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Abstract  

Experience of Parents Caring for a Child with an Acquired Disability 

 

Brad Phillips  

 

Background: Parents caring for a child with an acquired disability often report a negative 

impact on physical, psychological, emotional, and spiritual health associated with caregiver 

burden related to their child’s complex health needs. This is further complicated by additional 

challenges related to the loss of a previously healthy child. Traditional patterns of loss follow 

linear, time-bound stages that have been observed to be unrelated to the experiences of these 

specific parents and their families. Therefore, the concept transforming loss has been developed 

to better understand how these parents navigate loss and find meaning in spite of their suffering.  

 

Purpose: The purpose of this study was to (1) gather empirical evidence about the concept of 

transforming loss, and (2) use the evidence to offer guidance for nursing practice on how to 

assist families who are navigating these significant life experiences. The research question was, 

“How do parents describe living through the experience of caring for a child with an acquired 

disability?” 

 

Method: The study used qualitative directed content analysis guided by the core qualities of 

transforming loss: unveiling, light, and darkness. Eight participants were recruited from online 

support groups, where tape-recorded, semi-structured interviews were used to gather their 

stories. The stories were transcribed verbatim, reconstructed, and confirmed via member check. 

Data analysis included various stages using specific descriptors, condensed meaning units, 

subthemes, and themes.  

 

Results: Eight themes were derived from predetermined categories within the concept. 

Unveiling, or the active process of freely choosing meaning is being strong and overcoming 

challenges to care, creating a life space of connecting with others and giving grace, and viewing 

goodness and joy in watching ongoing progress. Darkness, or the suffering associated with loss 

is knowing and not knowing the terrifying consequences of loss, unrelenting vigilance and being 

on the edge that weighs on family wellbeing, and the unending worry about life-long care. Light, 

or finding purpose and meaning is envisioning possibilities and hope for the future and valuing 

relationships within the family to foster a caring way of being.  

 

Conclusions: Findings from the study were congruent with previous literature on caregiving, 

loss, and meaning, coherent with the theoretical and conceptual frameworks, and grounded in the 

discipline of nursing. Implications for future research, practice, and policy include supportive 

measures to assist parents in the transformation of their loss, and additional studies are needed to 

further explore the concept transforming loss for its use in other settings and populations.  
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 This work is dedicated to all the children with special healthcare needs and their parents 

who fearlessly care for them each day. I hope the findings from this study help them feel a sense 

of community and gives them the strength and encouragement to move forward.   
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Chapter 1: Introduction 

 Children with disabilities and their families represent one of the largest marginalized 

populations in society (UNICEF, 2020). It is estimated that over three million children (6.2%) in 

the United States (US) suffer from a disability (United States Census Bureau, 2018). Twenty-five 

percent of all disabilities are acquired from an illness or injury (World Health Organization 

[WHO] (2020). An acquired disability is a permanent physical or mental deficit not present at 

birth that resulted from an unexpected illness or injury (Centers for Disease Control and 

Prevention [CDC], 2020). Children with acquired disabilities often require long-term 

rehabilitation, increased caregiving demands (Arora et al., 2020; Bhopti et al., 2020; Manjumdar 

et al., 2020) and costly complex medical care (Hirschi et al., 2019; Houtrow et al., 2020). Due to 

the scarcity and affordability of supportive home health and specialty care resources, parents are 

often tasked with assuming the role of primary caregiver in the home (AARP, 2020).  

Statement of Problem  

 Parents assuming the role of primary caregiver to a child with an acquired disability have 

been shown to experience damaging effects on physical, emotional, psychological, and spiritual 

health (AARP, 2020). Parents report having to do whatever it takes to maintain the health of their 

child, even if that means sacrificing their own self (Batchelor & Duke, 2019; Courtney et al., 

2017; Currie & Szabo, 2019; Lauder et al., 2019). This is accompanied by a process of 

complicated grief related to the loss of their healthy or ideal child (Kirk et al., 2015; Fernández-

Alcántara et al., 2015). Traditional nursing practice with parents experiencing loss follows a 

chronological, linear-staged pattern toward acceptance (Freitag-Koontz, 1988; Kirk et al., 2014; 

Kubler-Ross, 1997). This current practice has been observed to be limited, as it does not 

represent the complex process of loss that is present in the care of these pediatric patients and 
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their families. Parents experiencing loss have been observed in practice to actively work to 

transform their loss into a different perspective that can be a more enlightened view of their 

situation. This experience of loss has the potential to be transformed into meaning and purpose as 

parents discover new perspectives related to their child. 

Background  

 Parents serving as primary caregivers in the home report excessive care burden, impaired 

family functioning, loss of routine, and decreased quality of life (Al-Yateem et al., 2017; 

Manjumdar et al., 2020). Caring for a child with complex medical needs is accompanied by 

heightened levels of uncertainty (Al-Yateem et al., 2017; Ma & Mak, 2016) and various degrees 

of hopelessness (Konukbay & Arslan, 2015). It is common for parents to experience social 

isolation (Li et al., 2019), strained relationships, and decreased perceived support from family, 

friends, and communities (Burton et al., 2017, Mugoya et al., 2020). In addition, they often 

experience stigma as they attempt to navigate the healthcare system and perceive it to be 

burdensome (Li et al., 2019; Ma & Mak, 2016).  

 In time, parents begin to adapt to their new role and learn how to balance their 

responsibilities (Cantwell-Bartl, 2018; Fernandez-Alcantara et al., 2015; Young et al., 2019). 

This pattern of dealing with loss is commonly described throughout the literature. Perhaps the 

most well-known pattern constitutes five stages of grief that begins with denial and ends with 

acceptance (Kubler-Ross, 1997). This pattern is widely referenced in education, practice, and 

research and used in innumerable contexts of nursing. However, it has been discovered through 

nursing practice that these patterns of loss may be more complex than just moving to a stage of 

acceptance (Phillips, 2020).  
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 The concept of transforming loss was first observed in practice with parents who were 

caring for a critically ill child that had experienced an acute unexpected illness. It was observed 

that parents played an active role in the transformation of their loss and made conscious 

decisions as to how they perceived their suffering. Oftentimes parents decided to celebrate their 

child’s life and ruminate on positive thoughts in the middle of a traumatic experience. These 

practice experiences were foundational for the development of the concept transforming loss 

(Phillips, 2020). The development of transforming loss used an evidence-based, 10-stage process 

that included a theoretical framework, literature support, empirical evidence from an interview 

with a family living the experience, and implications for future research (Liehr & Smith, 2018a). 

The conceptual definition of transforming loss is “unveiling light in the midst of darkness.” 

(Phillips, 2020, p. 2). The concept describes the process of discovering new perspectives, 

purpose, and meaning for parents experiencing loss with their child. 

 Parents who experience the trauma of loss may eventually transform that loss into 

personal growth, purpose, and meaning as they learn to navigate their new normal (Collins et al., 

2016). This transformation is an active process where parents begin to direct their own path and 

create an individualized future for themselves and their family. It is not a passive journey that 

ends in acceptance, but an active discovery of purpose and meaning. Parents can develop a 

positive outlook on their situation, settle into a community of support, and undergo a sense of 

renewed purpose and meaning.   

Disciplinary Perspective  

 The findings from this study may contribute to the discipline of nursing by revealing a 

transformative process of health, healing, and wellbeing related to the loss of a child (Smith, 

2019). The area of inquiry congruent with this research interest is the health-related lived 
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experience of families. During this transformative process, families actively discover new 

perspectives within their health-related lived experience, grounding this study within the 

discipline of nursing. It is expected that this study on health-related lived experiences will 

provide a deeper understanding of the unitary phenomenon of health, healing, and wellbeing.   

Purpose  

 The concept of transforming loss describes how parents find meaning in relation to a 

child experiencing an acquired disability (Phillips, 2020). The purpose of this study was twofold: 

(1) gather empirical evidence about the concept of transforming loss and (2) use the evidence to 

offer guidance for nursing practice on how to assist families who are navigating these significant 

life experiences. Evidence gathered from parents who have experienced loss associated with a 

child with an acquired disability is expected to contribute to the discipline of nursing by 

exploring health, healing, and wellbeing for these parents and families (Smith, 2019).  

Research Question  

 This study gathered empirical evidence on the concept of transforming loss and will use 

this evidence to guide practice approaches with parents who have a child with an acquired 

disability. The research question that guided this qualitative study is, “How do parents describe 

living through the experience of caring for a child with an acquired disability?” 

Theoretical Framework  

 The middle range Theory of Meaning is based on the premise that “meaning is a journey 

toward life purpose with the freedom to choose one’s path in spite of inevitable suffering” 

(Ritchie et al., 2018, p. 89). The Theory of Meaning is originally derived from the works of 

Viktor Frankl in the 1970s and his development of logotherapy. The premise of logotherapy is 

using processes of courage and decision making to find meaning despite unavoidable, negative 
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circumstances. His work was later revised by Patricia Starck in 1985 where it was applied to 

nursing practice with individuals suffering from spinal cord injuries. Concepts from the theory 

continue to be used in nursing research and practice in various contexts and environments 

(Ritchie et al., 2018).  

  The theory has four assumptions that serve as underpinnings for this study: (1) a 

person’s search for meaning is the elementary purpose for life, and each person has a unique 

ability to find individual meaning without assistance from others, (2) a person has freedom to 

realize meaning of life and reason for existence, (3), a person can find meaning in life despite 

inevitable suffering or in situations that cannot be changed, and (4) a person’s life has meaning at 

all times, in every situation (Ritchie et al., 2018). These assumptions are congruent with the 

purpose of this study which is to gather stories of parents who have experienced loss and 

understand their transformative experience through grief and suffering.  

 The three organizing concepts within the Theory of Meaning guided the purpose and 

research question of the study. These three concepts are: life purpose, freedom to choose, and 

human suffering (Ritchie et al., 2018). Life purpose is the central concept to the theory and is a 

person’s reason for existence. Purpose can be found through individual works, meaningful 

experiences, or attitudes toward a given situation. Purpose can also be lost or threatened from a 

situation that strips away a person’s meaning, such as experiencing a loss with a child. Second, 

freedom to choose is the process of having control over options. It is the ability to choose an 

attitude despite the situation. Based on the assumptions, meaning can be found at any time, in 

any circumstance. Decisions and behaviors are choices of the person experiencing the situation. 

Finally, human suffering is described as a “subjective, all-consuming human experience” 

(Ritchie et al., 2018, p. 89). Suffering is part of the human health experience. Although meaning 
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cannot be found within human suffering, it can be found despite it. Meaning comes from the 

person’s attitude and stance that is chosen when experiencing human suffering.  

 The concepts of the theory correspond with the concept of transforming loss and align 

with the overarching purpose of the study. “Transforming loss is unveiling light in the midst of 

darkness (Phillips, 2020, p. 2). The core concepts of transforming loss are congruent with the 

concepts of the Theory of Meaning. Parents transforming the loss of a previously healthy child 

are choosing to find purpose and meaning in an unchanging, unprecedented experience. 

Unveiling light in the midst of darkness describes the action of choosing meaning despite 

suffering (Phillips, 2020). Discovering renewed meaning and undergoing personal growth can be 

a transformative experience of health, healing, and wellbeing.  

Significance  

 This study on the health-related lived experience of parents caring for a child with an 

acquired disability contributes to an understanding of the transformative process of health, 

healing, and wellbeing. Inquiry to gather a deeper understanding of this phenomenon may reveal 

significant contributions to nursing practice and policy. Providing empirical evidence to the 

concept of transforming loss may offer guidance for nurses working with these families. 

Furthermore, the findings from this study may impact organizational policies directing 

supportive services for families living this experience. Evidence supporting the transformative 

experience of loss may contribute to practice and interdisciplinary team family-centered care.  

Summary  

 Knowledge on parents and families experiencing loss is underdeveloped. This study was 

based on the unitary phenomenon of health, healing, and well-being, as related to transforming 

loss for families with a child with an acquired disability, providing guidance for the study’s 
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purpose. The purpose of this study was to gather empirical evidence to contribute to further 

development of the concept of transforming loss. The research question is, “How do parents 

describe living through the experience of caring for a child with an acquired disability?” 

Findings from this study have the potential to provide an enhanced understanding of health, 

healing, and wellbeing while offering implications for future nursing research, practice, and 

policy. Chapter two will provide a review of the literature regarding the conceptual, 

methodological, and empirical evidence surrounding the purpose of this study.  
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Chapter 2: Review of Literature  

 Parents caring for a child with an acquired disability face an array of physical, 

psychological, and spiritual challenges. Navigating the loss of a previously healthy child is 

complex. In contemporary nursing practice, caring for parents experiencing loss commonly 

follows traditional linear staged models of loss. However, it has been observed in parents of 

children with acquired disabilities that these traditional models are limiting. Evidence suggests 

that parents have been shown to transcend this experience of loss and develop renewed meaning 

and purpose in spite of their suffering (Phillips, 2020). 

 This literature review was guided by the Theory of Meaning, the concept of transforming 

loss, and the research question, “How do parents describe living through the experience of caring 

for a child with an acquired disability?” The literature review is divided into three sections: 

caregiving, loss, and meaning. This review aimed to describe the evidence surrounding the 

research question by examining what it is like to care for a child with an acquired disability 

while searching for meaning in spite of loss. 

 The majority of literature was obtained through the following databases: Academic 

Search Complete, APA PsycArticles, APA PsycInfo, CINAHL, Health Source: 

Nursing/Academic Edition, MEDLINE, and Social Work Abstracts. Additional evidence was 

found using Google Scholar and snowballing from references of other research articles. Search 

terms included: acquired disability, acquired injury, brain injury, caregiver(s), child(ren), 

disability(ies), experience(s), grief, illness, or injury, lived experience(s), loss, meaning, 

parent(s), and purpose. The search was limited only by the English language. There was no 

limitation placed on time of publication to allow for the inclusion of original primary sources. 

Evidence included peer-reviewed research articles from scholarly journals, textbooks, 



9 

autobiographies, and interview transcripts. The comprehensive literature search ended with a 

total of 44 sources to be included in this review.  

