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ABSTRACT 
 
Title: Palliative Care Needs of Pediatric Patients & Their Families:  
A Phenomenological Study of Multidisciplinary Pediatric Palliative Care Team 
Experiences [Short Title: Pediatric Palliative Care Study] 
 
Author: Lisa A. Crockett, University of Liverpool, Doctor of Business Administration  
 
 

In the United States, more than 1 million children may be suffering from a 

life-limiting condition (Ruston and Catlin, 2002, p. 57) for which there is no 

reasonable hope for cure or long-term survival (Fraser et al, 2012, p. 923). 

However, less than one percent of these children and their families benefit from the 

provision of pediatric palliative care (Stayer, 2012, p. 350), which is an innovative 

health care model designed to address their physical, emotional, psychosocial and 

spiritual needs from diagnosis through end-of-life. During the last decade, pediatric 

palliative care has begun to secure a foothold as an emerging health care specialty 

(Crozier and Hancock, 2012, p. 198), but a dearth of literature has left the lived 

experience of children and their families poorly understood. Therefore, the Pediatric 

Palliative Care Study is a qualitative research study that utilizes interpretative 

phenomenological analysis to address two objectives: (1) understand and articulate 

the comprehensive lived experience of caring for children with life-limiting 

conditions and their families and (2) delineate how the collective experiences 

provide insights into needs that can be addressed by pediatric palliative care. The 

study was conducted at four research sites within Providence Health & Services. In 

total, nine major themes emerged from the experiences of 27 multidisciplinary care 

team providers who participated in the study. The themes have been framed from 

the perspective of the child and family: 1) Develop an innovative approach to caring 

for me, (2) Place me at the center of care, (3) Care for me as a whole person, (4) 

Be my guide, (5) Educate and prepare me for what I need to know, (6) Come 

alongside me, (7) Cultivate the plan and purpose for my life, (8) Be my voice and 

help me find my own and (9) Help me thrive. The analysis also contributed to an 

overarching statement about the experience that articulates the interconnectedness 

between the themes and creates a story of the phenomenon. The study presents 

seven implications for future practice related to (1) balancing matters of health care 

design with the human experience, (2) addressing the aims of health care reform 

legislation, (3) developing care models for home-based settings, (4) customizing 

care and developing solutions from the perspective of families, (5) educating about 

palliative care, (6) understanding the skills needed for palliative care providers and 

(7) improving data reporting for palliative care. Moreover, the study offers three 

contributions to extant literature, including: (1) validating and refining the WHO 

definition of palliative care, (2) completing an assessment of the adult versus 

pediatric palliative care literature from 2011-2014 and (3) addressing a known gap 

in the literature by offering the first IPA study to articulate the comprehensive lived 

experience. Limitations of the study and implications for future research are 

delineated as a research agenda for those seeking to build upon the study findings.  
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“In this day and age, it’s rare for children to die, and it’s not a natural thing. You 
expect your parents to die ahead of you. You may even have your spouse die 
ahead of you, and there’s a huge community of people who share that experience. 
Children don’t die! We don’t even have a word in our language for a person who 
has lost a child. If you lost your husband, you’re a widow. If you lost both your 
parents, you’re an orphan. What do we call somebody who loses a child? We don’t 
have a word for it.” 

~ Pediatric Palliative Care Nurse 
 

 
1.1 Accounting for the Presence of Children With Life-limiting Conditions 

Written accounts of infant and pediatric deaths can be traced back 

thousands of years to ancient medical writers and historians. However, the first 

endeavors to establish a quantitative method of calculating pediatric mortality did 

not arise until the 17th century when physicians utilizing burial records and bills of 

mortality estimated one in five children would die before age five (Graunt, 1662; 

Brosco, 1999, p. 478) and a multitudinous number would fail to reach adulthood. In 

due course, the sobering statistics that portrayed pediatric mortality as an all-too-

common reality for the family unit would prompt a resolute focus and call to action 

within subsequent generations to curb the trend by concentrating on advances in 

modern medicine, technology and health care delivery systems (Brosco, 1999, p. 

479). According to Dr. S.W. Newmayer, who led the Department of Public Health 

and Charities in Philadelphia at the start of the 20th century, “The country which first 

recognizes its responsibilities to the child will receive the recognition of the world as 

being the foremost civilized nation” (Newmayer, 1911, p. 288). Indeed, the 

impassioned focus on childhood health and welfare has transformed societal views 

that pediatric mortality need not be “common” but rather should be a rare 

exception, thus promoting a modern era tenet within industrialized nations that 

children today should survive their parents and reach adulthood (American 

Academy of Pediatrics, 2000, p. 351). Regrettably, this is not always the case.  

In the United States, an average of 53,000 children die each year, with an 

additional 400,000 children estimated to be living with a life-limiting condition 

(Friebert and Huff, 2009, p. 1). Life-limiting conditions are defined as “diseases with 

no reasonable hope of cure that will ultimately be fatal” (Fraser et al, 2012, p. 923); 

the most common conditions include genetic or congenital anomalies, 

neuromuscular disorders, oncology diagnoses, respiratory conditions and 

gastrointestinal, cardiovascular, metabolic, renal and immunologic problems 

(Feudtner et al, 2011, p. 1094, 1096). Due to existing limitations in epidemiological 

data collection,1 the actual number of U.S. children with life-limiting conditions may 

be appreciably higher (Friebert, 2009). In fact, other quantitative studies have 

suggested the annual incidence rate of U.S. children with life-limiting conditions 

may exceed 1 million children (Rushton and Catlin, 2002, p. 57).  

Therefore, the pediatric mortality rate and prevalence of children with life-

limiting conditions in the U.S. raises fundamental questions about the lived 

                                                 
1 Current epidemiological data sources present conflicting definitions, age groups and prognosis criteria, 
including overlapping definitions that make it unfeasible to calculate accurate statistics for children who 
are eligible to receive palliative care and those who have received services (Friebert, 2009, p. 3).  
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experience of families who are caring for these children, the overall needs of the 

children and their families and how best to serve them through the provision of 

specialized health care services that are reflective of their experience and 

distinctive needs. Notably, children with life-limiting conditions have diagnoses that 

would qualify them to receive pediatric palliative care and, eventually, hospice care 

(Rushton and Catlin, 2002, p. 57). However, only 10-20 percent of the children who 

die annually are recipients of hospice care (Friebert and Huff, 2009, p. 9), while 

less than one percent benefit from palliative care that is provided during a longer 

period of time (Stayer, 2012, p. 350). Pediatric palliative care has been 

demonstrated to serve as an effective health care delivery model for children and 

their families. In a 2013 retrospective cohort study of more than forty U.S. children’s 

hospitals and 24,342 pediatric patients, Keele et al (2013) concluded children 

receiving palliative care experience significantly fewer acute care admissions, 

complications and invasive procedures, as well as lower median lengths of stay 

and decreased average daily charges for health care services. Additional benefits 

acknowledged but not specifically quantified by the researchers include 

psychosocial and spiritual support, decision-making guidance, sibling and family 

support, and other factors associated with holistic services that extend beyond 

basic medical benefits (Keele et al, 2013). 

 
1.2 Definition of Pediatric Palliative Care 

The World Health Organization’s (WHO) definition of palliative care is 

deemed the most universally recognized and accepted. WHO has articulated both 

a general palliative care definition that is germane to all forms of palliative care, 

regardless of age or diagnosis, as well as a unique subset of qualifications related 

to pediatric palliative care. The definitions will be utilized as the basis of common 

understanding for this research (WHO, 2013): 

 
Palliative care is an approach that improves the quality of life of 
patients and their families facing the problem associated with 
life-threatening illness, through the prevention and relief of 
suffering by means of early identification and impeccable 
assessment and treatment of pain and other problems, physical, 
psychosocial and spiritual. Palliative care: 

• Provides relief from pain and other distressing 
symptoms; 

• Affirms life and regards dying as a normal process; 

• Intends neither to hasten or postpone death; 

• Integrates the psychological and spiritual aspects of 
patient care; 

• Offers a support system to help patients live as actively 
as possible until death; 

• Offers a support system to help the family cope during 
the patient’s illness and in their own bereavement; 

• Uses a team approach to address the needs of patients 
and their families, including bereavement counseling, if 
indicated; 
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• Will enhance quality of life, and may also positively 
influence the course of illness; 

• Is applicable early in the course of illness, in conjunction 
with other therapies that are intended to prolong life, 
such as chemotherapy or radiation therapy, and includes 
those investigations needed to better understand and 
manage distressing clinical complications. 

 
Palliative care for children represents a special, albeit closely 
related field to adult palliative care. WHO’s definition of palliative 
care appropriate for children and their families is as follows; the 
principles apply to other paediatric chronic disorders: 

• Palliative care for children is the active total care of the 
child’s body, mind and spirit, and also involves giving 
support to the family. 

• It begins when illness is diagnosed, and continues 
regardless of whether or not a child receives treatment 
directed at the disease. 

• Health providers must evaluate and alleviate a child’s 
physical, psychological and social distress. 

• Effective palliative care requires a broad multidisciplinary 
approach that includes the family and makes use of 
available community resources; it can be successfully 
implemented even if resources are limited. 

• It can be provided in tertiary care facilities, in community 
health centres and even in children’s homes. 

 
As a point of differentiation, the provision of pediatric palliative care should 

begin preferably at the point of diagnosis (Brook and Hain, 2008, p. 1067) and can 

occur throughout the progression of the disease while curative treatment is being 

sought, which may last months or years (Crozier and Hancock, 2012, p. 198). In 

large measure, it is focused on improving the quality of life from a holistic 

perspective, regardless of how long or short that time may be. By comparison, 

hospice care – also known as end-of-life care or terminal care – is prescribed for 

patients with a prognosis of less than six months to live, who are no longer 

receiving curative treatments (Centers for Medicare & Medicaid Services, 2013).  

 
1.3 Access to Pediatric Palliative Care in the United States 
 When the American Academy of Hospice and Palliative Medicine (AAHPM) 

was established in 1988, it became the first professional organization in the U.S. to 

focus on improving the quality of life for patients with life-limiting conditions and 

their families (AAHPM, 2013). However, as pioneering palliative care programs 

began to emerge in limited markets across the country, the scope of services was 

restricted to adult patients and did not include pediatrics (Froedtert, 2010). While 

U.S. adults with life-threatening or terminal illnesses have benefited from the 

growing availability of palliative care services for thirty years, pediatric palliative 

care has been far slower to secure an industry foothold (Hain, 2004, p. 79). Only in 

the last decade has the health care industry begun to define pediatric palliative 

care and recognize it as an emerging specialty (Mellor et al, 2011, p. 115; Crozier 

and Hancock, 2012, p. 198). As a result, the hindered growth and adoption of 

pediatric palliative care as a value-added specialty for children with life-limiting 
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conditions and their families has hampered the availability of services in the 

majority of U.S. markets. 

 At present, the actual number of pediatric palliative care programs in the 

U.S. is unknown, although all indications point toward the availability of services 

being extraordinarily low. In 2011, the Center to Advance Palliative Care (CAPC) 

and the National Palliative Care Research Center (NPCRC) teamed to evaluate the 

availability of adult palliative care within acute care hospitals and concluded the 

provision of care has increased by 138 percent since 2000, yet it is still woefully 

lacking in many states across the nation (CAPC and NPCRC, 2011, p. 5). Despite 

the strong focus on adult palliative care, the availability of services varies across 

the U.S. and is insufficient in most markets; by comparison, the accessibility of 

pediatric palliative care is perceived to be far less than adult programs but has 

never been quantified. The simple fact remains that a substantial unmet need 

exists for pediatric palliative care services in markets across the U.S. and demand 

is projected to increase (Marchessault et al, 2012, p. 235). To date, CAPC and 

NPCRC have not sought to study access to pediatric palliative care in the same 

manner in which emphasis has been granted to adult palliative care. Moreover, 

there are no national associations, research centers or similar organizations in the 

U.S. that maintain a centralized database or comprehensive list of pediatric 

palliative care facilities, leaving health care providers and those seeking services 

equally uninformed about the available programs or lack thereof in their 

communities.  

 
1.4 Purpose of the Research Study: Why This Topic & Why Now? 
 Overall, the celebrated achievements in modern medicine that have 

radically reduced infant and pediatric mortality also have contributed to an increase 

in the incidence rate of children diagnosed with life-limiting conditions, incurable 

diseases and disabilities who survive for significantly longer periods of time than 

was once possible (Benini et al, 2008, p. 1, 3). The complexities of caring for these 

children has given rise to new strategic priorities in determining how best to provide 

care when definitive cures and recovery are not possible. In these challenging 

situations, optimizing the quality of life is tantamount to success for health care 

providers who aim to meet the needs of the children and families they seek to 

serve. As an emerging pediatric specialty, the holistic aims of palliative care with its 

ability to address the body, mind and spirit may hold a key to reshaping the 

approach within the U.S. health care industry to caring for children with life-limiting 

conditions and their families. However, current research is limited and does not 

offer a comprehensive understanding of their lived experience and related needs, 

as well as the manner in which pediatric palliative care can address these factors.  

Moreover, following the passage of the Patient Protection and Affordable 

Care Act (PPACA) in 2010, the implementation of U.S. health care reform 

legislation has prompted increased dialogue and reinvigorated interest about the 

optimal ways to increase patient access to care, improve affordability and enhance 

quality. Health care expenditures as a percent of U.S. gross domestic product 
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(GDP) increased to 17.9 percent in 2012, which represents one of the highest 

percentages of health care GDP in the world (World Bank, 2013). Despite the 

increased expenditures for the provision of health care services, the U.S. does not 

have quality outcomes or morality rates that are markedly better than other 

industrialized nations. With the staggering health care GDP trend deemed 

unsustainable, health care reform legislation is stimulating efforts by U.S. health 

care providers, government agencies, insurance companies and other key 

stakeholders to evaluate how best to bend the cost curve through the 

implementation of innovative health care delivery concepts and payment models 

that can provide health care to more people with better quality at a lower cost. In 

this manner, the aim of health care reform legislation may promote interest by 

health care providers and stakeholders in identifying better ways to provide care for 

children with life-limiting conditions, designing innovative systems of care to meet 

their needs and ensuring greater access to these critical, high-quality services. 

The following qualitative research study (short title: Pediatric Palliative 

Care Study) aims to articulate the lived experience of caring for children with life-

limiting conditions and their families and define their palliative care needs by 

examining the experiences of multidisciplinary care team providers (e.g. 

physicians, nurses, social workers, chaplains) who deliver care in a home-based 

setting. Before new health care delivery models can be employed, a vital 

imperative exists to examine the tangible needs of children and their families in 

order to ensure the provision of care is aligned with the realities of living with a life-

limiting condition or caring for someone with these diagnoses. Rather than making 

assumptions about services that may be helpful or desired, the study yields an 

intentional focus, first and foremost, to delve into the daily realities of care providers 

who have worked with multiple families in their homes, local hospitals or 

ambulatory care settings. By examining the lived experiences of those who work 

intimately with children and their families, the common themes that emerge from 

their experiences can raise awareness about what it is like to care for children with 

life-limiting conditions and how the needs inform the design of health care delivery 

in the future. As will be demonstrated by the study, the existing literature has 

proffered limited insights into the emerging field of pediatric palliative care and has 

neglected to introduce qualitative research about the comprehensive lived 

experience and needs of this unique patient population when children and families 

are receiving care primarily in a home-based setting. 
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“Children are not supposed to die. Children are supposed to live! Children – kind of 
like women and other minorities – their voices aren’t as well heard. They’re not 
given a voice in general.” 

~ Pediatric Palliative Care Physician 
 

 
2.1 About the Literature Review 
 While pediatric palliative care represents a promising health care delivery 

model for children with life-limiting conditions and their families, only negligible 

attention has been paid within the body of literature to understanding and 

advancing this specialized health care field. To delineate the parameters for the 

qualitative Pediatric Palliative Care Study, the following literature review seeks to 

provide contextual background for five key themes that are interwoven within the 

aims of the study. In turn, the study endeavors to articulate the palliative care 

needs of children and their families via an exploration of the comprehensive lived 

experiences of multidisciplinary care team providers who deliver care primarily in a 

home-based setting. First, the review addresses the lack of pediatric palliative care 

research within the literature – also called the “body of knowledge” – and the extent 

to which additional research is needed to advance the field. While the literature 

contains copious articles about adult palliative care, the literature review delineates 

the fundamental differences that exist between the provision of adult and pediatric 

palliative care and why adult palliative care research is not germane and cannot be 

generalized to the pediatric population. Next, the literature review demonstrates the 

vital role of the family in pediatric palliative care and why defining the needs of the 

child and family should not be separated from one another. Also, the review 

identifies the locations in which pediatric palliative care can be provided, the merits 

of focusing on pediatric palliative care in a home-based setting and the gaps that 

exist in the current literature in terms of understanding the provision of care in the 

home. Finally, the literature review evaluates the role of the multidisciplinary care 

team in providing pediatric palliative care in the home and examines why the 

providers are an effective voice for articulating the lived experience and overall 

needs of children and their families. 

 
2.2 Lack of Research About Pediatric Palliative Care 
 First, the emergence of palliative care has proffered significant research 

about adult palliative care, but the focus on the adult patient population is 

disproportionate in comparison to the research that has been introduced about 

pediatric palliative care and cannot be considered transferable. Only in the last 

decade has research about pediatric palliative care begun to emerge, but the 

shortfall between adult versus pediatric palliative care literature remains immense. 

While the adult-focused research has led to better care and ongoing improvements 

in palliative care, the same level of research is not available to help advance the 

field of palliative care for the pediatric population (Stevenson et al, 2013, p. 566).  

In a systematic review and quantitative analysis of the top twelve palliative care 
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journals2 from 2006-2010, Kumar (2011) concluded only 2.66 percent of the journal 

articles focused on pediatrics, while more than 97 percent were devoted to adult 

palliative care. Utilizing the methodology and data synthesis techniques employed 

by Kumar (2011) to evaluate the literature since 2010, the disparity between adult 

and pediatric palliative care research in the leading palliative care journals has 

remained largely unchanged (see Figure 2.1).  

 

 
Figure 2.1. Comparative Trend of Adult Versus Pediatric Articles in the Top Twelve Palliative 
Care Journals, 2006-2014. 

 

 While the systematic review completed by Kumar (2011) offers 

comprehensive insights about the proportion of adult versus pediatric articles in the 

leading palliative care journals, two weaknesses in the review offer opportunities for 

future refinement. First, Kumar’s (2011) identification of relevant articles was based 

on the title of the article alone, rather than the content of the journal article. In this 

regard, the potential exists for valid articles about pediatric palliative care to have 

been omitted from the tabulation if the articles did not contain “pediatric” or 

“children” in the title. While it is unlikely that a substantial number of articles related 

to pediatrics were omitted due to the lack of a pediatric-related identifier in the title, 

it should be noted that the percentage of pediatric versus adult palliative care 

articles may vary to some degree if each article was reviewed in detail.  

 Second, Kumar (2011) limited the systematic review to palliative care 

journals only, as opposed to including other leading medical or pediatric journals 

that may represent a more effective conduit for disseminating pediatric palliative 

care research. For example, Pediatrics, which is the leading pediatric journal in the 

                                                 
2 Based on the SCImago Journal & Country Rank, the top twelve palliative care journals from highest to 
lowest ranking include: (1) Palliative Medicine, (2) Journal of Palliative Medicine, (3) Journal of Palliative 
Care, (4) American Journal of Hospice and Palliative Medicine, (5) International Journal of Palliative 
Nursing, (6) Palliative and Supportive Care, (7) Journal of Pain and Palliative Care Pharmacotherapy, 
(8) BMC Palliative Care, (9) Current Opinion in Supportive and Palliative Care, (10) Journal of Hospice 
and Palliative Nursing, (11) Journal of Social Work in End-of-Life and Palliative Care and (12) Indian 
Journal of Palliative Care. Five additional palliative care-related journals with lower journal rankings 
were not included in the systematic review by Kumar (2011). 
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world, included 22 articles3 related to pediatric palliative care from 2006-2010, the 

time period used by Kumar (2011). While the pediatric palliative care articles 

represent less than one percent of the total articles published in Pediatrics, the 

research is not insignificant in comparison to the 97 articles published in the top 

twelve palliative care journals during the same time period. 

 Ultimately, whether pediatric palliative care research is published within 

notable palliative care journals or other health care publications, the volume of 

pediatric palliative care literature is limited. The dearth of literature for pediatric 

palliative care and, more specifically, the lived experience and needs of children 

and their families has left the emerging field predominantly undefined and 

inadequately understood (Stayer, 2012, p. 350). While researchers often seek to 

locate a gap within the body of knowledge in which to offer a meaningful 

contribution, the overall lack of pediatric palliative care research represents more 

than a mere gap but rather a massive chasm of innumerable opportunities for 

ongoing improvement.  

 
2.3 Differences Between Adult & Pediatric Palliative Care 
 In addition, more research is needed to focus on the lived experience of 

caring for children with life-limiting conditions and the specific needs of children and 

their families because fundamental differences exist between the provision of adult 

and pediatric palliative care. While more than 97 percent of the articles in the 

leading palliative care journals from 2006-2010 were devoted to adult palliative 

care (Kumar, 2011), the abundance of research is not transferable to the pediatric 

patient population. Beginning with the basic definition of palliative care, the World 

Health Organization has identified the importance of offering two definitions of 

palliative care – one that is generally applicable to all populations and a second 

description that is specific to children and their families (WHO, 2013). At the core, 

both adult and pediatric palliative care are focused on improving quality of life and 

comfort through a holistic approach of caring for physical, psychosocial and 

spiritual needs (WHO, 2013). However, major differences in needs and practices 

exist between adult and pediatric patients that extend beyond the common 

palliative care principles (Spathis et al, 2012, p. 777). Researchers caution that the 

palliative care methods used to care for adult patients are not suitable for children 

and their families; pediatric palliative care must be interwoven into the medical 

management of the child from the identification of the life-limiting condition through 

the end-of-life in a manner that differs from the structure and aims of adult palliative 

care (American Academy of Pediatrics, 2000; Field and Behrman, 2002; Knapp et 

al, 2011, p. 121). Researchers emphasize that “children are not small adults”, so 

seeking to extrapolate and apply adult palliative care research to a pediatric 

population is unacceptable and fails to take into consideration the uniqueness of 

                                                 
3 The articles include American Academy of Pediatrics (2010); Davies et al (2010); Thompson et al 
(2009); Lyon et al (2009); Linton and Feudtner (2008); Pritchard et al (2008); Levetown (2008); McCabe 
et al (2008); Davies et al (2008); Howell (2007); Santucci et al (2007); McClain and Kain (2007); 
Feudtner et al (2007); Robinson et al (2006); Hentschel et al (2006); Goldman et al (2006); Kolarik et al 
(2006); Feudtner et al (2006); Meyer et al (2006); Pousset et al (2009);  Lantos and Meadow (2009); 
and Williams et al (2009). 
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the life-limiting conditions found in children, the differences in cognitive and 

developmental milestones and other pediatric physiological considerations (Ullrich 

and Morrison, 2013, p. 334).  

 Moreover, Benini et al (2008) identified seven key challenges or 

differences that reinforce the importance of designating children as a special 

patient population for palliative care; the findings reinforce that the research 

contributions for adult palliative care are not broadly applicable to younger patients. 

First, the number of children who qualify for pediatric palliative care is significantly 

smaller than the number of adults who are eligible for palliative care. Because of 

the smaller number of pediatric patients spread across a broad geographic region, 

the organizational design, educational training requirements and cost structure for 

pediatric palliative care programs varies in comparison to adult palliative care 

(European Association of Palliative Care Taskforce, 2007; Benini et al, 2008, p. 2). 

Second, adults who receive palliative care tend to have similar diagnoses, such as 

oncology, cardiac disease, chronic obstructive pulmonary disorder (COPD), end-

stage renal disease (ESRD) or other terminal diagnoses (Center to Advance 

Palliative Care, 2013). By comparison, children represent a broad spectrum of 

diagnoses that vary in their complexity, rarity and duration of care (Benini et al, 

2008, p. 2). Given the gamut of diagnoses that necessitate the provision of 

pediatric palliative care, health care decisions about course of treatment or the 

optimal structure of palliative care programs cannot be easily generalized or 

inspired by the adult-focused palliative care research. 

 Due to the variability and overall complexity of diagnoses for children, the 

role of the multidisciplinary care providers and family in providing extensive hands-

on care, emotional support and monitoring for a continuous period of time is 

deemed more intensive than the level of care required for adult palliative care 

patients (Benini et al, 2008, p. 2). As modern medicine and health care technology 

have advanced, the survival rate of children with life-limiting conditions has 

increased, which has spurred the growing need to focus on the growth and 

development of pediatric palliative care programs (Benini et al, 2008, p. 3). The 

underlying need for adult palliative care has not changed dramatically in recent 

decades, as the life expectancy rate and mortality rate in the U.S. has remained 

fairly constant. However, advances in modern medicine have contributed to 

children with life-limiting conditions living for much longer periods of time than was 

once deemed possible, which has introduced a new challenge of designing 

palliative care programs to meet a new patient population that, at one time, would 

not have lived long enough to require these health care services.  

