draws attention to 

essential features of social interaction or background ideas that inform the research process 

(Charmaz, 2014).  The sensitizing concept from an existing theory can provide an interpretive 

tool and a starting point for building analyses for the qualitative study (Glaser & Strauss, 1967). 

Though the concept may inform investigators about some aspect of the research, it should not 

direct attention away from other important features or be the ending point.  For this study, 

Mishel’s theory of uncertainty (Mishel, 1990) was used as a sensitizing concept to inform the 

process of data analysis, particularly in the examination, identification, and development of 

codes and categories.   

The concept of “uncertainty” is defined as the lack of ability to determine the meaning of 

events related to a disease (Han, Klein, & Arora, 2011). The patient or family cannot cognitively 

determine the outcome and assign a value to their illness experience. Uncertainty in illness is a 

concept that has emerged in the literature related to parents of children born with complex heart 

disease (Chong et al., 2018; Imperial-Perez & Heilemann, 2019) or single ventricle heart 

disease (SVHD) (Meakins et al., 2015; Rempel et al., 2013).  In infants born with SVHD, survival 

is often the primary uncertainty and main focus for parents with each stage of surgical palliation, 

but most importantly, the interstage period holds the highest risk of mortality.   

Theory of Uncertainty in Illness 

Dr. Merle Mishel’s mid-range theory of uncertainty in illness was first proposed in 1988 

as a framework to understand the diagnosis and treatment related to acute illness experiences 
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drawing from Lazarus and Folkman’s work regarding stress and coping theory. A few years 

later, the theory was reconceptualized to include uncertainty as a concept that evolves (e.g., 

chronic illness) (Mishel, 1990). Thus, uncertainty can decrease over time and return based on 

illness reoccurrence or exacerbation. The theoretical assumptions of uncertainty were based on 

two types of illness situations: acute and chronic events in which the outcomes were 

unpredictable (Mishel, 1988). The Theory of Uncertainty in Illness's assumptions reflect the 

individual’s cognitive state, appraisal (negative or positive), coping, and adaptation of the event. 

The assumptions of the Theory of Uncertainty in Illness are:  

• Uncertainty is a cognitive state representing the individual’s subjective interpretation of the 

illness-related event. 

• Uncertainty is considered a neutral experience until the individual appraises it as desirable 

or aversive. 

• Adaptation is the desired outcome of the individual's coping to either reduce the 

uncertainty appraised as a problem or maintain uncertainty appraised as an opportunity 

for developing a new view in life. 

• The response to uncertainty is linear and unidirectional, moving from situations toward 

adaptations 

Mischel’s Uncertainty in Illness theory was reconceptualized in 1990 by incorporating 

tenets from chaos theory. This theory helped provide a more accurate representation of how 

illness creates disequilibrium and how people who face prolonged uncertainty find meaning 

related to life and illness. From the original to the reconceptualized theory, three major themes 

exist: 1) the antecedents of uncertainty, 2) cognitive appraisal of uncertainty, and 3) coping with 

uncertainty (Mishel, 1990). Mischel’s Uncertainty in Illness scale is a 23-item Likert scale which 

measures the: 1) ambiguity about the state of the illness, 2) complexity regarding the treatment 
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of care, 3) lack of information and understanding about the diagnosis and severity of illness, and 

4) unpredictability of outcomes of the illness as factors affecting uncertainty in illness.  

Antecedents of Uncertainty 

The antecedents of uncertainty occurred before the illness experience that affects the 

person’s thinking (e.g., pain). Mishel (1990) describes the antecedents of uncertainty in illness 

as perceived stimuli, cognitive capacities, and structure providers (Mishel, 1990). The perceived 

stimuli have three components: 1) symptom pattern, 2) event familiarity, and 3) event 

congruence. Through these three components, individuals can gain the cognitive capacity to 

understand the illness-related events and attempt to reduce their uncertainty (Mishel, 1988). 

When symptoms of illness consistently occur, a pattern emerges that provides meaning about 

the state of illness. For example, a mother may notice her infant experiencing a decrease in 

oxygen saturation with a pattern of symptoms or cues subsequently linked to the illness or 

diagnosis of SVHD. This becomes a “familiar event” for the mother with “congruency” identified 

between the expected and the experienced illness-related events. 

Another antecedent to uncertainty in illness is cognitive capacity, which is the individual's 

ability to process the illness-related experience (Mishel, 1988). Psychological, physiological, and 

environmental factors may alter the capacity to process this information. For instance, a mother 

who is feeling exhausted, anxious, or sleep-deprived may experience difficulty understanding 

patterns of symptoms and events related to her child's illness. In addition, the “structure 

providers” antecedent refers to the resources available to the individual, such as family, friends, 

health care providers, or the educational level of the individual that may assist in the 

interpretation and understanding of the perceived stimuli (Mishel, 1988). 

Cognitive Appraisal of Uncertainty 

The appraisal of uncertainty is viewed as either an opportunity or as a danger. This 

results from placing a value on the uncertain situation.  Uncertainty appraised as an opportunity 
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implies a positive outcome and prompts coping strategies to accept (or maintain) a state of 

uncertainty. Viewing uncertainty as an opportunity leads to probabilistic thinking, which can 

open a new way of thinking and adjust to the illness (Mishel, 1988). If uncertainty is viewed as a 

danger, coping strategies are mobilized to manage and reduce the perceived harmful effects 

and increase control for positive adaptation (Mishel, 1990). For example, if the uncertainty 

surrounding a caregiver/parent’s decision to consent for treatment or surgery related to their 

infant’s heart disease is appraised as a danger, this can trigger information-seeking or religious 

coping strategies to reduce these feelings.  Therefore, parents can accept uncertainty when 

appraised as an opportunity or reduce uncertainty when appraised as a danger (Mishel, 1990).   

Coping with Uncertainty 

Coping with uncertainty in illness occurs after the individual has actively appraised 

his/her situation as an opportunity or as a danger (Mishel, 1990). Effective use of coping 

strategies leads to adaptation, aimed at reducing or maintaining the level of uncertainty. In 

Mishel’s reconceptualized theory, uncertainty in chronic illness gradually moves away from 

aversive uncertainty into adopting a new view of life that accepts uncertainty as a part of reality. 

For example, a parent concerned for her child’s survival related to an upcoming surgical 

procedure may focus on enjoying each day instead of worrying about the unknown. Hence, 

uncertainty resulted in a new perspective on life (Mishel & Clayton, 2008). 

Uncertainty and The Interstage Period 

It is possible that uncertainty could be heightened during the interstage period related to 

transitioning to being the primary caregiver at home and mastering medicalized care needs or 

due to concerns for survival about the second surgical procedure (approximately four to six 

months of age) (Fischer et al., 2012; Hearps, McCarthy, Muscara, Hearps, et al., 2014; Stewart 

et al., 2015). During the interstage period, parental anxiety and/or depression, for example, 

might diminish self-care and/or disrupt family roles, which could be viewed as negatively 
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appraised uncertainty. In a study by Wei and colleagues, parents’ frequently reported the 

emotional highs and lows in caring for their child at home during the interstage period (Wei et 

al., 2016); however, there is a need to investigate these experiences to perceived uncertainty.   

Uncertainties are likely to arise when parents are asked to consent for procedures (e.g., 

cardiac catheterization) and further surgical interventions during the interstage period (Stewart 

et al., 2015).  Further, uncertainty may be associated with situations that were cognitively 

appraised as ambiguous due to the unpredictability of surgical outcomes and life expectancy in 

this period (Bruce, Lilja, & Sundin, 2014). Stimuli that are likely to frame caregivers’ cognitive 

responses might include the SVHD diagnosis itself, caring for a medically fragile infant at home 

as a primary caregiver, needing to interpret complex information, and the sensory experiences 

associated with caregiving. Uncertainty can be appraised negatively when it represents threat or 

danger and positively when it sustains hopefulness in the interstage period. Mishel (1990) 

claims that parents' ability to effectively use coping strategies will lead to their appraisal of 

uncertainty as an opportunity or danger.   

Contrary to previous assumptions that uncertainty is always a negative experience 

(Meakins et al., 2015; Rempel et al., 2013), studies in children with complex CHD suggest that 

uncertainty triggers an appropriate coping response resulting in increased vigilance while caring 

for the child, which could be considered positive. If one appraises uncertainty as a danger, 

coping strategies are mobilized, and in the case of an interstage infant at home, it may cause 

increased vigilance in care, which is an appropriate and constructive response. Indeed, 

experiencing uncertainty as part of everyday life can become a positive force resulting in the 

development of a new meaning of illness (Mishel, 1990).  

Prolonged uncertainty may be a catalyst that could alter a person’s perspective on life 

and illness. For instance, under conditions of chronic uncertainty, a person may learn to 

appraise and adopt uncertainty as a new view of life and as a part of his/her reality. Thus, 
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parents of infants with SVHD may face a lifetime of chronic uncertainty, which could change 

their perspective or view of life, becoming their ‘new normal’ or reality (Mishel, 1990). 

Chapter Summary 

Symbolic Interactionalism offers a theoretical perspective that can deepen and expand 

an investigation of how caregivers interpret their experiences of caring for interstage infants with 

SVHD, their experiences with other people in their lives, and their unique responses to a 

situation.  The major concepts and claims of SI will help increase the PI’s understanding of 

caregivers’ behaviors and their interpretations of their experiences' meanings. The assumptions 

underlying SI support the use of grounded theory methodology for this study, which can further 

nursing knowledge in the care and support of caregivers of interstage infants with SVHD during 

the most vulnerable period of their surgical recovery. However, Mishel’s work on the 

“uncertainty of illness” has also sensitized the PI and will inform the proposed study. Based on 

Mishel’s work, caregivers’ feelings of uncertainty may be heightened as they provide care to a 

medically fragile infant at home. Uncertainty in caregivers of interstage infants with SVHD may 

impact their ability to care for their infants and influence the meanings of their lived experiences.  
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Abstract 

Background: Early diagnosis of complex congenital heart disease (CHD) and advances in 

surgical interventions have resulted in remarkable improvements in prognoses and hospital 

survival.  These infants are discharged home after surgical palliation with complex care needs 

that parents are expected to perform while attending to other parenting responsibilities. Parental 

caregiving experience focused on infants with complex CHD after surgery has yet to be 

explored. 

Objectives: The purpose of this pilot study was to explore, describe and analyze the 

perceptions and lived experiences of the mothers of infants who were discharged from the 

hospital after surgery for CHD but then re-admitted to the hospital. 

Methods: Grounded theory-guided data collection and analysis. From February through 

October 2017, interviews were conducted with ten primary caregivers about their experiences 

caring for their infants at home after surgery for complex CHD. 

Results: Analyses led to the development of one category, having “to be the one,” which had 

three properties including 1) having no choice but to provide complex care at home, 2) handling 

unexpected roles, and 3) grappling with the possibility of death. 

Conclusions: The category of having “to be the one” highlighted the mothers’ experiences in 

providing medicalized care at home to their infants after cardiac surgery. A caregiver's 

caregiving role was vital in the discharge process of infants after cardiac surgery. Caregivers’ 

experiences with the intense demands of care at home call for targeted nursing interventions to 

enhance the ability of caregivers to handle these demands without distress.  

Key Words: Caregivers, Parents, Home Nursing, Pediatrics, Hospital Discharge 
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 INTRODUCTION 

 Congenital heart disease (CHD) occurs ~1 in every 110 birth (Hoffman, 2013), with ~ 

25% of cases comprising a group known as complex congenital heart disease (Oster et al., 

2013). Typically, these infants have low levels of oxygen that require life-saving heart surgery in 

the neonatal period. After early palliative or corrective surgery, these infants are discharged 

home to their parents with medically complex and fragile conditions requiring intensive in-home 

care formerly received in a hospital setting. The care of infants with complex CHD involves 

constant vigilance (Hartman & Medoff-Cooper, 2012; Gwen R. Rempel, Rogers, Ravindran, & 

Magill-Evans, 2012),  the use of durable medical equipment (Elias & Murphy, 2012), and strict 

adherence to medication and feeding regimens. Although comprehensive discharge planning 

focused on the parent's ability to learn instructions for home care (Tregay et al., 2016), home 

monitoring (Castellanos et al., 2016), and feeding regimens (Radman et al., 2014), parents may 

still experience ambivalence about going home and little confidence in providing care to a 

medically fragile infant (Golfenshtein et al., 2017; Obas, Leal, Zegray, & Rennick, 2015).  

Related stresses and emotions may be overlooked or pushed aside, which may impact parents’ 

ability to receive the knowledge offered before or at the time of discharge. Having a better 

understanding of parents’ experiences as they transition to caregivers at home can help identify 

facilitators and barriers to safe and efficient in-home care strategies. Therefore, the purpose of 

this pilot study was to explore, describe, and analyze the perceptions and lived experiences of 

mothers of infants after palliative or corrective surgery for complex CHD at birth, discharged to 

home, and subsequently readmitted.   

METHODS 

 Symbolic interactionism (SI) (Charon, 2010) informed the methodology of Grounded 

Theory (Corbin & Strauss, 2015) that guided both data collection and analysis for this inductive 

exploration of parents’ lived experiences dealing with their child’s hospitalization and 
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continuation of care at home.  Consistent with Blumer’s theoretical description of SI, (Blumer, 

1986) interviews were focused on the way that parents experienced and perceived interactions 

with their medically fragile child, their other children, their spouses, or the various healthcare 

personnel, as well as interactions that occurred within their own thinking or reflections on 

themselves within their situation. This deepened the analysis and understanding of the meaning 

of parents’ home caregiving experiences. 