Caregiving 

 Caregiving has been studied in parents of children with significant disabilities resulting 

from chronic illness and disease. These disabilities include severe cognitive and physical 

impairments like cerebral palsy (Elangkovan & Shorey, 2020; Krsticm et al., 2017), or chronic 

complex medical needs like children who are ventilator dependent living in the home (Lee, 2017; 

Meltzer et al., 2015; Noyes et al., 1999). Additionally, caregiving experiences have been studied 

in children with acquired disabilities resulting from acute illness, such as traumatic brain injuries 

(Collings, 2008; Kirk et al., 2014; Powell & Sorenson, 2020; Roscigno & Swanson, 2011; 

Wilson, 2020; Yehene et al., 2021). 

 Multiple studies have explored how parents experience caregiving. Parents have 

described the experience of caregiving to have a profound impact on their psychological and 

physical wellbeing. For example, parents have reported to feel emotions of guilt, grief, denial, 

and fear, along with symptoms of anxiety and depression (Elangkovan & Shorey, 2020; Nygard 

& Clancy, 2018; Roscigno & Swanson, 2011). Furthermore, parents experience fatigue related to 

sleep deprivation (Meltzer et al., 2015), physiologic stress (Faw, 2016), and physical ailments 

like chronic back pain (Murphy et al., 2006). Parents report recognizing a declination in their 

quality of life, health, and wellbeing, but neglect tending to their own needs due to the caregiving 

demands of their child (Murphy et al., 2006; Roscigno & Swanson, 2011). 

 Parents have perceived their caregiving experiences to be unpredictable, uncontrollable, 

and time-consuming (Collins, et al., 2016; Murphy et al., 2006; O’ Brien & Wegner, 2020). 

Parents describe having a knowledge deficit related to the needs of their child (Nygard & Clancy, 
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2018; Roscigno & Swanson, 2011), a lack of overall support (Krsticm et al., 2017; Lee, 2017; 

Murphy et al., 2006; Noyes et al., 1999), and social discrimination related to public stigma 

(Elangkovan & Shorey, 2020; Lee, 2017; Nygard & Clancy, 2018). These experiences are 

further complicated through the navigation of a traumatic, unwavering loss.  

Loss 

 Loss related to a child with an acquired disability has been described in the literature as 

ambiguous and nonfinite. Ambiguous loss is different from traditional loss experienced in death 

in the sense that the child is still alive, yet there is a loss of the previously healthy “normal” child 

(Powell & Sorenson, 2020). Nonfinite loss is described as a “living loss” that is ongoing with an 

unforeseen end and is often used to describe children with acquired disabilities (Collings, 2008; 

Yehene et al., 2021). These terms are used interchangeably in the literature but conceptually 

describe this particular type of loss.  

 There is literature to support loss being studied under traditional models that are usually 

linear and time-bound with various stages, like moving from denial toward acceptance (Bowlby, 

1969; Kubler-Ross, 1997; Lindemann, 1976). These traditional views of loss assume that grief 

diminishes in intensity over time and is more applicable to bereaved parents instead of those 

experiencing loss that is ambiguous/nonfinite. Bruce and Shultz (2001) suggest that there is no 

formula to describe this type of ambiguous/nonfinite loss, with evidence to support a fluid and 

dynamic process rather than linear, staged models.   

 Parents describe their experiences of ambiguous/nonfinite loss as traumatic, ongoing, 

recurring, and unresolved (Collings, 2008; Wilson, 2020; Yehene et al., 2021). Parents are 

anxious and apprehensive toward the uncertainty of their experiences (Kirk et al., 2014; Powell 

& Sorenson, 2020) and often report feeling numbed by painful emotions (Ellis, 1989). There is a 
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sense of disappointment for the loss of their previously healthy child (Yehene et al., 2019) that is 

filled with hopelessness and loneliness (Kirk et al., 2014).  

 Parents report additional factors that are associated with an ambiguous/nonfinite loss. 

Examples include impaired coping, decreased functioning, poor mental health, lack of support, 

and impact on personal and social life (Collings, 2008; Powell & Sorenson, 2020). 

 However, the experience of loss is not completely described by negative experiences. 

Parents do report positive experiences. Transcendence, going beyond or climbing above loss, has 

been observed in parents caring for children with acquired disabilities. Transcendence has been 

described as the development of personal growth and is related to trusting oneself in the 

caregiving responsibilities (Ellis, 1989). Factors associated with transcendence include personal 

enrichment, strengthened family cohesiveness, and resilience (Collings, 2008). When parents 

transcend loss, they are able to find meaning within their experiences and develop new 

perspectives in spite of their loss.  

Meaning 

 Transforming loss describes the process of discovering meaning in spite of an 

ambiguous/nonfinite loss. Meaning has been investigated in the literature in a variety of 

populations such as bereaved parents, mental health and homeless communities, elderly 

individuals, and palliative care. In addition, meaning has been studied in those diagnosed with 

unexpected illnesses like cancer, HIV, arthritis, multiple sclerosis, and chronic pain. The scope 

of this literature review on meaning is to present how meaning has been studied conceptually, 

methodologically, and empirically. 
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Conceptual 

 Research studies on meaning do not describe it conceptually. Rather, meaning has been 

defined by instruments that operationally measure variables. The majority of studies define 

meaning through outcome measures like the progression through stages of grief, physical and 

psychosocial symptoms, intrapersonal transcendence, and interpersonal interactions. Meaning 

has primarily been defined conceptually by three authors: Viktor Frankl, Patricia Starck, and 

Pamela Reed.  

 Viktor Frankl was a Viennese psychologist and neurologist who developed the concept of 

Will to Meaning. This concept later evolved into a psychotherapeutic intervention that Frankl 

coined logotherapy (Ritchie et al., 2018). The term logo translates to “meaning” and “spirit” 

(Frankl, 1962). Logotherapy was designed to assist individuals in discovering meaning within an 

experience in which it has been threatened. Frankl (1962) first began to validate his concept of 

Will to Meaning after surviving in a concentration camp during the Holocaust in World War II. 

It was in this experience that he was able to observe others overcome suffering by altering their 

attitudes toward their unchanging situation. These types of experiences of suffering are referred 

to by Frankl (1962) as “existential vacuums.’ These are experiences of total loss that threaten the 

existence of meaning to the human dimensions of mind, body, and spirit (Frankl, 1962). It is 

Frankl’s belief that humans have the unique ability to transcend these experiences and discover a 

renewed sense of purpose and meaning within their inevitable suffering.  

 Much like Frankl, Starck (1985) defines meaning as the primary motivator in life. In the 

Theory of Meaning (2014), she uses the concepts of freedom to choose, life purpose, and 

suffering to describe how individuals can alter their perceptions and attitudes to discover 

meaning and purpose in spite of human suffering. This theory was developed from the efforts of 
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Frankl and has been primarily studied in her work with individuals at end-of-life, or with those 

who have experienced significant trauma (such as spinal cord injuries) (Ritchie et al., 2018). In 

these studies, Starck uses logotherapy as an intervention to assist individuals in discovering 

meaning and purpose in spite of their suffering. Similar to Frankl, Starck (2017) describes the 

observed transcendence experience as “getting outside of self to serve a cause greater than 

oneself” (p. 223). 

 Frankl and Starck collectively describe transcendence as the process of moving beyond 

suffering to find meaning. This concept of transcendence has been developed into a middle range 

nursing theory to further describe this construct. The Theory of Self-Transcendence illustrates 

relationships between psychosocial growth, mental health, and wellbeing in persons who 

transcend difficult situations (Reed, 2018). Self-transcendence is the core concept in the theory 

and refers to “the capacity to expand beyond personal boundaries” to develop different 

perspectives about life (Reed, 2018, p. 121). Much like Frankl’s Will to Meaning and Starck’s 

Theory of Meaning, the Theory of Self-Transcendence validates the assumption that persons can 

actively decide to overcome their suffering and discover renewed purpose and perspectives to 

their experience.  

Methodological 

 Meaning has been studied both qualitatively and quantitatively with a variety of methods 

and designs. Qualitative methodologies used to study meaning include hermeneutics (Steeves, 

1992), phenomenology (Coward, 1994; Coward & Kahn, 2005), and thematic analysis 

(Baldacchino, 2011). Methods of qualitative inquiry include semi-structured interviews 

(Baldacchino, 2011; Coward, 1994; Steeves, 1992) and focus groups (Coward & Kahn, 2005). 
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 Quantitative methodologies represent the majority of the literature on meaning and are 

mostly descriptive (Fegg et al., 2014; Haugan & Moksnes, 2013; Haugan et al., 2016; Hedberg et 

al., 2010; Kang & Kim, 2011; Mello & Ashcraft, 2014; Thege et al., 2009; Scrignaro et al., 2015; 

Verduin et al., 2008), followed by comparative (Brandsatter et al., 2014; Tomas-Sabado et al., 

2015), correlational (Litwinczuk & Groh, 2007), and quasi-experimental (Lee et al., 2006). The 

majority of studies utilize cross-sectional designs, with only two studies measuring outcomes 

longitudinally (Jim & Anderson, 2007; Martin et al., 2011). Most of the descriptive studies 

employed self-administered surveys, with only one study implementing a meaning making 

intervention (Lee et al., 2006).  

 Operationally, there are a number of instruments that measure components of meaning. 

Various authors have published instrument papers appraising an upwards of 50 different meaning 

measures (Brandsatter et al., 2012; Fjelland et al., 2008; White, 2004). The three most common 

instruments prevalent in the meaning literature are the Purpose-in-Life Test (PIL) (Crumbaugh, 

1968), Seeking of Noetic Goals Test (SONG) (Crumbaugh, 1977), and the Schedule for Meaning 

in Life Evaluation (SMiLE) (Fegg et al., 2008).  

 The PIL (Crumbaugh, 1968) is a 20-item self-administered survey scored on a 5-point 

Likert scale that measures meaning in various aspects of a person’s life. Examples include 

personal existence, achievement of life goals, perception of daily tasks, etc. Internal reliability 

reported a coefficient alpha of 0.91 and it has demonstrated convergent validity with the Life 

Attitude Test. Construct validity reflected a positive association with constructs like life 

satisfaction, happiness, self-acceptance, and emotional stability and is negatively correlated with 

psychological measures of depression and anxiety (Crumbaugh & Henrion, 1988). The PIL is an 
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instrument that is reported to be a valid measure of Frankl’s perception of meaning and is 

synonymous with his methods in logotherapy (Crumbaugh, 1968).  

 The SONG (Crumbaugh, 1977) was developed as a complementary measurement to the 

PIL, as it measures the strength in motivation to find meaning, not the presence of meaning 

itself. The SONG is a 20-item self-administered survey scored on a 7-point Likert scale ranging 

from 1 (never) to 7 (constantly). Higher scores are indicative of greater discomfort in search for 

meaning. Coefficient alphas range from 0.76-0.84 with test retest 0.66-0.78. Discriminant 

validity has been strongly reported between SONG and non-patient populations and construct 

validity has been supported by greater post-logotherapy score reductions. Crumbaugh (1977) 

recommends that the PIL and SONG be used together to determine effectiveness of logotherapy 

as an intervention.  

 The SMiLE (Fegg et al., 2008) is used to develop a meaning profile for each individual 

and measures weights of significant areas of meaning in their lives. In the SMiLE, participants 

list three to seven things that are meaningful to them. Next, they are then asked to weigh each 

area on a 5-point Likert scale on importance from 1 (somewhat important) to 5 (extremely 

important). Finally, participants rank each area on a 7-point Likert scale on satisfaction from -3 

(very unsatisfied) to +3 (very satisfied). Internal reliability reported an alpha coefficient of 0.71 

and convergent validity was strongly significant with the PIL.  

 Additional instruments measure various different factors related to meaning such as 

meaning in illness, illness appraisal, extent of suffering, spirituality, etc. Other instruments 

commonly cited in the meaning literature include but are not limited to: Constructed Meaning 

Scale, Functional Assessment of Chronic Illness Therapy-Spiritual Wellbeing Scale (FACIT-Sp), 

Illness Cognition Questionnaire, Life Attitude Profile-Revised, Life Evaluation Questionnaire 
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(LEQ), Life Orientation Test, Meaning in Life Questionnaire-Search (MLQ-S), Meaning in 

Suffering Test (MIST), Meaning of Illness Schema (MOI), Meaning of Illness Questionnaire 

Self-Report (MIQ-SR), Positive Meaning and Vulnerability Scale, Search for Meaning Scale 

(SMS), Search for Meaning Survey, Sense of Coherence Scale, Significance of Illness Scale 

(SOIS), Sources of Meaning Profile-Revised (SOMP-R), and World Assumptions Scale 

(Fjelland et al., 2008; White, 2004).  

Empirical 

 Qualitative studies have primarily investigated meaning in populations that have been 

diagnosed with life-threatening illnesses like cancer, cardiovascular disease, and HIV/AIDS. The 

initial reaction at the time of diagnosis has been reported to be traumatic, and include emotions 

like fear, uncertainty, and loneliness (Coward & Kahn, 2005; Steeves, 1992). Individuals are 

quick to seek causal meaning as to why they were diagnosed, typically searching for a higher 

order of power (Baldacchino, 2011; Steeves, 1992). Most believe their personal identity is 

threatened and feel forced to assume a new role within their social environment (Coward & 

Kahn, 2005; Steeves, 1992).  

 In time, individuals begin to acknowledge that their new situation is unchanging 

(Coward, 1994; Coward & Khan, 2005). They muster together a source of inner strength to help 

navigate life change (Coward, 1994). Connecting with others who are living a similar experience 

brings them solace and helps them feel a sense of community (Coward, 1994; Coward & Khan, 

2005). Eventually, individuals decide to take on the role of leading and helping others, wishing 

to leave a legacy and make a difference in the lives of others (Coward, 1994).  

 Gender differences in meaning have been reported between women and men living with 

AIDS. Women report a significant number of emotions at the initial stage of diagnosis. They are 
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quick to seek help and eager to take on the role of supporter to instill comfort and hope in others. 

Although men also report fear as an initial reaction, they quickly take control of the situation, 

care for themselves, and manage their plan of care. Unlike women, they are slower to seek help 

until they are able to let go and accept that they need support (Coward, 1994).  