 Furthermore, differences exist between the role of the family for adults 

versus children. In the case of children who are receiving palliative care, the 

parents or legal guardians serve in a pivotal position to make health care decisions, 

provide constant care and communicate with health care providers (Benini et al, 

2008, p. 3). Siblings and the extended family also tend to play a larger role in the 

lives of children who are receiving palliative care. Comparatively, the majority of 

adult patients have the ability to make independent health care decisions, and the 
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role of their family in providing care or participating in the decision-making process 

is often minimized. In a similar manner, the ethical and legal implications of 

palliative care can differ between adult and pediatric patients, as children often are 

unable to articulate their needs or participate actively in decisions about their care, 

necessitating that a parent or guardian make informed decisions about the type of 

palliative care services that will be received (Benini et al, 2008, p. 3). The ability of 

children to participate in their care and understand their illness is a differentiating 

factor in comparison to adults (Ullrich and Morrison, 2013, p. 334). 

 Finally, the level of emotional involvement is believed to vary between adult 

and pediatric palliative care, which also can have implications for the type of health 

care decisions that are made by care providers and families. When caring for adult 

patients who have a life-limiting condition or terminal illness, the failure of 

treatment, inevitability of death or irreversible nature of the disease tend to be more 

easily accepted (Benini et al, 2008, p. 3). However, the same prognoses for 

children can lead to over-treatment, greater utilization of health care services and 

more exhaustive therapeutic efforts because of the emotional involvement of caring 

for a dying child, thus influencing the role and design of palliative care programs for 

pediatric patients (Benini et al, 2008, p. 3). Based on the aforementioned reasons, 

scholars and practitioners should be mindful not to utilize adult palliative care 

research as a proxy for understanding pediatric palliative care, but rather should 

recognize the need to offer novel contributions that will advance the emerging field 

of pediatric palliative care.   

 
2.4 Role of the Family in Pediatric Palliative Care 
 Furthermore, new research about pediatric palliative care must 

acknowledge that the needs of the child and their family cannot be separated from 

one another but rather should be viewed in combination. When articulating the 

meaning of pediatric palliative care, the World Health Organization offers a 

definition of holistic care “appropriate for children and their families” [emphasis 

added] and depicts the multidisciplinary approach to pediatric palliative care as 

being inclusive of the family (WHO, 2013). From the perspective of providing 

holistic care that contemplates the needs of the mind, body and spirit, pediatric 

palliative care is designed to reflect the child and family together as a single entity 

that has special health care needs before and after death (Himelstein et al, 2004, p. 

1752). Because families serve as the primary caregivers for children and bear the 

ongoing responsibility of providing continuous care (Spathis et al, 2012, p. 777), 

pediatric palliative care research must be fastidious in reflecting the 

interconnectedness of the child and their family. With families playing a crucial role 

in the provision of daily care and health care decision-making, the experiences of 

children with life-limiting conditions should not be evaluated in isolation since the 

family is regarded as the unit of care within pediatric palliative medicine (Ullrich and 

Morrison, 2013, p. 335). In evaluating the literature, Ullrich and Morrison (2013, p. 

335) and Steele and Davies (2006) observed more research is needed to 
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understand the experiences of family members in order to design pediatric 

palliative care in a manner that reflects the needs of the child and entire family.  

 
2.5 Provision of Pediatric Palliative Care in a Home-based Setting 

Pediatric palliative care can be provided in a variety of settings across the 

continuum of care, including acute care hospitals, hospice care centers and family 

homes (Muckaden et al, 2011). For the majority of children and their families, the 

home is deemed the optimal setting in which to receive pediatric palliative care 

since receiving care in the home can be the least disruptive to “normal” daily 

routines and family life, especially when taking into consideration the needs of the 

entire family (Benini et al, 2008, p. 1). During the last year of life, the majority of 

children with life-limiting conditions receive the greater part of their care in the 

home and do not access acute care services in a hospital (Miller et al, 2012; Ullrich 

and Morrison, 2013, p. 336). In comparison to other care settings, providing 

pediatric palliative care in a home-based setting has been demonstrated to benefit 

children and their families by reducing the need for emergency room or clinic visits 

(Rogers et al, 2011, p. 164). Similarly, according to a 2012 study about effective 

pediatric palliative care models, the provision of care in a home-based setting by a 

multidisciplinary team has been confirmed to improve the quality of life for children 

and their families, best address and manage the symptoms of illness, improve 

overall communication and minimize administrative barriers (Vollenbroich et al, 

2012, p. 294). 

However, despite the preponderance of evidence demonstrating that 

pediatric palliative care is best delivered in a home-based setting, the body of 

literature contains limited information that is specific to the home environment. For 

example, of the 97 articles published about pediatric palliative care from 2006-2010 

in the top twelve palliative care journals (Kumar, 2011), only one article referenced 

pediatric palliative care in a home-based setting, and the qualitative research study 

was narrowly focused on clinical extubation procedures (Zwerdling et al, 2006). 

Since 2010, only a small handful of articles referring to care at home have been 

published in the leading palliative care journals (see Table 2.1), with other articles 

focusing on acute care or omitting a reference to a care location. Overall, the 

limited articles about pediatric palliative care in the home tend to address narrow 

aspects of palliative care, rather than broader themes about the needs of pediatric 

patients and their families when care is delivered in a home-based setting. When 

factors such as the location for the provision of care are taken into consideration, 

the availability of relevant literature becomes substantially more restricted for those 

seeking to learn about pediatric palliative care. 
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TABLE 2.1  RESEARCH ABOUT PEDIATRIC PALLIATIVE CARE IN A HOME-BASED SETTING, 
2006-2014 

Author Year Title Journal Research 
Method 

Zwerdling et al 2006 Home pediatric compassionate 
extubation: bridging intensive 
and palliative care 

American Journal 
of Hospice and 
Palliative Care 

Qualitative 

Nayak, M. and 
Salins, M. 

2011 Providing palliative care  
for a dying teen at home: 
perspectives and challenges 

Indian Journal of 
Palliative Care 

Qualitative 

Simpson, E.C. 
and Penrose, 
C.V. 

2011 Compassionate extubation in 
children at hospice and home 

International 
Journal of 
Palliative Nursing 

Quantitative 

Bradford et al 2013 The case for home based 
telehealth in pediatric palliative 
care: a systematic review 

BMC Palliative 
Care 

Systematic 
Review 

Groh et al 2013 Specialized pediatric palliative 
home care: a prospective 
evaluation 

Journal of 
Palliative 
Medicine 

Quantitative 

Niswander et al 2014 End-of-life care for children 
enrolled in a community-based 
pediatric palliative care program 

Journal of 
Palliative 
Medicine 

Quantitative 

Groh et al 2014 Specialized home palliative  
care for adults and children: 
differences and similarities 

Journal of 
Palliative 
Medicine 

Quantitative 

 
 
2.6 Role of the Multidisciplinary Pediatric Palliative Care Team 
 In seeking to deliver palliative care that addresses the physical, 

psychosocial and spiritual needs of children and their families, the role of a 

multidisciplinary team is deemed critical to the ability to offer holistic care. When 

defining palliative care, WHO (2013) underscores the use of a “team approach to 

address the needs of patients and their families” that includes multiple health care 

providers in a “broad multidisciplinary approach”. Due to the health care complexity 

of treating those with life-limiting conditions, the needs of children and their families 

are best served through the devoted attention of multiple disciplines, as opposed to 

a solitary specialty (Remke and Schermer, 2012, p. 287). While the exact 

membership of the teams will vary by location and reflect the availability of health 

care providers in the community, the most common roles include physicians, 

nurses, social workers and chaplains. Care coordinators, bereavement specialists, 

child psychologists and child life specialists also may play a routine or ancillary role 

in delivering care (Himelstein et al, 2004, p. 1752), as well as other support staff 

and health care professionals (Swinney et al, 2007). Prior literature offers limited 

insights into the optimal combination of roles for a multidisciplinary team when 

palliative care is provided in a home-based setting (Vollenbroich et al, 2012), 

although the findings of the studies are supported by pediatric palliative care 

research that has not specified a location or that has elected to highlight the 

structure of multidisciplinary teams in acute care locations (Jennings, 2005, p. 195-

198; Ward-Smith et al, 2006; Meier and Beresford, 2007).  
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 Members of the multidisciplinary team often spend extensive time with 

families in their homes and frequently operate as an extension of the family. The 

amount of time spent with children and families varies based on need and the 

condition of the child. For example, a recent pediatric palliative care study 

concluded nurses often have “frequent, poignant, and intimate relationships with 

families during the delivery of end-of-life care” (Reid, 2013, p. 541). Overall, the 

time commitment by care providers on the team makes them an appropriate voice 

for the research study due to the amount of time spent with families and the 

insights they are able to proffer about the day-to-day reality of caring for a child with 

a life-limiting condition.  

 
2.7 Research Study Will Address the Scarcity of Information About the Lived 
Experience & Needs of Children and Their Families 
 In closing, the Pediatric Palliative Care Study is positioned to make 

noteworthy contributions to the body of knowledge by focusing on two research 

objectives: (1) understanding and articulating the comprehensive lived experience 

of caring for children with life-limiting conditions and their families and (2) 

delineating how the collective experiences provide insights into needs that can be 

addressed through the provision of pediatric palliative care (see Figure 2.2). As 

exhibited by the literature review, pediatric palliative care is an emerging specialty 

that has a deficiency of published research in comparison to adult palliative care, 

and the adult palliative care research findings cannot be considered germane or 

transferable. While not a panacea for the dearth of information, the Pediatric 

Palliative Care Study aims to draw scholars and practitioners into the phenomenon 

of caring for children and families through the lived experiences of care providers 

with first-hand knowledge of offering care and partnering with families in their 

home. Undoubtedly, this is a situation many scholars and practitioners might not 

otherwise have the opportunity to explore. Rather than relying on theoretical 

constructs or quantitative research results, the Pediatric Palliative Care Study 

draws inimitable insights from the words and tangible experiences of 

multidisciplinary care team providers. The study has been designed to balance 

rigor and objectivity (Annells, 1996, p. 706), with the need for relevant information 

about pediatric palliative care that is timely, applicable and transferable to decision-

making (Tuckett, 2005, p. 31) about the optimal design and provision of health care 

services for children and their families. With utilization trends for pediatric palliative 

care projected to increase (Marchessault et al, 2012, p. 135), the study will make 

known the lived experience and needs associated with this unique population so 

health care stakeholders can make informed decisions about designing care 

delivery models that address the attributes that are most important to children with 

life-limiting conditions and their families.  
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Figure 2.2.  Conceptual Diagram of the Five Facets of the Literature Review that Influenced  
the Research Objectives & Methodological Design of the Study. 

RESEARCH OBJECTIVES 

1. Understand & articulate  
the comprehensive lived 
experience of caring for 
children with life-limiting 

conditions & their families 

2. Delineate how the collective 
experiences provide insights 

into needs that may be 
addressed by pediatric 

palliative care 



Page | 17 

 
 
 
 
 
 
 
 

CHAPTER 3 
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“By doing research, really what you’re ending up doing is giving us one of the 
greatest new open doors.” 

~ Pediatric Palliative Care Community Liaison 
 

 
The Pediatric Palliative Care Study has been designed to utilize an 

interpretative phenomenological analysis (IPA) research methodology in order to 

address the aims of understanding the lived experience of caring for children with 

life-limiting conditions and their families, as well as the inherent needs associated 

with this phenomenon. The following chapter delineates the methodological basis 

of the qualitative research study and the overall research design parameters, 

including specificity about the research setting, ethical approval of the study, 

sampling methodology, recruitment process, research participants, interview 

process and questions, data collection and retention, confidentiality and anonymity 

of research participants, risk management, data analysis and review process.  

 
3.1 Interpretative Phenomenological Analysis 
 At its core, phenomenology means “to bring into light” (Pringle et al, 2011b, 

p. 8), which is fitting of the manner in which the methodology can be employed to 

offer insights into a phenomenon with which others may have limited to no 

familiarity. In such instances, “phenomenon” carries the meaning of an experience 

or occurrence, as opposed to the alternative societal definition of something at 

which others marvel with wonder or view as a spectacle. With scarce information 

available in the body of literature for pediatric palliative care, a qualitative research 

methodology, such as IPA, that allows for explanatory study of the lived experience 

is appropriately aligned with the research aims. It seeks to surpass perfunctory 

descriptions of the phenomenon to tender more advanced explanations of the 

holistic experience, as well as richer details that can benefit academia and 

professional practice (Maxwell and Mittapalli, 2008, p. 324-346). In IPA, research 

participants are recognized as experts whose personal experiences and viewpoints 

are regarded with authority (Biggerstaff and Thompson, 2008, p. 215), with 

verbatim excerpts from research interviews deemed a hallmark of IPA studies so 

that the voice of participants remains central to the research findings (Reid et al, 

2005, p. 22).  

IPA represents one of the more contemporary variations of 

phenomenology, as it was introduced by Dr. Jonathan Smith, Birkbeck University of 

London, in the 1990s (Birkbeck University of London, 2011). IPA builds upon 

Husserlian (or transcendental) phenomenology, which is a qualitative research 

methodology developed by Edmund Husserl that aims to explore the lived 

experiences of research participants and define an essence or universal knowledge 

of the phenomenon that can serve to illuminate the experience for others (Schacht, 

1972). In order to do so, Husserl calls for researchers to set apart their 

assumptions and pre-understanding of the phenomenon and remove themselves in 

totality through an effort called “bracketing” so as not to influence the interpretation 

of the lived experience (Schacht, 1972). However, Smith diverged from Husserl by 
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observing that researchers cannot fully remove themselves from the research, as 

they have an interpretative role in listening, analyzing and making sense of the 

lived experience that is conveyed to them by research participants (Biggerstaff and 

Thompson, 2008, p. 215). In this manner, IPA features a double hermeneutic 

quality, meaning both the research participants and the researcher have a function 

in interpreting the lived experience (Birkbeck University of London, 2011). For 

these reasons, IPA remains rooted in Husserlian phenomenology but 

acknowledges the central role of the researcher in the analysis (Pringle et al, 

2011a, p. 20).  

In general, IPA is considered germane for researchers conducting studies 

related to health, human and social sciences (Birkbeck University of London, 

2011). In a systematic literature review of 65 IPA articles published from 1996 to 

2004, Reid et al (2005, p. 21) concluded the use of IPA has increased and that the 

methodology is having an influence on 11 research areas, one of which is palliative 

care.4 Nonetheless, it is worth noting that no pediatric palliative care articles were 

identified during the review by Reid et al (2005); the Pediatric Palliative Care Study 

serves as the first of its kind to examine the comprehensive lived experience using 

IPA.5 During the last decade, qualitative research and IPA, in particular, have 

established a foothold in the health care industry, which has been dominated 

historically by the rigors of quantitative research and evidence-based medicine 

(Biggerstaff and Thompson, 2008, p. 214; Pringle et al, 2011a, p. 20). While the 

quantitative research contributions remain vital, these methodologies engender a 

disparity in the literature in terms of “understanding healthcare and illness from the 

patient or service user perspective” and utilizing researchers to bear witness and 

make sense of these personal experiences (Pringle et al, 2011a, p. 20). Jasper 

(1994, p. 313) also concludes that researchers who utilize phenomenology can 

explore the experiences of patients and use the results of the study to pinpoint the 

optimal services or approaches to care delivery that address their needs. Overall, 

IPA is especially advantageous when researching a phenomenon about which little 

is known or understood (Reid et al, 2005, p. 23), which was an influential factor 

when selecting the methodology for the Pediatric Palliative Care Study. 

 
3.2 Purposeful Exclusion of a Theoretical Construct 

Unlike other quantitative or qualitative research, phenomenological studies 

abstain from applying theoretical constructs or relying on existing theories, as 

utilizing such frameworks would detract from the focus on the lived experience of 

research participants and the ability to describe the overarching essence of a 

phenomenon (van Manen, 1990). According to Reid et al (2005, p. 23), “bypassing 

                                                 
4 The 11 research areas in which IPA is having an influence include: (1) new genetics, (2) health 
professionals / therapists, (3) dementia / degenerative disease, (4) sexual identity and sexual health, (5) 
chronic illness, (6) quality of life measurement, (7) spirituality and bereavement, (8) palliative care, (9) 
mental health / addiction / eating disorders, (10) reproductive decision-making and adoption and (11) 
personal and cultural identity (Reid et al, 2005, p. 21).  
5 An examination of the body of literature reveals two pediatric palliative care studies that have been 
conducted using IPA. They are the “Psychological impact of working with patients with cystic fibrosis at 
end-of-life, pre-transplant stage” (Clisby et al, 2013) and “Qualified clinical psychologists’ experiences of 
working with children with life-limiting conditions: a qualitative study” (Davenport, 2012). Neither study 
was designed to focus on the totality of the lived experience. 
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the closed systems of borrowed hypotheses and theories, [IPA] can instead provide 

meaningful and unexpected analysis of psychosocial issues.” Therefore, this study 

has intentionally excluded the use of theoretical constructs to inform its design, 

data analysis or articulation of research findings. To overlay a theoretical construct 

would be counterintuitive to the quintessence of the methodology and benefits it 

prescribes by being able to explore and make sense of a phenomenon without the 

bias of existing theories. Phenomenology also is not intended to proffer new 

theories at the conclusion of the study, per se (Thorpe and Holt, 2008, p. 115). 

While some critics contend this is a methodological weakness, others note that 

“while ‘Theory’ with a capital ‘T’ is not the purpose or remit of IPA studies, findings 

can nevertheless influence and contribute to theory in a broader ‘lower case’ 

sense” (Pringle et al, 2011a, p. 21). As evidenced by Chapter 5: Discussion, the 

Pediatric Palliative Care Study has fulfilled its research objectives and offered both 

implications for future practice and contributions to extant literature without 

producing unnecessary “Theory”.  

  
3.3 Bracketing Framework 

IPA differs from Husserlian phenomenology in its supposition that 

researchers cannot fully remove themselves from the interpretation of the lived 

experience and ability to express an overall essence of the phenomenon. 

Nonetheless, IPA still utilizes a bracketing framework to promote reflexivity and 

encourage researchers to take inventory of potential areas of influence to the 

extent that is feasible. While researchers cannot achieve absolute objectivity 

(Crotty, 1996), those who utilize phenomenology are expected to suspend their 

personal beliefs and values to the degree that is possible in order to minimize their 

influence on providing an accurate account of the lived experience (Ahern, 1999, p. 

407). Scholars contend that bracketing should seek to set aside or bring 

heightened cognition to the assumptions (Crotty, 1996), biases (Dowling, 2004), 

prior knowledge of the experience (Beech, 1999) and other factors that may 

influence the study. Following the recommendations of Hamill and Sinclair (2010, p. 

20-21), the principal researcher adopted a continuous approach to bracketing for 

the duration of the Pediatric Palliative Care Study, as opposed to limiting it to the 

more common junctures of data collection and analysis.   

For example, the principal researcher wrote a bracketing analysis paper 

prior to commencing with the data collection in which she documented her pre-

understanding and knowledge of pediatric palliative care, the rationale for selecting 

the research topic and her three primary roles as an individual, working 

professional and student. The bracketing paper included descriptions about the 

degree to which these roles may influence the study design. The paper was 

reviewed and discussed with her thesis supervisor in order to establish 

transparency about areas of potential bias. In addition, the principal researcher 

limited the scope of the literature review at the beginning of the research study to 

ensure the extant literature did not influence the data analysis and identification of 

themes for the phenomenon (Hamill and Sinclair, 2010, p. 20). Prior to undertaking 
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the research interviews, the principal researcher shared the proposed questions for 

the semi-structured interviews with her thesis supervisor and representatives within 

Providence Health & Services to assess whether any leading questions or biases 

were being introduced. Throughout the study, the principal researcher practiced 

reflexive writing to capture her thoughts and perceptions at each step of the study. 

The process allowed her to think reflectively about her position in relation to the 

emerging themes and the extent to which she may be introducing bias to the 

analysis of the lived experiences. More specifically, the principal researcher wrote 

reflective notes and observations following each research interview to continue 

bracketing her own experience and composed weekly progress reports for the 

duration of the study. The reflections served as a way of documenting key research 

observations, while ensuring the voice of the research participants was not 

muddled with the voice of the researcher.6  

 
3.4 Ethical Approval of the Study 

Ethical approval of the Pediatric Palliative Care Study was granted by the 

Providence Health & Services – Institutional Review Board Spokane (IRB)7 on 

August 15, 2013 and September 26, 2013, followed by approval from the University 

of Liverpool – Committee on Research Ethics (CORE) on October 9, 2013 (see 

Appendix A. Ethical Approval of Research Study). The principal researcher also 

was required to become a credentialed researcher through the Providence Health 

& Services – Medical Research Center (PMRC), which reviewed the proposed 

study, assessed the qualifications of the researcher to execute the study and 

mandated the successful completion of 38 training modules and exams (see 

Appendix B. Ethical Research Training Requirements). The research and data 

collection for the study did not begin until the extensive credentialing process was 

completed and ethical approval was obtained from both institutions.  

 
3.5 Setting  
 The study was conducted at four research sites: (1) Providence Hospice  

& Home Care of Snohomish County – Carousel Program in Everett, Washington, 

(2) Providence Hospice of Seattle – Stepping Stones in Seattle, Washington,  

(3) Providence Sacred Heart Medical Center & Children’s Hospital – Sunflower 

Program in Spokane, Washington and (4) Providence TrinityCare Hospice and 

TrinityKids Care in Torrance, California (see Appendix C. Background of Research 

Locations). The sites represent the only pediatric palliative care programs in 

Providence Health & Services, based on an inventory completed by the principal 

                                                 
6 The bracketing analysis paper, reflexive writing and progress reports were shared with the thesis 
supervisor to help monitor potential areas of bias or influence by the principal researcher. However, they 
have not been included within the thesis so as not to detract from the Pediatric Palliative Care Study, 
lived experiences and phenomenon that remain central to the study.  
7 Consistent with requirements to conduct research at an overseas location, the principal researcher 
obtained local permission from the IRB to ensure the research study complied with organizational and 
U.S. ethics standards for research. The IRB is composed of technical experts, administrators, lay people 
and clergy, who review research projects involving human subjects to ensure the studies adhere to 
regulations and guidelines provided by the U.S. Food & Drug Administration (FDA) and the U.S. Office 
of Human Research Protections (OHRP). The researcher remained subject to ongoing reviews and 
audits for the duration of the study. 
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researcher in partnership with the System Director, Nursing Clinical Strategies, in 

August 2013. 

 
3.6 Sampling Methodology  

Per IRB and CORE approval, the study was approved for enrollment up to 

30 research participants, which is consistent with the suggested range for 

phenomenological studies. For example, Cresswell (2007, p. 121), quoting 

Polkinghorn (1989), recommends conducting interviews with five to 25 people. 

Similarly, a systematic review of 52 health psychology IPA studies by Brocki and 

Wearden (2006, p. 94) concluded the number of participants may extend up to 30 

people. Overall, IPA studies are marked by smaller sample sizes in comparison to 

other research methodologies, with no optimal sample size existing for all studies 

since multiple factors can inform the decision-making by researchers about the 

number of participants to include (Smith and Osborn, 2003, p. 54; Brocki and 

Wearden, 2006, p. 94). Due to the geographic distribution of the research sites 

across multiple states and the number of distinctive roles within a pediatric 

palliative care team, a sample size at the upper threshold of the recommended limit 

was adopted for this study. The sample size ensured the study was large enough 

to encompass representation from two states, four research settings and multiple 

employment roles within the teams. If the study had been limited to a smaller 

sample size, the representation for each state, setting and employment role may 

not have been feasible.  

A purposive sampling methodology was used to recruit participants from 

the four research sites, which led to identification of a research base of participants 

who shared the common lived experience. Purposive sampling is most commonly 

used for IPA studies (Smith and Osborn, 2003; Brocki and Wearden, 2006, p. 95) 

because it aids the researcher in identifying research participants “who have 

expertise with the phenomenon being studied by virtue of its being an integral part 

of their life experiences” (Wagstaff and Williams, 2014, p. 9, reflecting on Cohen et 

al, 2007). To participate in the study, research participants were required to fulfill 

three inclusion criteria: (1) be employed by Providence Health & Services or an 

affiliated provider, (2) be employed as a pediatric palliative care physician, nurse, 

social worker, chaplain or other palliative care role, and (3) be providing pediatric 

palliative care at this time, preferably in a home-based setting. The aim of the 

inclusion criteria was to identify individuals who had experienced the phenomenon 

in order to generate research findings that would depict a common understanding 

of the lived experience (Creswell, 2007, p. 62). Those individuals serving in 

palliative care leadership roles, such as program directors or administrators, were 

not invited to participate in the interviews if they were no longer providing direct 

patient care since their current expertise was not aligned with the aims of the study; 

they would not be able to share timely insights from their lived experiences of 

caring for children and their families. Otherwise, no exclusion criteria were 

delineated for the selection of participants.  
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3.7 Recruitment & Selection of Research Participants 
 Once ethical approval was granted to commence with the research, the 

principal researcher contacted the program director at each pediatric palliative care 

facility to request their assistance in distributing an e-mail solicitation to all pediatric 

palliative care employees who met the inclusion criteria for the voluntary research 

study (see Appendix D. Recruitment Advertisement). Per the IRB, U.S. FDA, and 

U.S. OHRP guidelines, the principal researcher was not allowed to identify or make 

direct contact with potential research participants until the participants elected to 

contact the researcher, hence the necessity of the program director at each 

location serving as the conduit for distributing the initial e-mail solicitation. 

Responses to the e-mail solicitation were sent directly to the principal researcher 

so employee participation in the study could remain confidential and anonymous. 