The study was approved by the Human Subjects Protection Committees (HSPC) at both 

academic institutions and the study children’s hospital.  After obtaining the informed consent, an 

in-depth, face-to-face, voice-recorded interview was conducted at a time and place of the 

parent’s choosing by the first author, between February and October of 2017; the average 

length of interviews was 58 minutes (range: 46 to 93 minutes). Using a semi-structured 

interview guide (Table 1) that was developed based on the literature as well as experiences of 

the first author in her role as a pediatric cardiothoracic clinical nurse specialist, each interview 

started with broad questions such as, what was it like to bring your child home after cardiac 

surgery? Other questions and probes allowed participants the freedom to describe their 

experiences from their point of view. Answers to follow-up questions led to an enhanced 

understanding of the barriers and facilitators that affected caring for the children at home.  

Participants  

 Ten English speaking parents who happened to be mothers with a mean age of 31 years 

(range: 23-37 years) were recruited through the purposive sampling method.  All were 

designated as the primary caregiver of their own biological infants who was recently discharged 

and readmitted within six months of cardiac surgery for CHD at birth. The average age of the 

infants discharged after surgery was nine weeks (range: 2 – 22 weeks), and infants at the time 

of readmission after the initial hospitalization were four months (range: 2 – 9 months). These 

groups of infants were selected to contribute to the understanding of the mother’s experience 
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surrounding the acute episode leading to the infant’s hospital readmission. See Table 2 for 

demographic data. The health-related characteristics of the infants discharged under the care of 

their mothers are summarized in Table 3.   

Data Analysis 

Guided by Grounded Theory (Corbin & Strauss, 2015), interview transcripts were line-

by-line coded using process codes.  The coding process assured that codes were grounded in 

the data, focused on the actions and processes of mothers' experiences, and provided analytic 

insight into mothers’ interactions (Charmaz, 2014).  All initial line-by-line codes for the first five 

interviews were carefully scrutinized.  At this point, data to data and code to code comparisons 

were done to identify the most frequent and significant codes, called focused codes (Corbin & 

Strauss, 2015).  Interview transcripts were independently coded by the Principal Investigator (1st 

author) and further analyzed by the second author using the constant comparative approach. 

Rigorous analyses led to the identification of one group of focused codes that was supported by 

multiple quotes from interview data. Five subsequent interviews were done, one by one, and 

analysis followed the same coding procedures; this allowed us to check and cross-check the 

focused code group that we were developing into a category. Through continued comparison 

and deeper scrutiny of the data, properties, and attributes of this category were developed. 

Throughout the process, memos were written, which generated an audit trail used to guide the 

researchers to explore what served as barriers or facilitators within mothers’ caregiving 

experiences. This provided the grounding of empirical evidence in quotations, carefully analyzed 

within context, which supported refinement of the category (Charmaz, 2014). 

RESULTS 

Our Grounded Theory analysis led to the development of one category titled, having “to 

be the one.” This refers to the mothers’ ongoing sense that they were primarily responsible for 
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the care of their medically fragile infant at home. All names in the following section are 

pseudonyms. 

Having “to be the one” 

 Most mothers in our sample found the intensity of caring for their medically fragile child 

overwhelming and stressful. However, despite the challenge this brought, it was not something 

they could walk away from or ignore. The women explained how they realized this was their 

responsibility and shared details about how they coped with it. The mothers felt they “had to be 

the one who had to be there,” to manage their child’s care day after day, crisis after crisis.  This 

phenomenon involved three properties supported by multiple quotes from the interview data: 1) 

having no choice but to provide complex care at home, 2) handling unexpected roles, and 3) 

grappling with the possibility of death. See Table 3 for direct quotes linked to the category of 

having “to be the one.” 

Having no choice but to provide complex care at home. Most mothers had to learn 

to operate durable medical equipment, including feeding pumps (Amy, Cindy, Debbie, Gina) for 

intermittent and continuous tube feeding through gastrostomy tubes (GT) (Amy, Debbie, Gina) 

or a nasogastric tube (NGT) (Cindy). Some mothers (Amy, Cindy, Ellen, Gina, Indigo) were sent 

home with pulse oximeters; they had to perform spot checks two to three times a day.  One 

mother (Cindy) felt no choice but to reinsert the NGT: “I was really scared, but no one can do 

this. It took me three times to put it in!”    

Two of the infants were discharged home, requiring mothers (Cindy and Felicia) to bottle 

feed their baby for 15 minutes and then give the rest of the feeding through the GT via the 

feeding pump or through the NGT by gravity drain. These feeding regimens resulted in long 

feeding periods that sometimes overlapped with the next scheduled feeding.  Hence, the 

mothers felt that caring for their child was a constant, non-stop activity and worries when: “He 

[baby] would sweat when he eats. And then he would be breathless afterward. (Ellen) 
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 One mother felt the “first 48 hours” of being home was most overwhelming, frightening, 

and physically exhausting (Amy). The prescribed schedule of the feedings and medications 

drove mothers to use alarm clocks to guarantee their adherence to the feeding and medication 

regimen and continually check their child. Debbie had to “set her alarm clock every hour to 

check on him, just to make sure he’s okay and breathing fine.”  Adding to their stress was the 

fear that they might miss their baby’s distress signs, which might make their baby stop breathing 

or not get enough oxygen. One baby was discharged home with the postoperative complication 

of vocal cord paralysis; his mother (Amy) was anxious that she might go into a deep sleep and 

fail to hear her baby's distress cry.  Amy was worried that crying unattended could lead to a 

drop in the baby’s oxygen to a dangerous level.  So, she devised a way to increase the chance 

she would hear her baby in distress. So, she “ put little bells on his [baby] wrist, so when he 

would start to move around or cry, we could hear him, especially at night. The small bells on his 

wrist will help me hear when he wakes up crying, and I won’t be afraid to fall asleep.”                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                

 Handling unexpected roles.  The first-time mothers in our sample (Barbara, Cindy, 

Ellen, Indigo, Jane) described their experiences as being out-of-sequence, that is, not what they 

expected in the stages of their life. They were surprised, if not shocked, that they were bringing 

home a “sick” baby instead of a “normal” baby. They spoke about how they wished they could 

have experienced what they imagined to be the normal baby routines. They wondered what it 

would be like if they did not have to worry about their baby crying and turning blue.  Although 

most mothers reported that their goal was to be competent in providing the prescribed care to 

their child in their role as caregiver, some mothers were sad and disappointed that they “.. never 

really got to enjoy our babies” (Indigo, mother of twins), did not have the opportunity to parent 

what they imagined to be a healthy and normal child: “.. He’s been picked, and probed, ever 

since he was a baby. He just never got to be a baby! (Barbara).  Events brought up reminders of 

this loss not only for them but also for their baby; they lamented the loss of their baby’s 
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opportunity to be “normal.”   

Mothers faced multiple role demands, which became even more difficult when their 

spouse needed to return to work. While the women found themselves wanting “to focus on just 

looking after” their vulnerable baby, they had no choice but also to meet the needs of their other 

children at home, keep up the housekeeping, handle the finances, and deal with the 

complicated scheduling of various follow-up appointments. Many had to manage all these roles 

single-handedly. Some arranged for help to cover the parenting needs of their school-aged 

children. For some mothers, having to be at home with these roles was a real shift from their 

lives as employed professionals. One mother who was adjusting to having “to be the only one” 

providing the in-home care remarked,  

 I went from doing complex things [at my job] to just now asking: Did she poop? Did she 

eat? How much did she eat? When was there a diaper change? It becomes sort of 

repetitive, mundane, and very isolating job (Jane).   

In contrast,  some mothers were the primary breadwinners in their families (Felicia, Gina, 

Indigo). They had to put their baby in a daycare center or leave the child with a family member 

who served as the caregiver so they could go to work. The choice that these mothers made was 

out of financial necessity to pay the rent and maintain the family health insurance benefits.  

While at work, mothers worried about their babies being cared for by caregivers other than 

themselves, which brought a different kind of stress and lack of choice in the situation. 

It's just you feel that you’re the one who could do it better. But, I had to go to  

work. (Indigo).  

Grappling with the possibility of death. While most mothers were excited to bring 

their baby home for the first time, they all reported an overwhelming and anxious feeling when 

the day came. This was especially strong after witnessing how sick their child had been in the 
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hospital and realizing they would need a “lot of care” at home. They initially doubted their ability 

to care for their baby at home. One mother (Amy) stated,  

Am I going to be able to look after him and keep him alive?.. if I fall asleep, am I not 

going to wake up to hear my baby cry?    

Most mothers had to deal with their babies' oxygen saturation of 75% -85%.  Knowing that the 

level of oxygenation could worsen at any point, they learned to deal with the “what if’s” by being 

extra vigilant in the care of their baby at home. The mothers worried that their baby would “just 

stop breathing.” They voiced awareness that things might go bad quickly since their baby 

already had a lower level of oxygenation. Hence, they were “constantly checking to see if he is 

breathing” (Debbie).  One mother (Indigo) described her fear of waking up and finding her dead 

baby saying, 

Because sometimes he will move, and then he will have his [oxygen] prongs 

disconnected. When, you know, his prongs are not connected, he's not getting enough 

oxygen – him to wake up stiff.  

As mothers reflected on how they provided complex care at home, some looked to the future. 

One woman admitted that it was just a matter of time before something could go wrong with her 

child. She (Ellen) said, “he doesn't have any reserve if something does go wrong. I mean I hope 

everything will be fine, but I don't know how realistic that is.” 

DISCUSSION 

Our pilot study's findings provide high-level insight into the experiences that the mothers 

of infants after palliative or corrective surgery for complex CHD. Our analysis led to one core 

category,  Having “to be the one,” and its three properties (having no choice but to provide 

complex care at home, handling unexpected roles, and grappling with the possibility of death). 

This category brought out the meanings of mothers’ experiences and all they went through in 

caring for their medically fragile child at home. Notably, the mothers revealed that they had no 
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choice but “be the one” to provide the care to their child as no one else was available to do it or 

no one else could do it better than they could. This revelation in the context of support and the 

view that no one else can provide the same level of care as they do has been reported in other 

studies of parents of children with CHD (Bruce et al., 2014; Woodgate et al., 2015). 

Similarly, the self-imposed vigilance and inadequate support of caregivers at home 

described in this study confirm findings from other research of young children (Caris et al., 2016; 

Meakins, Ray, Hegadoren, Rogers, & Rempel, 2015; G. R. Rempel et al., 2013). Previous 

studies involving caregivers of children with SV heart disease shared similar results with our 

study of mothers who came to accept that caring for a medically fragile child was now a part of 

their life (Wei et al., 2016; Werner et al., 2014). It includes changes in work and financial 

situation, the quality and quantity of family interactions, and the uncertainty of the future. 

Compromises were made when women had to give up jobs to stay home, when other children 

had to accept parenting from other helpers, or when the mother had to go back to work to pay 

the rent or keep the family covered by health insurance. This is consistent with recent studies 

(Rempel et al., 2013; Sjostrom-Strand & Terp, 2017) that demonstrated women dealing with the 

practical side of life when meeting many role demands also serving as a caregiver to a sick child 

at home.  

The uncertainty of the infant’s survival was the source of fear and distress for the 

mothers in our study. This is similar to the findings of other studies (Fischer et al., 2012; Hearps, 

McCarthy, Muscara, Burke, et al., 2014) in that, mothers of children with CHD experienced 

increasing levels of psychological distress while caring for their child at home because of the 

overwhelming thoughts and fears of losing their child. It drove mothers to be hypervigilant, 

which seemed to be the most dominant response to the uncertain future. Regardless of the 

uncertainty of the future and overwhelming care, our findings were consistent with other studies 

that found parents feeling relief and joy of bringing their child home.  
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Mother’s caregiving experiences taught them to be vigilant in keeping their infant safe 

and alive. Mothers’ vigilance was bolstered by fears of missing their baby’s distress or danger 

signals, such as a lack of oxygen. These fears motivated moms to find creative warning 

systems such as the mother (Amy), who placed small bells on her baby’s wrist so she could 

hear him move around when she fell asleep. For this mother, the system of wrist bells 

demonstrated her survival skills to continue fulfilling her need to sleep and carry out her other 

parenting responsibilities at home.   

STUDY  LIMITATIONS AND STRENGTHS 

 While the findings of this study provide nurses and healthcare professionals the parents’ 

perspectives about their experience as caregivers, this study was limited to only ten participants 

and their views on caring for their medically complex infant at home. Nonetheless, it highlights 

the importance of providing appropriate support and follow-up to parents to ease the care 

burden at home. A strength of this study is that the interviews were substantial in content. They 

ranged from 46 to 93 minutes in length and provided detailed accounts about what mattered 

most to them. Our methodology enhanced rigor through the constant comparative process 

wherein quotations were checked and cross-checked to assure the findings were grounded to 

the mothers’ own words about their caregiving experiences at home. 

CONCLUSIONS   

The mothers in our sample had the opportunity to reflect on their past experiences of 

facing their infant’s complex CHD diagnosis and how they provided care to their infant at home 

after an acute hospitalization. The findings from this study can contribute to a model for 

evidence-based interventions to support parents in the care of their medically complex child at 

home.   
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Table 1. Semi-Structured Interview Guide 

Question Probes 
Could you tell me about the time you were 
first informed that you child is ready to be 
discharged from the hospital? 

 

Could you tell me the day you were told that 
you were going home and how many days 
later you actually got discharged from the 
hospital? Then what happened? 

 
Tell me about the time when you first 
noticed you were “ready” and able to take 
care of your child at home? 