 Quantitative findings have revealed significant correlations between meaning and overall 

wellbeing. Generally, women are more likely to score lower on meaning measurements and 

report lower perceived purpose in life than men (Mello & Ashcraft, 2014; Hedberg et al., 2010; 

Tomas-Sabado et al., 2015). Higher perceived purpose in life has been reported to be 

significantly correlated with greater health-related quality of life (Haugan et al., 2016), and fewer 

mental health symptoms including depression, anxiety, and hopelessness (Haugan & Moksnes, 

2013; Lee et al., 2006; Scrignaro et al., 2015). In addition, meaning has been found to be a 

significant mediator for physical and social functioning on overall distress (Jim & Anderson, 

2007).  

 In addition, there has been significant data to show strong correlations between meaning, 

spirituality, and personal growth. Higher perceived purpose in life is strongly correlated with 

self-transcendence (Haugan et al., 2016), improved spiritual wellbeing (Litwinczuk & Groh, 

2007), an increased sense of renewal, greater self-awareness (Lee, 2008), and enhanced self-

efficacy (Kang & Kim, 2011). Furthermore, intrapersonal self-transcendence has been found to 

have the most significant impact on purpose in life, quality of life, and hope (Haugan et al., 

2016). 

 Finally, there are a variety of factors that have been found to be associated with greater 

meaning in life. Individuals report family, partnership, friends, and general wellbeing as factors 

that highly influence meaning in their lives (Tomas-Sabado et al., 2015). Additionally, time 
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sense injury/diagnosis (Fegg et al., 2014; Litwinczuk & Groh, 2007), an optimistic coping style, 

and participation in leisure/social activities have been found to greatly influence purpose and 

meaning in life (Verduin et al., 2008).  

 Overall, empirical findings reveal that individuals are greatly impacted by a traumatic 

event in their life. Threats to physical, mental, and spiritual wellbeing are common themes at the 

initial stage of suffering. However, it is promising that meaning and purpose can be found in 

spite of suffering. The quest toward meaning is complex, as there are a variety of factors that 

influence the ability to successfully transcend these experiences. It is evident that meaning is 

unique to each individual and that there is no timeline to determine when and how a person may 

discover meaning.  

Synthesis 

 Core findings related to caregiving in parents of children with chronic and acquired 

disabilities reveal a negative toll on physical and emotional wellbeing, in addition to strained 

family, social, and community relationships. Loss has predominately been viewed as grief that is 

diminished or is accepted over time, or as ambiguous/nonfinite as a fluid and dynamic process of 

change.  

 Meaning has primarily been measured atheoretically and operationally. With the 

exception of conceptual works from Frankl, Starck, and Reed, researchers have utilized 

instruments to conduct descriptive work in many different patient populations. It is indicated that 

parents caring for a child with an acquired disability are likely to suffer from residual effects of 

an ambiguous/nonfinite loss. Although navigating loss is challenging, parents have been 

observed in practice to have the ability to transcend their suffering and find meaning in spite of 

their experience. Frankl, Starck, and Reed have collectively agreed that suffering can be 
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transcended into meaning, purpose, and new perspectives within experiences of loss. However, 

there is no evidence to describe this conceptual assumption specific to parents of children with 

acquired disabilities.     

Summary 

 The Theory of Meaning has been selected as the most appropriate theoretical foundation 

to guide this study. The Theory of Meaning was derived directly from the works of Frankl and 

developed for use in the nursing discipline (Starck, 2018). The Theory of Meaning has been 

studied by nurse researchers in persons who have experienced profound loss and was used to 

guide the development of the original concept of transforming loss (Phillips, 2020). 

Transforming loss uses the concepts from the Theory of Meaning (freedom to choose, life 

purpose, and suffering) to describe this unique experience of parents grappling with an 

ambiguous/nonfinite loss. By definition, “transforming loss is unveiling light in the midst of 

darkness” (Phillips, 2020, p.2).  

 This study used the Theory of Meaning and the concept of transforming loss to better 

understand the experiences of parents caring for a child with an acquired disability. This study is 

important in that it may provide a richer understanding of this experience of loss that will be 

grounded within the discipline of nursing. Chapter three will provide a description of the method 

and design of this study. 
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Chapter 3: Method   

 The purpose of this study was (1) to gather empirical evidence about the concept of 

transforming loss, and (2) to use the evidence to offer guidance for nursing practice on how to 

assist families who are navigating these significant life experiences. Chapter three will describe 

the method used in this study including the research design, human subjects’ protection, sample, 

procedures for data collection, and plan for data analysis.  

Research Design  

 The research question guiding this study was, “How do parents describe living through 

the experience of caring for a child with an acquired disability?” The methodology derived from 

the research question aligns with the philosophical foundation of the unitary-transformative 

paradigm. In this paradigm, the human health experience is a complex interaction between 

person and environment. This study on the human health experience of caring for a child with an 

acquired disability is designed to investigate the mutual unfolding of thoughts, values, and 

feelings of the parent (Newman et al., 1991). Based on the tenets of the unitary transformative 

paradigm and subsequent research question, a qualitative study was selected as the most 

appropriate design to guide this study.   

 The qualitative method guiding this study is directed content analysis (Hsieh & Shannon, 

2005). When there is existing theory and research about an area of study that would benefit from 

further description, a directed approach to content analysis is appropriate. There is little known 

about how parents transform loss into personal growth when caring for a child with an acquired 

disability. In this approach, the investigator begins by identifying key concepts or variables from 

existing theory or research as initial categories. Data are collected through scripted interviews 

using open-ended questions, followed by targeted questions about the predetermined categories. 
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In this study, the predetermined categories were derived from the concept of transforming loss. 

These categories are unveiling, light, and darkness (Phillips, 2020). By unveiling light in the 

midst of darkness, parents may discover meaning and purpose in spite of their suffering.  

Human Subjects Protection  

 Respect for persons were maintained through the use of informed consent and 

consideration for the autonomy of participants. Participation in the study was completely 

voluntary. Prior to conducting the study, approval was received from the West Virginia 

University (WVU) Institutional Review Board (IRB), and informed consent was obtained from 

participants. Participants had ample time to read consent forms entirely and ask questions about 

the study. The consent addressed the purpose of the study, confidentiality of information, 

potential benefits and risks, and the ability to withdraw from the study at any time without 

repercussions. The investigator was available to participants in person or by phone to answer any 

questions that arose, or to assist with any problems.  

 Confidentiality was maintained through the anonymity and securement of data. 

Participants were assigned a research subject number so that the data they provided was de-

identified. Audio recordings from semi-structured interviews were uploaded to a password 

encrypted hard drive and then deleted from the recording device. Demographic data was secured 

separate from the participants’ informed consent and kept behind a locked door in the 

investigator’s personal office at the School of Nursing (SON). Privacy was maintained by 

conducting in-person, face-to-face interviews in a private location behind a closed door. In the 

event that an interview occurred via virtual face-to-face (ZOOM), the investigator was in their 

personal office at the SON and confirmed that the participant was in a private location of their 

choice.  
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 Beneficence was maintained through a critical analysis of the risks and benefits to study 

participants. The involvement of human subjects in this study included semi-structured, tape-

recorded interviews and was deemed to be minimal risk. However, the participant could 

experience a negative emotional response during reflection of their experience. Should a 

participant experience or express any psychological distress or disclose information that 

indicates a need for urgent psychological or clinical care, the investigator could connect the 

participant with on or off-site experts and appropriate social services to meet identified needs. If 

the participant felt uncomfortable or wished to discontinue the interview, they could do so at 

their discretion. Participants would then be given the option to continue the interview, reschedule 

for a later date, or withdraw from the study entirely. There was potential for the participants to 

experience a direct benefit from being able to share their personal experiences. Indirect benefits 

may be gained from the dissemination of findings and subsequent practice and policy change. 

 Justice was maintained through the conscious adherence of recruitment methods that 

allowed equal opportunities for underrepresented populations to participate in the study. The 

primary sites for recruitment were designed to be the ambulatory clinics at the Physician Office 

Center (POC) at WVU Medicine in Monongalia County. WVU Medicine is a large tertiary care 

center located in north-central WV and is essentially identified as the main “hub” for specialty 

care services in the state. Monongalia County is a diverse community with many ethnic and 

racial minorities residing in the area. It is estimated that nearly 9.6% of residents in the county 

identify as non-White which is greater than the 6.4% represented by the entire state of WV 

(United States Census Bureau, 2019). This is in addition to the large transient student population 

that represent different areas from around the globe. Recruitment also occurred via Facebook and 
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word of mouth with the hope that those who are not a patient within the WVU Medicine system 

or do not reside in or near Monongalia County had the chance to participate in the study. 

Sample  

 This study used purposive sampling to recruit participants. Specialty and ambulatory care 

clinics affiliated with WVU Medicine were designated as the primary sites for recruitment. 

Potential clinics at the POC that may provide care to eligible children and their parents included 

neurology, neurosurgery, general surgery, orthopedics, rehabilitation, etc. A letter of support 

from the WVU Medicine Research Council was obtained. The investigator directly contacted the 

nursing administrator overseeing the clinics and discussed the study at length. In addition, the 

investigator connected with clinic staff to inform them of the purpose of the study and provide 

flyers with eligibility criteria and contact information to be posted in clinical waiting areas.  

 The investigator also used Facebook as an additional method of recruitment. A digital 

flyer was shared on the investigator’s personal Facebook page, the WVU SON’s Facebook page, 

and specialized Facebook support groups that met criteria for this study. In addition, word of 

mouth (snowballing of participants) was used to reach additional participants outside of the 

WVU Medicine network that live in areas outside the north-central region of WV.  

 The study used dual eligibility criteria to recruit participants. All parent participants must 

have been able read and speak English and hold primary residence in WV. To enhance 

recruitment, the geographical sampling location was expanded partway through the study to 

states bordering WV, yet still present in North Central Appalachia. Participants included adult (≥ 

18 years) parents or designated primary caregivers of children with an acquired disability. A 

primary caregiver was defined as someone who had provided care for the child both before and 

after the disability was acquired. A childhood disability is defined as a “medically determinable 
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physical and/or mental impairment that results in marked and severe functional limitations that 

has lasted (or is expected to last) for at least one year or result in death” (SSA, 2001). An 

acquired disability is a disability that was not present at birth (non-congenital) and was a result of 

an acute illness or injury.  

 It is not well described in the literature to which time frame since the occurrence of the 

acquired disability that parents begin to transcend their ambiguous/nonfinite loss. One study 

reported that the initial traumatic grief response in parents of children with a traumatic brain 

injury may last anywhere from 12-18 months (Collings, 2008). Another study found that key 

transitional support needs for parents of children following traumatic brain injury was the ability 

to navigate the healthcare structure, the community of support, and the school system (Kirk et 

al., 2014). For eligibility in this study, the investigator selected that the child must still be living 

and ≥ 12 months post-acquired disability. It was the hope that during this time parents will have 

been able to grapple with their loss, settled into a community of support, and will be able to 

adequately speak to their experiences. In addition to parent/primary caregiver inclusion criteria, 

the child with the acquired disability must have been < 18 years old. Parents of children with a 

disability that was not acquired from a result of injury or illness after birth, does not meet the 

definition of a disability as defined by the SSA (2001), or parents with an incapacity to 

independently participate in the interview process were excluded from this study.   

Procedures for Data Collection  

 Flyers were distributed to the staff in the WVU Medicine POC ambulatory clinics and 

virtually via Facebook. The flyers included a brief overview of the study, eligibility criteria, and 

the contact information (phone/email) of the investigator. Participants were asked to contact the 

investigator if they were interested in participating in the study. Once contacted, the investigator 
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screened potential participants for eligibility criteria. If they met criteria, participants were given 

the choice of an in-person (if appropriate), computer-based (ZOOM), or smart phone video (i.e., 

FaceTime, Google Duo, WhatsApp, ZOOM, etc.) interview at a date and time that was agreed 

upon based on the preference of the participant. Smart phone video interviews would only be 

used as a last resort for those participants who do not have access to internet services.   

 Informed consent was obtained prior to data collection. For in-person interviews, consent 

was obtained via paper consent. For computer-based interviews, the investigator used the newly 

developed virtual consent. Finally, for smart phone interviews, the investigator would send the 

informed consent with a return stamped envelope via postal mail to their preferred address if 

needed.  

 After the participant had signed informed consent, they were asked to consent to being 

tape recorded during the interview process for it to be transcribed later. If plausible, the interview 

occurred 1:1 with the investigator, however the investigator understood that it can be difficult to 

arrange for another individual to care for the child(ren) and anticipated flexibility in the 

interview process.  

 Prior to conducting the semi-structured interview, the participant completed a 

demographic questionnaire (Figure 1). Parent/primary caregiver demographics included age, sex, 

race/ethnicity, county, marital status, employment status, household income, relation to child, 

and total number of children in the home. Child demographics included age, sex, functional 

status, type of illness/injury, time since injury, and type of healthcare needs.   

 The investigator used the three stages of Story Theory to structure the interview in the 

order of present, past, and future of the caregiving experiences. The premise of Story Theory is 
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to better understand the challenges that complicate everyday life. The gathered story focuses on 

understanding the health-related lived experience in the words of the participants with the 

intended outcome aimed at moving these challenges toward a resolution (Liehr & Smith, 2018b). 

The predetermined category of unveiling is structured to be consistent with the present 

caregiving experience, while darkness and light aim to gather stories related to the past and 

future respectively. The interview was expected to last approximately 45-60 minutes when no 

new topic was brought up by participants. If more than one parent or primary caregiver of the 

same child wished to participate in the study, they were interviewed together.  

 Recruitment continued until the stories gathered from participants begin to repeat 

themselves (achievement of data saturation). It is well documented that data saturation in 

qualitative work is usually achieved after interviewing 10-12 participants (Parse et al., 1985). 

Each participant was offered a $50 gift card to compensate for their time. The semi-structured 

interview template based on directed content analysis from the concept of transforming loss can 

be found in Figure 2.  

 After the interviews were transcribed, they were reconstructed into a shortened story. The 

reconstructed story places the transcribed interview into logical order (past [darkness], present 

[unveiling], and future [light]) using the words of the participants. Once the stories were 

reconstructed, the investigator provided the reconstructed story to each individual participant via 

e-mail. The investigator scheduled a second interaction with each participant so they may review 

their reconstructed story for accuracy and confirm, modify, or remove them from the study. 

Following the confirmation, participants received a second $25 gift card for their time.  
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Plan for Data Analysis  

 The investigator and committee members knowledgeable in the method engaged in the 

directed content analysis. The goal of this study was to build on the concept of transforming loss 

through the experiences of parents caring for a child with an acquired disability.  