Those who responded affirmatively to the request for research participants and 

provided their contact information to the researcher were contacted to schedule an 

interview at a time and place of their convenience. For some research sites, a 

second e-mail solicitation was distributed by the program director to remind 

employees of the opportunity to participate, as the first solicitation was 

unsuccessful in reaching the desired enrollment for the study.  

In total, 27 employees consented to participate in the study, with 

participants representing the employment diversity commonly found within palliative 

care teams. The participants included 13 nurses, five social workers, two chaplains, 

two community liaisons, two nurse practitioners, one physician, one nurse / social 

worker and one program coordinator / child life specialist. Of the participants, 25 

were female and two were male. At the time of their interviews, the participants 

ranged in palliative care experience from four months to 24 years, with a mean of 

6.1 years of experience, respectively. Approximately 63 percent of participants had 

less than five years of experience in pediatric palliative care, which is reasonable 

since it did not begin to achieve recognition as a specialty until a decade ago 

(Mellor et al, 2011, p. 115; Crozier and Hancock, 2012, p. 198). Beyond their 

palliative care experience, the majority of participants had significantly longer 

health care careers, including experience in adult and pediatric acute care, hospice 

care, trauma care and other relevant experience.  

Due to the difference in size of the palliative care programs, the number of 

participants varied by research site. In total, the study included 16 participants from 

TrinityKids Care, four participants from Stepping Stones, four participants from the 

Carousel Program and three participants from the Sunflower Program. The 

inclusion of diversified employment roles elicited insights from various perspectives 

in caring for children and their families, as these team members work closely with 

families in unique capacities and have in-depth understanding of their needs. 

Participants did not receive financial remuneration, inducements or other direct 

benefits for participating in the study. 

 
3.8 Informed Consent & Voluntary Participation 

An Informed Consent for Research Participants and a Statement of 

Informed Consent were reviewed and approved by the IRB, CORE and Providence 
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Health & Services – Department of Legal Affairs (see Appendix E. Informed 

Consent for Research Participants & Statement of Informed Consent). In 

accordance with IRB guidelines, potential research participants were informed their 

participation was voluntary and that they may withdraw from the study at any time. 

The principal researcher obtained informed consent from participants via a three-

step process. First, the informed consent documents were provided in writing as 

part of the e-mail solicitation, which allowed prospective participants to review the 

information at length, ask questions and make an informed decision about whether 

to participate in the voluntary study. Second, the documents were reviewed 

verbally at the beginning of each research interview, and participants were asked if 

they had questions about the informed consent for the study. Finally, participants 

were given a written copy of the documents and asked for their signature prior to 

commencement of the research interview; the document also required signature by 

the principal researcher. Following the interview, a photocopy of the signed 

Statement of Informed Consent was e-mailed to participants for their personal 

records. The researcher archived the original documents in accordance with 

Providence Health & Services policy (Providence Health & Services, 2014g).   

 
3.9 Interview Process & Questions  
 To collect data for the study, the principal researcher conducted semi-

structured interviews, which encouraged the collection of comparable data from 

research participants and provided the flexibility to ask follow-up questions to 

explore the concepts and examples shared by participants. Semi-structured 

interviews serve as the most common interviewing technique for IPA because of 

the benefits researchers find in being able to ask open-ended questions to gather 

information from participants about a common lived experience (Thorpe and Holt, 

2008, p. 116, contributed by Dunworth). While the semi-structured interviews 

leverage a common interview guide for key questions or themes to explore, the 

researcher has the benefit of being able to change the order of the questions or 

remain fluid in response to the lived experiences that are delineated by participants 

(Lewis-Beck et al, 2004). According to Pringle et al (2011a, p. 23), “Expansive, 

honest and reflective accounts may be less forthcoming and more difficult to 

access from participants if a rigid set of questions or a more structured interviewing 

technique are used.” In total, the interview guide for the study included 10 

questions (see Table 3.1).  

On average, each research interview lasted 60-90 minutes, with the 

majority of interviews conducted in-person and a small quantity occurring via phone 

when an in-person interview was not feasible. During the interviews, participants 

were not required to answer the questions and had the right to refuse to answer for 

any reason; they also had the right to retract answers after they had been provided, 

although none chose to do so. Participants were informed that additional questions 

or clarifications may be sought from them during the 12 months following the initial 

interview while the data analysis was under way. 
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TABLE 3.1  INTERVIEW QUESTIONS 
Category Question 

Background 
About Research 
Participants 

• What is your current title and role in the organization? 
• How long have you served as a pediatric palliative care [physician, nurse, 

social worker, chaplain, etc.]? 
• What led you to work in pediatric palliative care?  

Insights About 
the Lived 
Experience and 
Child & Family 
Needs 

• As you reflect on your personal experiences as a [physician, nurse, social 
worker, chaplain, etc.], can you describe a time that stands out as an 
example of providing effective pediatric palliative care? Using as much 
detail as you are comfortable sharing, what happened from start to finish 
when providing pediatric palliative care for the child and family? 

• What are the key problems or challenges faced by children and their 
families? In what ways are pediatric palliative care services addressing 
these issues? 

• Based on the time you spend with children and their families, what are the 
key questions or requests that are expressed to you?  

• To what extent are you able to address these needs? Are there barriers that 
get in the way of meeting the needs of children and their family?   

• Have you encountered any experiences in which your aims in providing 
pediatric palliative care differed from the needs of the child and family?  

• From your perspective, what do children and/or their families hope that 
pediatric palliative care will provide for them?  

Closing 
Comments 

• Is there anything else you would like to share that would be helpful for me to 
understand about your personal experiences as a pediatric palliative care 
[physician, nurse, social worker, chaplain, etc.] or the needs of the children 
and their families? 

 
 
3.10 Data Collection & Retention 

With permission from each research participant, a digital audio recording of 

the interview was made for subsequent analysis, with additional notes and 

observations scribed on paper. At the conclusion of the study, the paper files will be 

scanned into electronic records for archival purposes. All audio recordings, data 

and project files associated with the study were stored electronically on an 

encrypted, password-protected Providence Health & Services laptop. As the data 

owner, the researcher maintained responsibility for determining the appropriate 

access levels for the electronic information and ensuring access control procedures 

were in place based on the level of sensitivity of the information (Providence Health 

& Services, 2014e). Confidential data and research files were not stored on a 

shared workstation or network drive in accordance with organizational policy 

(Providence Health & Services, 2014c). As requested, the IRB has the authority to 

obtain access to study records for audit and quality improvement purposes. 

Providence Health & Services also has Record Retention Standards, which govern 

the length of time files must be stored (Providence Health & Services, 2012). While 

the policy provides guidance for clinical studies, it does not specify requirements for 

data generated during non-clinical academic research. Using the Record Retention 

Standards for clinical research as a proxy, the informed consent documents will be 

stored permanently (Providence Health & Services, n.d.). Because the study 

involves non-human experimentation – meaning this is not a clinical intervention 
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study involving medical treatment, experimental pharmaceuticals or devices – the 

research data and related paperwork must be stored for 10 years (Providence 

Health & Services, n.d.). In the event that the researcher leaves the organization 

prior to 10 years from the completion of the study, the researcher will transfer the 

files to an encrypted, password-protected device and take the files with her to 

ensure they are disposed at the appropriate time.  

 
3.11 Confidentiality & Anonymity of Research Participants 

One of the attributes of IPA is the extent to which the research findings 

incorporate explanations about the lived experience and use representative 

quotations from research participants so that the researcher can generate an 

“insider perspective” (Thorpe and Holt, 2008, p. 115, contributed by Dunworth). In 

order to draw upon the voice of participants, the researcher has included direct 

quotations from the research interviews in the study, which have been de-identified 

to preserve the anonymity of participants. The quotations provide relevant 

examples from genuine experiences in order to allow others to see the situation 

through the lens of those with first-hand knowledge. By providing transparency into 

the spoken words of participants, the study stands apart from other forms of 

qualitative or quantitative inquiry by permitting others to hear directly from those 

with personal expertise of the phenomenon.   

All information collected from participants has been kept confidential and 

stored in an anonymous manner, and the identity of the participants has not been 

shared within Providence Health & Services or other outside entities. Following 

each interview, the researcher assigned a unique four-part code to the interview 

recording, transcript, research notes and analysis. The code provided the 

researcher with important details at a glance while otherwise being obscure to 

others, with the code identifying the profession of the research participant, research 

location, participant initials and year in which the interview was conducted. The 

researcher has maintained the solitary key to identifying the research participant 

name and corresponding code, with the key stored in a separate location from the 

coded data files. Any direct quotations utilized within the study have been made 

without attributing them to the names of the participants or disclosure of their 

identity. In addition, any child and family names shared during the interviews also 

have been omitted from the findings in order to protect the identity of past or 

current recipients of pediatric palliative care within Providence Health & Services.  

 
3.12 Risk Management  

The study provided research participants with an opportunity to share their 

professional expertise and personal experiences in order to help advance the field 

of pediatric palliative care. While speaking about palliative care is a sensitive 

subject, the level of sensitivity is comparable to other health care topics and every 

day professional dialogue that takes place within the health care industry. Prior 

studies have demonstrated that caregivers who participate in qualitative research 

studies about their experiences find the interviews to be empowering and that 

sharing personal stories emboldens participants to feel like their insights can make 
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a difference in helping others (Gysels et al, 2008, p. 1). While the study was 

designed to involve no more than minimal risk, any minor emotional or 

psychological effects posed to research participants by the study were outweighed 

by the anticipated benefits of empowerment and ability to make a difference in the 

field of palliative care. Prior to commencing with the interview, participants were 

reminded to share only the level of detail with which they were comfortable, thereby 

allowing them to self-monitor their level of comfort with the dialogue. Participants 

also were reminded that specific patient information would not be solicited, nor 

should they share identifiable patient information with the researcher. In the event 

that a participant became emotional while answering the interview questions, the 

researcher asked if the participant would like to pause or discontinue the interview; 

however, none elected to stop their participation in the study.  

 
3.13 Data Analysis  

An advantage to using IPA is the methodological flexibility that may be 

adopted by a researcher to analyze data and generate research findings that align 

with the aims of the study. Pringle et al (2011a, p. 22), reflecting on the work of 

Giorgi (2000) and Smith et al (2009), note the methodology is intended to be 

adaptable to the research study and that attempting to follow a single rigid, 

prescriptive set of steps for all phenomenological studies is ill-advised. Following 

the conclusion of the research interviews, the principal researcher commenced with 

the data analysis, which was informed by the recommendations and practices of 

multiple scholars. In total, the data analysis for the study engendered three levels 

of research findings that progress along a continuum from granular to conceptual 

reflections of the lived experience. With the study being firmly rooted in the words 

of the research participants, IPA surpasses a standard thematic analysis (Brocki 

and Wearden, 2006) to provide insights into the lived experience of families who 

are caring for children with life-limiting conditions. For the purposes of the study, 

the three thematic levels were optimal, as they allowed for suitable transparency 

into the personal experiences of care providers while transitioning to broader 

generalizations and collective expressions of the phenomenon. 

As the initial step in the data analysis, the principal researcher fully 

transcribed the digital audio recordings of each interview by listening to the digital 

audio recordings, transcribing the files and listening to the recordings again while 

reading the transcripts to double-check the accuracy of the transcription. Filler 

words, such as “umm” or “ah”, were not transcribed since they did not provide 

value or change the meaning of the statements. The transcription files were 

formatted to include continuous line numbering and an ample right margin to allow 

space for electronic comments and data coding. Next, the researcher sought to 

establish an order in which the transcripts should be analyzed. The researcher 

printed a hardcopy of each transcript, grouped the transcripts by profession (e.g. 

one stack of transcripts for the nursing interviews, one stack for the social worker 

interviews and so forth) and read the transcripts in each group to place them in a 

hierarchical order based on the interviews that were perceived to introduce the 
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greatest number of unique themes to those that offered the fewest new elements. 

The ranking process was completed for each group of transcripts. Once the overall 

priority by profession was determined, the transcripts were collated so the final 

order for the data analysis would begin with the most comprehensive nursing 

interview, followed by a social worker interview, then a physician interview and so 

forth until the final sequence of transcripts was identified for the data analysis. 

Rather than analyzing all transcripts for a particular profession before transitioning 

to the next profession, the researcher elected to blend the professions in order to 

hear from the multidisciplinary palliative care team early in the analysis process 

and be able to reflect on the themes across all professions. 

The researcher used a multi-step process to analyze and assign initial 

codes to each transcript, starting with re-reading the transcript to understand the 

information shared by the research participant. Next, the researcher read the 

transcript over again but this time highlighted phrases or sentences in the transcript 

and inserted an electronic comment to identify an “initial code” for each excerpt, 

which included a few brief words to encapsulate the concept of the highlighted 

statement. The initial codes aligned with the spoken words of the interview 

participants or reflected terminology that would be recognizable to them. This 

served to ensure the initial codes were grounded in the language of the 

participants, as opposed to more abstract or conceptual language from the 

principal researcher. The interview excerpts and codes were reviewed again to 

discern whether the labels were reasonable. This form of manual coding is 

recognized as an effective means by which to develop an intimacy with the data to 

a degree that would be unlikely to arise through an alternative means of data 

analysis (Clarke, 2009, p. 72). Once this process was completed for a transcript, 

the phrases or sentences that were highlighted and assigned an initial code were 

recorded in a spreadsheet for ongoing analysis. At the initial stages of analysis, 

additional observations, initial impressions and other reflective comments also can 

emerge, which Smith et al (2009, p. 82) describe as ‘noise’ during the data analysis 

and recommend recording these comments in a dedicated place so the focus can 

remain on the raw data. Therefore, the principal researcher prepared a reflective 

journal and used weekly progress reports to document reflective comments that 

arose from listening and reading the transcripts multiple times.  

After the initial coding was completed for each transcript and the excerpts 

were added to the spreadsheet, the principal researcher grouped initial codes into 

categories that were identical or analogous in order to standardize the name of the 

“core element”.8 For example, the initial coding of the interview transcripts led to 

terms such as “multidisciplinary care”, “multidisciplinary team-based care” and 

similar variations of the same concept. Therefore, the researcher reviewed the 

initial codes and identified the optimal name for the core element, being attentive 

not to disregard subtle thematic nuances. At the most detailed level, the core 

elements serve as the elementary facets of the data analysis, as they articulate the 
                                                 
8 The principal researcher selected the labels of “core elements”, “sub-themes” and “major themes” to 
delineate the three levels of thematic analysis in the study.  
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basic codes assigned to statements made by participants during the interviews. 

The core elements are grounded in the verbiage of the participants in a manner 

that preserves the concrete, distinctive qualities of their personal experiences. 

After the core elements were identified, the principal researcher began an 

iterative coding process to group the core elements and assign each cluster of core 

elements a sub-theme label. At the sub-theme level, threads of commonality were 

identified between core elements, with the thematic elements beginning to 

transition from concrete to summarized units of meaning. The discrete sub-themes 

function as building blocks to define the lived experience. Next, the sub-themes 

were clustered into major themes. At the highest level, the major themes represent 

a compilation of sub-themes to provide an abstract, comprehensive account of the 

lived experience, which has the benefit of generalizing the collective experiences of 

the pediatric palliative care providers to make the experience more accessible and 

easier to understand.  

With IPA being a cyclical process, the principal researcher revisited and 

refined the thematic codes through multiple iterations of the analysis (Biggerstaff 

and Thompson, 2008, p. 218). The researcher maintained an electronic 

spreadsheet for the interview excerpts that were coded, with each excerpt 

identifying the name of the core element, sub-theme and major theme so that the 

excerpts could be sorted, evaluated and analyzed to understand the essence of the 

lived experience and needs of those who require pediatric palliative care services. 

To facilitate the development of research findings, the researcher also wrote a 

definition for each core element, sub-theme and major theme, which formed the 

basis for the Chapter 4: Research Findings. In addition, quotations were selected 

that best represented each core element and captured the essence of the lived 

experience (Biggerstaff and Thompson, 2008, p. 218). As Chapter 4 was prepared, 

the number of quotations was further honed and summary tables were developed 

to provide transparency into the core elements and sub-themes that comprise each 

major theme. See Figure 3.1 for a summary of the key steps undertaken during the 

coding process to proffer the three thematic levels of core elements, sub-themes 

and major themes. 
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Figure 3.1.  Summary of Coding Process. 
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3.14 Review Process  
As part of the informed consent for the research interviews, participants 

were informed they would have an opportunity to review the thesis prior to its 

completion and publication by the University of Liverpool. This was perceived to 

bolster the candor and transparency of responses during the interviews since 

participants understood they would have an opportunity to evaluate the excerpts 

and overall essence drawn from their lived experiences. The opportunity to review 

and validate the data interpretation is consistent with steps commonly pursued in 

qualitative research and, in particular, phenomenological analysis (Hammill and 

Sinclair, 2010, p. 20). The participants received an electronic copy of the draft 

study in November 2014 and were asked to review the document to ensure the 

thesis was an accurate representation of their responses, the context in which the 

responses were framed and the overall depiction of the phenomenon. The review 

process also provided an opportunity for participants to see the manner in which 

their responses to the interview questions and personal examples were de-

identified. Research participants were asked to contact the principal researcher 

with any suggested changes. Because no personal identifiers were included in the 

research findings and interview excerpts, the ultimate authority to make revisions of 

the study remained the discretion of the researcher. In total, more than one-third of 

the research participants provided written feedback to the principal researcher (see 

Chapter 5: Discussion for more information and excerpts from the feedback that 

was offered).  

 
3.15 Summary of the Methodology 

Ultimately, the selection of the research methodology and design of the 

Pediatric Palliative Care Study align with recommended practices for IPA studies 

and are documented in Chapter 3: Methodology in order to create a “decision trail” 

or audit process that can be followed by those seeking to validate the rigor and 

quality of the study (Pringle et al, 2011a, p. 23). One of the most important 

measures of rigor and validity for an IPA study is whether “the account produced is 

a credible one, not the only credible one” [emphasis added] (Smith et al, 2009). In 

this regard, the research findings emerging from application of the IPA 

methodology aim to reveal the lived experience and overall essence of the 

phenomenon by remaining attentive to the words and first-hand encounters of 

research participants so that a coherent, legitimate account that resonates with 

scholars and practitioners can be proffered (Pringle et al, 2011a, p. 23-24). 
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“If it’s good research, you’re just collecting what’s there. You’re asking in the right 
sorts of ways to collect what’s there and look at it, so it’s great that you have 
several different people from the team, different influences, different reasonings, 
getting back to the child. I’ve been interviewed often, more and more, but you see 
the difference here is I trust that reasoning … it’s the story, it’s the heart. Because 
there’s more and more people beginning research, but it’s for the “stuff” … that’s 
important, believe me. But with palliative care with children, there’s something 
sacred that you can’t divide them. You cannot. It just doesn’t happen.” 

~ Pediatric Palliative Care Community Liaison 
 

 
 During the last 20 years, the overall utilization and popularity of 

interpretative phenomenological analysis (IPA) has grown (Smith et al, 2009), with 

health care professionals recognizing the value of IPA to “understand[] healthcare 

and illness from the patient or service user perspective” (Biggerstaff and 

Thompson, 2008, p. 214) and serve as witness to the experiences of research 

participants (Barbour, 2007). According to van Manen (1990, p. 62), the research 

findings of phenomenological studies are intended to describe “other people’s 

experiences and their reflections on their experience in order to better be able to 

come to an understanding of the deeper meaning or significance of an aspect of 

human experience”. To more fully understand the experience, one of the 

differentiating factors of IPA in comparison to other research methodologies is the 

use of direct quotations from research participants to validate the findings and offer 

poignant insights into the lived experience (Pringle et al, 2011a, p. 22). In this 

manner, IPA illuminates “’the wholeness and uniqueness of the individual’ with the 

aim of giving a complete and in-depth picture” of the lived experience (Pringle et al, 

2011a, p. 21, quoting Malim et al (1992)).  

The following research findings for the Pediatric Palliative Care Study are 

designed to allow scholars and practitioners to become immersed in the lived 

experience of caring for a child with a life-limiting condition, while simultaneously 

gaining insights into the overarching needs of these children and their families. In 

total, nine major themes emerged from the lived experiences of care providers who 

participated in the study, including: (1) Develop an innovative approach to caring 

for me, (2) Place me at the center of care, (3) Care for me as a whole person,  

(4) Be my guide, (5) Educate and prepare me for what I need to know, (6) Come 

alongside me, (7) Cultivate the plan and purpose for my life, (8) Be my voice and 

help me find my own and (9) Help me thrive. The titles of the major themes have 

been composed with the voice of the child and family in mind, as framing the 

thematic titles from their perspective complements the aims of interpretative 

phenomenology by characterizing the analysis in words they may use (Pringle et al, 

2011a, p. 21). The study seeks to offer tangible insights into the lived experience 

and present the palliative care needs of children and their families, so the major 

themes underscore the importance of scholars and practitioners looking through 

the eyes of children who are battling a life-limiting condition and the families who 

are caring for them.  
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In alignment with the data analysis (see Chapter 3: Methodology), the 

research findings focus on telling the story of the phenomenon by delving into the 

meaning of the core elements, sub-themes and major themes. Throughout the 

chapter, the description for each major theme is supported by a summary table of 

the sub-themes and core elements that serve as building blocks for the theme. The 

summary tables provide transparency into the details drawn from the research 

interviews and data analysis, which led to the identification of the major themes. In 

addition, each major theme is bolstered by illustrative quotations from the research 

interviews in order to continue bringing the voice of the pediatric palliative care 

providers and their experiences with the families to the forefront of the research. 

The quotations from the care providers aim to capture the richness of the lived 

experience in a manner that cannot be conveyed or fully appreciated through 

descriptive summaries of the themes alone.  

 
4.1 Major Theme 1: Develop an Innovative Approach to Caring for Me 

When the personal examples of pediatric palliative care providers are 

aggregated, they reveal caring for children with life-limiting conditions and their 

families is far from traditional or routine health care. In truth, pediatric palliative care 

elicits novel considerations surrounding the overall scope and location of care, as 

well as the role of an interdisciplinary care team and partner organizations, which 

can be considered unique and innovative in comparison to other forms of 

conventional health care services. Therefore, the first major theme to emerge from 

the research reflects a calling by children and families to “Develop an innovative 

approach to caring for me” (see Table 4.1).  

 

The optimal manner in which to care for these children differs from 

standard health care solutions, beginning with the need for a distinctive scope of 

care since innumerable lives are touched through the life and death of the child. As 

a result, the “patient” for pediatric palliative care includes the combination of the 

TABLE 4.1  SUMMARY OF MAJOR THEME 1: DEVELOP AN INNOVATIVE APPROACH  
TO CARING FOR ME 

Major Theme Sub-theme Core Elements 

Develop an 
innovative 
approach to 
caring for me 

Scope of care 
• Care for child and family 
• Care for extended family 

Location of care 
• Home-based care 
• Minimized care outside home 
• 24-7 support 

Interdisciplinary care team 
& partner organizations 

• Interdisciplinary care team approach 
• Partnership with referring providers 
• Partnership with acute care providers 
• Partnership with primary care 

providers 
• Partnership with other community 

resources 
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child and family,9 with care encircling the family as a single unit due to the breadth 

of issues that must be addressed. Acknowledging the scope of care as inclusive of 

the child and family aligns with the WHO definition of pediatric palliative care, which 

highlights this nuance as a fundamental difference in comparison to services for 

adults (WHO, 2013). Beyond the immediate family, the role of the extended family 

also reinforces the imperative for innovative solutions about how best to care for an 

expanded complement of individuals and groups who are connected to the child, 

including those involved in the child’s care or acting in support of family members. 

Indeed, when children have a health care diagnosis that may not yield long-term 

survival, family and extended family members yearn for palliative care solutions 

that are cognizant of their preferences for the scope of care they would like to 

receive and reflective of the role they must serve in caring for the child.  

A family is a unit, and it’s not just the patient. The patient is the 
family, and the family is the patient. That’s pediatrics for you, 
though. That’s just the way that pediatrics works a lot of times. The 
whole family revolves around the patient. The complex kiddo is the 
hub of the wheel that the whole family’s life revolves around, so 
when a kiddo dies in that situation, the whole family’s life has been 
centered on that one person. What are you going to do? It’s always 
in the background or the forefront of your mind. 

Nurse 
 
 Furthermore, while pediatric palliative care can be provided in acute, 

ambulatory or continuing care settings, many children and families express a 

preference for being at home. Their partiality toward receiving care in the home 

necessitates innovative solutions for ensuring the appropriate level of care and 

continual support can be made available in the location most desired by families. A 

decade ago, the notion of offering palliative care in a home-based setting would 

have been deemed unfeasible in the minds of many health care providers. 

However, ongoing advances in home-based care have made the provision of 

complex care and treatment viable for the majority of children, as opposed to 

limiting such care to hospitals (Samwell, 2012, p. 14). Aside from aligning with 

family goals or personal preferences, home-based care also allows care providers 

to understand how families operate in their own space, which can proffer beneficial 

insights into critical needs that may not be discerned in an acute care setting.  

You’re in their space, rather than they’re in your space. Right 
away, you’re meeting them on the terms where they live life every 
day. You see where the patient’s bed is at or if they have a bed or 
if they’re in the middle of the living room. You see how things 
function or if there are healthy kids in the home and how they 
interact, when they go off to school and how the family functions. 
When you start to see a family, you’re able to know and help a 
family in that context. You’re able to provide something that 
doesn’t exist at all if the patient is seen in the hospital. 