When did it happen? How did you know that 
you were ready? What did that feel like? What 
were the things that made you feel ready? 

 
Please name what, in looking back at the 
time of discharge, you found to be helpful 
to you regarding getting ready to take your 
child home? 

 

Can you describe how (parent’s words) helped 
you to be ready for the discharge from the 
hospital? What else? 

 

Tell me about the time when someone was 
particularly helpful in the discharge of your 
child from the hospital. 

 

Can you talk more about this person on how 
he/she was helpful to you? Could this person 
have done more to better helped you? 

 
Now let’s focus on what was not helpful in 
getting you ready to go home with your 
child. Tell me about the time when you felt 
not prepared to go home with your baby. 

 

Could you go back on the first time you felt not 
ready? What was that feeling of not wanting to 
go home? 

What was important for you to hear when 
you were told that you would be going 
home? 

 

Could you tell me what was most important for 
you? Keep going. 

 

Imagine you were given a choice on when 
to go home; how would you respond to 
that? 

 

Tell me more about that. Let’s go back on your 
first thought…. 

 

So, if you were to think about what being 
ready to go home meant to you, what would 
you say it was? 

 

How was the discharge process? 

What stands out for you on the first day you 
brought your child home? How you are 
adapting to your new role as a parent and 
caregiver. Tell me how your home situation 
change. 

Tell me what was helpful to you to have at 
home. Tell me how much rest you get. 
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Table 2. Demographic Characteristics  

Characteristics N Mean 

Age of Mother in years 
       23 – 31 
       32 - 37  
 Age of Infant 

When discharged after surgery (no of weeks) 
  2 - 8  
  9 - 22 
At Readmission (no of months) 
  2 - 4 
  5 - 9          

 
6 
4 
 

 
6 
4 
 
8 
2 

31 
 
 
 
9 
 
 

3.5 

Number of children at home 
 0 - 2 
 3 - 4 

 
5 
5 

2 

Mothers’ Employment Status 
         Homemaker 

 Employed Full Time 

 
5 
5 

 

Mothers’ Educational Level 
         College 
         High School 

 
6 
4 

 

Marital Status 
        Married 
        Live-in Partner 
        Single Parent 

 
6 
3 
1 

 

Diagnosis/Surgical Procedure 

 Single Ventricle Heart Defect     

 HLHSa/Norwood/BTb shunt 

        HLHS/Norwood/Sano 

        HRHSc/Norwood/Sano 

        HLHS-TAPVRd/Central Shunt 

        Aortic Arch hypoplasia/ Arch Augmentation 

Biventricular Heart Defect with Palliative surgery 

        PAe with IVSf -  RVOTg Repair – BT Shunt 

TOFh-PA/Central shunt- PA Plasty 

Biventricular Heart Defect with Complete Repair 

TOF  Repair 

       TGAi/Arterial Switch        

 

 

2 

1 

1 

1 

1 

 

1 

1 

 

1 

1 

 

 aHypolastic heart syndrome, bBlalock-Taussig,c Hypoplastic right heart syndrome,  

d Total anomalous venous return, e Pulmonary atresia, f Intact ventricular septum,  

g Right ventricular outflow tract, h Tetralogy of Fallot, i Transposition of the great arteries. 
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Table 3. Health-Related Characteristics of Infants Discharged to Home  
 

Characteristics N 

Medications  
  Oral Medications 

Prescribed Frequency (Hours) 
            Q 2 - 3 
            Q 4 – 6 
            Q 8 – 12 
            Q 24 
 

  Parenteral Treatment 
 

  Inhalation Treatment 
  Prescribed Frequency (Hours) 
            Every  6  
            Every 12 

 
aGT/bNGT Feeding 
     
 Oral Feedings 

Frequency (Hours) 
Every 2 
Every 3 
Every 6 
Ad Lib 

 
cSPO2 monitor (TID) 
 

 
 
4 
3 
4 
2 
 
1 
 
 
 
1 
1 
 
4 
 
 
 
3 
3 
1 
3 
 
2 
 
 

 aGastrostomy tube, bNasogastric tube, cPulse oximetry 
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Abstract 

Background:  Infants with single ventricle heart disease (SVHD) have a high mortality rate 

during the interstage period (time between the first and second staged heart surgery). This 

period is stressful for caregivers due to in-home monitoring, medicalized care, and uncertain 

future.  This study will explore caregivers’ experiences related to social factors, family, and 

lifestyle during the interstage period at the time of the COVID-19 pandemic. 

Methods: Grounded Theory methodology guided this qualitative descriptive study. We used a 

semi-structured interview guide to collect data from primary caregivers during the interstage 

period (two to four months after hospital discharge) via in-person or telephone interviews, and 

participants completed stress and anxiety questionnaires.  

Results: A total of 18 interviews (range = 45 to 95 minutes) were conducted between 

November 2019 and July 2020 amid the COVID-19 pandemic with 14 caregivers (10 mothers 

and 4 fathers) of various ethnicities (Latinx 64%) and mean age 28 ±7.8. The data analysis led 

to the development of a grounded theory about caregiving: A Continuous Process of 

Compromise, with two categories: 1) Accepting and adapting to a restrictive home environment, 

and 2) Reconciling what is and what is yet to come. 

Conclusion: Caregivers of infants with SVHD during the interstage period faced challenges 

related to continuous compromising in social and family relationships. The difficulties of social 

distancing eased when COVID-19 imposed similar home restrictions across the country. Our 

findings increase understanding of caregivers’ experiences during the interstage period related 

to the psychosocial and lifestyle impact and the need for additional support.  

Keywords:  Single ventricle, interstage period, caregivers, congenital heart disease, qualitative 
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Introduction         

Single ventricle heart disease (SVHD) refers to a group of congenital heart defects in 

which the heart functionally has only one ventricular chamber with an incidence of 0.8 cases per 

1,000 live births (Benjamin et al., 2019).  The majority of SVHD requires three or more staged 

palliative surgical procedures before four years of age. Without surgical intervention, these 

defects can cause acute deterioration and be fatal within the first few days to months of life 

(Fixler, Nembhard, Salemi, Ethen, & Canfield, 2010b; Kumar, 2016). Early diagnosis, 

advancement in medical and surgical management, and improved care processes have 

increased hospital survival up to 80% to 90% after stage I palliation for SVHD (Tabbutt et al., 

2012).  However, the time between the first and second stage surgery, known as the interstage 

period, has the highest associated mortality (Benjamin et al., 2019). 

The development and implementation of interstage home monitoring programs have 

improved survival in infants with SVHD (Benjamin et al., 2019). Home monitoring includes 

interdisciplinary care coordination and educating parents as home caregivers during this period. 

Caregivers are trained to use a pulse oximeter and weight scale and are asked to record these 

parameters along with feeding volumes each day. Target parameters are provided along with 

“red flags” that reflect a change in the infant’s clinical condition that should prompt the caregiver 

to seek immediate medical attention. Consequently, interstage monitoring has shifted the 

burden of care to the home, adding stress to everyday life with potential clinical implications. 

Infants with SVHD are at higher risk for hospital readmission with contracting a common cold or 

the flu.  Hence, many caregivers take extra precautions to keep their infant healthy and avoid 

potential sick exposures. This often results in being confined at home and avoiding social 

gatherings, affecting the caregivers’ psychological and social well-being (Golfenshtein et al., 

2017).  
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In light of the COVID-19 pandemic, parental stress, and adjustment to caring for a 

medically complex infant may be heightened due to the current health climate. These caregivers 

often rely on the support of extended family, friends, and hired caretakers to provide relief or 

respite time. However, the pandemic has removed these families’ options due to stay at home 

and social distancing orders across the country. Although the protection measures for a viral 

illness or COVID-19 is the same, the novelty and aggressive replication of the virus could add 

additional stress and uncertainty to caregivers during the interstage period. 

During the interstage period, the caregivers’ and family’s well-being may be at risk for 

adverse consequences such as financial hardship, social isolation, disruption of family support, 

and threats to livelihood.  However, little is known about the impact of interstage home 

monitoring on caregivers and their families. Thus, we explored the caregivers’ experiences and 

the impact on their lifestyle as they manage their infants’ critical needs during the interstage 

period at the time of the COVID-19 pandemic.  

Materials and Methods 

Design 

 A qualitative descriptive approach was used to explore parents' caregiving experiences 

while providing in-home care to their infants with SVHD during the interstage period. 

Constructivist Grounded Theory methodology informed by Symbolic Interactionism (Charmaz, 

2014; Strauss & Corbin, 1994) guided both data collection and analysis for the inductive and 

abductive exploration of caregivers’ experiences and the meaning they attribute to their 

experience.   

Recruitment and Sample 

Primary caregivers over the age of 18 years, whose infant underwent first-stage 

palliation surgery for SVHD, were recruited two to four months after discharge from a large 



 

87 
 

children’s hospital in Southern California, which had an interstage clinic where they continued 

receiving care between November 2019 to July 2020.   

Data Collection 

This study was approved by two Institutional Review Boards (hospital study site and the 

academic affiliation).  After written, informed consent was obtained; caregivers completed the 

sociodemographic form (Hollingshead, 1975). In addition, we collected a limited amount of 

survey data with the Parenting Stress Index-Short Form (PSI-SF) (Abidin, 1997) and General 

Anxiety Disorder -7 (GAD-7) (Spitzer, Kroenke, Williams, & Löwe, 2006) questionnaires to gain 

insight into the levels of stress and anxiety of caregivers at the time of the interviews. 

Participants were interviewed at a time and place of their choosing by the principal investigator 

(PI) using a semi-structured interview guide. All interviews were audio-recorded; the first 10 

participants engaged in face to face interviews, but due to COVID-19 pandemic restrictions put 

into place four months after data collection began, eight subsequent interviews were conducted 

over the phone. A certified hospital interpreter participated in the interviews of three Spanish-

speaking participants. Participants received compensation after completing the PSI-SF, GAD-7, 

and the interview.  

Parenting Stress Index-Short Form (PSI-SF). The PSI-SF is a 36-item inventory tool 

that measured the level of stress experienced by the caregivers at the time of the interviews. 

The tool has four domains or subscales: 1) parental distress (PD), 2) parent-child dysfunctional 

interaction (P-CDI), 3) difficult child (DC), and 4) total stress (TC) experienced by the caregivers. 

The PSI-SF also includes a validity scale titled Defensive Responding. For this scale, a score of 

< 10 may indicate the parent responds defensively to present a favorable impression and 

minimize indications of stress, or it represents actual low parenting stress. Raw scores from 

each domain were converted into percentile scores derived from the normative sample's 

frequency distribution. The normal range for scores is within the 15th to 80th percentile. A score 
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at or above the 85th percentile is considered high, and scores at or above the 90th percentile 

indicate clinically significant stress that may need professional consultation (Abidin, 1997).  

General Anxiety Disorder-7 (GAD-7). The GAD-7 is a validated 7-item questionnaire 

that measured the severity of symptoms related to generalized anxiety disorder. The 

questionnaire items show how the participants have been bothered by feeling nervous, anxious, 

worried, restless, trouble relaxing, irritability, and feeling afraid that something bad will happen. 

The score ranges from 0 to 21 (cut-points: 5 = mild, > 10 = moderate, > 15 = severe) (Spitzer et 

al., 2006). 

Data Analysis 

As noted, survey data using the PSI-SF and GAD-7 provided insight into the sample’s 

levels of stress and anxiety; descriptive statistics (frequencies or means and standard 

deviations) were used to describe these scores and other demographic characteristics. 

Interviews were digitally recorded. Those done in English were transcribed verbatim by a 

professional transcriptionist. Those done in Spanish were translated and transcribed by a 

professional translator. Transcripts were checked for accuracy, and all identifiers were removed. 

Using the Grounded Theory approach, a systematic coding process began with initial, line by 

line coding, using gerunds (called process coding) to identify the actions taken by each 

participant in each line of data (Charmaz, 2014).  Atlas.ti software (Atlas.ti, 2019) was vital in 

organizing all data and codes. Memos were written to check patterns, compare data from 

different participants, make connections across cases, and help the PI identify biases and 

assumptions that might have been at play during the coding process.  

Constant comparison of initial codes and data was used with the first seven interviews to 

identify the most frequently developed codes and the codes about the caregivers’ experiences 

that were most significant, called focused codes (Strauss & Corbin, 1994).  Focused codes were 

further examined using Excel spreadsheets, which allowed for systematic comparison of groups 
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of data and codes and advanced the analysis. Memos were used to analyze patterns in data 

grouped by focused codes. From this, we narrowed the list of 23 focused codes to 12, which 

were systematically examined across succeeding interviews. We continued to use constant 

comparison of data to examine nuances and similarities in the data. This detailed process led to 

the development of two categories with related properties. We identified the need for more 

robust data to fill out properties within some categories through the continued process of 

challenging and refining the categories through abduction. In addition, we needed to clarify the 

relationships between categories (Strauss & Corbin, 1994). Hence, we conducted four 

additional interviews using the Grounded Theory technique of theoretical sampling, wherein we 

did four more interviews to specifically go deeper into the phenomena addressed by the 

categories we were developing (Charmaz, 2014). This led to a greater depth of insight.  After 

the 18th interview, our categories and properties were fully described, signaling saturation 

(Strauss & Corbin, 1994). To enhance methodological rigor, each member of the research team 

collaborated in each stage of coding and analysis.  

Results 

Demographics  

Of the 14 caregivers in our sample (10 mothers and four fathers), four were interviewed 

twice for a total of 18 interviews (mean = 64 min [range 45 – 95]). The majority of caregivers 

were between the ages of 19 and 44 years (mean 28 ±7.8), Latinx (64.3%), spoke English 

(71.4%), and not married (78%). Most had public insurance (64.3%) and earned under $30,000 

per year (42.8%). (Table 1).   