 Demographic data were analyzed using descriptive statistics. Analysis of the transcribed 

interviews adhered to the following analysis plan. A step-by-step model of the analysis plan can 

be found in Figure 3: 

1. Interviews were read several times to obtain sense of data as a whole.  

2. Coding of data began with identifying specific descriptors in the direct words of the 

participants based on the predetermined categories of unveiling, darkness, and light. 

Specific descriptors are a constellation of words or statements related to each other 

through content and context (Graneheim & Lundman, 2004). 

3. Specific descriptors were organized into subcategories created within the predetermined 

categories of unveiling, darkness, and light.   

4. Through the process of condensation, the specific descriptors were shortened, while 

continuing to preserve the subject’s core meaning, to form condensed meaning units 

(Graneheim & Lundman, 2004).  

5. The condensed meaning units were then clustered based on common content and context 

and lifted into subthemes. 

6. Finally, through the process of abstraction, the subthemes were interpreted into a higher 

level of thinking and translated into themes. 
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Summary 

 This qualitative study used directed content analysis to explore how parents or primary 

caregivers describe living through the experience of caring for a child with an acquired 

disability. Purposeful planning was put into place to assure the protection of human subjects at 

all stages of the research process. Recruitment occurred primarily through Facebook support 

groups and word of mouth, giving an opportunity for diverse populations to have their stories 

heard. Data collection utilized semi-structured, tape-recorded interviews derived from the three 

core qualities of transforming loss to gather stories from parents and primary caregivers. Data 

analysis included the creation of specific descriptors and condensed meaning units, and 

interpretation of condensed meaning units into subthemes and then themes to describe this 

experience as it relates to preexisting theory. 
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Chapter 4: Results 

 This chapter reports on the results of Experience of Parents Caring for a Child with an 

Acquired Disability. The research question guiding this study was, “How do parents describe 

living through the experience of caring for a child with an acquired disability?” The sections 

included in this chapter are parent/child demographics, recruitment and analysis strategies, the 

themes identified through the process of directed content analysis, and evidence to support the 

trustworthiness of the findings.  

Parent Demographics  

 Six women and two parent dyads (N=8), with ages ranging from 24-44 (M 34.81) 

participated in this study. It was determined that data saturation (redundancy in stories gathered) 

had occurred after the eighth interview, thus ending recruitment. Five participants were the 

child’s biological parent, with two adoptive, and one foster parent. All parents identified as white 

and lived in different counties across West Virginia or a neighboring state. Eligibility criteria 

was expanded to include the North Central Appalachian Region in effort to increase recruitment, 

resulting in one parent residing in Southeastern Ohio. One-third of participants reported an 

average yearly household income of less than $29,999, 50% were unemployed, and 88% of 

participants cared for at least one additional child in the home.  

Child Demographics  

 The majority of children with the acquired disability were male (N=7), with ages ranging 

from 2 to 13 years old (M 5.38). Time since injury ranged from 12-128 months (M 52.12), 

averaging about 4.3 years. Fifty-percent of disabilities were acquired from injury (traumatic or 

anoxic brain), with the other 50% resulting from unexpected illness or disease. Half of the 
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children were wheelchair bound and actively required medications and oxygen in the home. 

Thirty-eight percent were ventilator dependent and required enteral feedings through a tube.  

Recruitment and Analysis  

 Emails were sent to administrative personnel at WVU Medicine clinics, introducing the 

investigator, describing the purpose of the study and recruitment plan, and attaching the flyer. 

All administrative personnel responded, stating that they would share the information with their 

staff and other clinic personnel. The investigator also searched for various support groups on 

Facebook, using key words like disability, traumatic brain injury, cerebral palsy, parents, and 

special needs. The investigator contacted the administrative member of each group via private 

Facebook message, describing the purpose of the study and asking for permission to join and 

post within the group. Administrative members were welcoming and receptive, giving 

permission to join and share information with group members, to which the investigator shared 

an image of the flyer and a brief description of eligibility criteria.  

 Despite recruitment efforts in the WVU Medicine clinics, all participants were recruited 

via Facebook support groups or word of mouth. These groups included parents of children with 

special needs, cerebral palsy support groups, Medicaid/DHHR programs, and caregivers for 

traumatic brain injuries. Thirty potential participants contacted the investigator via phone, email, 

or private Facebook message over the course of the six-month recruitment period, but many did 

not meet eligibility criteria due to the type of child illness or disability. Nine potential 

participants met eligibility criteria, and one declined to interview.  

 Of the eight interviews, five occurred in the participant’s home, with one in the SON, and 

two on ZOOM. Paper consent was used for face-to-face, in-person interviews. Participants 

received a copy of the informed consent and followed along as the investigator read and 
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explained the consent at length. They then had the opportunity to ask any questions and provided 

their signature. For the two ZOOM interviews, the investigator used the newly developed 

electronic consent designed by the university. The informed consent was emailed to each 

participant via Qualtrics survey link, where they were able to view the same consent form used 

for the in-person interviews, and electronically agree to participate in the study. A copy of the 

electronically signed consent was then automatically emailed back to them. At the beginning of 

the ZOOM interviews, the investigator asked the participants if they had any questions regarding 

the informed consent, and all questions were answered prior to beginning the interview. 

Interview lengths ranged from 32-84 minutes (M 52.5). Two interviews were transcribed by the 

SON transcriptionist, with the other six transcribed by the investigator.  

 In answering the research question, “How do parents describe living through the 

experience of caring for a child with an acquired disability”, the following analysis process was 

used. The investigator was guided in the analysis by the chair of the dissertation committee. The 

interviews were read individually prior to beginning the analysis. The process began with the 

predetermined category of unveiling, where the investigator read through all eight transcripts 

using the line-by-line technique and highlighted sentences that met the definition of the category. 

These would become the specific descriptors. Specific descriptors are “words, sentences or 

paragraphs containing aspects related to each other through their content and context” 

(Graneheim & Lundman, 2004, p. 106). The text was reviewed, and subcategories were 

developed that described a broad, overarching meaning of each specific descriptor. 

Subcategories continued to be developed until each specific descriptor could be logically placed 

or clustered. The process was then repeated for the predetermined categories of darkness and 
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light. Once all of the subcategories with specific descriptors were identified, the investigator 

reorganized, combined, or removed subcategories that shared similar content and context.  

 Once the subcategories and corresponding specific descriptors were organized, the 

investigator went through each subcategory and shortened each specific descriptor into a 

condensed meaning unit through the process of condensation, or “shortening while still 

preserving the core” (Graneheim & Lundman, 2004, p. 106). The condensed meaning units 

within each subcategory were then aggregated into clusters based on both manifest and latent 

content. Manifest content includes the visible, obvious components of the text, while latent 

content involves an interpretation of the underlying meaning of the text (Graneheim & Lundman, 

2004).  

 A review was completed on each cluster of condensed meaning units and through the 

process of abstraction, or interpretation on a higher logical level, subthemes were created. The 

final process of analysis was to interpret the subthemes into themes. Themes are “threads of 

underlying meaning through, condensed meaning units, codes or categories, on an interpretive 

level” (Graneheim & Lundman, 2004, p. 107). An additional expert in nursing theory, qualitative 

research, and directed content analysis was included in the interpretation of themes.  

Themes  

 The predetermined categories of unveiling, darkness, and light from the concept 

transforming loss were used as the organizing framework for presenting the findings from this 

study. In this concept, unveiling is the bridge between darkness and light, where a choice is made 

to view an experience in a positive way and to find meaning and purpose despite suffering. 
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Unveiling  

 Table 1 describes the three themes related to unveiling, along with the condensed 

meaning units from the parent participant descriptions that support the theme.   

Table 1. Themes of Unveiling and Associated Condensed Meaning Units  

Theme 1  
Being strong and overcoming 

challenges of care  

 Keep being strong for your child 

 Deciding to keep fighting  

 Continue doing what needs to be done  

 Getting through day to day  

 Go with the flow 

 Make the best of it  

 Keep going   

Theme 2 

Creating a life space of 

connecting with others and 

giving grace  

 Making more space to care 

 Putting some things on hold  

 Reaching out and connecting  

 Learning to give grace 

 Letting go of things that happen  

 Needing to focus on self  

Theme 3 
Viewing goodness and joy in 

watching ongoing progress  

 Joy and amazement in watching progress 

 Proud to watch them overcome  

 Always trying to find the good 

 Being here is good enough  

 Deserving of love, appreciation, and respect 

 Progressing regardless of disability  

 

 Unveiling is defined as the active process of freely choosing meaning within an 

unchangeable experience, such as the ambiguous/nonfinite loss of a child. When asked about 

unveiling, parents/caregivers described making active decisions related to their experience of 

loss. The condensed meaning units derived from their stories laid the foundation for these 

themes. These condensed meaning units included being strong and fighting for their child, doing 

what has to be done, making more space, connecting with others, giving grace, watching 

progress, and seeing good. As a result, three themes emerged from the category of unveiling.   

Theme 1: Being strong and overcoming challenges to care.  
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 Participants commonly chose strength as a motivator to continue caring for their child. 

One participant stated, “…you just keep being strong for your kid and they feed off that 

strength…,” while another shared “…you never know what you’re capable of until you’re put in 

that situation where you have to do what you have to do, and you just do it.”  

 This idea of choosing to do what has to be done was a common finding when discussing 

challenges to care and day-to-day caring needs. Participants describe ‘going with the flow’ and 

‘not sweating the small stuff’ as catalysts for navigating the caregiving experience, and many 

emphasized the importance of taking it one day at a time.  

 “We’ve made it this far and we’ve always just done what needed to be done and we’ll 

 continue to do that.”  

 “As soon as I knew he was coming home from the hospital…whatever I need to do is 

 what I’m going to do.”  

 “For me it’s one day at a time. So, I focus on the now, the present. What can I do best for 

 him now?” 

Theme 2: Creating a life space of connecting with others and giving grace. 

 When asked about significant choices or decisions that were made in caring for their 

child, many participants described choosing to physically alter their living space or deciding to 

make a life change to accommodate their child’s needs.  

 “We bought a bigger house…so he could have a room to himself…” 

 “I ended up quitting my job…and did some alterations to the house.”  

 “I have not returned to work…we put some things on hold.” 
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 In addition to creating space, choosing to reach out and connect with others was a way to 

feel less alone and gain a sense of community. One parent shared, “I think what helped me the 

most was reaching out to online groups of people in similar situations…I wish I would have 

reached out sooner.”  

 Choosing to focus on self and learning to give grace were other common threads 

associated with the unveiling process. One parent said “…it’s okay to be sad about the things 

that he or I have missed because of disability without feeling guilty,” while another shared, “I 

had to fix it, or it was all going to fall apart…do a little bit at a time. It’s hard, but take a deep 

breath and give yourself grace.”  

Theme 3: Viewing goodness and joy in watching ongoing progress. 

 When asked about finding goodness in caring for their child, participants consistently 

referenced the joy found in watching them progress. One parent shared, “…every little thing is 

amazing to me…watching his personality bloom…it’s really been wonderful to watch.” Another 

stated, “The joys of watching him progress. He’s an amazing kid. He’s survived so many things 

he probably shouldn’t have and watching him come back from that…he’s just an amazing kid.”  

 Two participants shared their experiences of being proud to be their parent. “It makes me 

proud to be his [dad]. Whenever someone’s like, ‘whose boy is that?’ Well he’s mine,” and, 

“…I’m just proud of him. I’m proud to be his mom and watch him overcome and learn.” Many 

participants chose to find goodness despite the circumstances, frequently referencing that ‘being 

here is good enough,’ and that their child is ‘deserving of love and respect like everybody else.’  
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Darkness 

 Table 2 describes the three themes related to darkness, along with the condensed meaning 

units from the parent participant descriptions that support the theme. 

Table 2. Themes of Darkness and Associated Condensed Meaning Units  

Theme 4  
Knowing and not knowing the 

terrifying consequences of loss  

 Not knowing what would happen  

 Just having to wait and see  

 Fear of losing child  

 Didn’t know if child would recover  

 Frustration not knowing what to do  

Theme 5 

Unrelenting vigilance and 

being on the edge that weighs 

on family wellbeing  

 Afraid to miss something 

 Needing to be watched all the time  

 Being on edge 

 Impacted every part of life  

 Unable to take a break  

 Stress about broke us  

 Stuck in house day and night  

Theme 6 
The unending worry about 

life-long care  

 Reevaluating expectations is challenging and sad  

 Wanting to stay healthy to care for them  

 Who will care if something happens  

 Caring is going to get harder  

 Nobody can care for child the same  

 

 Darkness is defined as the suffering experienced with an ambiguous/nonfinite loss. When 

asked about darkness, parents/caregivers described the suffering experienced from loss and the 

challenges associated with care. The condensed meaning units drawn from their stories included 

things like uncertainty of recovery, fear of loss, constant monitoring, being on edge, never 

getting a break, reevaluating expectations, and worrying who will care for their child in the 

future. As a result, three themes emerged from the category of darkness.  

Theme 4: Knowing and not knowing the terrifying consequences of loss. 

 When asked to think back to when the loss occurred, participants discussed feelings of 

uncertainty, fear, and frustration. One parent shared, “We didn’t know what life would be 

like…it was very depressing…dealing with his care and worrying about what to do or look 
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forward to.” While another shared a similar emotional response, “I battled with…depression, 

anxiety, pure sadness…flashbacks.”  

 Others shared their experiences with loss immediately after the accident or injury. “…her 

accident…was the worst thing…it was an awful experience,” “We didn’t have a diagnosis. For a 

while it was real dark…it was a nightmare,” and “I remember him going back to surgery and we 

didn’t know if he was going to come out or not.”  

Theme 5: Unrelenting vigilance and being on the edge that weighs on family wellbeing. 

 Participants discussed what it was like to care for their child in the home after being 

discharged from the hospital. Many shared that their child needed constant monitoring due to the 

fragility of their condition, leading to them feeling frazzled and on edge. In addition, the constant 

state of caring associated with the loss made them feel like they were prisoners in their own 

home.  

 “When we first brought him home…I was on edge. I didn’t sleep. Every sound he made I 

 was wondering if something was wrong.” 