Nurse 
 
                                                 
9 For the purpose of this research study, a distinction is drawn between “family” and “extended family.” 
The family refers to the immediate family (e.g. parent(s) / legal guardian(s)), while the extended family is 
inclusive of non-immediate family members (e.g. grandparents, other relatives). Alternative family 
arrangements and cultural differences add complexity to the definition of family, as members of an 
extended family or non-family members may be present in the home. However, it is necessary to 
separate the immediate and non-immediate family members due to the differences in legal authority for 
health care decision-making for the child.  
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For families caring for children with life-limiting conditions, the ability to 

reduce the frequency with which health care services must be sought outside the 

home remains tantamount to success and promotes stability for the child and family 

as a whole. In many instances, the home-based setting affords children the 

greatest opportunity to thrive, as they are surrounded by things that are familiar and 

comfortable. Nonetheless, without continual support from care providers who can 

offer in-home care and medical assessments, families are more apt to seek care 

from emergency rooms, hospitals or other external care settings. In this manner, 

pediatric palliative care offers an innovative solution to help children maintain a 

healthier state since care providers can see families and children on a frequent 

basis, and regularly scheduled visits can be supplemented by on-call and 

telephonic support that is available 24 hours a day, seven days a week. The 

constant support afforded to families offers an innovative solution to caring for their 

child safely, confidently and effectively at home. Based on provider experiences, 

the steady support serves as a safety net and comfort for families who can contact 

the palliative care team for assistance, request urgent home visits, discuss 

symptom or condition changes, receive guidance in administering medications or 

treatments, and more.  

[The mother] said that since Carousel has been involved in the 
home, [the child] rarely has to go to the hospital or the emergency 
room; he just has to go for appointments. That stability in their 
family has allowed them to really focus on the other kids and just 
keep him comfortable and at ease at home and how important that 
is to the family health. 

Social Worker 
  

Moreover, pediatric palliative care reflects a complementary partnership 

between interdisciplinary palliative care team members,10 as well as external 

organizations and medical providers, with the majority of referrals coming from 

acute care providers. Each family situation is unique and may evolve as the child’s 

condition or home environment changes, so the construct of the interdisciplinary 

team typifies an innovative yet highly effective approach for managing the changing 

dynamics. Working with an interdisciplinary focus, palliative care providers break 

down the traditional silos of their individual disciplines and combine their expertise 

to care for children and families in a seamless fashion.11 Nevertheless, recognizing 

they cannot care for children and families in isolation, palliative care providers also 

work in partnership with referring providers, primary care and acute care providers, 

and other community resources to ensure children and families receive the care 

necessitated by each step of their journey.  

                                                 
10 According to Jessup (2007, p. 330-331), a distinction can be drawn between interdisciplinary versus 
multidisciplinary team approaches, with the former reflecting an integration of team member disciplines 
into a holistic approach for patient-centered care; by comparison, multidisciplinary care teams reflect 
individuals from various disciplines involved in caring for the patient, but often separate from one 
another. While pediatric palliative care teams can operate from an interdisciplinary or multidisciplinary 
perspective, the aim remains for teams to become interdisciplinary in their approach to care. 
11 The composition of the pediatric palliative care team varies by program, with the most common roles 
including physicians, nurses, social workers and chaplains. Other members may include, but are not 
limited to, community liaisons, nurse practitioners or ancillary resources dedicated to pediatric palliative 
care (e.g. pharmacy, nutrition). 
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Without a referral, many families would remain unaware of pediatric 

palliative care and the benefits it can offer, which can promulgate drawbacks for the 

child and family. For example, families who are not receiving palliative care often 

must travel to physician offices for routine health checks or medication 

management appointments, which are no simple feat since children may be difficult 

to transport and appointments can be disruptive to daily family routines. By 

comparison, when pediatric palliative care providers serve as an extension of 

primary care providers and perform aspects of routine care in the home, they can 

restore balance to the family and minimize the volume of care that must be sought 

outside the home. Upon reflection of their experiences, providers also note the role 

of the broader community that surrounds the children and families. To thrive at 

home, families often need assistance from resources beyond the palliative care 

team, including schools, community agencies, mortuaries and other local 

resources. Caring for children with life-limiting conditions espouses the necessity 

for innovative palliative care solutions that acknowledge the breadth of issues that 

must be addressed, which are atypical in comparison to families who do not have 

children with these diagnoses.  

So now what do you have to teach in the community? All the 
mortuaries. Now they have to understand what to do with the death 
of a child because they’re used to going to the hospital and picking 
somebody up from the morgue. So the two people driving this car 
– a younger man and an older man – they got [to the family’s 
house]. They had been told it was a child. They said to me, “We 
don’t know if we can do this …”. Serious. And here we have mom 
and dad and the baby. Okay, so now we have to work that out so 
that their memories and the lives of these two people in the van 
are impacted. One of them [from the mortuary] consented to hold 
the child. So there’s all of that of now what we do for families. They 
took her little body and made arrangements that they were going to 
have a memorial next week. 

Community Liaison 
 
In total, the scope of care, location of care and role of the interdisciplinary 

pediatric palliative care team and partner organizations reflect the core building 

blocks necessitated by caring for children with life-limiting conditions and their 

families. Overall, these facets form a foundation for addressing how they would 

prefer to receive care in an innovative manner that differs from traditional health 

care services.  

 
4.2 Major Theme 2: Place Me at the Center of Care 
 Building on the concept that pediatric palliative care should be innovative 

and adopt a distinctive approach that is differentiated from traditional health care 

delivery models, the second major theme to emerge from the lived experiences of 

care providers can be framed as an appeal to “Place me at the center of care” (see 

Table 4.2). The theme represents an innate plea from children and families to care 

for them in a manner that is informed by their individual qualities and preferences. 

To answer the call, pediatric palliative care is most effective when it reflects the 

children and families who are being served, rather than positioning the health care 
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delivery system itself as the central focus with families being asked to access 

standard services that are being offered.  

TABLE 4.2  SUMMARY OF MAJOR THEME 2: PLACE ME AT THE CENTER OF CARE 
Major Theme Sub-theme Core Elements 

Place me at the 
center of care 

Individuality of family 

• Family norms  
• Cultural diversity & customs  
• Spiritual diversity & customs 
• Care in own language  

Child-led care 

• Prioritizing the child  
• Presence with child 
• Child independence 
• Helping child go home  
• Involving child in care  
• Child preferences for pain management 
• Answering questions for child  
• Listening to child  
• Discussions about illness & death 
• Fulfillment of last wishes  

Family-directed approach 
to care 
 

• Individualized care plan  
• Customized frequency of home visits  
• Customized team member involvement  
• Flexibility of visit design  
• Preferences for medication usage  
• Medical treatment decision-making  
• DNR / POLST decision-making  

 

 Pediatric palliative care is not focused myopically on “one size fits all” but 

rather “one size fits one”, as no two families are identical in their orientation toward 

life, death and the provision of health care services. They want care to reflect who 

they are, what they believe and how they want to care for their child, which is 

informed by their family norms, cultural and spiritual diversity, as well as the desire 

to receive care in their own language. When care is approached with an individual 

family in mind, it represents a crucial step toward ensuring the child and family are 

positioned at the center of care and respects that families differ from one another. 

Upon reflection, the need for a particular health care service – in this case, 

pediatric palliative care – does not define a family, but rather the family maintains 

the pivotal role in delineating their individual desires and how they envision caring 

for their child. In this manner, a conscious effort occurs in building appropriate 

services around each family, rather than expecting families to fit themselves into a 

pre-designed health care system that may not reflect their individuality.  

For example, the experiences of care providers reveal learning about 

family norms is essential; these norms include the values, customs, characteristics 

and behaviors that define how a family operates on a daily basis. The efforts to 

learn about family norms help care providers understand who they are placing at 

the center of care. Similarly, attention must be paid to understanding the family 
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from a holistic standpoint of what they draw from their spiritual or religious traditions 

if such factors exist. The spiritual or faith-based traditions of a child or family can 

influence preferences for pain management, dietary restrictions, modesty of dress, 

beliefs about life-sustaining treatment and other nuances of care. A family’s values, 

beliefs and customs also may be informed to a nominal or significant extent by 

cultural or ethnic heritage. Cultural differences may influence communication 

styles, gender-based acceptance of care providers and other factors, so the ability 

to understand cultural diversity can inform the degree to which care providers are 

able to partner with families in customizing pediatric palliative care to align with 

their customs. Finally, when placing children and families at the center of care, 

consideration must be paid to providing care in their own language, as opposed to 

asking them to receive care in a language they do not fully understand. Language 

barriers can impede the ability of a family to grasp information shared by health 

care providers and add stress to the ability to make informed decisions in the care 

of their child, whereas providing care in one’s own language can remove obstacles 

and allow providers to forge strong working relationships with children and families. 

I’m Hispanic; I came from Cuba to this country when I was nine 
years old. I am really satisfied that I’m able to help my people, my 
community, even if they might not be Cuban, even if they’re from 
Mexico or wherever, I feel like they’re my people. With Hispanic 
people, their culture is so different. I think I’m able to connect with 
that. I can see where they’re coming from. They have a lot of 
taboos and things, and I’m able to understand that. I think it makes 
a big difference. 

Nurse 
 
 Next, care providers underscore the need for child-led care to the extent 

that is feasible based on the child’s age, developmental and cognitive ability in 

order to keep the voice of the child central to the aims of palliative care. While 

parent(s) or guardian(s) have the legal authority to serve as health care decision-

makers, children remain the focal point for the palliative care team when entering a 

home, with children being given the opportunity to see and feel that they are being 

treated as the primary concern. For example, children desire to have people serve 

as witnesses to their personal experience of battling a life-limiting condition. In this 

sense, being present with children as a witness and prioritizing their needs means 

being fully in the moment, whether in silence or vocal support in relation to what is 

happening at that time. During these moments, care providers join children at the 

center of care to see the experience and effects of the illness through their eyes, as 

opposed to making assumptions about what the experience is like for the child.  

We had this 19-year-old girl who was told in September that she 
had Stage 4 cancer – a rare one. We were there last week with 
her, and she thought her chemo was going into her for four days. 
She has a pump at home, and she was lying at home and feeling 
awful. We get there and find out that she hasn’t had any chemo; 
the chemo was never on, so it wasn’t going into her. The 
devastation in her at that moment that she found out was huge. 
We allowed her to have that – the nurse and I – and we just 
normalized the feelings of disappointment, the anger that she 
expressed and all these things to us. There were long periods of 
quiet, too. Okay, wow, so we just sat there and we said to her, 
“You know, this is really difficult we know, but we’re here for you.” 
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Then to see her face look up – because it was down a lot – and to 
look up, smile and say, “I know.” ... She had all this hope … has a 
lot of hope, but what it represented to her was that, “The chemo 
wasn’t working, but I’m getting forgetful. I’m extremely fatigued. I 
am all these things, so it must be the tumor because the chemo’s 
not in me to cause all of this.” We saw how this is all going on in 
her brain all at once. “Okay. Oh, my God. This must be the tumor, 
not the chemo. Oh, my God, I’m so angry right now because [the 
hospital] sent me home with a pump that wasn’t on, and I’ve been 
lying in bed for four days, and now I have to go through this all 
over again.” Then for her to look up and smile when she hears how 
difficult it is and that we’re here for you, that was just huge. 

Social Worker 
 
 One of the most common challenges experienced by children is the 

change in independence they have enjoyed or would have experienced in life as a 

healthy child. Common childhood activities may be usurped by physical limitations, 

uncomfortable tests and treatments, frequent medical appointments, 

hospitalizations or invasive procedures. Nonetheless, independence can be 

bolstered by offering suitable avenues for children to exercise control, have choices 

and feel empowered to make decisions in their life, as opposed to taking action on 

their own accord to the detriment of their health. For example, when children are 

positioned at the center of care, palliative care providers report common ways to 

promote child-led care and appropriate independence include supporting the 

location where children want to receive care. Reflecting on their personal 

experiences, palliative care providers recounted examples of children who voiced a 

personal goal to their parents, palliative care team or other providers to transition 

home, which aligns with the preferences surrounding the location of care in Major 

Theme 1. In addition, the care team seeks to listen, understand and support 

children’s preferences for pain management, how they want to feel on a daily basis 

and symptoms they want to tolerate in lieu of taking additional medication. In some 

situations, this includes advocating for the preferences of the children with other 

health care providers or family members so their voice is heard. Similar to longing 

for independence, children also often desire to adopt a hands-on role in their care, 

as this involvement bolsters feelings of personal control and accountability for the 

state of their health.  

I had one patient that I took care of. She was turning five, or she 
was six years old. It was last year. She had a tumor in her liver, but 
they didn’t diagnose her until later because it wasn’t hurting her … 
When I have to change her PICC line, she would direct me how to 
clean. “No, not there. I’m not done yet. Wait for me.” “Okay, okay, 
I’ll wait for you” and then she would slowly, slowly remove her 
Tegaderm™, and she would clean from the inside to the outside, 
circling, and paint a little bit on the side like this. It takes about 30 
minutes for her to change, but she would not let anybody do it. She 
has to do it. So she did it, and she would even introduce our social 
worker, Henry.12 “Henry, you hold this part, and I do this part,” so 
the whole team is involved in changing her PICC line dressing.  

Nurse 
 

                                                 
12 Pseudonym. 
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  As the relationship grows between children and palliative care providers, 

the depth and intimacy of the child-led care may expand to encompass a role for 

providers as trusted partners who will listen, learn about the things that are most 

important and address the deepest fears and questions of children in a truthful 

manner. The role of answering questions about their diagnosis or prognosis, 

medical treatments or issues they may feel uncomfortable broaching with their 

families represents a critical facet of understanding the top-of-mind matters for 

children, which must be prioritized in the plan of care in order to keep their wishes 

central to the actions that are pursued. The care provider experiences reveal 

children often seek someone who can serve as a sounding board and respond to 

their questions with honesty and transparency. On a related note, by listening to 

children, substantial details are revealed about how they are experiencing their 

condition and the type of care experience they wish to have. One of the more 

challenging dynamics of caring for children, especially for some family members, is 

being part of discussions about their illness and imminent death. Care providers, 

family members or other participants must remain open to engaging in the dialogue 

children want to have, as opposed to shying away or dismissing the desire of 

children to talk about their illness and end-of-life. Listening and talking to children 

about their last wishes also is important, with efforts made to fulfill their last wishes, 

whether these are personal wishes for themselves or wishes for others (e.g. 

parents, siblings, friends). The last wishes represent one of the final conduits for 

children to write the closing chapter of their life and feel in control of the events that 

are taking place. Often times, the fulfillment of last wishes involve partnerships 

between the family, pediatric palliative care team and other community resources.  

He had specific things he wanted to do. He wanted to take his 
family to Wolfgang Puck. He wanted to buy gifts for his immediate 
family and his best friend. There was money from Make-a-Wish® 
that was helping him with that. He wanted to be at home in his 
living room in his dad’s recliner. So specific. I remember reading all 
of his stuff and at this time, it was hard to get the team under the 
mentality of "Don’t say ‘no’, say ‘how can we?’" because it was 
scary. I have always had a mentality of if the family’s in it and 
they’re vested and this is really important to them, how do we 
make this happen? This was one of those kids. How do we make 
this happen? 

Nurse 
 

 Next, even when faced with the complexity and inherent challenges of 

caring for their child, families desire to adopt a family-directed approach to care that 

begins with an individualized care plan. The plan is not colored by goals of the 

palliative care providers but rather serves as the family’s plan of care; it builds on 

the notion of pediatric palliative care being “one size fits one”. The plan empowers 

families by providing a tangible way to articulate and document the most important 

priorities so they can be referenced by the care team and other providers. Within 

the plan of care, families inform the timing and frequency of home visits and can 

increase or decrease the visits based on their needs. In many ways, placing the 

decision about visits into the hands of the family allows them to maintain control of 

their household, without feeling as though the visits are an intrusion into their 
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personal space or an unwanted disruption. Conversely, if children and families 

were not held at the center of care, the tendency could be for health care providers 

to structure in-home visits to fit conveniently with their schedule instead of focusing 

on when and how often the family wants to receive care. Within a family-directed 

approach to care, families also may accept or decline the services of care providers 

at any time, with the exception of some nursing and social work visitations that are 

compulsory for insurance companies to maintain the palliative care status of the 

child. The control remains in the hands of the family as to whom they will permit 

into the home and the type of services they wish to accept from each care provider. 

By and large, palliative care team member experiences demonstrate an open 

agenda for home visits that is guided by the priorities, concerns or issues of the 

family at that particular time. The flexible visit design allows families to guide how 

they wish to experience pediatric palliative care and the extent to which it becomes 

a facet of their life, thus positioning the family at the center of care.  

I never know what I’m going to get into. Once you get in there, they 
may be at a space where they’re ready to talk about something 
big, or they may be in a space where they are playing and running 
around the room and they’re like, “We love that you came over and 
met with us, but if you can just check our meds, you can check and 
then be gone, that’s cool, too.” And I’m like, “Great, let’s do it” and 
I’m out of there. It just kind of depends. I don’t ever try to go in with 
any certain expectations. 

Nurse 
 
 Families also want to voice preferences for medication usage and pain 

management goals, which must be considered in relation to preferences voiced by 

children. Medication usage may be informed by spiritual beliefs, preferences for 

natural or homeopathic approaches, or acceptance of pharmaceutical 

interventions. Regardless of their views, such preferences vary by family and must 

be approached on an individual basis. In addition, informed decision-making about 

medical treatments must be made by families, rather than exclusively by the 

palliative care team or other providers. The family is placed at the center of care 

when they are informed of medical treatment options, including the benefits, risks 

and alternatives. With this information in hand, families can make informed 

decisions about how aggressively they wish to pursue treatment or if treatment 

options conflict with goals for the child’s life. This includes decisions pertaining to 

DNR (Do Not Resuscitate) and POLST (Physician Orders for Life-Sustaining 

Treatment). While the palliative care team or providers can broach the subject of 

DNR and POLST decisions, families remain at the center of care in terms of their 

personal timetable for discussing, adopting or declining to make these decisions. 

I need to make sure that once that child is safely tucked into God’s 
arms that they’re going to go forward feeling really good about how 
they parented their child during this horrible time and really believe 
that they were the best parents they could possibly be. What I think 
is of no importance. My job is to educate, guide, offer options and 
support the family in their journey, no matter how long or short it is 
or how much I agree or disagree with it. I think if you do that well in 
this work, really any work in health care, that you’ve achieved the 
most important objectives for the child and for the family. 

Nurse 
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 Overall, by placing children and families at the center of care, the emerging 

specialty of pediatric palliative care demonstrates an unparalleled attentiveness to 

upholding the individuality of the family and the desire for child-led and family-

directed care as pivotal priorities. The reflection of the child and family at the center 

of palliative care shifts the focus of service delivery to be most concerned about the 

“patient” – the child and family, their needs and their personal experiences, rather 

than the provision of health care services, care team preferences or even external 

care delivery settings as the focal point. 

 
4.3 Major Theme 3: Care for Me as a Whole Person 
 The third major theme to be derived from the lived experiences of pediatric 

palliative care team members reflects a petition by children and families to “Care 

for me as a whole person” (See Table 4.3). Rather than defining and caring for a 

person in parts, such as adopting a limited focus on a medical diagnosis or 

symptom of suffering, whole person care epitomizes that a child and family must be 

viewed in totality as the sum of their parts with an approach to palliative care that 

addresses their needs in a holistic manner. Therefore, the totality of care that is 

required spans their basic needs, as well as their physical, medical, emotional, 

psychosocial, spiritual and end-of-life care, with a hierarchical construct being 

present within the dimensions of whole person care.  
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TABLE 4.3  SUMMARY OF MAJOR THEME 3: CARE FOR ME AS A WHOLE PERSON 
Major Theme Sub-theme Core Elements 

Care for me as a 
whole person 

Basic needs 
 

• Food 
• Safety  
• Shelter 
• Electricity & utilities  
• Compounded basic needs  
• Poverty & socioeconomic status  

Physical & medical care  

• Perinatal care  
• Physical assessment  
• Routine medical care  
• Pain & symptom management  
• Medication changes & management  
• Comfort care 
• Crisis management  

Emotional & psychosocial 
care  
  

• Parental / family emotional support  
• Child emotional support  
• Sibling emotional support 
• Counseling & therapy  
• Grief & bereavement support  
• Psychosocial support  
• Addressing isolation  
• Ability to cope  

Spiritual care  

• Individualized spiritual support  
• Connections to spiritual traditions  
• Faith-based questions  
• Prayers & blessings  

End-of-life care  

• Acceptance of end-of-life  
• Proactive end-of-life preparations 
• Presence during end-of-life journey  
• Validation of end-of-life 
• Child’s recognition of end-of-life  
• Emotional support through end-of-life 
• Support for end-of-life decision-making 
• Sacred space for goodbyes  
• Death visits  
• Feelings of abandonment  

 

 Traditionally, holistic care has typified a mind-body-soul approach of caring 

for the physical, emotional and spiritual needs of a child and family. While these 

elements are vital in whole person care, a fourth dimension related to life-

sustaining, physiological needs is even more fundamental. Without first focusing on 

the basic needs of food, safety, shelter, utilities and the effects of poverty, more 

conventional elements of caring for a whole person cannot be addressed 
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successfully by care providers.13 Regrettably, families rarely struggle with a single 

basic need but rather tend to have multiple unmet needs that inhibit the ability to 

care for their child at home. When confronted by compounded basic needs, 

families face difficulties in partnering with providers to focus on the palliative care 

needs of their child and family. Overall, the extensive list of unmet basic needs 

offers evidence of the disproportionate share of families living in poverty, either due 

to their socioeconomic status prior to the child’s illness or poverty that is generated 

as a result of the child’s diagnosis. To be expected, it becomes difficult for families 

to have two parents working outside the home since one parent often must remain 

at home to care for the child. Due to the corresponding decrease in household 

income and increase in health care expenditures, it is not atypical for families to 

face bankruptcy or challenges with subsisting on limited public assistance. In such 

situations, palliative care providers play a pivotal role in recognizing the day-to-day 

challenges faced by the household that may be concealed from other health care 

providers and prioritizing the basic needs before commencing with the customary 

aspects of palliative care.  

I have to remember the concrete things that are important. You 
can be providing wonderful support but if the family doesn’t have 
enough money to put food on the table, pay rent and all those 
resources, that’s an important thing to make sure to be aware of. 

Social Worker 
 
 Within a hierarchy of needs, once the life-sustaining basic needs and 

implications of poverty are addressed, care providers reveal the ability to shift their 

focus to traditional elements of whole person care, including the physical or 

medical needs of the child. Physical or medical care includes health care services 

that can be provided to children as an extension of the medical care offered in 

other care settings. The provision of pediatric palliative care establishes a routine 

frequency for the total number of times a child is seen by a health care 

professional, which can contribute to proactive identification of potential problems 

and the increased ability to maintain a child’s health for a longer period of time 

without needing to seek care outside the home. In some instances, palliative care 

providers may begin partnering with a family who is expecting a child with a life-

limiting condition so early preparations can be taken to address the health care 

needs in the perinatal period before, during and after the child is born. Once a child 

is home from the hospital, the conventional physical or medical care offered by 

palliative care providers includes physical assessments during each home visit, 
                                                 
13 Based on the lived experiences of pediatric palliative care providers, unmet basic needs are prevalent 
in many households where families are caring for children with life-limiting conditions. For example, a 
family may face hunger or the inability to provide sufficient food for their household, leading care 
providers to focus, first and foremost, on urgent needs to ensure the child and family is fed. Other 
families encounter issues with ensuring safety and security in their household, such as providing a home 
that is free of violence. The challenges generated by caring for a child can serve as a catalyst to 
escalate conflicts between family members, siblings and others who are present, with some situations 
threatening the safety of the home. Moreover, care providers find shelter is a concern for families, both 
in terms of finding an appropriate place to live and being able to pay for their rent or mortgage. The 
housing requirements can be complicated by the child’s needs, such as having sufficient space for a 
hospital bed, medical equipment or other items needed to care for the child at home. Finally, the ability 
to maintain utilities in their household, including electricity, water, sewer and garbage service, also is 
found at the crux of problems for some families. The experiences of palliative care team members 
demonstrate electricity is most critical utility, given the medical devices needed to care for the child in 
the home. 
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which may be called nursing assessments, head-to-toe assessments or a similar 

term. The assessments reflect an organized, systematic approach to evaluating the 

child’s health, informing the family of the findings and discussing implications for 

the plan of care. 

In my role as nurse, very frequently, they look forward to me 
looking at them and saying, “Everything sounds fine.” As soon as I 
take the stethoscope out of my ears, they look at me and I say, 
“Everything sounds fine. I don’t hear any changes.” “Whew …”. 
You can see them relax because so often, remember, they’re 
getting seen by a physician every single day in the hospital who 
comes and listens to their chest. They’ve come to recognize that 
brief assessment as sort of the harbinger of doom, so if you say to 
them, “Everything sounds fine”, they need that from you. 

Nurse 
 
 Within the home, clinical members of the palliative care team also provide 

routine medical care, such as skin and wound care assessments, dressing 

changes and other basic medical care that may be beyond the ability of the family 

to address on their own and that would otherwise need to be provided in a health 

care setting outside the home. While health care professionals define this type of 

care as “routine”, families who find themselves caring for a child with a life-limiting 

condition are commonly overwhelmed in the initial stages by the level of care 

necessitated by their child’s condition. When enough time passes, the high degree 

of physical and medical care in the home becomes their new normal or baseline. In 

many instances, routine medical care is closely intertwined with other physical and 

medical priorities voiced by families to keep their child as comfortable as possible, 

which may encompass requests for assistance with pain and symptom 

management, medication changes and overall comfort care.  