Stress and Anxiety Symptoms 

The mean PSI-SF total score 70.6 (+ 16.5; 35th to 50th percentile), and subscales 

Parental Distress 26.7 (+ 8.9), Parent-Child Dysfunction Interaction 18.7 (+ 5.9), and Difficult 

Child 25.2 (+ 6.7) indicating caregivers experienced “typical” levels of stress. The PSI-SF also 
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showed a sample mean for the Defensive Responding subscale score of > 10, indicating an 

unbiased response to the questionnaire (Table 1) (Abidin, 1997). The GAD-7 showed that the 

range in scores was from 0 to 18, and the mean score was 7, indicating mild anxiety in 50% 

(Table 1).   

Grounded Theory: Caregiving for Infants with Single Ventricle Heart Disease in the 

Interstage Period during COVID-19: A Continuous Process of Compromise 

Our sample caregivers described various ways they promoted their infants' health and 

safety during the interstage period. Based on participants’ experiences, we developed a 

grounded theory titled, Caregiving for Infants with Single Ventricle heart Disease in the 

Interstage Period during COVID-19: A Continuous Process of Compromise. It consists of two 

categories: 1) Accepting and adapting to a restrictive home environment, and 2) Reconciling 

what is and what is to come. Figure 1 depicts these categories simultaneously (shown by the 

overlapping circles) and fed into each other in a continuous cycle (shown by the arrows). Each 

category has several properties summarized in Table 2.  All participants’ names were replaced 

with pseudonyms.    

Accepting and Adapting to a Restrictive Home Environment  

  The first category in our theory involves the challenge that caregivers faced related to 

their environment, Accepting and adapting to a restrictive home environment. It has three 

properties 1) “It’s just normal”: Being vigilant became normalized due to Covid-19, 2) Confining 

self to home as the right way to protect, and 3) Reckoning with the awkwardness of the social 

distance process. 

 “It’s just normal”: Being vigilant became normalized due to Covid-19. The 

caregivers in our sample had the goal of protecting their infants from getting sick. Many 

participants believed that the only way to keep a safe space between their infant and other 

threats was to avoid physical contact with others, even friends and family members. This was 
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found to be very difficult as it required continuous vigilance. Overall, the caregivers learned that 

restrictions put in place due to their infants' vulnerability meant they had to restrict their activities 

outside and inside the home. One caregiver said, “I just want to do it myself, and I did not want 

them coming to visit at my home because I don’t want my baby to get sick from them.”  

 Participants reported they worked hard to adapt to the restrictions, but it took time. 

Eventually, it became part of their everyday life, and they got used to the vigilance they needed 

to exercise at all times. However, the COVID-19 pandemic brought a meaningful change 

because their private experiences with vigilance became a public necessity for the entire nation. 

For Eve, the comparison of her experience before and after the pandemic was pivotal in her 

self-understanding. She explained that she and her husband had put much effort into fostering a 

home life within the parameters given to them at the hospital. They hoped at some point it would 

start to feel “normal” despite the ongoing difficulties. However, when the COVID 19 restrictions 

were put into place everywhere, Eve added value to her efforts.  She felt it gave them an 

advantage that the rest of the country did not have. She said, “It feels like we practiced for the 

whole quarantine situation going on now!” Similarly, Allan (a father in our sample) described his 

experience and expressed gratitude that all their vigilant efforts served as training for the 

pandemic restrictions. He said, 

Now it’s a lot easier because of COVID-19! All places are closed that we would go to, 

like the mall or eating out. So, we don’t feel we are missing out. Our families are also 

staying in their homes. It’s a lot easier because we do not have to ask them not to come 

visit us! If anything, now more than ever, we’re grateful. Because of the whole situation 

that we can’t go out, we’re, like, in training for this. Basically, because of the whole 

situation where most people are supposed to stay inside now. So, for us, it’s a walk in 

the park! It’s just normal — I mean, more in the sense of the COVID-19 virus thing that’s 

going [on]. So, we were trained for this! 
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Thus, the caregivers found that their heightened vigilance to protect their vulnerable infant 

became normalized due to similar restrictions imposed on society due to Covid-19, bringing a 

form of acceptance they had not expected.  

 Confining self to home as the right way to protect. When discussing the strategy of 

confining themselves to home, many participants talked about their right and wrong actions. 

One parent said plainly that staying home was the “right thing to do” to keep their infant healthy 

in anticipation of the second stage surgery. Caregivers had strong feelings about protecting their 

infants from returning to the hospital due to complications or infections. One mother, Felicia, 

described her understanding of the consequences as dire if her infant became sick. She said,  

He can’t get sick, or he would get in trouble. They said even a regular cold can be bad 

for  him and get him very sick, and I would need to bring him back to the hospital.  

There would be no choice for Felicia but to have to bring her infant to the hospital if a problem 

arose. However, this would not only be unwanted; it would be emotionally difficult. Another 

parent (Ingrid) admitted she struggled with the boundaries of what was “bad” versus what was 

good or right to do. In the end, she noted that her feelings helped her determine how to 

compromise and decide what to do.  

… just ’cause of her condition, I know she can – it’s not bad to take her out, but I feel 

better  to keep her home. I mean we don’t take her out just because, there’s always – a 

big crowd and that’s where we wanna stay away from. So, we don’t go anywhere unless 

we really have to, like if we have to buy certain things for the kids or if we need to buy 

groceries or if we have a doctor’s appointment. That’s the only time we take her out. 

This did not mean it was easy to stay home, but caregivers found ways to make it work. For 

example, Eve and her husband gave up their preference for attending religious services 

together as a family and found a compromise. Eve explained,  

 And the other thing that makes it hard is being home all the time. We don’t wanna take  
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 him anywhere. We like going to church together as a family, and we haven’t, ’cause we 

 don’t wanna take him to church, so he’s [husband] going one day and I go the next. 

Unlike the rest in our sample, however, two caregivers described themselves as “a homebody.” 

Staying home was in the best interest of their vulnerable infants; it had become normalized due 

to the pandemic, and in addition, staying home was also quite comfortable for them.  As one 

said, 

 Oh, nothing really changed. I mean, I was always a home person, I didn’t  really interact 

 with people. I don’t really go out. I was always just a home person, so it’s not really a 

 problem for me.  

Other participants found staying home less desirable, but it was a sacrifice or compromise they 

felt compelled to make. As Betty commented, 

 I don’t hang out anymore. I don’t do a lot of stuff that I used to, ’cause of the  

 simple fact that I gotta take care of my son. And especially with the heart condition. 

Reckoning with the awkwardness of the social distance process. Fear was a 

primary motivation for caregivers. They took measures to avoid contact from others who could 

make them or their infant sick via social distancing. One father, Donald, described how careful 

he was to avoid any possible contact with someone who might be sick. He asked specific 

questions of visitors, which he described as follows,  

 We keep David away from everyone who could possibly be sick. ‘Before you touch him, 

 have you gotten your flu shot? Are you fully vaccinated? Did you wash your hands? Are 

 you sick? Have you been sick in the past couple of days?’ 

Many participants became even more vigilant when the COVID-19 pandemic started. As Eve 

explained, 

A couple of times when we would feel that seeing people was okay, if they were not 

holding him, or [if] we kind of vetted out if [it] was [ok]. That’s been the hardest thing, [it] 
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creates an extra barrier to nurturing friendships because you always are kind of 

checking, ‘Oh, do you know anyone who’s sick?’ It creates awkwardness, I feel, when 

you’re always  questioning people about their health and who they’ve been around. But 

now, I feel when the restrictions were first put in place, we were much more strict as far 

as sanitizing everything. I wasn’t wiping down the door handles all the time when we first 

came home versus with the COVID restrictions, I [became] more nervous! 

Many caregivers avoided joining social gatherings because “vetting” attendees led to an 

uncomfortable situation. As Helen explained, “Having an interstage baby and having a 

hypoplastic baby is all-encompassing, so it’s all you ever really talk about.” She explained that 

this was foremost in her mind whenever she talked to her friends as she was trying to determine 

who is safe to be around her child. It was also particularly challenging for Jody as she had to 

restrict her husband’s contact with their infant, and she worried about keeping herself infection-

free. She explained, 

I’ve had a couple of times where her dad gets sick, and he has to sleep in a different 

room because he can’t stay near the baby. That’s like my biggest challenge as well. I 

have to make sure I stay away from sick people and make sure that I don’t come near 

my baby when I’ve been traveling with people that are sick so that I don’t pass it on to 

her! 

For Lisa, the work of determining who could or could not come into her home also had financial 

repercussions. She and her husband both worked from home, styling and cutting hair. However, 

due to their infant’s condition, Lisa had to decide whom she would or would not allow into her 

house, which was very stressful and difficult.  

 Many caregivers in the study chose to stay socially connected with family and friends 

who do not live in their homes by calling, using video chat, or staying connected through social 

media. As Eve said, “Since the stay-at-home order, we don’t interact with them just because we 
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Facetime and text, but don’t go to their house and they don’t come to our house.” Multiple 

caregivers told stories about how they restrained themselves from “hanging out” with friends for 

fear of becoming exposed to others who were sick even though being with friends would have 

been more socially desirable.  

Reconciling What is and What is Yet to Come  

 Reconciling what is and what is yet to come, the second category involved mourning the 

loss of seeing friends and family, making a significant adjustment.  It also included how their 

lifestyle change disrupted activities with other children in the household. This category includes 

three properties: 1) Living in a suspended state, 2) Struggling with conflicting feelings, and 3) 

Looking beyond the “interstage period” with hope and trepidation.   

 Living in a Suspended State. Participants felt uncertain and worried about their infants' 

future in relation to the possible outcomes of surgery. One caregiver, Eve, felt that “life is kind of 

paused, not sure how it will go.” Many put family plans on hold because they had to stay home 

until the infant was ready for the second surgery. Caregivers felt uncertain about the outcomes 

of their infant’s surgery and imagined the worst-case scenario. One father stated, 

“He’s relying on a man-made shunt in order to live. That shunt could give out. We’re not 

actually guaranteed the next day with him. We take every day with a grain of salt with 

him. We’ve heard a lot of stories where babies even post Norwood go through cardiac 

arrest,  and they don’t make it to the second surgery. (Donald)  

Participants explained that each day brought challenging experiences, but they learned they 

could only deal with what was in front of them. As Helen remarked, 

Yeah, it’s hard. Everything about my life has been put on hold essentially to take care of 

Henry. It got a little bit easier, but of course, you’re tied to the house, you’re tied to him. 

But it’s just not like it used to be. You know, your time is compromised because you’re 



 

96 
 

taking care of a new life. But, yeah, it kinda goes — your own health and everything just 

doesn’t matter at that point. 

Helen’s view shows how caregivers coped with the current reality of life by prioritizing their 

infant while simultaneously putting off their own needs. This suspended them in time as they 

faced one day at a time during the interstage period. 

 Struggling with conflicting feelings. Participants reported that they experienced what 

felt like constant worrying about their infants during this interstage period when taking care of 

them, including worries about the crucial need to gain weight. Under typical circumstances, they 

would have turned to friends or family for emotional and social support, but because they feared 

being in contact with someone who might unknowingly be sick, many caregivers in our sample 

avoided getting together with others even though this meant they gave up intimate discussions 

they otherwise would have had. They saw the trade-off and had to weigh the pros and cons. 

This contributed to an emotional aloneness.  

Additionally, some caregivers felt alienated from confidantes. For example, Eve, a first-

time mother, struggled with feeling misunderstood. Her own sister expressed astonishment 

about the difficulties of caring for her infant as if it was impossible to comprehend.   

I feel really isolated, my relationship with my sister has changed. I feel like when she 

said, ‘I would never able to do it. How do you do it?’ And it feels like people look at you 

as the  special people who can handle that kind of thing when really, if it happened to 

you, you’d do it. So, I think mostly, it’s sort of isolating, where you feel like no one quite 

gets it. And you really want them to. (Eve) 

Eve did not want to be considered “special” as if she was abnormally able to handle difficult 

things in life. Rather, she wanted to be understood by her own sister as a person who was 

facing a life challenge just as anyone else would. The ensuing feeling of isolation from an 

otherwise trusted person brought difficult feelings of inner conflict.  
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 Gina, a working mom in our sample, spoke about how she found herself wanting some 

freedom in her regimented life, only to have the feeling evaporate as soon as it arose when she 

became grounded in her connection to her infant. The desire to be worry-free conflicted with her 

commitment to her vulnerable but “amazing” daughter.  She explained, 

… my life has changed so much and sometimes, I wish I could go on vacation or hang 

out. But then I look at my daughter, and it goes away because she’s amazing ...  but 

there’s times where I wish I could just be free again and just be able to get up and go 

and not have to worry. 

For Karl, who lived with his mother, the adjustment involved his social life. He found himself 

having to reconcile his feelings about his life before and after becoming a parent. He explained, 

When Kate first came home, it was a big adjustment. I was used to not having to deal 

with anything at home – she’s my first kid, so I was used to just being able to do 

anything I wanted, whenever I wanted. 

The process of straddling conflicting feelings was a daily lived experience that called for 

emotional and social compromise for Karl, as it was for the many in our sample. 

 Looking beyond the “Interstage Period” with hope and trepidation. While 

participants anticipated their infants’ future surgeries for SVHD, foremost in their thoughts were 

keeping their infants healthy and maintaining their weight gain to be clinically ready for the 

second stage surgery. As one father said, “Basically, I don’t focus so much in the future, but 

take it one day at a time” and by projecting into the future with the hope that they would be able 

to “breathe a little bit after the next surgery.”   