 “…he needed to be watched all the time…I would go a few days without a shower 

 because I didn’t want anything to happen…there just wasn’t time or anyone to watch 

 him”  

 “Before [the disability] I worked quite a bit…now I’m stuck in this box every day and 

 night.” 

 “I had to grow accustomed to being home. I didn’t get to do much. It was a big 

 adjustment.”  
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 Participants shared how overwhelming care needs related to loss impacted every single 

part of their life. One parent commented on the impact it had on their relationship, “We never get 

time alone…this has put a major stressor on our marriage. We actually separated a few years 

back.” While others shared what it’s like to never get time to themselves, “The hardest part is 

never getting a break. You can’t pour from an empty vessel without getting recharged,” and 

“You can’t help but compare yourself to other people…seeing parents sitting and the kids 

playing. That can’t be the case for us. It’s constant.”  

Theme 6: The unending worry about life-long care.  

 Many participants worried about what life would look like in the future. Some shared 

how caring for their child was going to get more difficult. “It’s going to get harder to care for 

him. He’s going to get bigger…and we’re getting older.” While others feared who would care for 

their child if something happened to them.  

 “I carry around the weight of will he be okay…and who’s going to care for him if I’m not 

 here. I don’t have a plan.” 

 “…how do you decide if something would happen to me or my husband…I want my 

 health to stay to make sure he’s okay.”  

 Many shared what it is like to constantly have to reestablish expectations and come to 

realizations about what their child can and cannot do as a result of the loss.  

 “…you have all these dreams for your child. Sometimes with disabilities those things will 

 never happen. Reevaluating expectations is challenging and sad.” 
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 “…there were times when my husband was expecting something to happen and I already 

 knew it was never going to happen. It was sad.”  

 “…trying to accept that life as we knew it was no longer going to be.”  

Light  

 Table 3 describes the two themes related to light, along with the condensed meaning units 

from the parent participant descriptions that support the theme. 

Table 3. Themes of Light and Associated Condensed Meaning Units  

Theme 7 
Envisioning possibilities and 

hope for the future  

 Proving them wrong  

 No limitations on possibilities  

 Outlook on future changing  

 Hope and excitement for future   

Theme 8 

Valuing relationships within 

the family to foster a caring 

way of being  

 Immediate connections  

 Closer relationship with spouse 

 Caring brought family together  

 Healed family relationships 

 Family has grown  

 Caring is rewarding and special  

 

 Light is defined as finding purpose and meaning in spite of loss. When asked about light, 

parents/caregivers shared their hope for the future and the positivity that has come from caring 

for their child. Condensed meaning units included things like unlimited possibilities, hope and 

excitement for the future, closer connections, strengthened relationships, and rewarding 

experiences. Two themes emerged from the category of light.  

Theme 7: Envisioning possibilities and hope for the future. 

 All participants discussed hopes for the future, often commenting on how far their child 

has already come and sharing excitement for future possibilities. “He is a miracle. He is 

surpassing anything that was anticipated so I don’t ever rule anything out with him,” “He keeps 

amazing us with his progress, so I know the outlook on the future is going to be changing,” and 
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“…the doctors didn’t expect her to make it this far and look where she is now…there is no 

limitation to what she can possibly do.”  

Theme 8: Valuing relationships within the family to foster a caring way of being.  

 When asked about the positive experiences in caring for their child, participants often 

discussed the purposeful relationships and closeness within the family.  

 “Caring for her has definitely brought a lot of my family together.” 

 “…he has overcome so much and our family has grown because of what we’ve 

 experienced.” 

 “I think it made my husband and I much closer…a lot of people just don’t understand.”   

 Some parents found purpose by seeing the positive impact it has had on the child’s 

siblings. “…it makes my older children way more sympathetic to kids with disabilities because 

they live this every day,” and “…I have another baby who hopefully grows up to be a kind and 

compassionate human because he has his brother.”  

 Finally, many shared how purposeful and rewarding it is to care for their child. “Caring 

for a child with an acquired disability is so rewarding. It may be difficult and lonely, but it’s so 

special,” and “…it’s the most rewarding thing I’ve ever done with my life. Nothing I’ve ever 

done…is as rewarding as what I do at home.”  

Trustworthiness  

 The criteria for evaluating trustworthiness of the findings include credibility, 

transferability, dependability, and confirmability (Shenton, 2004). Credibility deals with how 

congruent the findings are with reality and the accuracy in correspondence with the purpose and 
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research question. Various provisions were made to determine credibility of study findings. The 

well-established and documented method of directed content analysis was used to guide this 

study. The theoretical framework of transforming loss, derived from practice and congruent with 

the Theory of Meaning was used as the foundation for study development. Furthermore, the 

investigator has extensive clinical experience with the study population. Prior to beginning the 

interviews, the investigator conducted a tape-recorded, ‘practice interview’ with a colleague 

using the interview script. Committee members experienced in qualitative research reviewed the 

recorded interview and offered feedback to the investigator, thus improving the efficacy and 

accuracy of the interview process. In terms of recruitment, the investigator used site triangulation 

to recruit participants from various areas in an attempt to enhance diversity of the sample and 

gather stories from participants of different backgrounds. Participation was completely 

voluntary, and participants were told that they can share as little or as much as they would like. 

They were also given the opportunity to withdraw from the study at any time. In addition, they 

were assured that their information would be kept anonymous and protected, and interviews 

occurred in a private setting of their choosing. The reconstructed stories derived from the 

transcribed interviews were reviewed by a committee member, and then sent to participants for a 

member check. This allowed for each participant to assure that what they said is true and give 

them the opportunity to add, modify, or delete any of their data. All data were analyzed with 

guidance from committee members knowledgeable in directed content analysis, thus providing 

peer scrutiny and fresh perspectives for accuracy of data analysis. Finally, the findings are 

supported by direct quotations from the participants, and evidence of congruence of findings 

with previous literature is discussed in chapter five.  
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 Transferability is one of the most difficult criteria to achieve in qualitative work, as it 

deals with whether the findings of the study are able to be transferred to other settings or 

populations. In an attempt to enhance transferability of the findings to similar situations and 

populations, a detailed description of the method and procedures were provided. This includes 

the eligibility criteria, recruitment strategies, data collection, and analysis. In addition, rich 

description of the background and demographics of participants and locations for recruitment 

were given.  

 Dependability refers to the ability to replicate the method to obtain similar findings. To 

enable a thorough understanding of the method and its effectiveness, a detailed description of the 

research design and implementation was provided. In addition, a thorough description of the 

operational detail of data gathering, including the interview script are available. Finally, 

reflective appraisal of the study via discussion, limitations, and a detailed audit trail provide 

evidence to support dependability of findings.  

 The concept of confirmability focuses on objectivity, ensuring that the findings are solely 

the result of the study alone and not from the preferences or characteristics of the investigator. 

This has been maintained by the use of an audit trail and correspondence with committee 

members experienced in the method, but not in the clinical expertise related to the study 

population, background, or purpose. Extensive audit trails were maintained for each step in the 

data analysis process. There are five separate tables that depict various stages of analysis, each 

with extensive markup, commentary, and reflection. The final analysis table can be found in 

Figure 4.  
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Synthesis 

 By definition, transforming loss is “unveiling light in the midst of darkness” (Phillips, 

2020). Through their experiences caring for a child with an acquired disability, parents were able 

to find meaning and purpose by unveiling light in the midst of darkness. This transformation of 

loss is congruent with the Theory of Meaning, where individuals have the freedom to choose 

their life’s purpose in spite of suffering. Participants described suffering associated with an 

ambiguous/nonfinite loss as not knowing the consequences of what was to come, being on edge, 

and worrying about the future of life-long care. However, they chose to find strength and 

overcome challenges associated with the loss; often connecting with others and giving self-grace 

to see the goodness and joy in watching their child progress. They found purpose in envisioning 

hope and possibilities for the future while experiencing closeness in family and caring 

relationships.  
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Chapter 5: Discussion 

 The major topics of this chapter include discussion of study findings. The headings are as 

follows: the study, findings, findings related to the literature, integration of findings with theory 

and concept, contribution to the knowledge base of nursing, implications of findings for further 

research, implications of findings for nursing practice, implications of findings for policy, 

limitations, and conclusion.  

The Study  

 Parents caring for a child with an acquired disability face a variety of challenges 

associated with their physical, psychological, emotional, and spiritual wellbeing. This is further 

complicated by the complexity of an ambiguous/nonfinite loss associated with a change in their 

previously healthy child. Traditional practice with loss follows linear, staged models that are 

more applicable to bereaved parents, rather than for those parents with a child who is still living. 

Transforming loss is a concept designed from practice experience and describes actively 

transforming loss to find meaning and purpose despite suffering. The purpose of this study was 

to (1) gather empirical evidence to support the concept of transforming loss and (2) use the 

evidence to offer guidance for nursing practice on how to assist these parents and their families. 

The research question that guided this study was, “How do parents describe living through the 

experience of caring for a child with an acquired disability?” 

 This qualitative study used directed content analysis based on the concept of 

transforming loss. Semi-structured interviews were used to gather stories from eight participants 

recruited from various online support groups. Interviews were organized by the core qualities 

associated with the concept: unveiling, darkness, and light. Interviews were transcribed verbatim, 

reconstructed into shortened stories, and sent to participants for a member check. Data analysis 
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was guided by a committee member experienced in qualitative research and directed content 

analysis. Analysis included the identification of specific descriptors, creation of subcategories, 

condensation into meaning units, clustering of meaning units, and abstraction into subthemes and 

themes. Trustworthiness was maintained through credibility, transferability, dependability, and 

confirmability. Participation in the study was completely voluntary and the investigator 

maintained privacy and confidentiality with interviews and data securement. Further, member 

checks were completed with each participant and findings were scrutinized by peers for 

accuracy. Direct quotations from the words of participants supported each theme. Finally, an 

extensive audit trail was maintained during each step of the research process, and a thorough 

description of the evidence-based method and analysis framework was provided.  

Findings 

 Eight themes constitute the findings of this study. These themes are: (1) being strong and 

overcoming challenges to care, (2) creating a life space of connecting with others and giving 

grace, (3) viewing goodness and joy in watching ongoing progress, (4) knowing and not knowing 

the terrifying consequences of loss, (5) unrelenting vigilance and being on the edge that weighs 

on family wellbeing, (6) the unending worry about life-long care, (7) envisioning possibilities 

and hope for the future, and (8) valuing relationships within the family to foster a caring way of 

being. Themes were derived from the predetermined categories of unveiling, darkness, and light 

within the concept of transforming loss. Themes 1, 2, and 3 are about unveiling. These three 

themes describe choices parents have chosen to make when caring for their child. These choices 

are about being strong, creating space, and viewing goodness. Themes 4, 5, and 6 are about 

darkness. These three themes describe suffering associated with caregiving and loss. This 

suffering includes the terrifying consequences of loss, being on edge, and unending worry. 
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Themes 7 and 8 are about light. These two themes describe the purpose and meaning discovered 

through caregiving experiences. This purpose and meaning is found in hope for future 

possibilities and enhanced relationships within the family.  

 A synthesis of the themes is as follows. Participants described suffering associated with 

an ambiguous/nonfinite loss as not knowing the consequences of what was to come, being on 

edge, and worrying about the future of life-long care. However, they chose to find strength and 

overcome challenges associated with the loss; often connecting with others and giving self-grace 

to see the goodness and joy in watching their child progress. They found purpose in envisioning 

hope and possibilities for the future while experiencing closeness in family and caring 

relationships. 

Findings Related to Literature  

 In the literature, parents often describe the experience of caring for a child with special 

healthcare needs as fear-inducing, stressful, and tiring (Elangkovan & Shorey, 2020; Faw, 2016; 

Meltzer et al., 2015). Participants in the study report feeling the need to monitor their child 

around the clock, afraid they will miss something. This interrupts routine and sleep, leaving them 

feeling unbalanced and like their life is upside down. This is supported by Theme 5 related to the 

unrelenting vigilance and being on the edge that weighs on family wellbeing. There is further 

evidence to support caregiving to be perceived as unpredictable and time-consuming (Murphy, 

2006). Participants battled with not knowing what life would be like after the disability, 

uncertain of whether their child would recover. There is evidence from Theme 4 to support the 

unknowns associated with consequences related to loss. Participants shared that it is difficult for 

them to get a break due to the lack of support from others knowledgeable and trained to care for 
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their child. This impacted their personal wellbeing and strained relationships within their family, 

supporting Theme 6 related to the worry of lifelong care. 

 Caregiving experiences were further complicated by the ambiguous/nonfinite loss of a 

previously healthy child. An ambiguous/nonfinite loss is a non-traditional loss, where the child is 

still alive but there is a loss of the previously healthy “normal” child. This loss is ongoing with 

an unforeseen end (Powell & Sorenson, 2020; Yehene et al., 2021). Traditional views of loss 

follow linear stages, assuming that grief diminishes in intensity over time. However, an 

ambiguous/nonfinite loss is different as the child is still living, and there is some evidence to 

support that the grief process associated with bereavement from a death differs from that of a 

living loss (Bruce & Shultz, 2001). Navigating loss associated with an ambiguous/nonfinite loss 

is ongoing, fluid, and dynamic, and is associated with feelings of uncertainty, disappointment, 

and hopelessness (Ellis, 1989; Kirk et al., 2014; Yehene et al., 2019). Participants report trying to 

come to terms with false hope and feeling sad when realizing that some of the wishes and dreams 

they had for their child would never come true. They constantly felt the need to reevaluate 

expectations based on the current status of their child. This evident in Theme 4 where the 

consequences associated with an ambiguous/nonfinite loss were terrifying and unknown.   

 However, darkness associated with caregiving and loss was accompanied by unveiling 

and light as participants actively worked to uncover meaning and purpose in their experiences. 

There is evidence to support that parents are able to transcend loss using personal enrichment, 

family cohesiveness, and resilience (Collings, 2008). Many participants experienced enrichment 

through the joy of watching their child progress and found goodness in hope for the future 

(Themes 3 and 7). They often shared that the experience caring for their child is something 

unique and special for their family, thus enhancing relationships, and bringing them closer 
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together. This is evident in Theme 8, where value is found through caring relationships within 

the family. Unveiling meaning in loss is often accomplished through increased strength, 

enhanced connections, and helping others (Coward, 1994; Coward & Khan, 2005). Participants 

reported using strength to overcome challenges associated with care and felt a sense of 

accomplishment when adjusting to caregiving demands and demonstrating mastery in skills 

related to complex care. This is supported by Theme 1, where parents’ strength helped them 

overcome challenges of care. Many participants shared that a turning point came when meeting 

other parents and families that shared similar experiences. This allowed them to share their 

frustrations, successes, and tips on providing care and overcoming loss. Eventually, they became 

confident in their knowledge, skills, and expertise to help other families, and spread awareness to 

the community regarding their experiences. This is supported by Theme 2, where choices were 

made to connect with others and create a safe space to care.  