Children who are receiving pediatric palliative care are commonly 

prescribed multiple medications for their medical diagnosis, pain management or 

symptom control. Within the hierarchy of addressing whole person needs, pain and 

symptom management are commonly viewed as prerequisites before other facets 

of caring for the child and family can be addressed in an effective manner, such as 

their emotional or spiritual needs. Therefore, palliative care providers serve in a 

critical capacity to identify, prescribe and monitor the use of medications or other 

treatments, which build on the preferences of the child and family for medication 

usage (see Major Theme 2). Due to ongoing changes in the child’s health that often 

necessitate medication changes, providers also lend expertise by monitoring the 

medications a child is taking, tracking compliance issues, addressing dosage 

changes, watching for medication interactions or other factors. 

Even with a steadfast focus on the regular medications needed by the 

child, families and palliative care providers encounter some days when those 

medications and routine medical care are not enough. Because a child’s illness can 

progress or change with insufficient warning, emerging needs may surface for 

comfort care, which includes providing a “comfort kit” in the family home that 

contains additional medications and tools that can be used to make a child 

comfortable. Often times, utilization of the comfort kit is connected to the need for 
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crisis management, which is commonplace for children with life-limiting conditions. 

Crisis management can encompass unscheduled visits to a family home to address 

out-of-control symptoms or a change in the child’s condition, such as when the 

child transitions to become actively dying. With effective crisis management from a 

pediatric palliative care team, families can care for their child at home or receive 

expert guidance as to when care should be sought from a higher acuity facility. 

From the nursing aspect, the other thing is attempting to reduce 
emergency visits and last-minute visits by being able to have 
nursing assessments in the home and coordinating with the 
physicians in order to prevent children having to go in for 
emergency treatment. 

Nurse 
  

Apart from basic needs and physical or medical care, the third facet of 

caring for the child and family as a whole person includes emotional and 

psychosocial care. This comprises a comprehensive array of services, therapy and 

support to address the feelings, stressors and emotional factors that arise in the life 

of the child, family and siblings, as applicable. As a starting point, families require 

support to address the emotions they are experiencing due to having a child with a 

life-limiting condition. Feelings of grief, anger, sadness, anxiety, guilt and 

depression are commonplace among parents. Emotional support also spans the 

unique needs of siblings, which may necessitate different forms of help than that 

which is rendered to parents or the child who is ill. Typically, siblings feel a range of 

emotions surrounding what is taking place in the life of their brother or sister or the 

changes in the family home, yet siblings can become overlooked in the fervor to 

address other emergent issues. While not the case in every situation, the emotional 

response of siblings can manifest in detrimental ways, such as depression, 

behavior problems or physical aggression. Therefore, the ability to offer emotional 

support to siblings or connect families with resources focused on sibling support is 

a crucial but sometimes underestimated need within palliative care. Finally, children 

who have life-limiting conditions also require emotional support in order to be cared 

for as a whole person. The emotional response of a child depends on age, 

developmental and cognitive ability, with teenagers often requiring the greatest 

emotional support due to their ability to verbalize the milestones they will miss 

because of their illness and shortened life, including graduating from high school, 

getting married, having children and other facets of adulthood that will not be 

realized. In these situations, children may need care providers to normalize the 

feelings, explore the emotional issues and provide unconditional support. 

She had some angry feelings. She said, “Gosh, I just have so 
much anger, you know.” She said, “My mom brought in some food 
today, and it wasn’t warm enough, and I flipped the whole tray, just 
flipped it. I was so mad. I just have these feelings, these angry 
feelings,” so we talked for an hour about her feelings and her 
emotions. She said, “I feel like I’m not strong enough. Sometimes I 
feel like I’m strong, and sometimes I feel like I’m not strong 
enough.” I said, “Well, who says you have to be strong?” Just 
talking about emotions is such a crucial part of what we do; it’s 
essential. 

Nurse 
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 From a standpoint of practical application, the emotional support offered to 

the child, family and siblings may include professional counseling and therapy to 

address the emotional issues, conflicts or challenges that can become exacerbated 

by their present situation. Depending on the needs of the family, the palliative care 

team may lead the counseling or partner with external resources. Furthermore, 

emotional and psychosocial care may include grief and bereavement support, 

including proactive support when families are facing the shortened life and 

anticipated death of a child. Addressing anticipatory grief before the loss of the 

child can be as equally important as providing bereavement support after the child 

has died. Due to the age of children who are receiving palliative care, grief and 

bereavement support is most often directed to the family or siblings. Nonetheless, 

care should be taken not to overlook or take for granted the anticipatory grief felt by 

the child in recognition of their own mortality.  

The lived experiences of care providers also demonstrate the extent to 

which families yearn for psychosocial support, which includes non-therapeutic 

interventions to help a child and family cope with stressors or become connected 

with additional services that can help them address needs that are related to 

psychological and social factors. At a more granular level, families experience 

feelings of isolation that can drive the need for additional emotional and 

psychosocial care. Caring for a child with a severe health care condition can limit 

the ability of a family to leave home, travel with ease or participate in routine social 

activities. In turn, isolation can prompt parents to feel like they are walking the 

journey by themselves or living in seclusion. Addressing isolation comes in the form 

of support designed to help children and families feel like they are not alone or to 

concentrate on challenges that arise from feeling separated from others. Apart from 

isolation, families also struggle with the ability to cope with caring for their child 

through the end-of-life. However, developing coping skills from the perspective of 

caring for the whole person underscores the benefits of looking for the extent to 

which families can increase their ability to cope by finding holistic solutions that 

draw from physical, emotional and spiritual perspectives. 

I think probably the hardest thing is still struggling with the fact that 
they will be losing their child. They may understand, but we always 
want it not to be. The fact is that no matter what, it’s going to be 
hard, which is a different kind of hard than working with the adult 
population because it isn’t supposed to be happening. 

Social Worker 
 
 Next, spiritual care represents the fourth aspect of providing whole person 

care, which comprises comprehensive support to help the child and family address 

spiritual issues, draw assurances from their faith-based views or partake in 

traditions of spiritual importance, such as prayers, blessings, anointings and 

baptisms. The spiritual care that is offered builds upon the individuality of the family 

in terms of the spiritual diversity and customs of the household (see Major Theme 

2). Of note, children and families express the level of support should remain flexible 

as their spiritual needs evolve. For example, key turning points in the child’s 

condition may prompt families to place a greater focus on their spiritual needs. The 
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spiritual care sought by children and families also may build connections to their 

spiritual or religious traditions in order to help them draw answers from faith-based 

or spiritual beliefs that bring them comfort. In some situations, families may turn to 

prayer or express a desire to maintain hope for the child’s recovery, as these 

actions are aligned with their spiritual beliefs and allow them to find solace. Care 

providers also find through their lived experiences that families and children need 

spiritual care that helps them contemplate and address their faith-based or deity-

directed questions. For example, in seeking to justify and understand the current 

tribulations, a family may question why the deity in whom they have placed their 

faith is allowing them to suffer or whether they have done something to anger the 

deity in which they believe. The faith-based or deity-directed questions may 

contribute to an array of emotional responses, ranging from comfort to anger, as 

the questions raised may have no answer.  

I would say the biggest thing I do as a chaplain across the board is 
people want to make meanings. They struggle with the “why”. 
“Why is this happening? Why is this happening to me? What have I 
done? If I can make meaning, if I can find reason, then I can deal 
with it.” In chaplaincy terms, we call that the odyssey, especially 
when somebody’s theology is that God is supposed to be good, 
God is supposed to be all-powerful and yet this shit is happening in 
my life. It’s the odyssey of how do I rectify that with this idea 
because most people have this idea of God or this being that is 
having them suffer like this. 

Chaplain 
 
 Finally, the last aspect of answering the call of children and families to care 

for them as a whole person pertains to care offered through the end-of-life, which 

will reflect a complement of physical, emotional and spiritual needs. End-of-life care 

includes comprehensive services and support for both children and families 

preceding and following the child’s death, ranging from the need for information to 

facilitate decision-making to constant support at each stage through the end-of-life 

journey. Based on the needs of families, pediatric palliative care providers may 

increase home visitations as a child’s condition deteriorates, remain present in the 

home as the child is actively dying and stay with the family until the child’s body is 

removed from the home. At times, families voice that they do not need care 

providers to do anything specifically, but they desire to have a team member 

present through the end-of-life journey for their child. Care providers reflect through 

their lived experiences that end-of-life care often begins early in the palliative care 

journey, as they will start working with families on acceptance issues pertaining to 

the child’s life-limiting condition and impending death. While the recognition of a 

child’s imminent death remains difficult for families, the acceptance of the end-of-

life can provide a conduit for proactive preparations, such as speaking with families 

about how they wish to spend the final days with their child or decisions about end-

of-life care or extraordinary measures the family wants to pursue. It also often 

includes families turning to the palliative care providers to validate their 

observations or personal feelings that the child is nearing the end-of-life.  
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Rather than wait for them to say anything, I will say to them, “When 
I start to sense that we’re approaching that period, we need to sit 
down and have a discussion about changes I’m seeing in your 
child.” That is how I start out. I’ll say, “But more importantly, what 
changes do you see in your child?” and see if we’re on the same 
page. They’ll say, “She’s sleeping more. She hasn’t wanted 
anything to eat. I noticed that she only peed one time yesterday.” 
They’ll notice all this stuff, and I’ll say, “You’re really a good mom. 
You really know your daughter, and you’re right – these are 
changes that indicate that things have moved right along here. I 
think you need to know that these are the beginning signs that 
there might not be very much time left.” They’ll cry and say, “I was 
afraid that’s what was happening, but I was afraid to ask.” Then 
you give them sort of the little speech about what is likely to 
happen going forward, make sure that they understand that we can 
control symptoms, that if they have any questions about what’s 
happening that they can call us, and if they feel like they can’t 
manage the symptoms by themselves, the additional resources 
that we have available, too. 

Nurse 
 

While families will seek validation of the end-of-life, children also may seek 

recognition from others that they are dying. Those who provide pediatric palliative 

care share from their experiences that children often recognize they are dying even 

before the family understands it to be true. Therefore, care providers will seek to 

create a supportive environment in which children feel comfortable talking about 

their personal recognition and emotional response that the end-of-life is 

approaching. While emotional support is a critical facet of pediatric palliative care 

and the ability to care for the child and family as a whole person, emotional support 

is particularly necessary through the end-of-life period. 

It starts here, and the children will lead them. I tell them, “They will 
take you along this path where you can see that it’s coming. You 
may not want it, but you’ll be more accepting of it.” I think what 
they are looking for is support along the path and recognizing 
those symptoms and helping them get through, understanding that 
it’s normal – these are normal changes, and that they’re being the 
best parents that they can be. You’re doing everything possible. 

Community Liaison 
 
 Beyond emotional support, families also seek guidance for end-of-life 

decision-making. While families must make the ultimate decisions about how to 

care for their child or when to discontinue treatments, they may seek input from the 

palliative care team or other providers who have been delivering care to their child 

and whom they view as a well-respected voice. As the final days or hours in the 

child’s life grow imminent, palliative care providers observe that families need a 

sacred space in which they can say goodbye to their child. Often times, the care 

providers will work to create and preserve a home environment that is free of 

disruption or intrusion so families feel as though they have the space and capacity 

to spend time in their final farewell to their child before and after the child dies. 

Following the death of a child, palliative care providers may make death visits, 

which are home visits designed to assist with necessary arrangements or provide 

multifaceted support to the family; these often occur before the mortuary has 

retrieved the child’s body. The death visits can serve as a transition in which a 
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family moves from receiving palliative care to bereavement support. Of interest, an 

aspect of end-of-life care that often surprises palliative care providers is the number 

of families who express feelings of abandonment by the team following the death of 

their child. Families feel abandoned that they no longer have regular support in 

their home, as they have grown accustomed to the routine presence of the care 

providers as an extension of their family. In this regard, the care providers may 

seek to transition the family to new forms of support so the feelings of 

abandonment are minimized.  

I never expected families to feel hurt or abandoned by not hearing 
from us as much. When you’re in someone’s family and home, you 
become part of that dynamic a little bit, sort of because it’s a 
personal home and personal space. I have heard so many families 
say or I’ve seen on surveys that families say, “I just felt so 
abandoned because I didn’t get to see my team every week like I 
used to.” I would have never thought that. 

Nurse 
  

Ultimately, caring for children and families from the perspective of a “whole 

person” requires an intentional mind-body-soul approach in pediatric palliative care 

to knit together their physical, emotional, psychosocial and spiritual care needs, as 

well as the basic needs that are a prerequisite to effective holistic care. Overall, 

these elements should not be separated or addressed in isolation, meaning it is 

critical to recognize the interrelationship between the elements and the extent to 

which they are intertwined in the life of the child and family. 

 
4.4 Major Theme 4: Be My Guide 
 The fourth major theme found in the lived experiences of pediatric palliative 

care providers and their observations about caring for families who have children 

with life-limiting conditions is answering a call to “Be my guide” (See Table 4.4). 

Families can find themselves quickly enveloped in dimensions of the health care 

system with which they have no familiarity. The combination of caring for a 

medically complex child and traversing unknown aspects of the health care system 

can be a tipping point for families. In this context, families seek a trusted guide to 

navigate the path and identify resources they have had no prior reason to access. 

Symbolically, the guide bears the benefit of seeing the path ahead, including pitfalls 

and detours that may surface due to the child’s health and family needs; a guide 

also can highlight key milestones and suggest resources to aid the journey.  
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TABLE 4.4  SUMMARY OF MAJOR THEME 4: BE MY GUIDE 
Major Theme Sub-theme Core Elements 

Be my guide 

Guidance through  
health care system  

• Navigation of health system  
• Care coordination 
• Transitions between levels of care  

General practical issues  

• Insurance coverage  
• Financial assistance  
• Assistance for undocumented 

immigrants 
• In-home & community resources  
• Medication & durable medical 

equipment  
• Interpretive services & literacy 

solutions 
• Care of body  
• Burial & funeral arrangements  

 

 As a first step, families need a personal compass so they do not become 

lost, misplaced or disoriented during their personal journey through the U.S. health 

care system to care for their child. The role of a guide establishes a sense of 

control in a situation that families might otherwise perceive as chaotic and outside 

their ability to manage. Because no two children or families are identical in their 

journey and the turning point decisions that must be made along the path, the role 

of the guide is no simple feat but can ease the way of the family that would 

otherwise be left to traverse the health care system on their own. By adopting a 

role as a guide for the family, those who provide pediatric palliative care often focus 

their attention on navigating the health system, including helping families find their 

way through the complexity of receiving care in multiple locations from multiple 

providers, understanding where to go for assistance and obtaining answers to 

questions along the way.  

The providers underscore that care coordination is a key time during which 

families benefit from a guide who understands the health care system, appropriate 

sequencing of care and how best to balance the appointments necessary to help 

the child and family. With children receiving care from multiple providers, families 

need care coordination to organize and align the child’s care, appointments and 

next steps with providers. Similarly, families often seek guidance when transitioning 

between levels of care to ensure their child continues to receive care that is most 

suitable for the diagnosed condition, such as transitioning from palliative care to 

hospice. When appropriate guidance is provided, the transition between levels of 

care reflects well-coordinated, seamless handoffs between care providers. Overall, 

when families allow palliative care providers to be their guide, it removes certain 

stressors within the abnormal, unfamiliar situation and permits families to focus on 

issues of greater importance to them.   
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What strikes me a lot of the time is the frequency of appointments 
and the things that they have to keep track of and how easy it 
would be to miss things that are important or forget to get a 
prescription refilled. To have that weekly or at least every other 
week support coming in and reviewing the whole thing … “What’s 
your med situation? What appointments do you have? Oh, let’s call 
that clinic.” The care coordination help alone is huge; I guess 
because in my own mind for my own kids, it’s huge. Even with very 
healthy kids, there’s appointments to make, appointments to keep 
and things to juggle. Having a child whose medical condition can 
so rapidly deteriorate just intensifies the need to stay on top of 
things and how taxing that can be physically if you don’t have 
someone who is with you in it and monitoring how the care is 
going. 

Social Worker 
 

Moreover, the role of a guide for children and families also comprises 

assistance with practical issues that families may have had no reason to access 

prior to their child’s diagnosis or the progression of the child’s disease. By and 

large, the average age of parents who are caring for children with life-limiting 

conditions is relatively young,14 meaning they often have had little to no prior 

experience in their lifetime with some of the commonplace needs that must be 

addressed, including ordering durable medical equipment (DME)15 for their home or 

making burial and funeral arrangements. Therefore, families rely on the expertise of 

palliative care providers who have knowledge of available resources and the 

processes for addressing these practical issues.  

For example, insurance coverage is a top-of-mind practical issue for 

families, including challenges related to finding and maintaining insurance 

coverage, interacting with insurance companies, completing insurance applications 

and paying for health care services. Beyond insurance coverage, families require 

guidance in being made aware of financial assistance that may be available to help 

them pay for care or other necessities in the home. This may include helping 

families determine their eligibility and access to local, state or federal financial 

assistance programs that can offset their rising health care expenditures. For care 

providers, the practical issues of families also may be best addressed by helping 

connect and make families aware of more in-home and community resources from 

which they may benefit. These are services separate from pediatric palliative care 

that may be offered by other organizations. In addition, the majority of families who 

are receiving pediatric palliative care also benefit from guidance about how 

medications and DME can be delivered directly to a family home, thus reducing the 

number of trips outside the home to obtain items required to care for the child.  

Depending on the geographic location, the practical issues of families also 

may include assistance for undocumented immigrants who are not U.S. citizens, as 

the prevalence of undocumented immigrants is higher in some parts of the country 

                                                 
14 According to the National Center for Healthcare Statistics (2009), the most current demographic data 
demonstrates the average age of first-time mothers in the U.S. is 25 years old. Using the age of first-
time mothers as a proxy in combination with pediatrics defined as children age zero to 21, the average 
age of mothers caring for children with a life-limiting condition may range from approximately age 25-46. 
15 DME can include, but is not limited to, hospital beds, infusion pumps, patient lift devices and other 
equipment or supplies needed to care for children at home. 
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than others. Regardless of immigration status, care providers can guide families to 

obtain health care services and other resources to care for their child. For families 

who do not speak, read or write English as their primary language, interpretive 

services and literacy solutions are practical needs that can help families feel more 

confident in caring for their child, which builds upon the desire of families to receive 

care in their own language (see Major Theme 2). Aside from ensuring interpreters 

are available during in-home visits and external appointments, practical literacy 

solutions may be developed to help the family care for their child, such as 

implementing color-coded medication systems or pictorial diagrams to assist with 

daily care.  

We worked closely with that family to set up a labeling system with 
their medications where all of their medications are labeled and 
then we have arranged for a delivery pharmacy so all the 
medications are delivered to their home so that they don’t have to 
try to go out to get them, then I come to their home immediately 
and I label them with these color-coded stickers and then that 
sticker’s on a chart and they know which time of day to give the 
med because they don’t read. 

Nurse 
 

Following the death of their child, families often seek practical assistance 

and expert guidance in caring for their child’s body in accordance with family 

wishes, such as preserving the body at home for a longer period of time or washing 

and clothing the child after death.  On a related note, families also need assistance 

with burial and funeral arrangements for their child, preferably proactively. Based 

on parental age, the death of their child may represent the first time they have 

made burial and funeral arrangements since many have not yet had responsibility 

for the arrangements of older family members, such as their parents. The child’s 

death represents a time for families when they may benefit from additional 

guidance from a third-party, often the pediatric palliative care team, in 

understanding the decisions they need to make so they can memorialize their child 

in a manner that brings closure and comfort in the years to come.   

They kept him in the home for three days after he died. We work 
with some funeral homes who can work with the families to provide 
dry ice so that the body can be kept in the home. So people came 
and said goodbye to him and then the family went with him to be 
cremated. 

Nurse 
 
 In summary, families who are receiving pediatric palliative care want an 

experienced guide who can escort them through the journey of caring for their 

child, navigate the complexities of the health care system and provide assistance 

with practical issues as they arise. Because palliative care providers work closely 

with families in their home on a routine basis, they can forge meaningful 

relationships with the families and comprehend the type of guidance and practical 

issues that are particularly meaningful to address. While the journey of each family 

is unique, commonalities are found when the needs of families are viewed in 

aggregate, which means care providers serve in a distinctive position to leverage 

their expertise of having helped multiple families through similar circumstances.  
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4.5 Major Theme 5: Educate & Prepare Me for What I Need to Know 
 Upon examination of the lived experiences of pediatric palliative care 

providers, the fifth major theme focuses on a request from families to “Educate and 

prepare me for what I need to know” (see Table 4.5). The precise proactive 

preparations will vary based on individual and family preferences, as well as the 

amount of information that is imperative to convey in order to care effectively for the 

child in the home. The educational needs of families increase when they have a 

child with a life-limiting condition, with the underlying requisite to understand how to 

care for the child and how best to prepare for the steps in the journey yet to come. 

However, a balancing act exists in telling families what they need to know versus 

the potential to overwhelm them with too much information at any point in time. 

While proactive education and communication is optimal in comparison to details 

being shared reactively when the condition of the child changes, care providers 

caution that the abundance of information that must be shared with families cannot 

be offered at one time.  

 
TABLE 4.5  SUMMARY OF MAJOR THEME 5: EDUCATE & PREPARE ME FOR WHAT I NEED 

TO KNOW 
Major Theme Sub-theme Core Elements 

Educate & 
prepare me  
for what I  
need to know 

Proactive preparation  
of the family  

• Anticipating & addressing needs 
proactively  

• Proactive identification of disease 
progression  

• Ability to look at big picture 
• Preparing families for end-of-life 
• Proactive bereavement support 
• Proactive planning for future scenarios  

Educational needs 

• Multifaceted education 
• Education about child’s condition  
• Education about treatment options  
• Education about equipment 
• Education about medication  

& pain management 
• Education about DNR / POLST 
• Sibling education  

Communication with family 
from beginning through 
end-of-life 

• Diagnosis & prognosis communication  
• Care conference  
• Communication of medical treatment 

options  
• End-of-life communication  
• Repetition of communication  

 

In the face of uncertainty, families desire future-oriented insights from 

pediatric palliative care providers about the preparations they should make or the 

knowledge they need to acquire. The proactive education and preparations help 

reduce the fear of the unknown and allow families to become more comfortable 

with decisions they will need to make or the type of care they must be adept in 
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administering to their child. As a starting point, families desire education from care 

providers to help them identify emerging issues proactively, rather than responding 

reactively as the child’s condition or factors in the home change. For example, 

based on close relationships forged in their home, families often ask the care 

providers to inform them about how their child’s illness may progress, including 

estimates of the time remaining in the child’s life. The proactive identification of 

disease progression offers a means by which families can understand the status of 

their child’s health and contemplate the upcoming decisions for the child. Similarly, 

families value the ability of the care providers to look across the health care 

disciplines that are caring for the child to explain the full story of the child’s 

condition and steps being taken to address the problems that have surfaced, as 

opposed to a narrowed focus on one aspect of the child’s health.  

Through the efforts to offer proactive education and prepare families for the 

next chapters in the journey with their child, care providers reflect that families may 

experience a continual state of grief as more information is shared, heard and 

processed. Therefore, another area of preparation pertains to proactive 

bereavement support, as the grief felt by families often begins well in advance of 

the child dying, such as at the point of diagnosis, during a change of condition or at 

times when a family is contemplating the next decision that must be made for the 

child. The proactive bereavement support works in tandem with the emotional and 

psychosocial care that is administered to the family as an element of whole person 

care (see Major Theme 3) but also is meaningful to note within the context of the 

breadth of proactive preparations that providers often pursue with each family. 

Families benefit from care providers who understand that grieving for the child and 

the loss of milestones they will not experience in life may necessitate ongoing 

bereavement support. In thinking about events that may occur in a child’s future, 

care providers may work with families to explore “what if” scenarios and steps that 

should be taken if the scenarios come to bear. The proactive dialogue allows 

families to contemplate scenarios in a calm state of mind and more fully process 

the actions that can be taken. If the hypothetical scenarios come to fruition, families 

are better prepared to respond, as opposed to being caught off-guard by a crisis.  

I think the child’s quality of life and end-of-life would be shortened 
without the palliative portion of our program. So that’s a big 
statement to throw out there, but I think it sustains families in a way 
that nothing else really can because you’re there with them in the 
home and you’re conscious and aware of what their needs are 
from week-to-week. You can anticipate what’s coming next week 
with them, what’s likely to be coming down the road in terms of a 
procedure or benefits that have lapsed or a reapplication that 
needs to be done. 

Social Worker 
 
 Moreover, families must become experts in the care of their child. The 

educational needs tend to be multifaceted in terms of families needing to know 

more about their child’s condition, available treatment options, equipment that will 

be used at home, medication and pain management techniques, and DNR / 

POLST information. The need for extensive education is multifaceted, starting first 
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with palliative care providers being able to develop the skills and competencies of 

families to provide high quality, safe care for their child. In addition, addressing the 

education and training needs of families is critical in terms of bolstering their 

personal confidence in the ability to care for their child and make daily decisions 

about the steps to maintain the child’s health. While educating the family is often 

the greatest priority, sibling education that is individualized to their age and 

developmental level is an important nuance, as well. Depending on age, siblings 

may play a role in the care provided in the home, or they may need to have an 

awareness of the medical equipment that is being used so that they do not 

inadvertently cause harm to their brother or sister (e.g. playing with or unplugging 

the equipment). Likewise, just as adults in the home need information about the 

child’s condition in order to begin to cope and understand the journey that lies 

ahead, siblings also benefit from age-appropriate explanations that allow them to 

process the things they are seeing in the home, which can be scary or concerning.  