 Many of the participants projected hope that their infant would be a “normal child after 

the second surgery.”  One mother shared her reasons for believing the future would be better 

for her and her infant; she said, “For one thing, she’ll be bigger, and she will be eating well.  So, 

we won’t get so tied down at home.”  
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 Some participants talked about their eagerness for their infant to go through the second 

surgery, but at the same time reported that it was a source of anxiety. One caregiver summed 

up the trepidation that many caregivers felt by saying,  

 “I‘d like for him to have his second surgery soon, but I’m worried that he’s going to go 

  through the same thing again, just like the first surgery.  And it’s very complicated. It  

 worries me that he may not make it.” (Nina) 

The very act of desiring the next surgery to be done as soon as possible was accompanied by a 

fear of the worst possible outcome. Caregivers did not know what was in store, and they were 

aware that their infant could die during, or as a result of, the next surgery.  Regardless of this 

trepidation, caregivers leaned into an image of a desirable future. They talked about what they 

hoped would happen. Some projected what they expected, and many focused mainly on the 

positive for their infant and the family. For example, Cindy said, 

 So, after this second surgery, she won’t need medication. They tell me she’ll be better. 

 And I’ll be able to give my other child the time he needs. I mean, the family will be more 

 united to have vacations or things like that. After that, life will be easier for us, and with 

 my daughter too.  

Caregivers also shared their expectations for themselves. Gina said, “I’ll be more confident in 

going places, even if I take her.” Indeed, Gina had confidence in what the surgery would bring. 

Like many of the caregivers, she had hope saying, “I think it will get easier after the fact.”  

Discussion  

 Our findings are the first to describe unique insight into behaviors and lifestyle changes 

experienced by caregivers of infants with SVHD during the interstage period amidst the COVID-

19 pandemic. Caring for an infant is stressful under normal circumstances and can be 

intensified if the infant has complex medical needs (Golfenshtein et al., 2017; Woodgate et al., 

2015). This stress is further heightened during the pandemic by adopting hypervigilant behavior 
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or practices to protect their infant (Russell, Hutchison, Tambling, Tomkunas, & Horton, 2020).  

Caregivers in this study entered what we termed, A Continuous Process of Compromise related 

to social and family restrictions in order to maintain their infants’ health and safety.  Caregivers 

learned to accept and adapt to a restrictive home environment and reconcile what is and what is 

yet to come with the second surgery in an ongoing process. 

 The caregivers identified the need to restrict their home environment to keep their infant 

safe and healthy during the interstage period, with the goal being to avoid hospital admissions. 

In this study, caregivers achieved this goal to be vigilant in keeping a safe space between their 

infants and others outside the home. It was a difficult process for these caregivers and led to 

awkward interactions during “vetting” who could be around their infant among their family and 

friends. This vigilant behavior is not unique to caregivers of infants or children with congenital 

heart disease (Lumsden, Smith, & Wittkowski, 2019). However, their vigilance turned into 

hypervigilance in the face of a nationwide pandemic with potentially fatal consequences if 

contracted.  Vetting of family and friends became time-consuming, but part of the caregivers’ 

everyday experience. 

 Consequently, this process made caregivers vulnerable to social distancing or isolation.  

A similar finding was found in a study that identified “isolation” as a theme in online discussions 

with parents of children with congenital heart disease after surgery (Wray et al., 2018).  In 

addition, the psychological or emotional burden of being or feeling “alone” to care for a 

medically fragile infant has been identified in research with caregivers in the initial period after 

their infants’ hospital discharge (Imperial-Perez & Heilemann, 2019; Stoffel et al., 2017). Our 

study highlights caregivers experience two to four months past hospital discharge and the 

understanding that they gradually develop adaptive skills, after a severe disruption in social and 

family lifestyle, in caring for these high-risk infants. Furthermore, the protective strategy that the 

caregivers employed was equally important related to the interstage home monitoring care.   
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The participants’ acceptance and adaptation of a restrictive home environment 

symbolized the beginnings of a continuous process of compromise. As participants navigated 

through the restrictive home environment, they found themselves caught between a desire to 

socially distance and longing to be with their family and friends. Yet, at the same time, losing 

valuable support systems (family, friends, faith-based gatherings) that ordinarily would be 

available. To manage the challenges the participants’ face, they were forced to make 

compromises related to leaving their job or reducing work hours, changes in living arrangements 

or daily schedules, and choosing between their own health needs to care for their infant. This 

awareness is not unusual for first-time parents as they navigate parenthood and realize the 

sacrifices or selflessness needed during child-rearing. Many families are currently faced with 

similar compromises during the COVID-19 pandemic related to working from home, assisting 

children in remote education, a reduction in daily resources, and the inability to enjoy normal 

family outings or vacations (Prime, Wade, & Browne, 2020; Brown et al., 2020). However, 

caregivers of infants with SVHD have the same new parent concerns compounded with the 

fears of sudden death during the interstage period and the possibility of contracting COVID-19.   

 In this study, caregivers were forced to examine their new reality (caring for a medically 

complex infant) and what is yet to come (recognizing red flags, responding quickly, potential 

hospital readmissions, and pending surgeries with an uncertain future). This study highlights the 

continuous compromises or sacrifices these caregivers must make and endure for the sake of 

their infant’s healthcare needs.    

The majority of caregivers in our study were from diverse cultural backgrounds with 

limited financial resources. Thus, potentially creating additional stress to the caregiver.  Despite 

these additional personal and pandemic stressors, our findings identified that overall, caregivers 

experienced typical stress levels and mild anxiety during the interstage period. This is 

remarkable in the context of the heavy load on their shoulders.  Unlike our findings, another 
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study identified that one-third of mothers and one-fifth of fathers’ experienced trauma symptoms 

associated with acute stress disorders with caring for their infants at home after cardiac surgery 

(Franich-Ray et al., 2013). Our findings may reflect a longer adjustment period to home life after 

hospitalization since we interviewed caregivers two to four months after hospital discharge. 

Indeed, care demands were high for our sample. Thus, the finding of lower stress levels for 

many of our participants could be related to individual resources and inherent resilient 

behaviors.  

 Our grounded theory, A Continuous Process of Compromise, may be applicable to other 

groups of high-risk infants and children in which morbidity and mortality are real threats.  For 

example, results from other studies on caregivers of premature infants or pediatric cancer 

patients included feelings of isolation related to protecting their infants from potential exposure 

to illness from people outside their homes (Franich-Ray et al., 2013; Pagel et al., 2019).  

However, our grounded theory recognizes uncertainty, change, and crisis as normal, rather than 

exceptional. The process of compromise was dynamic, continuously responding to ongoing 

threats in the caregivers’ everyday life. Caregivers learned to adapt to the restrictions brought 

upon by home confinement, and in the process, developed ways to get through this difficult 

time. Simultaneously, participants grappled with accepting their current situation while they were 

also thinking about what was to come: the second staged surgery.   

Of note, some participants in our study expressed that their infant would be “normal” 

after the second surgery.  It is possible that their sense of hope and optimism was a mindset or 

coping style. However, it is also possible that it reflected a misinterpretation of what the medical 

team had shared with them or perhaps an inability to process complex medical information 

during a stressful time (Pagel et al., 2019).  
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Strengths and Limitations 

Our study has some notable strengths: the ethnically diverse sample and inclusion of 

fathers as primary caregivers.  The rigorous grounded theory approach allowed for the inductive 

and abductive generation of theory from the interview data. The principal investigator had 

indirect clinical encounters with caregivers while hospitalized, which may have impacted how 

participants were viewed, creating an additional bias.  The investigative team remained attentive 

to this insider status during data analysis, and an expert qualitative researcher reviewed and 

concurred on all findings.  Furthermore, in light of the pandemic, participants may have followed 

a higher level of restrictions than typically maintained during the interstage period in the past, 

before the pandemic. However, most participants were able to differentiate changes before and 

after the pandemic restrictions were enforced.   

Clinical Implications 

 This study's findings suggest opportunities for improvement in supporting parents as 

caregivers during the early or initial days at home, more so than the later part of the interstage 

period. Healthcare providers need to create supportive interventions to help caregivers develop 

competency in skills and resiliency with home monitoring tasks such as online or virtual 

caregiver support groups to help combat feelings of isolation. Nursing telemedicine visits could 

be performed to assess the in-home skills, confidence, and coping of caregivers and provide a 

venue for questions or troubleshooting. Future studies are needed to assess cognitive and 

behavioral influences in establishing social resilience in caregivers throughout all stages of 

surgical palliation and current empiric practices for preventing sick exposures, which can help 

minimize the effect of social isolation on caregivers and their families. The challenge is to refine 

and develop methods for measuring coping characteristics and identifying and investigating 

factors and processes that enhance caregivers’ ability to cope or undermine it. 
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Conclusion 

 Caregivers of infants with SVHD during the interstage period faced challenges related to 

social and family relationships resulting in the process of continuous compromise to maintain 

their infant’s health during the pandemic. Under this theory, the two categories identified were 

accepting and adapting to a restrictive home environment and reconciling with what is and what 

is yet to come, especially with future heart surgeries. These findings can help inform interstage 

home monitoring teams on the social and lifestyle changes that caregivers experience and 

explore ways to provide additional support during the early interstage period. 
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Table I.  Demographic, Socioeconomic and Psychosocial Characteristics of Interstage 

Caregivers (n=14) 

Characteristics Mean ± SD or n (%) 

Age (range 19-44 years) 28 ±7.8 

Parent / Caregiver 

   Father 

   Mother 

 
  4 (28.6) 

10 (71.4) 

Race/Ethnicity 

   African American 

   Caucasian/White European 

   Latinx 

 
2 (14.3) 

3 (21.4) 

9 (64.3) 

Highest Level of Education  

   Partial or College/University 

   High School 

   Junior High School 

 
8 (57.2) 

4 (28.6) 

2 (14.3) 

Primary Language 

   English 

   Spanish 

 
10 (71.4) 

  4 (28.6) 

Marital Status (Not Married) 11 (78.6) 

Partner Relationship 
   Single - living with a partner 

   Single - living without a partner 

   Not applicable 

 
8 (57.1) 

4 (28.6) 

2 (14.3) 

Health Insurance 

  Public  

  Private 

 

9 (64.3) 

5 (35.7) 

Household Income 
   Under 30K 

   31K – 50K 

   81K – 100K 
   Over 100K 

Decline / Not sure 

 
6 (42.8) 

3 (21.4) 

1 (7.1) 
2 (14.3) 

2 (14.2) 

General Anxiety Disorder - 7 (Anxiety Severity) 

  None (<5) 
  Mild (5-9) 

  Moderate (10-14) 

  Severe (≥15)  

 

7 (50) 
2 (14) 

2 (14) 

3 (22) 

Parenting Stress Index – Short Form 

  Defensive Responding 

  Parental Distress 

  Parent-Child Dysfunctional Interaction 
  Difficult Child 

  Total Score* 

 
> 10 

26.7 ± 8.9   (50%) 

18.7 ± 5.9   (35%) 
25.6 ± 6.7   (47%) 

70.6 ± 16.5 (43%) 

* Percentile Range: Typical Stress = 15-80, High Stress = 81-89, Clinically  

   Significant = 90-100 
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Table 2. Grounded Theory: Caregiving for Infants with Single Ventricle Heart Disease in the 

Interstage Period during COVID-19: A Continuous Process of Compromise --- Categories and 

Properties 

Categories Properties 

Accepting and 

adapting to a restrictive 

home environment 

• “It’s just normal!”: Being vigilant becomes normalized due to 

COVID -19 

 

• Confining self to home as the right way to protect  

 

• Reckoning with the awkwardness of the social distance 

process 

Reconciling what is 

and what is to come 

• Living in a suspended state 

 

• Struggling with conflicting feelings 

 

• Looking beyond the “Interstage Period” with hope and 

trepidation 
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Figure 1. Grounded Theory: Caregiving for Infants with Single Ventricle Heart Disease in the 
Interstage Period during COVID-19: A Continuous Process of Compromise  
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Abstract 

Background: Caring for infants after the first stage palliative surgery for single ventricle heart 

disease (SVHD) can result in challenges beyond the usual parenting responsibilities.  Current 

studies fail to capture the nuances of caregivers’ experiences during the most critical 

“interstage” period (time between the first and second operation).  

Objective: To explore the perception of caregivers’ experiences, the impact on parents 

transitioning to a caregiver role, and the successes and challenges associated with caregiving 

during the interstage period.   

Methods:  Constructivist grounded theory methodology guided the collection and analysis of 

data from in-person or telephonic interviews with caregivers whose infants underwent first stage 

palliative surgery for SVHD and were sent at home for two to four months. Symbolic 

Interactionism informed data analyses in the development of grounded theory. 

Results: We conducted 18 interviews between November 2019 to July 2020.  Most of the 

participants were mothers (71%), Latinx (64%), with household income < $30K (42%). We 

developed a grounded theory called Developing a Sense of Self-Reliance with three categories: 

1) Owning caregiving responsibilities despite grave fears, 2) Figuring out how “to make it work” 

in the interstage period, and 3) Gaining a sense of self-reliance. 