Integration of Findings with Theory and Concept  

 Stories shared by participants were iterative and fluid, often moving back and forth 

through unveiling, darkness, and light. Although the interview occurred at one point in time, 

participants were in an expanded present, moving back and forth through present, past, and 

future while sharing their stories. The expanded present for these parents happened in the now 

moment of telling their story to someone who was there to listen and hear what was meaningful 

to them. The now moment of telling their story about a traumatic loss was centered on what was 

going on in the present, how it is related to the past, and how it can be viewed in the future 

(Liehr & Smith, 2018b). Meaning was created as parents told and reflected on their story through 

unveiling light in the midst of darkness. 
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 The Theory of Meaning is defined as “a journey toward life purpose with the freedom to 

choose one’s path in spite of inevitable suffering” (Ritchie et al., 2018, p. 89). The concepts of 

freedom to choose, life purpose, and human suffering are congruent with the core qualities of 

unveiling, light, and darkness within transforming loss. In transforming loss, parents are able to 

actively choose to unveil light, or purpose and meaning in spite of their darkness, or suffering 

(Phillips, 2020). The assumptions within the Theory of Meaning describe how a person’s life has 

meaning in every situation, and that each individual has the ability to independently discover 

meaning, even in situations that cannot be changed (Ritchie et al., 2018). The themes derived 

from the predetermined categories within the concept describe the experience as it relates to the 

research question. The experience of parents caring for a child with an acquired disability 

describes a transformation of loss through the active process of freely choosing meaning and 

purpose despite suffering.  

 Suffering is a subjective piece of the human health experience and described as all-

consuming (Ritchie et al., 2018). Participants relate their suffering experiences to the darkness 

found in caregiving and loss. The uncertainty of unknowns related to loss (Theme 4), impact of 

constant caregiving on self and family wellbeing (Theme 5), and worry about life-long care 

(Theme 6) were all-consuming to the participants living this experience. The dynamic fluidity of 

loss and continued caregiving demands resulted in suffering that was unwavering and 

unchanged. In the expanded present, darkness was threaded from past to future, and although it 

never went away, participants were gradually able to unveil light through active choices.  

 Participants shared their experiences with making the choice to view their situation 

differently. In the Theory of Meaning, freedom to choose describes a person’s autonomous 

control over their situation and enables them to choose their attitude. In discovering their 
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strength, participants were able to overcome challenges to care (Theme 1). In time, they created a 

life space that shielded the darkness by connecting with others and giving themselves grace 

(Theme 2). This allowed them to reside in a present that facilitated the ability to see goodness 

and joy in watching their child’s progress (Theme 3). Although the unveiling experience was 

slow and took effort, freely choosing the way they viewed their situation allowed them to see 

purpose and meaning in their lives. Unveiling is perhaps the most important core quality in the 

concept, as it serves as the bridge between darkness and light. 

 Through the process of unveiling, participants began to see meaning and purpose. Life’s 

purpose is described in the Theory of Meaning as the reason for existence. It can be found 

through individual works, meaningful experiences, or changes in attitudes (Ritchie et al., 2018). 

In a sense, light is found at the end of each unveiling process, and its existence extends well into 

the future. Light is not unveiled all at once, but discovered gradually through chipping away at 

the darkness. Participants were able to see glimpses of light in the present when thinking toward 

the future. Their experiences through the process of unveiling enabled envisioning possibilities 

and hope for the future (Theme 7). They found purpose and meaning in both caregiving and loss 

through the positive change in relationships within the family (Theme 8).  

Contribution to the Knowledge Base of Nursing  

 Nursing, as a discipline, is defined as “caring in the human health experience” (Newman 

et al., 1991, p. 3). Inquiry into the knowledge base of nursing should include exploration and 

examination of meaning as it relates to caring and human health experiences. Research within 

the discipline is often framed under a paradigmatic perspective. Newman et al. (1991) conclude 

that the unitary transformative paradigm is essential in examining full inquiry into caring in the 

human health experience. The unitary transformative paradigm transcends time and space 
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limitations of present situations, creating a mutual and creative understanding through nurse-

participant interactions (Newman et al., 1991). Examining meaning through story gathering of 

the human health experience in the expanded present revealed a transformation of loss for 

parents caring for these children.   

 Study findings were also coherent with the disciplinary perspective of health, healing, 

and wellbeing related to inquiry into the health-related lived experience. The concept of health, 

healing, and wellbeing is defined as “the dynamic and transformative experiences and 

manifestations of living and dying” (Smith, 2019, p. 10). Smith (2019) identifies healing to be 

omnipresent, existing regardless of disease, illness, or limitations. Findings reveal a dynamic, 

fluid process of transforming loss, where participants actively find purpose and meaning despite 

their suffering, contributing to the knowledge base of nursing within the conceptual confluence 

of the nursing discipline.  

 Finally, the concept of transforming loss was derived directly from the middle range 

Theory of Meaning and used as the foundation for inquiry into the health-related lived 

experience. Middle range theories bridge the gap between the philosophical and empirical 

underpinnings and are part of the structure of the discipline as it relates to caring in the human 

health experience (Smith & Liehr, 2018). The middle range Theory of Meaning viewed through 

the philosophical lens of the unitary transformative paradigm guided the development of the 

concept transforming loss, where it has been used to gather empirical evidence through parent 

experiences to further support its use in research and practice.  

Implication of Findings for Further Research  

 Findings from this study warrant the need for future research. The identified themes 

reveal a transformative process of health, healing, and wellbeing related to the lived experiences 
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of parents caring for a child with an acquired disability that needs to be further explored. For 

example, a phenomenology study derived from Theme 1 could examine the lived experiences 

associated with being strong and overcoming challenges to care. This may provide insight on 

how parents choose to make different decisions in their caregiving. Another example associated 

with Theme 4 would be a focus group study using conventional content analysis to better 

understand unknowns related to consequences of loss. Findings may reveal how parents view an 

ambiguous/nonfinite loss and offer direction on how to better help them grapple with shared 

experiences.  

Implication of Findings for Nursing Practice  

 The themes derived from the theoretical framework of transforming loss and the Theory 

of Meaning reflect an active decision-making process that results in renewed perspectives, 

purpose, and meaning related to an ambiguous/nonfinite loss. Choices that parents make can 

alter their attitude toward an unchanging situation and improve their health, healing, and 

wellbeing in spite of suffering. Practice implications related to enhanced therapeutic 

communication and psychosocial support may provide reassurance for parents by connecting 

them with others and encouraging them to give grace when navigating a loss (Theme 2). 

Knowing about the worry of lifelong care (Theme 6) gives reason for a focused needs 

assessment that may identify pertinent resources to support parents and families living these 

experiences  

Implications of Findings for Policy 

 Changes to organizational policy related to the acute care setting could enhance the 

preparation for caregiving and navigation of loss at the time of illness or injury. Recent findings 

show that parents in the Pediatric Intensive Care Unit experience profound symptoms of 
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depression, anxiety, and fear coupled with decreased perceived support from others (Phillips et 

al., 2020). Participants in this study revealed that suffering began at the time the disability 

occurred, warranting a need for enhanced support, frequent debriefing, and trauma-informed care 

in the inpatient setting. Furthermore, participants who were interviewed were, on average, four 

years out from the onset of disability, affirming the need for extensive follow-up care and 

allocation of community-based resources. Improvements in policy related to home health nursing 

and/or respite care could minimize the perceived caregiving burden and allow for parents and 

their families time to grapple with loss. Finally, enhanced fiscal resources at the state and/or 

national level could diminish burden associated with care, by compensating parent or family 

caregivers for time dedicated to caring to reduce the need for continued full-time employment 

outside the home.  

Limitations  

 Although directed content analysis is a well-established qualitative method, it has 

inherent limitations. The use of preexisting theory poses the risk for strong predetermined bias of 

the investigator and may threaten the objectivity and confirmability of study findings (Hsieh & 

Shannon, 2005). This study incorporated various methods in an attempt to mitigate this affect, 

using extensive peer scrutiny, member checks, and multiple audit trails to achieve unbiased 

results. Furthermore, questions and probes asked during interviews could cue participants to 

answer questions in a certain way that satisfy the investigator’s preference. A structured 

interview script was designed by the investigator and committee members experienced in 

qualitative research and a practice interview was completed by the investigator, where it was 

reviewed and critiqued by others prior to beginning data collection. In addition, the investigator 

engaged in the interviews frequently redirected participants back to each question and used 
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member checks to confirm that the stories gathered were indeed true. Finally, transferability of 

findings is limited in qualitative research, narrowing the applicability of the findings to small 

populations.  

Conclusion  

 Findings related to the experience of parents caring for a child with an acquired disability 

are grounded in the knowledge base of nursing and consistent with previous literature related to 

caregiving, loss, and meaning. The core qualities of unveiling, light, and darkness within the 

concept transforming loss are coherent with the concepts and assumptions within the Theory of 

Meaning, describing the active process of discovering meaning and purpose despite suffering. 

These findings offer implications for future practice, research, and policy change to support 

parents through this transformative experience to improve their health, healing, and well-being, 

and further support transforming loss for its use in nursing knowledge development.  
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Appendix A 

Figure 1. Demographic Questionnaire  

Age: _____ Sex: _______ Race/Ethnicity: _______ County of Residence: ______________ 

Marital Status: Single ___ Married___ Partnered ___ Divorced ___ Widowed ___ 

Employment Status: Full-Time ___ Part-Time ___ Self-Employed ___ On Leave ___ 

            Laid Off ___ Unemployed ___ Other ____________ 

Average Annual Household Income: ≤ $29,999___ $30,000-49,999___ $50,000-59,999 ___ 

$60,000-$69,999___ $70,000-89,999___ ≥ $90,000 ___ 

Level of Education: Less than high school___ High school diploma or equivalent___ Associate’s 

Degree ___ Bachelor’s Degree__ Master’s Degree___ Doctorate___ 

Relation to Child: Biological Parent___ Adoptive Parent___ Foster Parent___ Grandparent___ 

Aunt/Uncle___ Cousin___ Friend___ Other_______________ 

Total of Number of Children Living in the Home: ________ 

(Child) Age: __ Sex: ___Time Since Illness/Injury: _________ Type of Illness/Injury: ______ 

What type(s) assistance does the child depend on?  

Feeding ___ Dressing ___ Bathing ___ Walking___ Climbing Stairs ___Hearing ___ Seeing ___ 

What type(s) of equipment does the child require? 

Walker ___ Wheelchair ___ Feeding Tube ___ Feeding Pump ___ Syringes ___ Oxygen ___  

Bipap/Cpap ___ Ventilator ___ Lift Device ___ Positioning Device ____ 
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Appendix B 

Figure 2. Interview Script 

We are going to focus on your experience of caring for your child with a disability. I want to get 

your story about this. The way we are going to do it is to begin with the present.  

Present  

 What is like for you to care for your child? 

 Talk to me about your day-to-day caring. 

 Now that your child is disabled, how has that changed your relationship with them? 

 How has it changed the relationships within your family? 

 What choices have you made in caring for your child since they have become disabled? 

 How has caring for this child presented difficulties for you? 

 On the other hand, talk to me about some of the goodness that you have experienced? 

 What about your family? 

 Thinking about where you are today, talk to me about how your thoughts about _______ 

has changed over time. 

Past  

 Talk to me about the time when you first became aware of your child’s disability. Tell me 

what this was like for you.  

 Can you think about what your thoughts and feelings were like at that time? 
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 How was your family when you became aware that your child was disabled? 

 Think about the time when you brought your child home after the illness or injury. Talk 

to me about what this was like for you. 

 We’ve talked about where you are now, and we’ve talked about the past. Now talk to me 

about your feelings between moving from there to here.  

Future  

 I want you to begin to think ahead toward the future. What do you see happening in 

caring for _____ in the future?  

 Talk to me about what is most important to you in the future regarding your child? 

 What do you want most for your child moving forward to the future? 

 What do you want most for your family moving forward to the future? 

 How are you going to make this happen from where you are now? 

Ending Summary 

Is there anything else you want to share with me about what it is like to care for a child with an 

acquired disability? 

Thank you for allowing me to talk to you today.  
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Appendix C 

Figure 3. Directed Content Analysis Model 
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Appendix D 

Figure 4. Final Audit Trail Analysis Table  

Categories 

(from existing 

theory) 

 

Subcategories  Meaning Units (Specific 

Descriptors – in the words of the 

subject) 

Condensed 

Meaning Units 

(Words or 

phrases) 

Sub-themes Themes 

 

Unveiling = an 

active process 

of freely 

choosing 

meaning  

Do what you have 

to do  

 

“We made the best of the situation.”  

 

“…limits some stuff…that we can 

do with our [other] son. But we 

make it work and he understands.” 

 

“It’s made me re-evaluate 

expectations…having patience to 

allow him to do [things] in his own 

time…just a bit more go with the 

flow.”  

 

“As soon as I knew he was coming 

home from the hospital…whatever I 

need to do is what I’m gonna’ do.” 

 

“…just get by and not sweat the 

small stuff. If we have a bad day just 

get over it and keep going.”  

 

“We’ve made it this far and we’ve 

always just done what needed to be 

done and we’ll continue to do that.”  

 

Keep being strong 

for your child  

 

Deciding to keep 

fighting  

 

Limiting time with 

others to care for 

child  

 

Continue doing 

what needs to be 

done 

 

Just do it  

 

 

 

 

 

 

 

 

 

 

Keeping 

being strong 

and fighting 

for your child  

 

Making time 

to care 

 

Keeping 

doing what 

needs to be 

done 

 

Keeping 

being strong 

and fighting 

for your child  

 

 

 

 

 

 

 

 

Theme 1. 

Being strong 

and 

overcoming 

challenges  to 

care  
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“For me it’s one day at a time. So, I 

focus on the now, the present. What 

can I do best for him now?” 