How can we teach better? How can we educate better? How can I 
make this mom and dad feel more comfortable helping their child? 
It’s hard enough being the parent of a normal child who doesn’t 
have special needs, but when special needs come into effect, it 
can be very scary. Parents can feel very inadequate. They need a 
lot of support. 

Nurse 
 

When reflecting upon the desire of families to have pediatric palliative care 

providers or other stakeholders educate and prepare them for what they need to 

know, families yearn for frequent communication from the point of diagnosis 

through end-of-life. A need exists for families to be able to talk openly about the 

child’s diagnosis and prognosis, which also can help care providers confirm the 

family’s understanding or the need for further discussion. To aid in communication 

with the family, palliative care providers may convene care conferences, which can 

be used to address topics requested by the care team, child or family. Common 

care conference topics include dialogue about medical treatment decisions, end-of-

life care, the child’s prognosis and family dynamics in the household. One of the 

final facets of communicating with families from the beginning through end-of-life 

reflects the need for frequent, repetitive communication so the information is heard 

and understood. As noted by the lived experiences of the care providers, telling a 

family and having them hear the information are two different things. Therefore, 

repetition in communication is needed since this may be the first time they have 

truly heard the information being presented to them. 

If they want to know how long I think the child has to live, I’ll tell 
them that. If they want to know what to expect in the future, I’ll do 
that. I do ask them. I think part of our job is to prepare parents for 
the future, so I do ask them, “Are you worried about the future?” If 
they say, “Nope, we’re just living day-to-day, and we don’t want to 
talk about that,” then I let that go. If they do want to talk about that, 
then I address it. 

Physician 
 
 In general, families who are receiving pediatric palliative care have a 

hunger for education and information they believe they need to know through the 
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journey with their child from the beginning through end-of-life. While proactive 

preparation and frequent education are crucial, the lived experience of care 

providers reveals a subtlety of not merely educating families about what they need 

to know, which could be perceived as one-directional, but truly communicating with 

families in two-way dialogue that elicits greater understanding. 

 
4.6 Major Theme 6: Come Alongside Me 
 For families who have children with life-limiting conditions, an often 

unspoken need exists to form close relationships with others who can wrap around 

them, join their journey through life and offer formal and informal systems of 

support. Therefore, the sixth major theme demonstrates a calling from children and 

families for pediatric palliative care providers to “Come alongside me” (see Table 

4.6). Through the peaks and valleys of caring for their child, families may elect to 

open their lives to forming a deeper connection with care providers and signal they 

have a desire for providers to walk at their side. In these circumstances, palliative 

care becomes a relationship, not merely a care delivery model, because the deeply 

personal union that is forged demonstrates a level of intimacy necessary for this 

type of health care service to aid a family in their time of greatest need. 

 
TABLE 4.6  SUMMARY OF MAJOR THEME 6: COME ALONGSIDE ME 
Major Theme Sub-theme Core Elements 

Come  
alongside me 

Being part of a  
family’s journey  

• Development of relationship  
• Support on journey  
• Presence with family 
• Witness to experience 
• Preservation of hope versus 

acceptance of reality  
• Celebrating successes  
• Support at end-of-life  

Relationship-based care  

• Proactive relationship-building  
• Trusted partner in care  
• Personal connection to child  

and/or family 
• Seeing the child through the  

family’s eyes  
• Family storytelling  

Support system  
• Social media support 
• Support groups & events 
• Inter-family connections  

 

 By coming alongside families, a notion exists of becoming part of their 

unexpected journey, which is representative of the experiences families and care 

providers describe in traveling from the beginning through end-of-life with a child. 

Instead of palliative care providers being set apart as an isolated third-party, 

families often desire providers to become folded into their experience and 

interwoven within the fabric of the family, recognizing the development of the 

relationship may take considerable time to cultivate and will vary by family. Once a 
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relationship has been formed, families seek support that allows them to remain the 

experts about their child but permit care providers to accompany their journey and 

ease their way when possible. Moreover, coming alongside families requires the art 

of being present, as opposed to feeling the need to take action or do something 

tangible. From the perspective of one social worker, “there is a lot of isolation, 

especially for the primary caregivers who are at home with the child all day, 24 

hours a day.” Consequently, families look to care providers to be present with 

them, either in the home or by phone, during their time of need to help care for the 

child, resolve issues as they surface and support the socialization of the child and 

family. Families also need others to serve as witnesses to their experience and see 

first-hand the issues they are facing, including the daily reality and routine of that 

which is occurring in the home.  

The ability and intensity to be in the home with them was so clear 
to me. They needed somebody to witness this and be with them in 
it in order to really know how to help them. Having visits in doctors’ 
offices and therapists’ offices didn’t quite grasp the intensity of it if 
you were talking to them outside of the home … It just feels like a 
privilege in some ways to be called on to provide that for a family. I 
don’t think this particular family would have fared nearly as well 
had they not had that – real people in their homes connecting with 
them and witnessing all the losses that they were experiencing. 

Social Worker 
 
 Beyond witnessing the experience of families in their home, care providers 

frequently find attention must be paid to balancing the preservation of hope versus 

acceptance of reality, which is closely connected to the spiritual traditions and 

deity-related beliefs of the family (see Major Theme 3). Palliative care providers 

articulate the balance they maintain of hoping with the families but also thinking 

ahead about the realities that will likely be forthcoming. The need exists to identify 

the feelings of hope families have for their child but also help them move toward 

acceptance of the child’s condition, likelihood of mortality and the need to 

contemplate significant decisions that must be made. The contemplative balance 

between hope versus reality will vary by situation and family, with the balance 

undulating throughout the journey as the child’s condition changes. As part of the 

journey, families look to palliative care providers to join them in recognizing and 

celebrating small wins in the child’s life. For example, this may include reaching an 

age milestone, achieving remission of the illness or seeing improvements in 

symptom management. While the journey may be filled with challenges and 

setbacks, the recognition of small wins along the way can promulgate feelings of 

hope and encourage families. By celebrating successes together, families and 

palliative care providers also deepen their relationship so that they can traverse the 

setbacks in partnership with each other. For example, the need to support families 

through the ups-and-downs of the journey with their child is especially poignant 

during the end-of-life. The support may include a physical presence in the home 

when the child is actively dying so families do not go through the experience alone 

or partnering with families so they can find comfort in the final moments with their 

child. While crisis management and support during the phase in which the child is 
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actively dying is a component of the physical and medical care that is offered (see 

Major Theme 3), it is worth noting that it also serves as an aspect of the manner in 

which palliative care providers come alongside families through every phase of 

their journey.     

Mom is holding her; the grandparents took [the sister] out, and this 
little baby’s heart beat – because that’s all she has left – starts to 
slow, slow … And I’m thinking, [the dad's] got 20 minutes on the I-
405 to get here; I don’t know if he’s going to make it here. So 
momma is talking to her daughter. She is holding her. She has 
nothing in the way. She is in her space. She’s telling her, “I wish 
you could have gone to college. I do wish I could have seen your 
boyfriend. But look at your life, you’ve had a lifetime. You’ve had 
two months. You’ve had this lifetime.” Profound for this young 
mother, right? So dad arrives, and he hears the last two 
heartbeats. [The child] saved him two heartbeats. 

Community Liaison 
 
 With palliative care representing a vulnerable time, families seek a 

relationship-based approach to care, as they are inviting others into this moment 

with them. In many regards, palliative care providers become an extension of the 

family through the relationships that are forged. Due to the serious nature of the 

child’s condition, families desire to work with care providers who are trustworthy, 

reliable and in whom they can place confidence in caring for their family as a unit. 

When possible, the relationship-building between families and care providers 

begins as early as possible so providers can serve as trusted partners from the 

onset of a child’s diagnosis, rather than waiting until a crisis or the end-of-life when 

greater support and a heightened level of trust is required. Through the process of 

forming trust, children and families yearn to make personal connections with 

pediatric palliative care providers before allowing them to enter their experience. 

Relationship-based care is bolstered when care providers build personal 

connections to the child and family in order to deepen the bond that will serve as 

the basis for holistic care.  

Furthermore, families long for palliative care providers to see their child 

through the family’s eyes with a quality of unconditional acceptance that mirrors 

how the family views the child. The ability of care providers to look beyond the 

child’s diagnosis or visible anomalies to see the internal and external beauty, 

personality and unique characteristics of the child makes a difference in families 

perceiving that they are receiving relationship-based care. From a practical 

standpoint, care providers emphasize the importance of storytelling as a conduit to 

see the child through the family’s eyes. Storytelling is regarded as one of the most 

natural and deeply-rooted forms of communication for people in the world, thus 

serving as a customary path for people to describe, process and draw meaning 

from their experiences (Agency for Healthcare Research and Quality, 2014). 

Rather than providing limited medical facts to care providers, families are 

encouraged to engage in storytelling to explain their personal journey to-date, 

including their feelings, emotions and the overall story of their child and family. 

Storytelling serves to build a relationship with care providers and can help identify 

ways in which to come alongside the family’s story.  
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Typically, what I will do if I am doing an admission or consulting, 
going in and giving them a good open-ended overview of our 
services to them and having that lead into them telling us about 
their child’s story and the story of them as a family, and getting a 
better personal history of how they have walked to this palliative 
point for them, both the positives and the negatives. Admission 
visits are really important because if we take more time to hear 
that story, then it’s a little easier to build on it when you’re going in 
for shorter periods of time. It allows us to do a better job of 
building a plan of care that meets that family’s needs or fits into 
that patient’s walk and where they are headed. 

Nurse 
 
 Beyond the relationships forged with palliative care providers, families may 

seek support from a broader network of families who share the common 

experience of caring for a child with a life-limiting condition or community 

organizations that can offer beneficial resources. The support ranges from practical 

to emotional, with families adjusting their need for support over time. Even families 

surrounded by a strong support system of extended family or friends may find 

themselves in need of new forms of support. The support system may include 

utilizing social media (e.g. Facebook, Twitter), routine support group meetings and 

special events to build connections with other families who are receiving pediatric 

palliative care or those who have lost a child. Of note, the care providers have 

found that developing inter-family connections are particularly effective in terms of 

strengthening the support system that surrounds families and can contribute to 

families feeling as though others have come alongside their journey. Palliative care 

providers can play an instrumental role in building relationships between families 

who may be experiencing similar circumstances. Immeasurable value occurs when 

families are able to share their stories with one another, find common ground, 

pinpoint value-added ideas or obtain encouragement from one another as peers. 

We decided let’s have the other party [contact the new palliative 
care family], “Is it okay if we give your number to this person?” So 
like Michelle,16 she’s a mom with a kid in the NICU. “Could I give 
Michelle your phone number? She would love to call you and just 
chat because she’s been in your shoes. Would that be okay?”  

Nurse Practitioner 
 
In summary, when children and families ask others to come alongside 

them, they are looking for those who can walk next to them, not to be too far in 

front in trying to lead the journey or too many steps behind in reacting to it. The 

imperative of accompanying a family reinforces the value of relationships and 

support systems that are needed to envelop a family and move along where the 

journey may take them.  

 
4.7 Major Theme 7: Cultivate the Plan & Purpose for My Life 
 Next, the aggregation of lived experiences from pediatric palliative care 

providers reveals a seventh major theme for children and families to “Cultivate the 

plan and purpose for my life” (See Table 4.7). While the presence of a child’s life-

limiting condition may influence how aspects of life must be lived, the strong desire 

                                                 
16 Pseudonym. 
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remains to have life reflect the aspirations and goals for the family and child. In 

large measure, these plans for life do not differ fundamentally in comparison to 

families who do not have children with these diagnoses, including the common aim 

to function as a regular family, build lasting memories and find a purpose in a 

child’s life. However, while all families uniformly desire to maintain the health of 

their children, the ability to optimize the health of a child is a particularly fervent 

endeavor for families who have children with life-limiting conditions since the ability 

to bolster and maintain the child’s health can influence the capacity to achieve 

other family aims.  

 
TABLE 4.7  SUMMARY OF MAJOR THEME 7: CULTIVATE THE PLAN & PURPOSE  

FOR MY LIFE 
Major Theme Sub-theme Core Elements 

Cultivate the 
plan & purpose 
for my life 

Being a regular family  

• Parental bonding with child 
• Inclusion of child in family  
• Normalcy in home  
• Predictable routine 
• Traditional family activities 
• Quality family time  

Optimizing life of child  

• Quality of life 
• Preservation of child’s health  
• Relief of pain & suffering 
• Comfort of child 
• “Good death” 

Building memories  
for a lifetime  

• Living in the moment 
• Memory-making activities  
• Memorializing the child 
• Remembrance activities  

Purpose of child’s life  
• Learning from child’s life  
• Spreading best practices  
• Caring for others 

 
When faced with circumstances that would be described as far from 

normal, families place significant value on functioning as a regular family, rather 

than having life defined solely by atypical experiences, illness and the potential 

death of their child. The families do not seek to ignore or minimize the fact they 

have a child with a life-limiting condition. On the contrary, prompted by their child’s 

condition, families consider the aspects of life that are most important and 

recognize the magnitude of cultivating plans that support being a regular family and 

finding ways to normalize an abnormal situation during the limited time they have 

been granted. When confronted by the abnormality of caring for a child with a life-

limiting condition, families seek normalcy in the midst of chaos and regard caring 

for their child at home as a measure of success. Overall, the desire to have the 

child present at home and integrated in daily life in as many ways as possible 

demonstrates the normalcy families seek, rather than seeing their child isolated or 
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set apart as different. In some situations, the plans of a family for their child’s life 

may include attending school or participating in activities outside the home, as 

opposed to the life of the child being defined exclusively by health care 

interventions. Not only do families long for their children to have aspects of a 

“normal” life, but they also yearn to forge time-honored memories with their child. 

These plans begin with helping parents bond with their child, which can be 

impeded in a hospital due to the presence of medical equipment and other life-

saving measures that may prevent parents from being able to hold, feed or remain 

present with their child.   

Where infants are concerned, I think being in the hospital interferes 
with the bonding process. Consequently, I think it interferes with 
grieving to never have had your child in your home in the space 
that you prepared for them during your pregnancy. In a lot of ways, 
I’ve talked to these parents afterwards and they’ll say things like, 
“It’s almost like she was never born” because they never have a 
memory of that baby in their home. It’s hard for them to grieve 
because they look around their home and there’s not any sort of 
reminders; they don’t have any memories of being with that baby in 
that home. Even if you only get them home for a few days, they 
have that time together so they can say, “She was home. She was 
a real person, and now she’s gone.” It’s all about that piece for 
infants. 

Nurse 
 
 Because caring for a child with a life-limiting condition can generate 

significant uncertainty on a day-to-day basis, families also desire to maintain a 

consistent routine in the home to the extent that is possible in order to promote 

stability. A predictable routine has a settling effect on the child and family members, 

including siblings, as it reduces the stress of not knowing what is coming next and 

provides greater control over daily activities. With a more predicable routine in 

place, families have the opportunity to turn their attention toward traditional family 

activities and enjoying quality time as a family. Based on the lived experiences of 

the care providers, families want to partake in regular family activities, as opposed 

to having these milestones eclipsed by the child’s condition. From photos with 

Santa Claus at Christmas to summer picnics at the park, families long for their child 

to experience traditional activities so they can feel what it is like to be a regular 

child who is not defined by a medical condition. The quality of this family time – as 

opposed to quantity of time – is a hallmark of being a regular family, as families 

seek to optimize the time they have together with their child, however long or short 

that time may be. In a situation in which quantity of life may be limited, families may 

elect to uphold and preserve family quality time as an utmost priority. 

I think the families that we touch, I think that they’re able to feel 
much better and have peace of mind and they’re able to grieve 
appropriately … I see a lot of our families at peace. They realize 
that they’ve done everything that they can, and they’re able to 
spend those last hours or days or months doing quality things with 
their child. 

Nurse 
 
 Moreover, as families seek to optimize their child’s life so they can enjoy as 

many moments as a regular family as possible, their key priorities often include 
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seeking to preserve the child’s health, relieve their pain and suffering, and ensure 

the overall comfort of the child. Preservation of the child’s health places emphasis 

on proactively finding ways to maintain the child’s current state of health for as long 

as possible, as opposed to being reactive to symptoms and problems that arise. 

The provision of palliative care is regarded as an integral factor in the ability of 

families to optimize the child’s life. Beyond preservation of health, families 

concentrate on the relief of pain and suffering, which are common measures by 

which families assess quality of life and contemplate the provision of additional 

medical treatments. When a child’s condition is incurable, quality of life and relief of 

pain and suffering often are given greater credence as families set short-term goals 

and redefine the plans for their child’s life. In this regard, the original plan and 

purpose a family envisioned for the child’s life may be recast with assistance from 

the palliative care team to cultivate a plan that focuses on the family’s personal 

definition of quality.  

I often think of this as my role to walk with these patients and help 
them to live as they’re dying. Then you see that the families get a 
greater awareness and insight into what’s going on and the 
importance of maybe quality over quantity. When they come to us, 
they’re not thinking about time. They’re wanting their person to be 
at home and to get better or stronger in some way, then over time, 
they begin to see and understand that this may not be quality for 
this child or, in their way, they may say, “We don’t want to see her 
suffer anymore or go through pain.” 

Chaplain 
 
  Interwoven within the relief of pain and suffering and overall quality of life 

is the focus on the child’s comfort, which may be defined holistically in terms of 

physical, emotional and spiritual comfort. The holistic view is consistent with the 

concept of caring for the child as a whole person (see Major Theme 3). While 

physical comfort is often top-of-mind, emotional and spiritual issues also may have 

implications for a child’s comfort. Pediatric palliative care providers reveal through 

their experiences that families often seek guidance about assessing their child’s 

comfort from a holistic standpoint and prioritizing comfort as one of the critical 

issues for optimizing the child’s life. One palliative care chaplain summarized the 

importance of families addressing their child’s comfort as “giv[ing] families a great 

sense of achievement and satisfaction when they’ve been able to keep the person 

and home and keep them comfortable.” Finally, when families face the prospect of 

losing their child, they desire for comfort to be carried through their child’s death, 

with death being as peaceful and gentle as possible. While a “good death” may 

seem counterintuitive when speaking of children, families will define the factors 

they wish to see or experience in order to find peace in the way the child dies, 

which will be driven by their perceptions of the child’s passing. 

There’s not a good way to say that the child had a “good death”, 
but really that’s the communication that we get from [families]. I 
think they feel as though their child has had a good death … Our 
goal is to support the family, make sure the child has a good life for 
as long as possible and then a gentle death when it’s over. That’s 
our job. Whatever we need to do to support that is what our job is 
… it’s not our child who is dying and we have to support a family 
so that in the years ahead, they are not impaired by whatever we 
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do but that all the things we’ve done have helped them in their 
grieving process. 

Nurse 
 
 Both during and following the child’s life, families place attention on 

building memories together, as well as maintaining these memories after the child’s 

death. To this end, families may strive to live in the moment with their child, rather 

than dwelling on the uncertainty of the future. For some, living in the moment is 

driven by spontaneity, such as pursuing family activities if the child is feeling well 

on a particular day. While tensions can emerge in celebrating life on a day-to-day 

basis versus preparing for the future, palliative care providers can help families 

attain balance and cultivate the plans they desire in life. For example, recognizing 

time together may be limited, families may be encouraged to pursue memory-

making activities that can be treasured in the present, as well as after the child’s 

death. The focus is not only on creating memories as a family but also developing 

the child’s memories of the good times celebrated together so that the memories of 

life are not focused exclusively on illness. Reflecting on their lived experiences, 

care providers demonstrate the steps taken to memorialize the child also are value-

added to families in building memories. Memorials to children after they have 

passed away may include mementos, tributes or items for families to celebrate the 

child’s memory. One-time or ongoing remembrance activities to commemorate a 

child’s life also are commonplace for families, with activities aligning with cultural, 

spiritual and family traditions. These may include observing the child’s birthday, 

celebrating the child through an annual tribute activity or finding meaningful ways to 

keep the child’s memory alive. 

Two years ago after I had worked with a couple whose baby died, 
they returned to deliver their second child. They were excited to 
have me meet their healthy newborn and to share with me that the 
Build-A-Bear® I had made with their first baby’s heartbeat  in it was 
in their new baby’s crib at home, waiting to welcome their new 
baby. When we know a baby is unlikely to survive, we record the 
baby’s heartbeat in a Build-A-Bear® for the family. Their first baby’s 
memory is kept alive through this Build-A-Bear®. 

Nurse / Social Worker 
 
  Finally, faced with making peace with the shortened life of their child, 

families may turn toward finding purpose in the child’s life, building a legacy or 

making the life of the child “count”. The ability of families to define a purpose may 

begin by taking steps to learn from the child’s life and allowing it to make a 

difference for others, such as studying the child’s illness in order to save others or 

helping improve the lived experience of those facing similar situations. Influenced 

by the experience of caring for a child with a life-limiting condition, it also is 

commonplace for family members to dedicate their lives to caring for others, such 

as pursuing health care careers, leading support groups or finding ways to help 

those who face similar circumstances. In this regard, the purpose of the child’s life 

can prompt a journey of self-discovery and personal calling for family members that 

redefines their plan and purpose for life. Moreover, families, palliative care 

providers or other community providers may pinpoint best practices from their 
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efforts to care for a child that can be disseminated to others. Spreading best 

practices is another way in which families can draw comfort in feeling like their 

child’s life has had a purpose or even that their own life has a purpose in being a 

resource for others.  

I asked one mom if she’d be willing to meet these parents who are 
going to start [having in-home nursing], so the couple went to the 
other room and the mom who has had two years of nursing was 
absolutely thrilled to share her experiences about what it’s like to 
have home nursing. This new couple was very timid and looked 
like deer in the headlights. They had no idea about what they were 
getting into. After hearing another parent’s experience, they were 
totally empowered. Now when they get on the phone to interview 
agencies, they’re going to know questions to ask because they 
were able to connect with this other family. Families that are out 
there doing this care are experts. They are amazing experts in 
what they do because they have a little hospital in their home. 

Nurse / Social Worker 
 
 Ultimately, as evidenced through the experiences of pediatric palliative 

care providers, the desires voiced by families for being a regular family, optimizing 

the life of their child, building memories for a lifetime and finding purpose in the 

child’s life are crucial. However, families also can benefit from the support of a 

palliative care team in helping them cultivate the plan and purpose they envision for 

their life, including care providers working alongside families as they reevaluate, 

redefine and embrace their new calling in life.  

 
4.8 Major Theme 8: Be My Voice & Help Me Find My Own  
 When a child is diagnosed with a life-limiting condition, the voices of the 

child and family can become minimized amidst new competing voices, including 

those of health care professionals, extended family members, insurance 

companies, community agencies or a myriad of seemingly well-intentioned 

individuals who may overpower the ability of the child and family to feel heard. The 

competing voices can contribute to feelings of vulnerability and a lack of control 

during a time in which multiple facets of life seem unmanageable. Therefore, the 

eighth major theme speaks to the need expressed by children and families to “Be 

my voice and help me find my own” (See Table 4.8).   
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TABLE 4.8  SUMMARY OF MAJOR THEME 8: BE MY VOICE & HELP ME FIND MY OWN 
Major Theme Sub-theme Core Elements 

Be my voice  
& help me find 
my own 

Giving children &  
families a voice  

• Advocating for the child / family  
• Helping families feel heard 
• Empowering families  

Thought partner  
for families 

• Active listening  
• Sounding board  
• Transparent communication 
• Honest communication  
• Listening to family goals  
• Supporting family decision-making  

Multifaceted 
communication &  
conflict resolution 

• Parent-child communication  
• Parent-to-parent communication  
• Sibling communication 
• Extended family communication  
• Parent-team communication 
• Team-to-child communication  

 

 When children and families feel as though their voice has been silenced, 

the aim of pediatric palliative care providers becomes to advocate for their needs, 

preferences and desires by bringing the voice of children and families to the 

forefront. At times, the gravity of child’s diagnosis and magnitude of the unfolding 

situation may lead a family to feel as though they do not have the strength to voice 

their concerns, or they may remain uncertain how they truly feel or what they need 

from a short-term and long-term perspective. In other moments, a family may feel 

uncomfortable questioning the highly-trained health care professionals who are 

caring for their child, instead of recognizing the benefit their voice and perspective 

can bring to identifying the optimal decisions and next steps. Therefore, while 

advocating for children and families, palliative care providers not only find a need to 

speak on their behalf but also help children and families regain their voice so they 

can communicate their thoughts and desires. This may include helping children and 

families feel heard by other care settings and health care providers, or it may 

encompass feeling heard by extended family and others who are involved in the 

child’s life. Palliative care providers also empower families to feel in control of their 

situation and encouraged to take charge, as opposed to allowing events 

surrounding the child’s condition to overpower them. Through restoration of 

empowerment, families can begin to feel as though they can articulate their needs 

to others and find their own voice.  