Conclusion:  Parents transitioned to a caregiver role by developing a sense of self-reliance 

and, in the process, gained self-confidence and decision-making skills. This study responded to 

the key research priority to address the knowledge gap in interstage home monitoring for infants 

with SVHD through qualitative research design.  
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Introduction                                                                                 

Across the United States, nearly 40,000 neonates are born with congenital heart disease 

(CHD) every year (Benjamin et al., 2019). Nearly 25% of these neonates have critical CHD that 

will require cardiac surgery within the first year of life ("Center for Disease Control and 

Prevention [CDC]," 2019; Oster et al., 2013). Single ventricle heart disease (SVHD) represents 

a range of complex heart defects with either a single left or right ventricle that pumps blood into 

pulmonary and systemic circulations (Khairy et al., 2007). The incidence of SVHD is 0.8 cases 

per 1,000 live births (Benjamin et al., 2019), with hypoplastic left heart syndrome as one of the 

most common forms.  Most infants require a series of three-staged palliative surgical 

procedures in the first three years of their life (Turner & Ohye, 2019). The first surgery has the 

highest rate of mortality and morbidity. However, over the past three decades, mortality has 

dramatically decreased from 75% to 18% (Hasegawa et al., 2017), resulting in more infants 

being discharged home to await the second surgery. 

Caring for infants after first stage palliative surgery can result in challenges beyond the 

usual parenting responsibilities secondary to medicalized care at home, demanding care 

routines, the potential for social and financial constraints, and impact on family relationships 

(Rempel et al., 2013; Werner et al., 2014; Woodgate et al., 2015). Although current descriptive 

studies provide valuable information related to factors that contribute to caregivers’ adaptation 

and coping with these medically fragile infants, it failed to capture the nuances of caregivers’ 

experiences during the most critical “interstage” period (time between the first and second 

surgical procedures).  

With mortality rates reported as high as 16% during the interstage period, an innovative 

interstage home monitoring strategy was developed to improve surveillance and detect early 

clinical condition changes before acute decompensation (Ghanayem et al., 2012). This home 

monitoring strategy requires caregivers to track daily oral intake, weight, and oxygen saturation 
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levels. Caregivers are provided with a list of abnormal parameters to notify the health care team.  

Unfortunately, this places the decision-making responsibility on caregivers to make medical 

assessments that can be life-threatening, significantly impacting their level of stress and anxiety. 

Furthermore, a few studies showed improved interstage survival after implementing a home 

monitoring program (HMP) (Castellanos et al., 2016; Petit et al., 2011; Siehr et al., 2014). 

However, they did not investigate the impact on the caregiver and families, their concerns and 

reactions, or their role as parents. The lack of support and being unprepared to assume the 

parent-caregiver role is frequently cited as a contributor to caregiver burden (Golfenshtein et al., 

2017; March, 2017). A recent American Heart Association Scientific Statement on Interstage 

Home Monitoring (Rudd et al., 2020) identified the lack of qualitative studies to address the 

caregiver perceptions and support needs during this time. 

Few qualitative studies have addressed the experiences of caregivers of infants with 

SVHD, and the studies that have been conducted were in countries outside of the United 

States. Despite published qualitative research (Anderson et al., 2015; Castellanos et al., 2016; 

Ghanayem et al., 2012), there is a lack of depth and breadth of understanding of the caregivers’ 

experiences associated with an increased burden of in-home care and hospital readmission in 

the interstage period.  In some published studies ( Rempel et al., 2013), qualitative data 

collection was obtained well after the actual interstage period and had to rely upon delayed 

recall of events, emotions, and caregivers' experiences. In addition, the majority of studies had 

predominantly white participants. Thus, research with a more culturally diverse group of 

caregivers from various socioeconomic backgrounds was needed to explore a wider breadth of 

experiences related to interstage infants' care. The purpose of this study was to explore the 

perception of caregivers’ everyday experiences, the impact on parents transitioning to a 

caregiver role, and the successes and challenges associated with caregiving during the 

interstage period.   
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Methods 

Design  

The methodology of Grounded Theory (Corbin & Strauss, 2015) influenced by 

Constructivism (Charmaz, 2014) guided this qualitative study to gain an understanding of 

caregivers' experiences during the interstage period. Approval was obtained from the 

institutional review boards (hospital study site and the academic affiliation).  

Sample and Setting 

In the midst of COVID-19 pandemic from November 2019 to July 2020, caregivers who 

were over 18 years old whose infant underwent first stage surgery for SVHD and was 

discharged from the hospital two to four months prior to the interview were purposively recruited 

to participate in the study. Eligible participants were invited to participate during their follow-up 

visits in an Interstage Clinic in a large metropolitan children’s hospital in southern California.  

Data Collection and Analysis  

Participants completed the sociodemographic questionnaires after giving informed 

consent. This was followed by an in-depth audio-recorded face-to-face or telephonic interview. 

A professional transcriptionist transcribed the digitally recorded interviews verbatim conducted 

by the first author; a certified interpreter was also at interviews with Spanish-speaking 

participants. The audio files of interviews done in Spanish were translated and transcribed by a 

professional translator. In keeping with the Grounded Theory approach, transcripts were 

systematically coded after data were de-identified and checked for accuracy. We used process 

codes (gerunds) to conduct line-by-line coding focused on participants’ actions while staying 

close to the data itself (Charmaz, 2014). After the first seven interviews, we reviewed all initial 

codes for frequently appearing and most important codes. We identified 20 focused codes. 

Using  Atlas.ti, (Atlas.ti, 2019), a data management software, the data connected with the 

focused codes were identified, marked, and examined. 
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Using an Excel spreadsheet, the data connected to each focused code was 

systematically examined using the constant comparison technique. We examined nuances and 

similarities in the data. With this detailed process, we narrowed the list of 20 focused codes to 

12, which were systematically analyzed across several succeeding interviews. Through the 

continued process of challenging and refining the data, we developed four categories with 

related properties. To further enrich and clarify relationships between categories and properties, 

we conducted additional participant interviews using the Grounded Theory technique of 

theoretical sampling. At this step, we used abduction to explore interpretations with data, noting 

contradictions and inconsistencies in the data; this sharpened our theoretical insights (Charmaz, 

2014). After the 18th interview, we determined three categories with related properties that 

support our grounded theory. At every analysis level, memo writing and diagramming 

techniques were used to explore analytic hunches, develop abstract categories, and combine 

ideas related to the phenomena (caregivers’ self-reliance). Further, to enhance methodological 

rigor, the research team collaborated in each stage of coding and analysis.  

Results 

Sample Characteristics 

  The 14 caregivers (10 mothers and 4 fathers) with a mean age (28 +7.8) were 

interviewed in-person or via telephone. Some were interviewed twice (n = 4) for a total of 18 

interviews (mean = 64 minutes [range: 45 – 95]). A certified interpreter participated in the 

interviews of three Spanish-speaking participants. Many of the participants were Latinx (64%). 

Most of the sample was English-speaking (71%), attended some college or other schooling 

after high school (57%), and had a household income of less than $30,000 (42%).   Additional 

participant characteristics are available in Table I. 
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Grounded Theory: Developing a Sense of Self-Reliance 

In this study, we used participants’ quotations to explain conceptual categories drawn 

from the data analyses. We developed a Grounded Theory called Developing a Sense of Self-

Reliance through detailed analyses of participants’ interview data. The context of the caregivers’ 

trajectory towards the development of a sense of self-reliance is explained by the three 

categories: 1) Owning caregiving responsibilities despite grave fears, 2) Figuring out how “to 

make it work” in the interstage period, and 3) Gaining a sense of self-reliance (See Table II). 

Together, these categories encompass the caregiving process for our sample participants, 

which is depicted (see Figure 1) as an arrow pointing in the direction of movement. The 

caregiving experience from each category to the next reflects the caregivers' progression as 

they were adapting to their infants' care during the interstage period. A quotation best 

exemplified the context of the participants’ experiences from a 33-year-old first-time mother who 

said,  

There’s always a sense of anxiety when you have an interstage baby because you’re 

just constantly worried that his heart is going to stop, that the shunt is going to close, that 

he’s going to get sick! 

Owning caregiving responsibilities despite grave fears 

 In this study, caregivers often found themselves worried; fears of the unknown caused 

most of their worries. The properties of owning caregiving responsibilities despite grave fears 

are Relentlessly and repeatedly facing up to the challenges of caregiving and Maintaining 

perspective despite a mix of fear, worry, and anxiety.  These properties reflect the beginning 

steps of acquiring caregiving skills needed to care for their vulnerable infants.   

 Relentlessly and repeatedly facing up to the challenges of caregiving.  Most 

caregivers in the study were powering-through the demanding care activities of everyday life 
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with their infants by sheer determination. For some caregivers, owning the role meant assuming 

care responsibilities with no option of giving up. As one caregiver said, 

I just need to make it happen – my day is full in the morning, and at the beginning, when 

the baby first came home, at nighttime too. Sometimes, I feel overwhelmed – but what 

can I do? There’s no one else to do it but me. I can’t just give up on her. I am her 

mother, and it is my responsibility to take care of her. 

The caregivers’ relentless desire to keep their infants well-nourished led to a determination to 

figure out how to do things so their infant would not vomit. Most caregivers tried out strategy 

after strategy to help their infant feed successfully. As one father said, 

 For me what was going through my mind at that time was just a way to figure out he 

 wouldn’t throw up. I tried literally ten things so he wouldn’t throw up! 

For most caregivers, feeding the required volume of milk was a priority. They believed that their 

infants' hydration was the only way to avoid the grave complication of the shunt closing. As one 

mother said, 

So, I think — the way I explain it to people — it’s almost like having a newborn but on 

steroids because there’s so much other stuff to worry about. You know, I feel like the 

biggest worry for me is keeping him hydrated because I don’t want him to be dehydrated 

and have issues with the shunts. So, every three hours we’re waking him up to eat 

whether he’s sleeping or not! 

As their infants showed progress in weight gain and were able to feed without problems, 

caregivers became more comfortable caring for their infants. Even the fear-based, intrusive 

thoughts of their infant becoming re-hospitalized or dying started to recede. One of the 

caregivers said:  
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I feel calmer with him now. Before I felt frustrated and afraid that something might 

happen to him, and he couldn’t be with me. I worried about that all the time. But now 

it’s—I feel more comfortable with him. 

Nonetheless, the intense feeding schedule led to exhaustion. So, some caregivers used tools to 

keep them going. One mother explained how the use of an alarm clock triggered a series of 

steps that were mandatory in her mind, “when I hear my alarm go off, [I] gotta get up, go get her 

bottle, and feed her.” 

 Maintaining perspective despite a mix of fear, worry, and anxiety.  Each caregiver 

adopted a viewpoint that helped them accept their reality, but it came with mixed feelings.  One 

father took a present-day attitude to avoid thinking about the future; he coped using the motto 

of, “Basically, not to focus so much in the future, but to take it one day at a time.” A mother had 

a similar approach. She said, “I just deal with what I need to do and what I was told to do, day to 

day. I just don’t think much of it.  I just do it!” For some caregivers, their perspective was based 

on priorities; they put their own needs lower than their infant’s needs. As one parent said, 

“everything took a back seat” to their infant’s needs.  One mother explained that she did not like 

her situation but, “What I like now doesn’t matter!” 

 Another caregiver drew strength from her mother-in-law, whose influence provided a 

temporary respite from her fears and worries. Talking about this gave her the strength to carry 

on caring for her infant. She explained, 

When my husband's mom, my mom-in-law, came and I felt like – she has a really 

positive outlook about it, at all times. She's always super hopeful and just, "He's gonna 

be fine. He's gonna have a normal life. Don't worry." And I felt like she could worry about 

it and I could just kind of, step away for a minute, or just kind of have someone else to 

see, "Does he look extra blue to you?" You know, it kind of took the responsibility off me, 

in a way. And then, just kind of talking through – I think I was able to talk through all my 
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fears, and she was able to remind me what everyone said in the hospital, what the 

cardiologist had said, you know, "Don't worry this much!" 

By being focused on their present situation, caregivers were better able to deal with worries.  

One mother described, no matter how she tried to ignore the future and focus on the now, “it 

feels like there’s always this weight, and you can’t really – you want it to be gone, but it feels like 

it never will be!” In this way, the fear remained a constant threat to a steady perspective. For 

example, one of the caregivers, fearing her infant would not gain weight, became obsessed over 

bottle-counting, saying: 

So, I was supposed to keep doing it every day, but I kind of got more into counting the 

bottles and trying to get him to gain weight, I was so scared he wouldn’t gain. 

Thus, for parents, tending to their overall mindset was part of the work of daily 

caregiving.  

Figuring out how “to make it work” in the interstage period 

 The second category, Figuring out how “to make it work” has three properties. This 

included 1) Figuring out “my” way of doing it, 2) Making adjustments because “it is up to us to 

make it work, and 3) Learning to respond to “Red Flags.” 

 Figuring out “my” way of doing it.  Through “trial and error,” most caregivers gradually 

found themselves “getting in a routine” but having less self-judgment as they realized that there 

was “no one way of doing things.”  Through this, caregivers realized that things worked better if 

they devised their own system tailored to their own situation. For example, one mother revealed, 

“I’d rather figure it out on my own before I get help.” Getting organized with the details of what, 

how much, and when interventions had to be done for his infant was the first goal for one father. 

He said: 

Like when I got home, first thing I did — I went out and bought a whiteboard, and I hung 

it up on the wall. I wrote out, “This is what we’re supposed to give him, and this is how 
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 much, and this is the times, this is today’s weight” and basically wrote out a 

 whole system  for us. That made it a lot easier! 

Caregivers were instructed by health care personnel to check their infant’s oxygen saturation 

two to three times a day. However, most caregivers placed the pulse oximeters on their infants 

and kept them there day and night. As one mother remarked, 

I couldn’t imagine not checking him for three hours at a time or something, you know? 