 

“…you’re trying to figure out how to 

love them and open your heart to 

make their life better…and then 

you’re just trying to get through day 

to day.”  

 

“…you never know what you’re 

capable of until you’re put in that 

situation where you have to do what 

you have to do, and you just do it.” 

 

“…you just keep being strong for 

your kid and he feeds off that 

strength. He’s definitely incredible.”  

 

“The main decision after she became 

disabled was…to keep fighting…or 

let her pass. That was a big 

decision…because if she was going 

to fight for herself…we would fight 

right with her…” 

 

“We still do pretty much everything 

we used to with the kids before her 

accident…”  

 

 

 

 

 

Made the best of it  

 

Go with the flow  

 

Don’t sweat the 

small stuff/Keep 

going  

 

Do everything we 

used to do  

 

One day at a time  

 

Getting through day 

to day  

 

 

 

 

 

 

 

Making the 

best of it by 

going with the 

flow  

 

Not sweating 

the small stuff 

and doing 

what they 

used to do  

 

Getting 

through it one 

day at a time 
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Accommodating  

Adjusting/Adapting 

Self-care  

“We bought a bigger house…so he 

could have a room all to 

himself…without disrupting him.”  

 

“…our family redid…Christmas…so 

that we could be with [our son].” 

 

“…I left a good job…to stay at 

home…That way my hours are the 

same as his hours.”  

 

“I have not returned to work…we 

put some things on hold…when we 

knew he was coming home from the 

hospital.”  

 

“I ended up…quitting my job…put a 

patio out back so he can walk with 

his gait trainer…ripped up the 

carpet. So, some alterations to the 

house.”   

“…I’ve adjusted really well…it gets 

second nature.”  

 

“It’s been pretty difficult but it’s 

getting better…It’s been hard, but I 

don’t mind.”  

 

“To be honest, you just learn [to 

balance].” 

 

Making more space 

to care for him  

 

Altered the house 

 

Changing routines 

to be with child  

 

Quit job to stay 

home  

 

Putting some things 

on hold 

 

Reaching out and 

connecting  

 

Reaching out and 

getting help 

 

Not feeling guilty 

about missing 

things or being sad  

 

Learning to give 

grace  

 

Letting go of things 

that happen 

 

Needing to focus 

on self  

 

Altering the 

house and 

making more 

space to care 

for the child  

 

Changing 

routines and 

putting things 

on hold  

 

Connecting 

with others 

for help 

 

Not feeling 

guilty about 

missing things 

or being sad  

 

Learning to 

give grace 

and letting go 

of things that 

happen 

 

Needing to 

focus on self 

and giving 

self-grace 

 

 

 

Theme 2. 

Creating a 

life space of 

connecting 

with others 

and giving 

grace  
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“I can also be sad about the things 

that he or I have missed because of 

his disability without feeling guilty.” 

 

“You have to learn to give each 

other grace…we’re handling it the 

way we can.”  

 

“…we kind of just accepted that this 

is the way it’s going to be from this 

point forward.”  

 

“…getting into routine becomes 

second nature…we’re in the groove 

right now.”  

 

“…he’s a difficult kid…there’s just 

things that happen and you have to 

let it go.”  

 

“I’ve had to learn to be an advocate. 

I’ve let people walk all over 

me…but I’ve put a stop to it.”  

 

“Every decision we make, he is at 

the center of that decision because 

he is 100% dependent on us.” 

 

“Reaching out to other parents is a 

huge help…just having people with 

experience.” 

 

Needing to give 

self-grace 

 

 

Learning to be an 

advocate  

 

Child at center of 

every decision 

 

It’s hard but it’s 

getting better 

 

You learn to 

balance  

 

 

 

 

 

 

 

Learning to 

being an 

advocate  

 

Learning to 

balance  
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“I think what helped me the most 

was reaching out to online groups of 

people in similar situations…I wish I 

would have reached out earlier.”  

 

“I really think it’s important to 

connect with people that have gone 

through similar things…any kind of 

person to talk to is very helpful.” 

 

“Finding families that are going 

through the same things you are 

definitely helps.”  

 

“They [parents] are not alone…meet 

other parents in your shoes…that 

know what it’s like to live the life or 

a special needs parent.” 

 

“I had to do something. I started 

reading and focusing on me…on my 

prayer life, spiritual life, and 

relationships with God and my 

husband. I had to fix it, or it was all 

going to fall apart.”  

 

“Do a little bit at a time. It’s hard but 

take a deep breath and give yourself 

grace.” 
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Positive Attitude  

Seeing good  

“…he just continues to amaze us 

every day with everything that he 

does.” 

 

“…every little thing is amazing to 

me…watching his personality 

bloom…it’s been really wonderful to 

watch.”  

 

“He…was progressing regardless of 

disability, he was really intelligent 

and a quick learner. He was doing 

amazing.”  

 

“The joys of watching him progress. 

He’s an amazing kid. He’s survived 

so many things that he probably 

shouldn’t have and watching him 

come back from that…he’s just an 

amazing kid.”  

 

“…you will not meet a child who is 

as happy as he is. He is always 

smiling, laughing, and jumping, and 

he’ll tickle you.”  

“It makes me proud to be his [dad]. 

Somebody’s like “who’s boy is 

that?” Well, he’s mine.”  

 

“…I’m just proud of him. I’m proud 

to be his mom and watch him 

overcome and learn.” 

 

Amazed every day 

 

Amazing to watch 

him bloom 

 

Joy in watching 

him progress 

 

Amazing with 

progress 

 

Fulfilling to see 

things he can do  

 

Proud to be his dad  

 

Proud to watch him 

overcome 

 

Experiencing joy 

more than 

before/Took so 

much for granted  

 

Child finds joy 

despite difficulties  

 

Being here is good 

enough 

 

Always trying to 

find the good 

 

The joy and 

amazement of 

watching 

progress  

 

Being proud 

Experiencing 

joy and 

finding the 

good  

 

Seeing that 

their child is 

good enough 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Theme 3. 

Viewing 

goodness and 

joy in 

watching 

ongoing 

progress 
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“…we’re going to love him and take 

care of him all the same…the 

diagnosis doesn’t matter.”  

 

“I don’t want him to live his life 

thinking he can’t do anything…I 

want him to live a life just like the 

other’s do.”  

 

“I just want him to be happy, 

healthy, and as independent as 

possible.” 

 

“I want him to be out in the world. I 

want him to be aware of his 

surroundings and be able to 

participate. I want him to have joy.”  

 

“…we were not going to let this 

disability affect him. We wanted to 

still do everything that we possibly 

could, and we still do. We still live 

by that.” 

 

“…I want him to be in the classroom 

learning with the other kids because 

he’s capable of learning.”  

 

“For [our family] to be as traditional 

as possible…the same things other 

families want.”   

 

Child being here is 

everything  

 

Child was meant to 

be here 

 

Deserving of love, 

appreciation, and 

respect 

 

Want to make life 

normal  

 

Live life like others  

 

Want child to be 

independent  

 

Participate in the 

world  

 

To be like other 

families 

 

Progressing 

regardless of 

disability  

 

Diagnosis doesn’t 

matter   

 

 

 

 

 

 

 

Wanting to be 

like other 

families and 

live a normal 

life 

 

Wanting their 

child to be 

independent, 

and 

participating 

in the world  
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“…because he likes gardening, I am 

hoping that maybe one day he can 

own his little business…or get a 

semester of college in.” 

 

“I am hoping we can eventually get 

her started in therapy to get her 

walking again and everything.”  

 

“We have a lot of opportunities 

available once his lungs are a little 

stronger. I’m so excited.”  

 

“I feel a lot stronger than I did now 

and I’m excited for where we’re 

going.”  

 

“We’re already thinking about 

adaptive equipment…to what he 

needs and meeting him where he’s 

at…we’ll get through kindergarten, 

then first grade, and just keep 

going.” 

 

“…we want to make life normal and 

do everything we possibly can as we 

would if he could walk on his 

own…” 

 

“I wish I could change her 

accident…but she is still here and 

that means everything…” 
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[Caring for him] “…is wonderful…I 

experience so much more joy than I 

did before…listening to all the 

different birds…seeing him light 

up…I wouldn’t have noticed 

[before]…there’s so many things I 

took for granted.”  

 

“I have always tried to have 

something good come out of [the 

injury] even though it was such a big 

impact on our family.”  

 

“If she’s not able to walk 

again…there’s a wheelchair. She’s 

still here, and that’s all I care about.”  

 

“I want him to be able to hang out 

with his dad on the farm. If it 

happens that’s awesome, and if not, 

that’s fine too.”  

 

“When the younger brother 

exceeded him…the denial had to 

stop. I accepted him for who he 

was.”  

 

“I’m looking forward to the day he 

can walk…but if that never happens 

that’s not going to change what we 

do for him. My kids are everything 

I’ve ever wanted.” 
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“I stay pretty positive with 

everything with her. She was meant 

to be here, if she wasn’t she 

wouldn’t have made it through her 

accident.”  

 

“It’s a lot because he’s so 

impulsive…but he’s very 

smart…there’s a lot that he’s 

wonderful at.”   

 

“…he just needs love and deserves a 

lot…I didn’t want him to ever doubt 

that he was loved or cared for.”  

 

“…someone that happy should be 

met with nothing but love and 

adoration.” 

 

“I want people that know him to 

love and appreciate and respect him 

the way that he deserves.” 

Darkness = 

suffering  

Awful/Worst 

Experience  

“…her accident…was the worst 

thing…it was an awful experience. I 

would never wish it on anyone.”  

 

“…it’s [disabilities] is not something 

you ever want someone to go 

through – especially your child. You 

can’t take away the hardship.”  

 

“I battled with…depression, anxiety, 

pure sadness…flashbacks.”  

Didn’t know what 

life would be like  

 

Not knowing was a 

nightmare 

 

You don’t know 

what’s going to 

happen   

 

Not knowing 

what life 

would be like 

and waiting to 

see. 

 

Uncertainty of 

recovery and 

fear of losing 

their child 

 

 

Theme 4. 

Knowing 

and not 

knowing the 

terrifying 

consequences 

of loss   
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“We didn’t know what life would be 

like…it was very 

depressing…dealing with his care 

and worrying about what to do or 

look forward to.”  

 

“We didn’t have a diagnosis. For a 

while it was real dark…it was a 

nightmare.”  

 

“…a lot of tears…you don’t know 

what’s going to happen…you don’t 

know if he’s going to have a seizure 

and not wake up.” 

 

“My thoughts at first was that I was 

losing my child and I didn’t know 

what I was going to do to help my 

other son through it.”  

 

“When I found him [after the injury] 

I didn’t know if he was alive or 

dead. I remember picking him up 

and yelling to call 9-1-1. I remember 

him going back to surgery and we 

didn’t know if he was going to come 

out or not.”  

 

“I knew the diagnosis wasn’t 

positive…it was kind of just a wait 

and see.”  

 

It was bad…just 

had to wait and see 

 

Fear of losing child  

 

Didn’t know if he 

was alive or dead 

 

Didn’t know if 

child would recover  

 

Didn’t know what 

to do 

 

Frustrating not 

knowing what to do  

 

 

 

 

 

 

Can’t take away the 

hardship  

 

Battled depression, 

anxiety, and 

sadness  

 

 

 

Frustration of 

not knowing 

what to do 
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“At home he quit breathing…it took 

an hour or so to bring him back. He 

was there but he wasn’t there. We 

had no idea if he was going to be 

able to move or do anything.” 

Overwhelming 

Care Needs  

Impact on Family  

“I didn’t know…I had no idea what 

to do with the trach.”  

 

“When taking him out of the house, 

you had to take the vent, oxygen, 

suction…everything had to go with 

you.”  

 

“…getting ready to go home…it was 

a lot…there was so much to learn.” 

 

“The journey has definitely been 

long, definitely with some 

heartache…a lot of doctor 

appointments.”  

 

“It was rough. He was on oxygen 

24/7…and would turn blue in 10 

seconds without constant 

oxygen…and had to be constantly 

monitored.” 

 

“He came home with an NG 

tube…was on 12 different 

medications, all on different 

schedules…so it was every 3 hours 

even throughout the night. He had 

Constant 

monitoring was 

rough  

 

Needed to be 

watched all the 

time  

 

Afraid to miss 

something  

 

Care had her 

frazzled  

 

Being on edge 

 

Live in flight or 

fight mode 

 

Never calm down 

 

Life is totally 

upside down  

 

Life felt very out of 

balance for quite a 

while  

 

Constant 

watching and 

fear of 

missing 

something 

 

Being 

frazzled and 

on always 

edge 

 

Life being out 

of balance 

and upside 

down 

 

Being unable 

to take a 

break and 

never getting 

time alone 

 

Stressful on 

family 

relationships 

 

 

 

 

Theme 5. 

Unrelenting 

vigilance and 

being on the 

edge that 

weighs on 

family well-

being 
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no sleep schedule…so I was just 

frazzled.”  

 

“…he needed to be watched all the 

time. I was very on edge...I would 

go a few days without a shower 

because I didn’t want anything to 

happen…there just wasn’t time or 

anyone to watch him.”  

 

“Before [the disability] I worked 

quite a bit…and now I’m stuck in 

this box every day and night.”  

 

“You didn’t want to sleep; you were 

afraid you wouldn’t hear the pulse 

ox go off. It was a nightmare.” 

  

“Honestly, her injury probably 

impacted every single part of my 

life.”  

 

“There’s times where I feel like a 

nurse more than a mother. It’s so 

much work. All day long. Daylight 

to bedtime…constant care and 

tasks.”  

 

“I had to grow accustomed to being 

home, I didn’t really get to do much. 

It was very much an adjustment.”  

 

Impacted every part 

of life  

 

Life as we knew it 

was no longer  

 

Never get time 

alone 

 

Unable to take a 

break 

 

Not getting 

recharged  

 

Stress about broke 

us 

 

Marriage almost 

ended   

 

 

 

Stuck in house day 

and night  

 

Always being home 

was an adjustment  

 

Can’t take a break 

 

It’s so much work  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Being stuck in 

the home and 

not getting a 

break 

 

Finding out 

that normal 

things are 

harder than 

they should 

be 
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“…there is something that he is 

wanting…I don’t know because he 

can’t tell me. We get frustrated 

because I don’t know what else to 

do. I’m constantly struggling to give 

him what he’s expecting.”  