I think whenever you have a family that has a life-threatening 
illness, the minute you find out about it, a lot of your empowerment 
is taken away, especially if you don’t have the medical knowledge, 
so I think you go into “whatever I need to do for my child” mode 
and automatically think that whatever they are telling you right then 
is exactly what you need to be doing. You don’t know what you 
don’t know. You just are doing what you think needs to be done; 
you’re living in survival mode. I think the empowerment comes 
from being able to sit down and be able to talk with someone who’s 
very clinically knowledgeable but who is also knowledgeable and 
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open to something else to what that particular specialist is saying 
to you. It’s about being able to say that you know you do have 
options and have a right to say “yes” or “no”.  

Nurse 
 
 Families also long for pediatric palliative care providers to become their 

dedicated thought partner, create a forum for processing information and support 

the goals they have for their child. Because caring for children with life-limiting 

conditions represents a unique situation, the role of an effective thought partner 

often falls to palliative care providers who have years of experience and 

professional expertise to lend to the situation, starting first with the ability to actively 

listen to the family. Families often will utilize the providers as a sounding board to 

whom they can speak openly to test or evaluate ideas that will be held in 

confidence. By using the providers as a sounding board, a family can gain 

confidence in presenting their ideas, expressing concerns and articulating needs in 

a manner that will help them find their voice. As a trusted thought partner, palliative 

care providers also recognize the intrinsic value of speaking openly without 

withholding or restricting information from the family. While health care providers 

may have the best intentions in trying to protect families from the realities of their 

child’s health care condition, a lack of transparency can contribute to families 

feeling misled or taken aback when the child’s condition changes or a poor 

prognosis is presented.  

 Similarly, palliative care providers aim to speak in a truthful, sincere and 

straightforward manner with families. By demonstrating honesty as a thought 

partner, families often turn to the care providers as a voice of reason and truth 

upon which they can rely.  Moreover, families will look to the care providers to listen 

to their goals and find ways to realize them, with providers being careful not to 

impose their own goals but rather actively listen to determine how to support the 

family. As appropriate, providers may gently offer suggestions for families to 

consider if they are receptive to alternatives. The last facet of serving as a thought 

partner is the need to support family decision-making, as they desire someone to 

stand behind their decisions rather than dismissing the conclusion they have 

reached. Careful attention must be paid to support families in the choices they have 

made, recognizing their decisions may evolve as the child’s condition changes.  

All I could do at that point in the visit was to say when you’re 
making these kinds of decisions, it’s a fork in the road and you can 
decide to go forward this way or not, but at each step in the road, 
there are choices. So, right now your choice is to call 911, and we 
would support you in the way that you need to be supported and 
that would be okay but along the way, there will just be things to 
talk about at decision points. She wasn’t ready to hear any more 
than that. So, that’s where you go with it this time and then next 
time, she can talk about it a little bit more. 

Nurse Practitioner 
 
 Beyond the family need for a thought partner, multifaceted communication 

and conflict resolution between stakeholders can grow complex in situations 

involving children with life-limiting conditions. Having rarely had to discuss or reach 

consensus about such difficult topics, parents, children, siblings, extended family 



Page | 69 

members and others may find themselves embroiled in complex dialogue with one 

another. Nonetheless, having been party to crucial conversations with other 

families, palliative care providers serve in an unparalleled position to open the 

communication channels between stakeholders so everyone is given a voice and 

opportunity to be heard. While stakeholders may not reach agreement, the greater 

value is found in having had the time to communicate with one another and 

understand the perspective of the other party. For example, parent-to-parent 

communication remains vital, as parents will encounter times during the palliative 

care journey with their child in which they need to reach consensus about the plan 

of care, how to manage issues in their household or interact with others outside the 

home. At times, palliative care providers will serve as mediators to bring parents 

together so they are able to hear one another and form the basis of open 

communication. The need for open communication and conflict resolution also 

extends beyond the immediate family to the extended family who may voice strong 

views about the decisions or actions being pursued. For instance, grandparents or 

extended family may stand in opposition to the parents signing a DNR order or 

foregoing invasive procedures. In such instances, the care providers can help 

families find their voice in responding to extended family or can facilitate dialogue 

between family members. Finally, one of the most important communication 

channels that the care providers will seek to bolster is that between the parents and 

child, as their time together is limited and each person often has important 

messages that need to be conveyed to one another during the remaining time.  

About a week before [the child] died, which was about four days 
before he stopped speaking to his mother, one day out of the blue 
he said to his mom, “I’m dying.” She was like, “Oh my goodness!” 
Helping her to reframe that “How wonderful that he felt comfortable 
talking to you about that.” The mother was feeling immense guilt, 
“He wants to talk about it, but I haven’t talked to him about it yet.” I 
said, “You know, he felt comfortable bringing it up with you.” The 
next time, he told his mom, “I’m sorry.” She said, “You have 
nothing to be sorry about.” He said, “No, I didn’t fight hard enough.” 
Then the next day, he said to his mom, “I love you.” He had always 
been the kind that that’s private, “Don’t say that to me in public,” 
you know. He gave his mom these wonderful gifts before he 
stopped speaking and then died peacefully. 

Nurse 
 
 Ultimately, in response to a calling by children and families, the aim of 

pediatric palliative care providers becomes to restore and embolden their voices so 

they feel heard and engaged in taking charge of decisions that must be made in 

their life. Via care provider efforts to serve as a thought partner, bolster 

communications and facilitate conflict resolution, families can regain the voice they 

feel has been quieted as a side effect of caring for their child and the complexities 

that arise from the situation. 

 
4.9 Major Theme 9: Help Me Thrive 
 Finally, the ninth major theme echoes a calling from families to “Help me 

thrive” (See Table 4.9). Amidst the uncertainty of caring for a child with a life-

limiting condition, individuals desire not merely to survive but thrive under these 
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circumstances. The combination of caring for one’s self and maintaining self-worth 

contribute to perceptions of being able to overcome current obstacles and come 

away as a person who is stronger because of the experience. From the perspective 

of families, a quality exists of not allowing the present tribulations to erase who they 

are or take away their spirit. 

 
TABLE 4.9  SUMMARY OF MAJOR THEME 9: HELP ME THRIVE 
Major Theme Sub-theme Core Elements 

Help me thrive 

Personal self-care 
• Stress management  
• Self-preservation & caregiver fatigue  
• Preservation of self-identity  

Self-worth  

• Autonomy  
• Positive affirmation  
• Confidence-building  
• Reassurance & validation  
• Family appreciation  

 
 For the majority of families, a sacrificial and all-consuming focus is placed 

on the child’s health, which subtracts from personal self-care. In order to continue 

caring for their child to the best of their abilities, families need to direct attention to 

maintaining or restoring self-care to a healthy balance. For example, when 

reflecting on the overarching need for stress management, one chaplain 

emphasized the imperative to “acknowledge with [the family] that this is a very 

stressful situation for them, and it’s very normal to feel overwhelmed at times.” In 

these circumstances, learning healthy ways to manage stress are important to the 

ability to thrive. In addition to heightened stress levels, families may experience a 

loss of self-identity when they become so engrossed in the life and care of their 

child that they no longer preserve their independence and individuality. In order to 

thrive, families must take steps to maintain their self-identity so they do not become 

defined exclusively by the life of the child. Families also must learn to care for 

themselves and manage caregiver fatigue. When families are providing continuous 

care for their child, it often comes at the cost of no longer caring for themselves or 

taking time to become rejuvenated, thus contributing to a never-ending cycle in 

which the primary caregivers in the home become increasingly exhausted.  

We help support the potential for all of them to have caregiver 
fatigue. For me as a mom of a big family, I look at these poor 
families that are behind before they even get started. By the time 
they know what they are dealing with, they’re already pretty 
exhausted, so being intentional about finding ways to support 
themselves in the midst of caring for their child is always 
challenging. 

Nurse 
 
 Equally important to personal self-care is the feeling expressed by families 

to maintain self-worth. In the face of abnormal circumstances, families yearn to 

view themselves in a positive light and recognize their personal value, as opposed 

to perceiving life as a series of shortfalls. Autonomy is especially meaningful to 
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families who want to maintain independence and self-sufficiency in being able to 

care for their child to the extent that is possible at home, as opposed to being solely 

reliant on others. Moreover, for families to feel like they are able to thrive and 

maintain self-worth, palliative care providers frequently make statements of positive 

affirmation to uphold, support and encourage families. As an example, families 

need to hear they are doing a good job in caring for their child and household, 

supporting their spouse or managing the present circumstances to the best degree 

possible. The positive affirmation can inspire courage and build confidence, which 

are crucial in bolstering self-worth and learning to thrive under the circumstances. 

When families have higher self-confidence, it can contribute to feelings of being 

able to take charge and provide excellent care, rather than allowing the present 

situation to control them. Similarly, families often seek reassurance or validation 

about decisions they are making for their child and the care they are providing. The 

reassurance can boost the self-esteem of the family and their ability to feel like they 

are thriving amidst the complexity of the present situation. 

I think education about what to do and pointing out what they are 
doing well. “Look how intuitive you were to know that he was 
uncomfortable and that you turned him.” Just really pointing out 
ways that they are being a good parent and a good caregiver of 
their child and trying to encourage them and letting them know that 
they are the expert on their child and that they are doing a good 
job at it. 

Nurse 
 
 As a final note, families find the ability to thrive is amplified by the 

opportunity to show gratitude to the palliative care providers who have aided the 

child and family in their journey. One of the hallmarks of palliative care is its holistic 

focus on the needs of the child and family, yet expressions of gratitude about the 

unconditional support that has been offered also commonly span the body-mind-

soul continuum to reveal a physical, emotional and spiritual response from the 

family to those whom they most appreciate. Faced with numerous challenges 

during the course of receiving palliative care, family appreciation extends beyond 

the etiquette of a simple “thank you” to often encompass more meaningful, heartfelt 

responses. Being able to show appreciation is correlated with families feeling as 

though they are giving back and not merely taking, which feeds their perceptions of 

self-worth, personal happiness and fulfillment in being able to touch the life of 

someone who has touched them.  

One of my first patients that I was attached to and had a deep 
connection to was a little boy who had a brain tumor. That’s where 
I got connected to all the pediatrics. My heart’s for them. Right 
after he passed away, his mother has wrote me. She is Mexican. 
She wrote me in Japanese. She said, “Because you touch my 
son’s heart, I decided to go to Japanese school, and I am writing a 
letter to tell you ‘thank you’ for the care” and then she wrote me a 
letter [in Japanese]. 

Nurse 
 
 Ultimately, for families who need pediatric palliative care, the ability to 

thrive seems almost unfathomable, yet it is precisely what the lived experiences of 

care providers demonstrate that families desire. Despite so much attention being 
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deservedly directed toward the child, families also walk a careful balance in 

needing to care for themselves and maintain their self-worth so that they will not 

merely survive but truly thrive through the experience.  

 
4.10 Summary of the Research Findings 
 In closing, the pediatric palliative care providers who shared their lived 

experiences during the research study afforded critical details about what it is like 

to care for children with life-limiting conditions and their families. The research 

findings have been encapsulated in nine major themes and supported by illustrative 

quotations in order to allow scholars and practitioners to step into the experience 

and see it through the eyes of those who work in partnership with families every 

day. At every juncture, the research findings have placed the focus on the children 

and families by building upon themes that frame the experience from their 

perspective, while simultaneously leveraging the voice of care providers in a 

manner that provides key insights. Ultimately, the research findings have proffered 

a foundation on which to articulate the overall essence of the experience and 

assess the degree to which the research objectives have been fulfilled. The 

findings also serve to identify implications for future practice and contributions that 

address deficits in the extant literature, while remaining mindful of the limitations of 

the study and avenues for future research.   
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“These children … if you can get away from ‘I’m going to save them … I’m going to 
save them … I’m going to save them’, one of the things I learned as a new 
graduate was you can’t always save them, but death is not always a failure.  
It doesn’t mean you have failed. Sometimes it’s not in our hands; it’s in God’s 
hands, and a child is going to die, so what are you going to do? You can’t run 
away. You have to sit and help the child through that; you have to help the family 
through that.” 

~ Pediatric Palliative Care Nurse 
 

 
The Pediatric Palliative Care Study served to address two core research 

objectives, which were to understand the lived experience of caring for a child with 

a life-limiting condition and their family, as well as comprehend how the totality of 

these experiences can be utilized to reveal the needs associated with pediatric 

palliative care. Taken as a whole, phenomenology affords a conduit for stepping 

into the lived experience and, by doing so, creates a manner in which the insights 

about the experience can serve as a springboard to identify needs and help inform 

the optimal plan and justification for care (Jasper, 1994, p. 313). According to 

Pringle et al (2011a, p. 23), reflecting on Munhall (1994), “unless we understand 

meanings, we cannot alter health behaviour and lifestyles. It is surely only by 

maintaining an open, adaptable approach that we can truly reach, hear, and 

understand and access our participants’ experiences, particularly of those who may 

be in greatest need of our support.” Therefore, the following discussion aims to 

uncover the overall essence of the experience and examine how the experience 

proffers implications for future practice and contributions to extant literature. The 

limitations of the study and implications for future research also are outlined in 

order to aid those seeking to build upon the current research who want to offer 

additional contributions to the extant literature and advance the emerging field of 

pediatric palliative care.  

 
5.1 Statement of Essence 
 In Chapter 4: Research Findings, the analysis of the lived experiences of 

care providers generated core elements, sub-themes and major themes that 

extend textural and structural descriptions of what and how the providers 

experienced the phenomenon of caring for children and their families (Creswell, 

2007, p. 60). While the individual experiences of providers are subjective, the 

commonalities observed across the lived experiences can reduce individual 

experiences to major themes that contribute to a “universal essence” (Creswell, 

2007, p. 58) and “grasp of the very nature of the thing” (van Manen, 1990, p. 163). 

The major themes are sometimes called “essential themes” by researchers in order 

to reinforce that these points garner a more abstract view across the lived 

experiences of all research participants and are intended to reflect the essence of 

the phenomenon (Van Alst, 2012). As a point of reference, the nine major themes – 

or “essential themes” – within the study include (1) Develop an innovative approach 

to caring for me, (2) Place me at the center of care, (3) Care for me as a whole 

person, (4) Be my guide, (5) Educate and prepare me for what I need to know, (6) 
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Come alongside me, (7) Cultivate the plan and purpose for my life, (8) Be my voice 

and help me find my own, and (9) Help me thrive. 
 Overall, interconnectedness exists between the major themes, which 

suggests they should not be viewed in isolation of one another (see Figure 5.1). On 

the contrary, the themes flow from one another in a manner that tells the story of 

the experience and typifies the benefits of placing the themes into words that could 

be expressed by children and families. The common threads across the textural 

and structural descriptions and a discernment of the major themes contribute to the 

following statement of essence about the phenomenon of caring for a child with a 

life-limiting condition:  

From the beginning through end-of-life, the journey of caring for a 

child with a life-limiting condition is anomalous, yet it does not 

dissuade families faced with atypical circumstances from seeking 

to function as a conventional family. Indeed, families confer greater 

importance on living a lifetime with their child, regardless of how 

long or short the time may be. They value being able to make 

decisions to care for and raise their child, create lasting memories 

as a family, help their child thrive and find purpose in their child’s 

life in a manner that is reflective of the family’s heritage, beliefs 

and norms, which are actions consistent with the aspirations of 

other families.  

Nonetheless, a child’s life-limiting condition does promulgate 

inherent complexity and unanticipated challenges for families being 

able to realize the plan and purpose for their child’s life, as well as 

the life they desire as a family. Often times, caring for a child with a 

life-limiting condition immerses a family into an abyss of 

vulnerability, critical decision-making and feelings of traversing the 

journey alone. In such situations, families need support from those 

who can work in partnership alongside them to place the child and 

family at the center of care, as opposed to the family becoming an 

extension of the complex health care system in which they find 

themselves. Families seek a guide, trusted resource and confidant 

on whom they can lean for expertise in helping them learn how to 

care confidently and holistically for their child, address their 

newfound needs and make informed decisions that reflect the 

qualities of life they desire for their child and family. Through the 

eyes of the family, they desire the child not be reduced to a 

medical diagnosis or set of symptoms but rather the child should 

be cared for as a whole person who has a mind, body and soul 

that needs support from the beginning through end-of-life. 

Overall, families who are caring for a child with a life-limiting 

condition endeavor not to be overcome by the unpredictable 
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difficulties that arise on any given day but to thrive to the extent 

that is possible as the family they yearn to be.  

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
5.2 Implications for Future Practice 
 According to Rose et al (1995, p. 1128), a distinct advantage of using 

phenomenology is the “potential to generate knowledge for practice from practice”. 

The research findings and insights obtained from the lived experiences of care 

providers present information that can be utilized by those working in the health 

care industry to drive changes in daily operations and engender improvements in 

the provision of care for children and their families. As a result, the implications for 

future practice include, but are not limited to, the following examples: 

Superordinate Themes: Balancing Matters of Care With the Human Experience 

In many ways, the research findings and statement of essence reveal two 

overarching themes in which all major elements can be nested to summarize the 

needs relating to the phenomenon (see Figure 5.1). The first superordinate theme 

pertains to fundamental health care needs and matters of care; it speaks to the 

practical provision of services and how care is organized and delivered to children 

and their families. For direct patient care providers or industry leaders, the practical 

matters of care include the overall design of palliative care, including the location of 

care and construct of utilizing an interdisciplinary care team and partner 

organizations (Major Theme 1); efforts to place the child and family at the center of 

care, such as developing individualized care plans or providing care that is aligned 

UNIVERSAL ESSENCE OF THE LIVED EXPERIENCE 

Superordinate Theme 1 
Fundamental Health Care Needs  

& Matters of Care 

Superordinate Theme 2 
Collection of Human Needs &  

Personal Side of the Experience 

Major Theme 1 
Develop an innovative approach  

to caring for me 
 

Major Theme 2 
Place me at the center of care 

 
Major Theme 3 

Care for me as a whole person 
 

Major Theme 4 
Be my guide 

 
Major Theme 5 

Educate and prepare me for  
what I need to know 

Major Theme 6 
Come alongside me 

 
Major Theme 7 

Cultivate the plan and purpose for my life 
 

Major Theme 8 
Be my voice and help me find my own 

 
Major Theme 9 
Help me thrive 

 

Figure 5.1.  Conceptual Diagram of the Statement of Essence. 
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with the traits of the family (Major Theme 2); caring for them as a whole person by 

addressing their basic needs, physical and medical care, emotional and 

psychosocial care, spiritual care and end-of-life care (Major Theme 3); guiding 

them through the health care system and addressing practical issues, such as 

insurance coverage or burial arrangements (Major Theme 4); and educating and 

preparing families for that which they need to know to care for their child, including 

providing hands-on education about an array of important topics (Major Theme 5).  

The second superordinate theme encompasses the more personal side of 

the experience about how life will be lived, which signifies the phenomenon sparks 

more than needs for health care services. A collection of human needs also arise to 

which practitioners and leaders must be mindful. These include coming alongside 

the family to be part of their journey through the provision of relationship-based 

care and support systems (Major Theme 6); helping families cultivate the plan and 

purpose for life by supporting efforts to live as a regular family, optimizing the life of 

the child and building lasting memories (Major Theme 7); serving as the voice of 

the child and family and, likewise, helping them find their voice (Major Theme 8); 

and helping them thrive amidst the circumstances in which they find themselves 

(Major Theme 9).  

The two superordinate themes offer guidance that addressing an unmet 

health care need in a community should encompass more than solutions for the 

matters of care but also must be attentive to the human dynamic of how people are 

experiencing the phenomenon and the manner in which they are seeking to live 

their life. At times, a tension can arise between balancing the fundamental matters 

of health care design with the personal side of the experience. It raises a question 

as to whether health care providers are designing models of care from their own 

perspective with regard to the greatest efficiencies and effectiveness or whether 

the voice of patients is maintained as the central focus. The Pediatric Palliative 

Care Study offers a statement of essence and details about the lived experience 

that afford helpful insights that should be leveraged when designing health care 

delivery models to ensure the proposed solutions align with the needs of children 

and families. Rather than regarding the superordinate themes as being in potential 

conflict with one another, the greater opportunity is to use them in tandem to 

generate innovative health care solutions that meet the dual imperatives of health 

care providers and recipients of care. Overall, the aim to balance matters of care 

with the human experience is applicable not only to pediatric palliative care but 

rather to multiple aspects of the U.S. health care industry, as seeking to understand 

the lived experiences of others and infuse this knowledge into the design of future 

care models is a novel approach that can help industry leaders pinpoint optimal 

solutions to meet the needs of multiple stakeholders.     

Addressing the Aims of Health Care Reform Legislation 

 In March 2010, the U.S. passed comprehensive health care reform 

legislation known as the Patient Protection and Affordable Care Act (PPACA) that 

seeks to increase access to health care services, enhance quality and coordination 
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of care, and improve affordability (White House, 2014). Across the country, health 

care organizations are seeking solutions that will help them reinvent U.S. health 

care to align with the PPACA objectives. While pediatric palliative care is not 

specifically mandated within the 2010 legislation, it represents a solution that 

reflects the reform-based principles, as extensive care coordination, 

communication between providers and partner organizations, and a focus on 

patient-centered care are fundamental elements of the model that will improve 

quality and reduce fragmentation of care (Meier, 2011, p. 349). Other common 

facets of palliative care, including care planning and goal-setting with children and 

families, pain and symptom management, and the opportunity to offer care within a 

home-based setting, serve to reduce the cost of care, limit hospitalizations and 

prevent unnecessary emergency room utilization (Meier, 2011, p. 349-350). The 

Pediatric Palliative Care Study provides timely insights into the lived experiences of 

those who have benefitted from a unique health care delivery model that aligns with 

the aims of health care reform. In this manner, the study provides direct patient 

care practitioners and health care leaders with a tangible way to see how they can 

bend the cost curve and better meet the needs of children and families in the 

communities they seek to serve. In addition, the constructs of the pediatric 

palliative care model and dedicated focus on whole person care may be applicable 

to a broader complement of health care conditions, as it seeks to shift the focus 

from the current biomedical model of diagnosing and treating a disease to caring 

for the body, mind and soul of the person as a whole (Thornton, 2005, p. 111).  

Developing Care Models for Home-based Settings 

 In a related manner, the research findings offer confirmation that the health 

care industry needs to design health care solutions that optimize the provision of 

care in the home. The traditional hub-and-spoke model that has placed hospitals as 

the central point for care is segueing to an integrated care delivery model designed 

to shift a greater percentage of care to ambulatory and home-based settings 

(Taylor, 2014, p. 2). By transitioning the focus away from hospitals, health care 

providers have the opportunity to increase patient satisfaction, decrease the overall 

cost of care and serve patients in a more timely and convenient manner by offering 

direct access to care providers (Taylor, 2014, p. 3). The study demonstrates the 

value of providing palliative care in a home-based setting, as this aligns with the 

desires of the child and family to remain at home to the degree that is possible (see 

Major Theme 1); it also provides them with the greatest opportunities to function as 

a regular family and optimize the life of the child (see Major Theme 7). With 

advances in modern medicine supporting the provision of care in the home, health 

care providers should increasingly look for ways in which to transition services into 

a home-based setting, as opposed to requiring families to seek care for their 

children from acute care hospitals, ambulatory clinics or other settings outside the 

home that may be less convenient, less cost effective and more disruptive to their 

daily routine. 
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Customizing Care & Developing Solutions from the Family Perspective 

Moreover, to expand the number of pediatric palliative care programs, 

researchers contend that sharing information about best practices and conducting 

ongoing research are critical to addressing the unmet needs for services (Downing 

et al, 2014, p. 109). While quantitative studies and scientific inquiry are prevalent in 

health care, knowledge that informs future practice is most effective when the data 

includes a reflection of the lived experience and phenomena (Rose et al, 1995, p. 

1128). Indeed, phenomenology “could become the basic instrument in the reform of 

nursing research as it moves from the positivist to the humanist paradigm” (Rose et 

al, 1995, p. 1123). In the midst of the health care industry seeking to standardize 

health care practices and leverage evidence-based medicine, the study proffers a 

concrete example that pediatric palliative care is not one size fits all but rather is 

most effective when the lived experience of the child and family is understood so 

that care can be customized to meet their needs. Simultaneously, health care 

providers must recognize the customization of care will necessitate identifying the 

optimal ways to increase the intensity and sophistication of care that can be offered 

in a home-based setting in a manner that still ensures high-quality, safe and 

effective care for the child and family. To scale up the level of care, the study 

demonstrates the importance of addressing the educational needs and 

preparedness of families to care for their child (see Major Theme 5), while also 

developing an innovative approach to care that includes constant support and the 

ability to deploy resources to the home at any time (see Major Theme 1).     

Due to advances in modern medicine, children with life-limiting conditions 

are surviving for longer periods of time than previously possible, which raises new 

challenges in terms of designing suitable health care delivery systems and 

determining where to make investments that will address the escalating community 

demand. With pediatric palliative care considered an emerging specialty, the study 

findings offer the first comprehensive overview of the lived experience and create 

the foundation on which tangible solutions may be developed to address the needs 

that transpire from the experience. Without an understanding of the lived 

experience, direct patient care providers and health care industry leaders will 

remain ill-informed about the problem to be solved or how the services they provide 

can make a difference. The study serves to generate awareness among direct 

patient care providers and non-clinical health care leaders about what it is like to 

experience the phenomenon, which will be informative in helping to ensure the 

provision of care is aligned with and responsive to the needs of children and their 

families. By bringing the voice of the child and family to the forefront, the health 

care industry has the opportunity to shift its focus to developing care delivery 

solutions from the viewpoint of the family, as opposed to designing care from the 

provider perspective alone.  