So, I thought, “Okay, if he’s wearing this [pulse oximeter], at least the alarm will go off 

and wake me up. And I can look over and I don’t have to get out of bed and check him 

and, you know, turn the lights on. I can just look over and see the numbers, and that will 

kind of give me peace of mind. 

Having the pulse oximeters continuously on their infants gave some caregivers a feeling of 

assurance and provided a source of validation that all was fine. 

 Making adjustments because “it is up to us to make it work.” The participants 

reported that caring for their infants “took a lot from us, lots of stress, and sleepless nights.” 

Most caregivers said they were apprehensive that something would happen to their infants if 

they were not watching. One mother described an adjustment she made to deal with this,  

 I was so worried something will happen to him when I go take a bath. I bring him to the 

 bathroom with me so I can see him while I take a bath. I always have my eyes on him 

 because he could wake up, cry and then turn blue and then, you know. 

By bringing the baby right into the bathroom with her while she performed her self-hygiene 

tasks, this caregiver altered her typical practice and found a way to make it work “alone.”  

Most caregivers were well aware of the difficulty they faced providing complex care to their 

infants without help. Not only did they lack a helper in the home, but many could not rely on their 

family or friends because they had many obligations with their own lives and families. One 

mother’s remark exemplified this realization,  
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So, I think that the first days were harder for the family and for me. We do not have very 

much family and friends. And, our other families have their own responsibilities and 

cannot help all the time. So, really it is up to us to make it work! 

Adjustments that were required to make things function involved many aspects of life. For 

example, some caregivers decided they need to quit their job to dedicate their time to care for 

their infants at home. Others found a job that offered flexible hours, such as one father who 

said, 

 So, bringing him home, feeding was that hard for me, it’s put stress on me when I had 

 to come back to feed him from working. So, I quit my actual job to be able to be with him 

 more, so I picked up doing Lyft, driving people back and forth. 

 Learning how to respond to “Red Flags.” While the early days of caregiving brought 

dependence on the pulse oximeter, time and experience brought more confidence. Having 

tempered their fears and reduced their anxiety over time, caregivers found they could focus on 

becoming more responsive to the specific, nuanced needs of their infants with less stress. 

Eventually, caregivers learned how to respond more and more to their infant’s needs and found 

ways to be responsive that resembled what it would be like if they were still in the hospital. For 

example, from the start, caregivers found it difficult when their infants got “fussy” because they 

did not know how to calm them down so their infant would not “turn blue.” However, in time, 

caregivers learned to assess their infants’ condition and discern a true desaturation, a real red 

flag, versus an episode of fussiness that was not dangerous. One mother shared her 

experience, saying: 

 Well, her oxygen saturations had to be from 70 to 80, and that night I noticed that her 

 oxygen levels were in the 60s, and she got a little agitated, and she dropped down to 49. 

 So that’s like a red flag already, like the fact that she’s staying in the 60s and then when 

 she went down to 49, I was like, “Okay, I gotta call the hospital.” 
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Her confidence gave her the ability to interpret the signs without panic.  Another mother used 

techniques, and when they did not work, she used her best judgment to decide what to do: 

 She started screaming and I couldn’t calm her down, and so I got nervous because 

 she was turning deep red and I couldn’t calm her down, which usually I could, and her 

 pulse ox wasn’t coming up. So, I waited a few minutes, and then I said, “I’m going to the 

 hospital.” I was – I got in the car with her and we were on our way here, but she calmed 

 down on the way, so I turned around went back home. 

The key difference for this caregiver was the ability to examine the red flag, interpret it, act, and 

continue to act without as much fear or doubt, even when it meant changing course was the 

right thing to do. 

Gaining a sense of self-reliance  

 Eventually, caregivers accepted the realization that their infant was totally dependent on 

them for 24-hour care. They started to become comfortable being the provider of complex in-

home care, which led to a beginning sense of self-reliance. This category has three properties: 

1) No longer finding caregiving to be “nerve-wracking,” 2) Using external validation to build self-

reliance, and 3) Drawing on knowledge and experience to make decisions. 

  No longer finding caregiving to be “nerve-wracking.” For most, being with their 

infants non-stop throughout the interstage period helped them transition from feeling highly 

anxious to being more at ease in the caregiver role. As one single father said: 

  I think just having her, over time, it’s, like, made me get more comfortable around her – 

 and it’s just me, so the sooner I get used to it, the better. 

One mother overcame the tense difficulty of feeding her infant through a feeding tube by 

keeping at it, claiming practice made it easier. She said, 

I had to feed her every 3 hours through her tube, so it was daily and constant, but as I 

do it, I was learning more. And then I noticed he gets more comfortable and it didn’t look 
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like he’s hurting anymore. So, I felt better. When I started to get used to doing it, it didn’t 

feel so bad anymore. 

As already noted, many parents relied on the pulse oximeter but, the sound of the alarm was 

jolting, especially if it woke a caregiver from sleep. One mother reported abruptly waking up with 

doubts and questions that played on her nerves. She described it by saying, “How long has it 

[been]beeping? Did I sleep through it?  It was nerve-wracking!” While the pulse oximeter was 

helpful at first, caregivers eventually realized that their infants could sleep through the night 

without it and do fine. As one mother said: 

 But now I don’t leave it on [pulse oximeter] all night just because I know she’s - not that 

 she’s perfect - but I know that she’s better. It was in the beginning when I  didn’t know, 

 and I was by myself. So, it’s not like I had nurses checking on her every few hours. So, it 

 made me feel better to have the machine; that way if her numbers fell, it would beep and 

 alert me. 

As their infants showed progress in weight gain and were able to feed and sleep without 

problems, caregivers became more confident in their ability to care for their infants. Even the 

fear-based, intrusive thoughts of their infant becoming re-hospitalized or dying receded. One of 

the caregivers said: 

I feel calmer with him now. Before I felt frustrated and afraid that something might 

happen to him, and he couldn’t be with me. I worried about that all the time. But now 

it’s—I feel more comfortable with him. 

 Using external validation to build self-reliance. Gradually over time and with 

steadfast focus, caregivers adapted to caring for their medically complex infants. Despite gains 

in confidence, many caregivers still sought validation for how they handled their infants' care. As 

one of the mothers said: 
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 And they told me, specifically, that I was doing a good job. And I really felt a lot better 

 since then, I think I just needed someone to tell me that I was doing the right things for 

 him, and he was growing and, you know, gaining weight and stuff. And that’s all 

 reassuring, but it was really helpful to hear that they were super happy with him and they 

 were super happy with what I was doing! 

This kind of affirmation supported a growing sense that they could trust themselves, a sense of 

self-reliance. When bringing their infants to the interstage clinic for follow-up care, caregivers 

highly valued hearing that their infants were progressing well. Not only was it great news about 

their infant, but it validated their caregiving skills.  

 But I gradually understood. With the care I gave him and going to the appointments I feel 

 better, because everything is going well. He hasn’t had any complications! 

One of the mothers found herself with a stronger sense of her own ability when she received 

affirmation in her role as a caregiver from nurses who commended her for a job well-done. She 

explained how complimented she was, saying: 

Because like literally all the nurses here were saying, “You should be a nurse. You 

should be a nurse.” I don’t like needles, so I don’t see myself doing that. 

Another mother compared herself to nurses, the health professionals whom she saw as being 

the most competent in complex infant care, as a way to show how confident she felt:  

I felt like a nurse. I felt like a nurse - because I was already on it, like I already knew I 

had to give him a bath. I had to put his pulse ox on; I had to check if he’s gaining weight. 

I knew exactly what to do as if he was in the hospital. So, it was just little stuff like that 

that made me feel like all right, I know how I’m gonna take care of him just like his 

nurses in the hospital! 

 Drawing on knowledge and experience to make decisions. Caregivers described 

how they used knowledge and how it augmented their sense of competence in responding to 
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their infants' needs, which further moved them towards developing self-reliance. As one mother 

explained, 

 I haven’t called 911. I almost did it, when I could not calm her down. She was screaming 

 and turning deep red and I was worried she will not get enough oxygen Um, but now that 

 I’m learning her, I’m understanding a little bit more that, she’s gonna cry sometimes.    

 I always check her number – her sats, but when she’s upset like that, her numbers don’t 

 look good anyway, so it doesn’t really help. 

Some caregivers developed the ability to rely on their assessments to guide them on the next 

actions before calling their healthcare providers. In one situation, when an infant was showing 

oxygen desaturation at home, the mother called her spouse to return home because she was 

worried about their infant’s oxygen saturation. The infant’s father showed troubleshooting skills 

almost similar to what a nurse would do, saying: 

 I had to come home ’cause she freaked out. It was 62 and he stayed at 62. I got home 

 and held his foot because his foot was cold. If his foot’s cold, it’s gonna give a low pulse 

 ox reading. It’s gonna give a low oxygen reading. So, I warmed his foot up, and then she 

 came in, and she’s like “Why is he 84 with you?” I’m like “Because his foot was cold. You 

 can’t check his oxygen if his foot’s cold.” 

Another mother explained how she decided when it was time to call the nurse for advice: 

 I did notice that, her tongue looked a little more pale, like on the purple side. Not like a 

 regular pink, looks pretty dusky. So even though I was already gonna check her oxygen 

 levels, I was gonna leave her on it for at least an hour just to see — make sure that her 

 tongue color wasn’t just the color like that. And then that’s when I noticed that it was 

 pretty  low too, so you know, that’s how it went about before I called the nurse in the 

 clinic. 
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Caregivers reported how they weighed and compared problems against each other when 

making their infants' assessments and what to do. As one of the fathers said,  

His saturations. That’s the biggest thing is his saturations because if he’s missing a little 

bit of feed, that can be made up the next day. If his saturations dip too low and he de-

sats and he’s not getting enough oxygen, that’s gonna be a big problem because that’s 

life threatening. 

Discussion 

Our findings highlight the caregiver responsibilities for infants with SVHD during the 

interstage period that far exceed that of infants without heart disease. Since these infants 

require complex care at home, there is a critical need to delve into the caregivers' experience to 

identify commonalities in their daily coping with caregiving tasks, stress, fear, and uncertainty. 

Our grounded theory, Developing a Sense of Self-Reliance, offers a roadmap grounded in the 

participants' data and highlights milestones caregivers reach as they develop a sense of self-

reliance despite fears and worries. Each milestone signals the caregivers' readiness to adapt 

selflessly and the willingness to sacrifice their own needs to care for their infants.  

The vital role of parent-caregivers during the interstage period is attributed to the Single 

Ventricle Home Monitoring program's success and improved survival outcomes (Anderson et 

al., 2015; Rudd et al., 2014).  In this study, caregivers achieved this vital role by holding 

themselves accountable for assessing oxygenation and their infants' status previously done in a 

hospital setting by trained clinicians. Caregivers were relentless as they face care challenges, 

which led them to master caregiving skills and maintain perspective despite a mix of fear, worry, 

and anxiety. This is consistent with other findings (Franich-Ray et al., 2013; Hearps, McCarthy, 

Muscara, Burke, et al., 2014) that suggest home caregivers' can adapt to the acute stress of 

home care demands after their infants' cardiac surgery.  Although the level of stress and anxiety 

reported by the caregivers in this study were low compared to previous studies (Franich-Ray et 
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al., 2013; Golfenshtein et al., 2017; Stoffel et al., 2017; Werner et al., 2014)  it is possible that 

they had already acquired the technical aspects of care and learned to rely on their own 

resources by the time of the interview. Additionally, many of the caregivers in our sample were 

focused on their present situation, which may have made them better able to deal with their 

fears, worries, and uncertain future. 

Our participants overcame their daily struggles by actively engaging in strategies to 

figure out how "to make it work" to help them continue providing medically complex care to their 

infants at home. Our theory suggests that caregivers needed to acquire skills and apply coping 

strategies in order to develop a sense of self-reliance. Some of our participants were partnered, 

and others were single parents; they all realized that it was up to them to make things work, so 

they had to adjust to a new lifestyle. This seemed to have contributed to their quest to develop 

self-reliance. Their infants' vulnerable status plus the Covid-19 pandemic forced participants to 

limit social contact with family and friends to protect their infants from being exposed to anyone 

with a viral or bacterial illness.  It was extra challenging for caregivers to provide intensive care 

to their infants without family and friends' usual support. Hence, the caregivers in this study 

seemed to rely more extensively on their own resources. Our findings highlight that healthcare 

professionals need to be aware of the need for caregiver support during a pandemic or when 

limited family support is identified. Further, healthcare providers should be cognizant of these 

additional stressors during follow-up clinic visits. 

Being cognizant of the risk of interstage mortality, caregivers seemed to rely heavily on 

objective data, specifically the pulse oximetry saturation, to cope with their feelings of fear and 

uncertainty. The alarm from the pulse oximeter served as a warning device to alert them that 

their infant was in trouble. The alarm was a source of assurance for most of the caregivers. 

However, over time, the need to continuously monitor pulse oximetry on their infants receded as 

they gained confidence and felt assured that their infants were doing well. Some caregivers 
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demonstrated an impressive ability to identify red flags, recognize the significance of low pulse 

oximeter readings, and take proper actions to confirm that the readings were consistent with the 

infants' condition. In some situations, caregivers exercised judgment akin to what a nurse would 

do in a similar situation.   

In this study, caregivers emerged from overcoming challenges in care with a sense of 

self-confidence in their caregiving and decision-making skills. Our theory suggests that self-

reliance was strengthened during each developmental phase. In owning responsibilities, 

caregivers honed their skills; when caregivers figured things out, their decision-making skills 

were strengthened; when caregivers no longer felt caregiving was nerve-wracking, they began 

to have a sense of self-reliance. The sense of self-reliance was strengthened when caregivers 

received affirmation for a job well done.    