 

“I feel like I live 100% in flight or 

fight mode. I don’t ever calm 

down…I hear vent alarms before 

they start alarming.”  

 

“…it’s constant...I can’t take a break 

for myself when I want…it’s 

taxing.”  

 

“There’s a big possibility that we’re 

going to be taking care of him his 

whole life. We just don’t know until 

it happens, I guess.”  

 

“You have get up in the middle of 

the night. Sleep is bad. That’s the 

really difficult part.”  

 

“It’s frustrating…because things are 

hard that shouldn’t be, and that’s 

hard on us.”  

 

“…my husband tries to be 

helpful…he’s scared to ask for a day 

off work. Meanwhile my life is 

totally upside down.”  

Things are hard that 

shouldn’t be 

 

Normal things are 

not simple 

 

Feel like a nurse 

more than a mother  

 

It’s taxing  

 

Sleep is bad  
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“[Life] felt very out of balance for 

quite a while. It was very stressful. I 

cried a lot.”  

 

“We had so many meetings with 

doctors. I cried every meeting.”  

 

“When we first brought him 

home…I was on edge. I didn’t sleep. 

Every sound he made I wondered if 

something was wrong.”   

 

“…normal simple family [things] are 

not simple…you suck it up and do 

it.”  

 

“Having to do all her care was 

definitely hard on our other son.”  

 

“We [she and husband] never get 

time alone…this has put a major 

stressor on our marriage. We 

actually separated a few years back.” 

 

“They [family] are not trained how 

to take care of him. The trach really 

scares them…they could never be at 

the point to stay with him for us to 

take a break.”  

 

“You can’t help but compare 

yourself to other people...seeing 
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parents sitting and the kids playing. 

That can’t be the case for us. It’s 

constant.”  

 

“[The brother] acts out because 

wants to be the center of attention. I 

know it derives from people not 

treating them equally.”  

 

“The whole thing was a stress that 

about broke us.”  

 

“They [family] love him…but they 

don’t ever just say “let me take 

him.” They are afraid of that.”  

 

“The hardest part is never getting a 

break. You can’t pour from an 

empty vessel without getting 

recharged.”  

 

“…my husband couldn’t really 

figure out how to be a dad to 

him…he still has a hard time. Our 

marriage almost ended.”   

Hospital/ 

Healthcare 

Experience  

“When you’re on the [hospital] floor 

you can’t find anybody. I just finally 

went screaming through the 

hallways…I didn’t know what to 

do.”  

 

“I should have said no something is 

wrong; I should have pushed it…he 

Knowing 

something is wrong  

 

Mad about not 

being told what was 

wrong  

Trusting 

others that fail 

you and 

wishing for 

accountability  
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had a tumor in the placenta. It should 

have been caught way before. Had it 

been found sooner it could have 

been prevented. I trusted them…that 

was fail number one.”  

 

“The bilirubin was high for 30 days 

and never treated. But the medical 

record never had a bilirubin 

level…but we knew there was. I 

wish there was some 

accountability.”  

 

“…nobody wants to tell you the bad 

stuff or be the ones who deliver the 

news that this is permanent…I was 

mad that my cousin who is a nurse 

had to be the one that told me.”  

 

“When he first came home it was 

terrible because the caseworker was 

the most unhelpful human I’ve 

encountered in my entire life.”  

 

Trusting others that 

fail you  

 

Wishing for 

accountability 

 

Transition Home  “I drove all the way home with him, 

and I was terrified the entire way 

home because I was by myself.”  

 

“When we got home 7 nurses and 

respiratory therapy were in the 

house…I thought they’d let just me 

and him come home first…I was in 

pure shock. It was very 

overwhelming.”  

In shock and 

overwhelmed  

 

First few weeks 

were a chaotic 

nightmare  

 

Home was realizing 

how bad it is  

 

  

Going home 

and feeling 

overwhelmed 

 

Being 

aggravated by 

others not 

understanding  
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“The transition home was hard. You 

don’t realize when you’re in the 

hospital how bad your child has it.”  

 

“The first few weeks [home] were 

chaotic. That was a nightmare. 

When I got home, I was like, what 

do I do?” 

 

“…we were not prepared at all. We 

didn’t even have a room for him…I 

had no clue what I was doing or 

what I got myself into.”  

 

“You feel like you can’t do anything 

in your own home. You have no 

privacy. Like, what do I do?”  

 

“I was traumatized by the fact that 

I’d have [nurses] in my house all the 

time. I’m a very independent private 

person.” 

 

“I think to this day our friends still 

don’t know how to handle it. It’s 

kind of broke ties a little bit.”  

 

“A lot of people stare, and it 

aggravates me.” 

 

“…a lot of people started rumors 

about what happened. It really 

No privacy   

 

Not prepared for 

what she had to do 

in the home 

 

Friends don’t know 

how to handle it  

 

People talking and 

staring is 

aggravating 

 

Family don’t 

understand  
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aggravated me that people would be 

talking about a situation that they 

knew nothing about.” 

 

“They [family] still don’t get it. 

They think he’s going to get better.”  

Resigning/Letting 

Go of Expectations 

 

Worrying about 

Future  

 

“To be honest I was in denial…it’s 

not big deal, it’s nothing to worry 

about. I didn’t think about the future 

because I thought the doctors were 

wrong.”  

 

“I remember they were doing a 

neurological exam…and I was like, I 

don’t know why you are doing this, 

there is no reason, he is just behind.”  

 

“We had this false sense of hope that 

he would get better…and we kind of 

had to come to terms.”  

 

“…you have all these dreams for 

your child. Sometimes with 

disabilities those things will never 

happen. Reevaluating expectations is 

a little challenging and a little sad.”  

 

“People want to know about his 

disability. My answers for a lot of it 

were we’ll just have to wait and 

see…you know I can’t tell what he’s 

capable of…he’ll tell us as time goes 

on.”  

Coming to terms 

with false hope 

 

Hope went away  

  

Reevaluating 

expectations is 

challenging and sad  

 

Sadness knowing it 

will never happen  

 

Hard to lower 

expectations  

 

Wanting to stay 

healthy to care for 

him  

 

Who will care if 

something happens 

to us? 

 

Nobody could care 

for child the same 

 

Having to 

reevaluate 

expectations 

and knowing 

some things 

will never 

happen. 

 

Worrying 

about who 

will care for 

the child if 

they were 

unable  

 

Theme 6. 

The 

unending 

worry about 

life-long care  
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“So of course, we battled with 

ourselves trying to accept that life as 

we knew it was no longer going to 

be.”  

 

“Finding out about his disability 

changed my thinking from hopeful 

to the hope kind of went away.”  

 

“…there were times [my husband] 

was expecting something to happen 

and I already knew it was never 

going to happen. It was sad.”  

 

“…my expectations are much lower. 

It can be hard to deal with…I can’t 

hold him to a higher standard, I just 

have to hope that he’s cared for.”  

 

“…how do you decide if something 

would happen to me or my 

husband…I want my health to stay 

so I can live to 80 or 90 to make sure 

he’s okay.” 

 

“It’s going to get harder to care for 

him. He’s going to get bigger…and 

we’re getting older.” 

 

“I get super worried…about what it 

will be like for us caring for a child 

Fear others won’t 

care for child 

outside the home  

 

Caring is going to 

get harder  
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with a disability as they get older…I 

get stressed out.”  

 

“I’m unsure about sending him to 

preschool…I’m terrified they won’t 

take care of him, or he can’t tell me 

what’s wrong.”  

 

“I carry around the weight of will he 

be okay…and who’s going to care 

for him if I’m not here. I don’t have 

a plan. It’s impossible. There’s 

nobody that could love or help him 

the way that I have.”  

Light = 

finding 

purpose 

Surpassing 

Expectations 

“Most kids succumb to this. He’s 

already proven them wrong several 

times.”  

 

“We don’t even know what the 

future holds…we never thought the 

boy would even walk.”  

 

“They said he’s a strong one…the 

NICU can tell early on which ones 

are going to be fighters…” 

 

“…he has learned [to communicate] 

…I even see him performing well in 

school.”  

 

“He keeps amazing me with his 

progress, so I know our outlook on 

the future is going to be changing.” 

Proven them wrong  

 

Child’s strength 

 

No limitations on 

possibilities  

 

Outlook on future 

changing 

 

Not ruling out 

possibilities  

 

Hope and 

excitement for 

future  

 

Seeing the 

possibilities 

and hope for 

the future  

 

Theme 7. 

Envisioning 

possibilities 

and hope for 

the future  
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“…the doctors didn’t expect her to 

make it this far and look where she 

is now…there is no limitation on 

what she can possibly do.”  

 

“For everything that was stacked 

against him, he smiles every 

day…he’s so happy and finds joy in 

so many little moments.”  

 

“…to look where he was to where he 

is now is the most fulfilling thing…I 

have this little boy who’s doing 

things that they never thought he’d 

be able to do.”  

 

“He is a miracle. He is surpassing 

anything that was anticipated so I 

don’t ever rule anything out with 

him.”  

 

“He is an exception to the rule, and 

he always has been.”  

Increased 

Relationships  

Helped Family  

“…we developed that connection 

immediately…it was just a stronger 

relationship.”  

 

“I was already real close to her 

anyway before her accident, but I 

think it made us all closer.”  

 

Immediate 

connections  

 

Accident made us 

closer 

 

Closest out of all 

children  

 

Having a 

stronger 

connection 

and being 

closer than 

before  

 

Strengthening 

family by 

Theme 8. 

Valuing 

relationships 

within the 

family to 

foster a 

caring way 

of being 
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“I think out of all the kids…we are 

the closest.”  

 

“I think it made my husband and I 

much closer…a lot of people just 

don’t understand.” 

 

“…[siblings] are the best…with 

him…they are very eager…to learn 

how to [care for him].” 

 

“…we work together for the kids 

and everything…we do what we 

have to do for them.”  

 

[Caring for her] “It definitely 

brought a lot of my family together.”  

 

“We’re definitely closer because he 

knows he can come to me for his 

needs.”  

 

“I feel like [our family] is a better 

team because we all work together.”  

 

“…our family…just in our little 

home…are more appreciative of one 

another.”  

 

“…before I got him my mom and I 

weren’t on good speaking terms. 

Now my mom’s my best friend…he 

even just healed relationships.”  

Knowledge of 

dependability 

makes us closer 

 

Closer relationship 

with spouse 

 

Working through 

things to stay 

together 

 

Caring for child 

brought family 

together 

 

Working together 

makes family better 

 

Appreciate each 

other more 

 

Healed family 

relationships  

 

Family has grown  

 

Advocating, 

sympathy, and 

compassion of 

siblings  

 

Caring is rewarding 

and special 

working 

together  

 

A rewarding 

and special 

experience for 

the family 

 

Wanting the 

best for their 

family  
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“If you actually reach out and say 

you need help people will show up. 

It’s pretty amazing.”  

 

“We both want to be there for our 

kids, so [my husband and I] made 

the decision to work through [our] 

issues [with each other] instead of 

just calling it quits.”  

 

“…he has overcome so much and 

our family has grown because of 

what we’ve experienced.” 

 

“We still work together…we do 

what we have to do for them.”  

 

“[Caring for a child with an acquired 

disability] is so rewarding. It’s 

difficult and lonely, but it’s so 

special.” 

 

“Her brother has benefitted the most 

from everything. He has learned 

about disabled children and is now 

standing up for them himself. “ 

 

“Her brother is a big help with her, 

and he loves it…he is very 

protective over her.”  

 

 

Rewarding 

experience 

 

Stability, 

cohesiveness, and 

new experiences  
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“…it makes my older children way 

more sympathetic to kids with 

disabilities because they live this 

every day.” 

 

“…I have another baby who 

hopefully grows up to be a kind and 

compassionate human because he 

has his brother.”  

 

“As a family as a whole, I think just 

hopefully not having to worry…to 

get stability…and go out and do 

more things.” 

 

“I just want [my family] to be happy. 

Just to be happy.” 

  

“I just want to have my family and 

be happy.” 

 

“I just want time together, to be able 

to take trips, and experience new 

things.” 

 

“I want for [our family] to continue 

to be comfortable and have all our 

needs met the way they are now.”  

 

“I just want [our family] to be there 

and support each other…whatever 

path they choose, that’s what I want 

for them.”  
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“What I want for my family is 

happiness and cohesiveness.”  

 

“There’s nothing that’s ever been 

harder…but it’s the most rewarding 

thing I’ve ever done with my life. 

Nothing I’ve ever done…is as 

rewarding as what I do at home.” 

Helping others “They got inspiration and hope from 

seeing him run.” 

  

“She [mother] likes helping med 

students, nursing students…learn 

about this type of care.”  

 

“A lot of people get motivation 

through him…he turns on light in 

other peoples’ eyes.”  

 

“I’d like to advocate for at least one 

family or one person…that they can 

still reach their goals.”  

 

“I want my experience to be 

something that I can use for other 

families to learn from…” 

 

“Whatever I can do to educate 

people…to bring awareness to 

people…to enrich those that I’m 

around…and for others to be able to 

Child gives others 

inspiration, hope, 

and motivation  

 

Sharing experience 

with other families  

 

Educating others to 

bring awareness  

 

Asked to help other 

parents  

 

Helping other 

families  

 

Getting involved to 

help other parents  

 

Knowing how to 

handle it  

 

Training others to 

care for child 

Helping other 

families by 

sharing their 

experiences 

 

Feeling 

accomplished 

by teaching 

others  
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open up to me in a way they couldn’t 

before.  

 

“…prior to [caring for a disabled 

child] we would have said no…now 

we know how to handle it…we 

would be their first call.”  

 

[I have been asked to help other 

parents] …”and I’m like, okay!’ 

 

“…we have met a lot of other 

families that have disabled kids…we 

have used it as a learning experience 

for other people that are young and 

have small children as well.”  

 

“…I’m working with a national 

NICU organization to help 

prepare…parents…as they go 

through journeys like ours.” 

 

“We went to the school and had a 

training session with the staff…to 

make sure they felt confident taking 

care of him throughout the day.”  

 

“…it also makes me feel 

accomplished, like maybe I might 

know a little bit about what I’m 

doing.” 

 

Feeling 

accomplished 

 