To our knowledge, this is the first study that identified self-reliance as a theoretical 

framework in understanding the experience of interstage caregivers as they coped with the 

burden of care with a limited support system. While existing studies (Johansson, Aarts, & Darj, 

2010; McNamara, Cutler, Lundsberg, Kennedy, & Gariepy, 2018) on self-reliance among 

parents of infants focused on pregnant women or moms of healthy newborns, the data from our 

study showed that caregivers of infants with single ventricle heart disease gained a sense of 

self-reliance on their path from the first to the second of their infants' surgery. Furthermore, the 

recent AHA Scientific Statement by Rudd et al. (2020) identified qualitative research as a key 

research priority for addressing the knowledge gap in interstage home monitoring for infants 

with SVHD. This study responds to this gap to address the needs of caregivers and family of 

interstage caregivers’ experience. 

Study Limitations 

Investigator bias may have impacted one of the author’s perceptions of participants due 

to previous indirect contact as part of clinical responsibilities/practice. As a team, the 
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investigators remained aware of this potential bias during data analysis and review of findings. 

We used the technique of memo-writing to identify and reduce bias. Notable strengths of this 

study include the ethnically diverse sample and the inclusion of fathers as primary caregivers. A 

grounded theory approach's methodological strength allowed for the inductive and abductive 

generation of theory from data. 

Conclusions 

 Developing a sense of self-reliance outlines the process of caregivers owning caregiving 

responsibility with grave fear during the interstage period, figuring out how "to make it work," 

and gaining a sense of self-reliance. The caregivers may use this roadmap to chart their journey 

in concrete and practical ways to support them during the overwhelming interstage period. With 

interstage home monitoring being the standard of care at most pediatric cardiac centers, future 

studies should focus on interventions to support caregivers in the home at each pivot point 

along the path towards self-reliance. Caregivers’ development of the mindset of self-reliance is 

strengthened by knowledge, use of practical skills, and experience with navigating available 

resources.  
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Table I.  Demographic and Socioeconomic of Interstage Caregivers (n=14) 

Characteristics Mean ± SD 
or n (%) 

Age (range 19-44 years) 28 ±7.8 

Parent / Caregiver 
   Father 
   Mother 

 
  4 (28.6) 
10 (71.4) 

Race/Ethnicity 
   African American 
   Caucasian/White European 
   Latinx 

 
2 (14.3) 
3 (21.4) 
9 (64.3) 

Highest Level of Education  
   Partial or College/University 
   High School 
   Junior High School 

 
8 (57.2) 
4 (28.6) 
2 (14.3) 

Primary Language 
   English 
   Spanish 

 
10 (71.4) 
  4 (28.6) 

Marital Status (Not Married) 11 (78.6) 
Partner Relationship 
   Single - living with a partner 
   Single - living without a partner 
   Not applicable 

 
8 (57.1) 
4 (28.6) 
2 (14.3) 

Health Insurance 
  Public  
  Private 

 
9 (64.3) 
5 (35.7) 

Household Income 
   Under 30K 
   31K – 50K 
   81K – 100K 
   Over 100K 

Decline / Not sure 

 
6 (42.8) 
3 (21.4) 
1 (7.1) 
2 (14.3) 
2 (14.2) 
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Table II. Grounded Theory: Developing a Sense of Self-Reliance in the Interstage Period  
     Categories and Properties 

 

 
Categories 

 

 
Properties 

 
Owning caregiving responsibilities 
despite grave fears 

 

• Relentlessly and repeatedly facing up to the 
challenges of caregiving 

• Maintaining perspective despite a mix of fear, worry, 
and anxiety 
 

 
Figuring out how “to make it work” 
in the interstage period 

 

• Figuring out “my” way of doing it 

• Making adjustments because “it is up to us to make it 
work” 

• Learning how to respond to “Red Flags” 
 

 
Gaining a sense of self-reliance  

 

• No longer finding caregiving to be “nerve-wracking 

• Using external validation to build self-reliance 

• Drawing on knowledge and experience to make 
decisions 
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Figure 1. Grounded Theory: Developing a Sense of Self-Reliance in the Interstage Period 
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Summary of the Dissertation 

The overall purpose of this research was to describe the parents’ experiences as 

caregivers of infants during the interstage period with a focus on identifying factors and 

challenges impacting their daily lives. Caregiving is a uniquely individual experience, as shown 

in our study. Participants assumed responsibilities of caring for their infants and, in the process, 

learned to cope and adapt to their role. The caregivers in the sample for the second and third 

manuscripts had limited resources and additional lifestyle restrictions to deal with due to the 

COVID-19 global pandemic. Nonetheless, through the experience, they developed a sense of 

self-reliance. The trajectory of the caregiving experience extended the caregivers’ exposure to 

stress and uncertainty. This study responds to a gap in our understanding of how parents of 

interstage infants adapt to their role as primary caregivers at home; our newly found insight will 

contribute to future interventions for in-home supportive programs. 

The first manuscript was a pilot study that highlighted the mothers’ experiences and 

described the caregiving category of having “to be the one.” It specifically focused on how 

parents had to be the one to provide medicalized care at home to their infants with complex 

CHD after cardiac surgery. We learned that the caregivers in our pilot sample felt not only 

responsible for their infants’ care but also very alone after coming home from hospital 

readmission. The aloneness further intensified their feelings that they were the only ones who 

could care for their infants at home. Results of this pilot identified the need to focus on the 

interstage population, the role of fathers as primary caregivers, and ethnically diverse 

participants in future research; thus, gaining a clear conceptualization of the focus topic for the 

main study (manuscript two and three).  

The second manuscript described the grounded theory, A Continuous Process of 

Compromise. We gained an understanding of the continuous compromises made and sacrifices 

endured by the caregivers in our sample for the sake of their infants’ healthcare needs. We 
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learned that the process of compromise was dynamic. The caregivers continuously responded 

to ongoing threats in their everyday lives. These caregivers had hoped to rely on extended 

family, friends, and occasionally, a hired caretaker to provide relief or respite time. However, the 

pandemic removed these options due to stay-at-home orders and a call for social distancing. 

Caregivers learned to adapt to the restrictions brought upon by home confinement, and in the 

process, developed ways to get through this difficult time. Remarkably, social distancing 

difficulties appeared less challenging to the caregivers in our sample when COVID-19 imposed 

similar home restrictions across the country for all people in all settings. While participants 

worked to accept their current situation, they were simultaneously engaged in grappling with 

what was to come: the second staged surgery. Our findings deepened our understanding of 

caregivers’ experiences during the interstage period related to the psychosocial impact, lifestyle 

changes, and the need for additional support they perceived. 

In the third manuscript, we presented the second grounded theory called, Developing a 

Sense of Self-Reliance. Caregivers were relentless as they face care challenges, which led 

them to master caregiving skills and maintain perspective despite a mix of fear, worry, and 

anxiety. We learned that caregivers went through a process with steps that led them to 

overcome their daily struggles and actively engage in strategies to figure out how “to make it 

work” and develop a sense of self-reliance. Our theory might serve as a future roadmap to help 

develop interventions that help caregivers gain a sense of the challenges ahead. It may help 

them to chart their journey in practical ways that will support the overwhelming interstage 

period.  Our grounded theory, Developing a Sense of Self-Reliance, is particularly critical 

because caregivers in our sample did gain a sense of self-reliance on their path from the first to 

the second of their infants’ surgery during the interstage period. This may give hope to parents 

facing this uncertain and difficult stage. 
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Together the findings from these three manuscripts showed that caregivers had no 

choice in their situation and could not get away from having “to be the One” to take care of their 

infant at home. While trying to accept their role, caregivers found themselves in a “Continuous 

Process of Compromise” as they sought to overcome daily adversities related to caring for their 

infants in a restrictive home environment made even more restrictive due to the global 

pandemic. Finally, caregivers in our sample emerged from the interstage period with confidence 

in their caregiving and decision-making skills that ultimately led them to “Develop a Sense of 

Self-Reliance.” 

Implications for Clinical Practice 

 During the interstage period, caring for infants imposed a psychosocial, emotional, and 

physical burden to home caregivers. From a professional nursing perspective, parents who are 

transitioning to a home caregiver’s role needs targeted interventions to enhance the early 

acquisition of home caregiving skills, promote resiliency, and support the path to self-reliance.  

Therefore, a crucial place to start is for health care providers to assess as part of the infants’ 

visit to the interstage clinic potential caregiver burden, burnout, and distress; noted and 

addressed sensitively and astutely.  The knowledge of how caregivers cope at home will be 

helpful to facilitate the development of targeted interventions. For instance, the need for home 

nurse and well-being visits via telehealth can be tailored with input from this study. Since 

caregivers in our sample expressed extreme burden from intense caregiving tasks, particularly 

the first two to three weeks of being home from the hospital, intentionally scheduling home 

nurse visits during this time should be a part of discharge planning. 

 Theoretical Implications. Caregiving is a complex phenomenon that affects lifestyle; 

many factors play an essential role in the caregiving experience. Therefore, a theoretical 

framework, clear and comprehensive, is needed to represent various elements within the 

caregiving phenomenon that would otherwise be missed. The first grounded theory we 
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developed from the participants’ data (manuscript two), a “Continuous Process of Compromise,” 

may be used as a model to understand the cognitive and behavioral influences in establishing 

social resilience in caregivers throughout all stages of surgical palliation, especially in a world 

that is forever changed due to the COVID-19 pandemic experience. Our second grounded 

theory (manuscript three), “Developing a Sense of Self-Reliance,” provided a theoretical 

description of caregiving compatible with stress and coping paradigm. This grounded theory 

may be useful for the development of future interventions. It may serve as a roadmap for 

providers or caregivers during the interstage period offering insight and support at each pivot 

point along the path towards self-reliance. 

 Social Implications. In our sample, caregivers were vulnerable to a range of negative 

financial, physical, and psychosocial issues due to caregiving tasks and other stressors related 

to the uncertainty of their infants’ illness. Many caregivers in our sample felt that their daily 

activities were centered around caring for their infants, ongoing and consistent 24 hours a day, 

and the diminished social and emotional support intensified because of the imposed COVID-19 

social restrictions. However, relatively little attention has been paid to parents as caregivers to 

their infants with complex medicalized in-home care. While routine interactions between 

caregivers and providers that are focused on integrated care is the cornerstone of quality 

comprehensive care, the well-being assessment of family caregivers is currently not considered 

a standard of care. Therefore, providing social and emotional support for caregivers is a key 

target intervention to reduce caregiver burden. Health care providers should assess the level of 

burden related to caregiving tasks, stress, and resources available to caregivers and provide 

information that helps them deal with the many difficult situations and challenges inherent in 

caring for infants with complex in-home care needs. Research and clinical guidelines for in-

home supportive care of interstage patients are needed to address this concern adequately.   
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 Health Policy Implications.  Parents become an essential home caregiver for their 

infants during the interstage period. Our study findings may help integrate parents as caregivers 

into formal healthcare systems during the interstage period.  Utilizing ICD-10 codes for tracking 

health care statistics/disease burden, quality outcomes, mortality statistics, and billing (CDC, 

2020) could be tailored so that data specific to the parent-caregiver burden is collected; this may 

help health care providers acknowledge interstage caregivers as an essential component of 

their infants’ care. This may also pave the way in providing individualized supportive care, 

including respite and supplemental services such as household help during the interstage. It 

could create an opportunity for advanced practice nurses to be directly reimbursed for 

developing care plans and supportive interventions to reduce caregiver burden. Healthcare 

providers need to advocate for the caregivers by reminding them of their rights under the Family 

and Medical Leave Act and Family Caregiver Support Programs and respite resources, 

especially for single parents. Lastly, the health care system needs financial incentives for 

providing in-home care. 

Directions for Future Research 

The “interstage period” is associated with a high-risk for mortality and morbidity in infants 

with SVHD.  Since 2003 these infants are surviving the interstage period, in part, due to home 

monitoring programs (Ghanayem et al., 2003). These programs require caregivers to provide 

medicalized home care and monitor anthropometric parameters (e.g., weight, oxygen 

saturation) in addition to meeting routine newborn needs. This can be a highly stressful time for 

most caregivers, as evidenced by our study (Chapter 4, 5, 6).   

The concept of the interstage medical home described in the recent American Heart 

Association scientific statement (Rudd et al., 2020) emphasized the need for caregivers to have 

support to transition to their role as home caregivers. Healthcare providers’ use of mobile and 

remote monitoring technologies can offer much-needed caregiver support, especially during the 
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first two to three weeks after discharge from the hospital; this is a period that most caregivers in 

our study found highly stressful and burdensome. Future studies are needed to assess cognitive 

and behavioral influences in establishing social resilience in caregivers throughout all stages of 

surgical palliation and current empiric practices for preventing sick exposures, which can help 

minimize the effect of social isolation on caregivers and their families.  

Further research is needed to ascertain caregiving’s impact on caregiver health and 

ways of providing social support, e.g., support groups, online resources, and individual 

counseling. Quantitative studies using standardized health status inventory and immune and 

neuroendocrine markers would be optimal to determine the relationship between caregiver 

burden and health.  Longitudinal research is needed to determine caregiving’s causal effects on 

caregiver burden and health in diverse populations. Nurses are well-positioned to lead efforts in 

reducing caregiver burden during the interstage period and serve as the best advocate to 

minimize the impact on the caregivers’ health and well-being. 
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