Educating About Pediatric Palliative Care 

 One of the limitations encountered in seeking to increase the availability of 

pediatric palliative care services is the overall lack of knowledge about the specialty 
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and the manner in which the services can assist families. In a systematic review of 

the literature to ascertain the interventions that are most likely to garner greater 

hospice and palliative care referrals, Kirolos et al (2014, p. 962) concluded health 

care employees need training to increase their awareness of the specialty and how 

to initiate dialogue with patients and families about their personal wishes for care. 

In addition, greater attention must be given to educating referring physicians about 

the specialty and building stronger collaboration with palliative care providers 

(Kirolos et al, 2014, p. 962). For those seeking to increase referrals, the Pediatric 

Palliative Care Study provides a conduit for not only creating awareness of the 

lived experience but also the means by which palliative care can serve as a viable 

solution. It demonstrates the importance of increased communication and 

education for health care stakeholders, including direct patient care providers, 

health care business leaders, insurance companies and external community 

agencies. To increase referrals and improve alignment between providers, the lived 

experience and knowledge of palliative care need to be more widely disseminated 

to stakeholders who are in positions to educate families and connect them to 

services in their community.  

Likewise, the study also can be leveraged by insurance companies 

(commonly referred to as payers) to understand the lived experience and manner 

in which palliative care can address the needs of children and families. Today, 

pediatric palliative care faces reimbursement challenges, which may be one of the 

principle detractors for health care organizations that might otherwise initiate or 

expand their program offerings. In simple terms, insurance companies and payers 

establish fee schedules to identify the amount of reimbursement they are willing to 

provide for certain types of procedures or health care services. The fee schedules 

and payer contracts may not cover the cost of providing care, nor is value 

necessarily assigned to preventing hospitalizations or invasive procedures. 

Therefore, despite health care providers offering alternatives that would maintain 

the health of patients and reduce long-term expenses, payers do not necessarily 

reward providers and incentivize the adoption of these innovative models of care 

(Luft, 2006). In order to rally payers to amend their payment models and contracts 

with health care providers, they require an understanding of the service, value 

proposition and degree to which it offers a cost-effective alternative to current care 

models.    

Understanding the Skills Needed for Palliative Care Providers  

 Moreover, the study brings clarity to the multifaceted role and 

responsibilities of pediatric palliative care providers and the combination of skills 

necessary to assist families during their time of need. Overall, only a small 

percentage of health care providers and nurses have the skills and expertise 

necessary to offer palliative care to children, as the availability of specialized 

education and training is limited (Meier, 2011, p. 356; Reid, 2013, p. 541). The 

inadequate workforce and lack of palliative medicine training is considered one of 

the most significant barriers to expanding access (Meier, 2011, p. 356). For those 
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organizations seeking to expand their existing pediatric palliative care programs or 

initiate new services, the study provides insights into the technical and 

interpersonal skills that are most valued. Based on the complexity of care, 

providers do not merely address the physical, emotional, psychosocial and spiritual 

needs as health care experts, but they also adopt roles as guides, companions, 

educators, trusted partners, witnesses, active listeners, thought partners and vocal 

advocates. These insights can be utilized to shape provider education and training, 

as well as the recruitment priorities for hard and soft skills. 

Improving Data Reporting for Palliative Care 

 Finally, the study serves to raise awareness of an overlooked and under-

reported health care need in the U.S. At present, neither adult nor pediatric 

palliative care programs are required to track quality data, volume statistics or other 

operational details for external reporting purposes or accreditation bodies (Meier, 

2011, p. 353). On an annual basis, the Center to Advance Palliative Care (CAPC) 

and the National Palliative Care Registry gather operational statistics from existing 

programs for a data repository to assess the current offerings, staffing, patient 

population and other key details from providers across the county (CAPC, 2014). 

However, the annual survey is optional and does not collect data specific to 

pediatrics; it also does not assess epidemiological data to quantify the number of 

people who are eligible for palliative care in comparison to the availability of 

services. By generating an awareness of children with life-limiting conditions and 

palliative care, the study has the ability to be leveraged to rally for improved 

epidemiological reporting and tracking of pediatric palliative care programs in the 

country. Without accurate data about the number of children affected by life-limiting 

conditions, the number of palliative care programs in the country and the patient 

volumes within those programs, it will remain impossible to know the improvements 

that are being made in the provision of care or the access shortfalls that exist 

across the country. In order to measure the rate of change over time, the study 

supports a call to action for improved reporting. 

Ultimately, the Pediatric Palliative Care Study can be used by practitioners 

in numerous ways within their areas of expertise, ranging from initial forays to step 

into the lived experience to concrete actions that may expand the provision of 

services. Because the study tells the comprehensive story of the phenomenon, it 

creates a foundation for practical applications by care providers, operational 

leaders, insurance companies, government entities and other stakeholders who 

can discern how best to utilize comprehension of the experience to drive change 

and innovation at a local market, state and national level.  

 
5.3 Contributions to Extant Literature 
 Apart from the study affording implications for future practice, the Pediatric 

Palliative Care Study offers three contributions to extant literature by building upon 

the published research of other scholars to address deficits in the literature. The 

contributions include validation and suggested refinements to the WHO definition of 

pediatric palliative care, a systematic review of the literature from 2011-2014 to 
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ascertain the ongoing lack of pediatric-focused research in the leading palliative 

care journals and, most importantly, a comprehensive study of the lived experience 

that begins to address a known gap and build upon the body of extant literature.  

Validation & Refinement of WHO Palliative Care Definition 

First, the study validates the most widely recognized definition of pediatric 

palliative care, which was originally developed by WHO as a subset of its Cancer 

Control Programme but has been recognized as applicable to other diagnoses 

beyond oncology (WHO, 2014). Because WHO does not describe how it developed 

its definition, it is value-added to evaluate the definition in the context of the lived 

experience to ascertain its comprehensiveness or potential limitations. Overall, the 

lived experiences shared during the study align with the key components of the 

WHO definition, although the research findings suggest areas in which the 

definition could be augmented to highlight additional points of distinction in 

comparison to adult palliative care. The following assessment offers a comparison 

of the WHO definition to the lived experience (see Table 5.1): 
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TABLE 5.1  COMPARISON OF WHO DEFINITION TO LIVED EXPERIENCES 

Excerpt from the WHO 
Pediatric Palliative Care 
Definition  (WHO, 2013) 

Key Observations from the Research Findings 

Palliative care for 
children represents a 
special, albeit closely 
related field to adult 
palliative care. WHO’s 
definition of palliative 
care appropriate for 
children and their 
families is as follows; 
the principles apply to 
other paediatric chronic 
disorders. 

WHO has noted accurately that the provision of palliative care is most 
appropriately directed to both children and families, as opposed to the 
child alone. The research findings demonstrate the interconnectedness 
of the child and family, with care providers noting the “patient” in these 
circumstances and overall scope of care extends beyond the child (see 
Chapter 4). However, the findings reveal others beyond the child and 
family also are within the purview of palliative care, including the 
extended family and community members who may maintain a 
connection to the family, be affected by the illness and death of the child, 
and have a need for support in varying ways (see Major Theme 1). This 
is an area in which the WHO definition does not extend far enough in 
calling out others who may be included in the scope of services. 

Palliative care for 
children is the active 
total care of the child’s 
body, mind and spirit, 
and also involves 
giving support to the 
family. 

The research findings validate the multifaceted approach of caring for 
the child and family as whole person by paying particular attention to 
their physical / medical care needs, emotional and psychosocial needs, 
and spiritual care needs (see Major Theme 3). In addition, the lived 
experience demonstrates a priority to address basic needs that are life-
sustaining and physiological in nature, which, if left unaddressed, could 
inhibit the ability to address the total care of the body, mind and spirit. 

It begins when illness 
is diagnosed, and 
continues regardless of 
whether or not a child 
receives treatment 
directed at the disease. 

WHO is astute in noting care begins at the point of diagnosis, regardless 
of whether the child is receiving curative treatment (WHO, 2013). While 
the definition is accurate, the research findings reveal palliative care and 
support for families may begin prior to the birth of the child if a life-
limiting condition is diagnosed during the perinatal period (see Major 
Theme 3). Acknowledging the diagnosis of illness may occur prior to 
birth is a subtle nuance, but it warrants further study and recognition 
within the health care industry. It may serve to evolve the definition of 
pediatric palliative care to consider the holistic needs of the family from 
the moment they learn about the prognosis of the child and encourage 
consideration of how best to provide services to meet their needs.  

Health providers must 
evaluate and alleviate 
a child’s physical, 
psychological, and 
social distress. 

Similar to acknowledging the “total care of the child’s body, mind and 
spirit” (WHO, 2013), WHO focuses on concrete aspects of care that 
providers must aim to address during times of distress. These are 
validated through the lived experiences of care providers who confirm 
their responsibility to place the child at the center of care (see Major 
Theme 2) to care for them as a whole person (see Major Theme 3) and 
allow the child’s voice to be heard (see Major Theme 8). However, it is 
worth noting that providers do not focus on caring for the child during 
times of distress alone but rather are present throughout the trajectory of 
the child’s illness during times of both suffering and greater well-being.  

Effective palliative care 
requires a broad 
multidisciplinary 
approach that includes 
the family and makes 
use of available 
community resources; 
it can be successfully 
implemented even if 
resources are limited. 

A hallmark of pediatric palliative care is the interdisciplinary care team 
and partnership with referring providers, acute care and primary care 
providers and other community resources (see Major Theme 1). The 
lived experiences also demonstrate the value of connecting families with 
resources to address practical issues (see Major Theme 4), as well as 
external support systems (see Major Theme 6). While resources vary by 
community, the team approach plays a pivotal role in making families 
aware of the resources that may be beneficial in their situation. 

It can be provided in 
tertiary care facilities, 
in community health 
centres and even in 
children’s homes. 

The WHO definition reflects accurately the diverse locations in which 
care can be provided. The experiences suggest children and families 
have a preference for home-based care (see Major Theme 1), but the 
diversity of research settings included in the study demonstrate that 
effective options also exist in acute and ambulatory locations, as well. 
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Assessment of Adult Versus Pediatric Palliative Care Literature 

Second, the literature review for the study (see Chapter 2: Background) 

evaluated a systematic analysis of the top twelve palliative care journals from 2006-

2010, which revealed less than three percent of the articles were related to the 

pediatric population (Kumar, 2011). The principal researcher built upon the 

research by Kumar (2011) by examining the extant literature from 2011-2014 and 

determined the comparative trend has not changed significantly during that time 

period (see Chapter 2, Figure 2.1). The percentage of pediatric articles increased 

by less than 2.5 percent from 2.66 percent in 2006-2010 to 5.10 percent in 2014, 

meaning the disproportion between adult versus pediatric contributions to scientific 

knowledge remains largely unchanged. In 2012, the twelve palliative care journals 

reached their highest percentage of pediatric articles at 5.30 percent, but this 

volume declined by one percent in 2013 before rebounding in 2014. Because adult 

palliative care research is not germane or transferable to pediatric care, the 

ongoing deficits in the literature remain a noteworthy concern. With the availability 

of literature continuing to be limited, it means the emerging field of pediatric 

palliative care remains poorly researched and understood by those who could 

affect change, including practitioners and researchers (Stayer, 2012, p. 350). The 

trend in the literature will remain critical to monitor, as the percentage of pediatric 

articles in the leading journals may signal the extent to which the health care 

specialty is taking hold as an interest for researchers and practitioners.  

Addressing Gap in Literature Through Comprehensive Study of Lived Experience 

 Finally, the third major contribution to scientific knowledge pertains to the 

gap in the extant literature that has been addressed by the study, specifically as it 

relates to understanding the lived experience of caring for a child with a life-limiting 

condition and their family, as well as the needs that emerge from the phenomenon. 

According to the International Children’s Palliative Care Network (ICPCN), research 

is one of the top five strategic priorities that must be pursued in order to increase 

the provision of care to children (Downing et al, 2014, p. 109). Deficits exist within 

the literature in terms of understanding family experiences and designing palliative 

care in a manner that meets the needs of the child and family (Steele and Davies, 

2006; Ullrich and Morrison, 2013, p. 335).  

During the literature review and ongoing evaluation of the most recently 

published literature, the principal researcher did not uncover prior studies that 

sought to articulate the lived experience from a comprehensive standpoint (see 

Chapter 2: Background). The systematic review by Kumar (2011) and further 

analysis of the leading palliative care journals by the principal researcher through 

2014 has revealed nominal research about palliative care in a home-based setting 

with no published articles examining the comprehensive lived experience and 

associated needs. Therefore, the Pediatric Palliative Care Study has begun to fulfill 

a known gap in the extant literature and provides a foundation on which future 

studies can be built. Undertaking a phenomenological study was the optimal 

approach for addressing the considerable shortfalls in the literature, as it has 
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afforded an opportunity to introduce a comprehensive picture of the lived 

experience of children and families, as opposed to a narrowed research topic that 

would have bypassed the crucial step of establishing the context of the overall 

experience. By using the study as a foundational element, any number of more 

narrow subsets of the experience now can be evaluated, as it will be possible to 

ground them in the context of the areas in which the subsets nest within the 

broader lived experience.  

Therefore, by validating the most commonly utilized definition of pediatric 

palliative care in the world against the authentic experience of the phenomenon, 

assessing and quantifying the shortage of literature about the topic, and offering 

novel research that addresses a known shortfall, the principal researcher has 

proffered a study that is meaningful and value-added to scholars and practitioners 

alike. While the study has its limitations and cannot address the totality of deficits in 

the literature, it has promulgated findings that offer the basis for future research.  

 
5.4 Limitations of the Research 
 Despite fulfillment of the research objectives, implications for future 

practice and contributions that build upon the extant literature, the Pediatric 

Palliative Care Study has six limitations, which may serve as laudable avenues for 

future research. In each instance, the limitations pertain to decisions associated 

with the methodology or research design of the study and thus were acknowledged 

by the principal researcher as acceptable limitations at the outset of the study. 

Unforeseen limitations did not arise during the course of the study, which speaks to 

the due diligence that was undertaken by the researcher in designing the study and 

contemplating potential pitfalls. The six limitations include that (1) no interviews 

were conducted with children or families, (2) the interviews relied on recall from 

pediatric palliative care providers and a willingness to share their lived experiences, 

(3) the study featured limited representation from some roles on the palliative care 

team, (4) the study was limited to palliative care programs within Providence Health 

& Services, (5) the geographic scope of the study was limited to the states of 

Washington and California and (6) the study was conducted by a single researcher, 

including all interviews and data analysis.  

First, the study seeks to understand the pediatric palliative care needs of 

children and families and explore the phenomenon of caring for a child with a life-

limiting condition, yet the study was designed to rely on the lived experiences of 

pediatric palliative care providers, rather than the children and families themselves. 

This scope of research was advantageous for several reasons, including that care 

providers were able to draw from experiences spanning many families and years of 

professional experience, thus making the sample size of family experiences 

appreciably greater than the 27 individuals who were interviewed. In addition, the 

providers work closely with families in their homes, often for an extended period of 

time (e.g. months or years), thus becoming an extension of the family and making 

them a suitable proxy for the voice of the family. Nonetheless, the lack of a direct 

voice from families and children could be a source of criticism.  
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Next, the interviews relied on providers to recall and be willing to share 

their lived experiences. The research findings may have differed if providers had 

been asked to keep a journal for a period of time, as opposed to relying on their 

memory to recount critical details, such as the questions posed to them by children 

and families during home visits. Nonetheless, the interviews proffered rich 

examples and detailed stories of working with specific children and families. While 

the providers offered broad statements about their experiences, they also 

supported the statements with detailed examples. If interview participants had been 

asked to keep a journal, it is plausible that fewer care providers would have agreed 

to participate in the voluntary study, as securing up to 90 minutes for an interview 

represented a substantial time commitment. While more detail may have been 

attained if care providers wrote about their experiences closer to the time in which 

the events took place, it is unknown whether the additional details would have 

generated considerably different findings or whether the greater time commitment 

would have been a detractor to the study.   

Of the 27 care providers who consented to participate in the study, almost 

half (48.1 percent) were nurses and 18.5 percent were social workers, followed by 

more limited involvement from other roles on the care team (see Chapter 3: 

Methodology, Section 3.6 and Section 3.7). While the participation generally aligns 

with the composition of the team and the proportion of time participants spend in 

family homes, the voice of some roles was more limited. The variation in 

representation and, in some cases, the inclusion of a single voice for a unique role 

may be a limitation of the study since additional participation from identical or 

similar roles was not present to validate the views of the lived experience. 

Nonetheless, during the data analysis, the principal researcher found the number of 

participants by employment role may not have been a critical factor due to the 

repetition in themes that spanned the roles. For example, a core element was 

frequently referenced by several roles on the team, as opposed to being isolated to 

one function.  

Moreover, the setting for the study was limited to four research sites within 

Providence Health & Services, as these represent the only pediatric palliative care 

programs in the health system where the principal researcher is employed (see 

Section 3.5). The four Providence programs share the same organizational 

mission, vision and core values. The scope of research was not expanded to 

include other locations across the country, including health care providers who are 

not associated with a non-profit or religiously-affiliated organization. Based on the 

design of the research study, it is unknown whether organizational context is 

relevant and whether perceptions about the lived experience or the needs of the 

family may be perceived in a different manner by employees who work for other 

types of health care organizations. For example, it is unknown whether the religious 

affiliation of Providence as a Catholic health care entity influences the cognition 

and approach to the spiritual needs of children and families. Also, due to the 

research setting being limited to the pediatric palliative care programs within 

Providence, the geographic scope of the study was restricted to the states of 
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Washington and California. Some interviewees had experience working in other 

states and were able to draw from a broader frame of reference for their career. 

However, it is unknown whether geographic diversity may be a factor in the needs 

of patients and families, which may be informed by the ethnic diversity of the 

communities served or the availability of support services or resources for children 

and their families.  

Finally, the principal researcher conducted and maintained ownership for 

all aspects of the study, including the research interviews and data analysis. 

Therefore, the potential exists for the research findings to reflect the bias of the 

researcher. Throughout the study, steps were taken to guard against researcher 

bias, such as completing a bracketing paper, limiting the literature review to an 

appropriate scope and asking research participants to review and validate the 

thesis before it was finalized. In addition, primary and secondary thesis supervisors 

also reviewed the work of the researcher in a manner consistent with traditional 

peer review processes. Nonetheless, the potential for bias may be higher in a study 

that has been predominantly undertaken by a single researcher, as opposed to 

research that is executed by a team of researchers for the duration of the study. 

 
5.5 Implications for Future Research 

As has been noted, the Pediatric Palliative Care Study makes noteworthy 

contributions by addressing a substantial gap in the extant body of literature and 

leveraging phenomenology to offer a comprehensive overview of the lived 

experience of caring for a child with a life-limiting condition and the holistic needs of 

the family. Nonetheless, the research findings and limitations of the study 

demonstrate opportunities for ongoing research that would advance the field of 

pediatric palliative care and offer meaningful contributions for scholars and 

practitioners. While not meant to serve as an exhaustive list, the following 

recommendations are intended to tender a suggested starting point for a future 

research agenda for the current principal researcher and those seeking to build 

upon the research findings from the study. 

First and foremost, the current study has helped construct an overarching 

understanding of the lived experiences of caring for a child and their family, as well 

as the needs that should be addressed through the provision of palliative care. The 

research findings proffer both granular details with direct practical applications and 

more conceptual depictions that illuminate the lived experience at a higher level. As 

such, the study has represented an appropriate starting point in addressing the lack 

of research about the comprehensive palliative care needs of children and their 

families. Before delving into a specific niche in pediatric palliative care, it was 

consequential to research and build a holistic portrayal of the lived experience. 

However, due to the intentional breadth of the study, only limited details can be 

provided about the themes. In general, the study has provided a foundation on 

which future studies can be grounded, as any one of the 151 core elements, 28 

sub-themes or nine major themes would benefit from dedicated focus and in-depth 

study by future researchers. 
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Future studies that incorporate the voice of the child and family also would 

be beneficial in advancing the understanding of the lived experience and needs 

that arise in relation to palliative care, as it would be advantageous to hear directly 

from families and children, depending on their age and cognitive development. A 

2014 study concluded institutional review boards (IRBs) may limit approval of 

studies designed to gather information from families due to concerns that the 

studies may be “onerous” or “troubling”; however, families have been found to 

value involvement in research and even find it empowering to make a difference for 

others (Steele et al, 2014). The voice of pediatric palliative care providers and their 

experiences have been instructive in understanding the phenomenon of caring for 

children and their families, as well as the needs that emerge from these situations. 

Nonetheless, an opportunity exists to replicate the current study and interview 

families or children in order to validate the research findings and determine if new 

themes emerge that were not discerned within the provider interviews. 

Moreover, future opportunities exist to conduct and delineate research on 

the basis of age group. The personal examples shared during the research 

interviews for the current study indicate the lived experience of the family and the 

needs of children vary by age and cognitive development. For example, teenage 

patients tend to be more vocal and have the ability to articulate their holistic needs, 

emotions and preferences. By comparison, newborns or children with severe 

cognitive and developmental delays may be less vocal or less engaged in their 

care. The age of the child also can influence the role of the family, preferred 

communication style and other factors in providing palliative care in a home-based 

setting. Therefore, research that explores the lived experience and comprehensive 

needs based on the age of the child could be advantageous. 

As reflected in Section 5.4, the study was conducted with a limited 

geographic scope, as the research interviews were held with providers in 

Washington and California. Replicating the current research study in other 

locations across the U.S. or international sites would provide opportunities to 

assess whether the community, state or country where the child and family is 

located influences their lived experience and needs. Conducting research in 

multifarious locations would serve to confirm whether the major themes noted in 

the current study are universally acceptable or if themes vary by geography, which 

would be of interest to scholars and pivotal to practitioners seeking to utilize the 

findings to address the palliative care needs in their community. 

Furthermore, the literature review for the current study (see Chapter 2: 

Background) demonstrated the dearth of published research about pediatric 

palliative care; it also is worth noting the scarcity of research in the body of 

literature that is specific to pediatric palliative care teams and providers. While 

outside the scope of the study, additional topics that are specific to the needs and 

lived experiences of providers surfaced during the research interviews that warrant 

further exploration. For example, compassion fatigue, professional burnout, 

resilience and coping skills were issues raised by providers as they reflected on 

their lived experiences. Future phenomenological research that explores how the 
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lives of providers are affected by their professional experiences and the situations 

to which they are exposed on a regular basis would be beneficial to scholars and 

practitioners since these topics may influence the extent to which providers are 

prepared to care for children and their families. 

Finally, the literature review also revealed information gaps that would be 

optimal to address in order to provide context for the current and future studies. For 

example, quantitative research about the number of pediatric palliative care 

programs in the U.S. and more accurate data about the number of children with 

life-limiting conditions would be beneficial so that progress toward addressing the 

unmet needs can be measured and evaluated in a longitudinal manner. In addition, 

a lack of quantitative research exists about the definitive amount of time pediatric 

palliative care providers spend with children and families. This type of future 

research would bolster the rationale for care providers serving as a suitable proxy 

in speaking to the phenomenon of caring for children with life-limiting conditions 

and the related palliative care needs.  

In summary, the Pediatric Palliative Care Study has opened avenues for 

innumerable future research opportunities by articulating the lived experience of 

caring for a child with a life-limiting condition and exploring the comprehensive 

needs of the child and family. In the words of a pediatric palliative care social 

worker who was interviewed for the study, “It would be just wonderful if there were 

way more efforts. I know there’s a way of being able to put the real stories of these 

families and these kids into the hands of hospitals, doctors and new students … 

that just speaks volumes to how important this work is.” Indeed, the current study 

has begun to address the gaps in the body of literature, but one isolated study is 

not sufficient to overcome the knowledge deficits about pediatric palliative care. 

 
5.6 Validation by the Research Participants 

As noted in Chapter 3, Section 3.14, research participants were provided 

an opportunity to review the draft Pediatric Palliative Care Study and provide input 

prior to its completion and publication by the University of Liverpool. Participants 

were invited to review any or all chapters of the study. However, recognizing the 

overall length of the document and wanting to be respectful of their time, the 

principal researcher recommended participants pay particular attention to Chapter 

4: Research Findings and Chapter 5: Discussion. These chapters include the 

greatest information from the interviews; they are most closely connected to the 

work performed by the palliative care providers each day and the recommendations 

for how the study can be utilized in the future. Although reviewing and providing 

feedback was not required, more than one-third of participants elected to respond 

with written feedback to the principal researcher. Of those who responded, all 

indicated they had read the thesis in totality. The written feedback served to 

validate the research findings and overall essence of the lived experience, with 

many expressing appreciation for the manner in which the findings from the study 

shed light on an inadequately understood issue. They also noted the respectful 

balance proffered by the study for not only bringing awareness to pediatric 
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palliative care but also the manner in which the study acknowledges the progress 

that has been made in developing an innovative approach to caring for children 

with life-limiting conditions. The participants responded affirmatively about the high 

degree to which the findings resonated with them, including the importance of the 

decision to compose the nine major themes that emerged from the study with the 

voice of the child and family in mind (see Chapter 4: Research Findings).  

The nine major themes that presented themselves would have only 
been impersonal “Themes” had you not given them the most 
important emphasis. “Place ME at the center of care”, Care for ME 
as a whole person”, Be MY guide” … Just listing them is 
inspiration!! If your work can compel us to serve in this way, you 
have accomplished a great deal. 

Community Liaison 
 

Moreover, as it relates to the methodology, the research participants 

validated in their own words the importance of selecting IPA because of the 

richness of details about the lived experience that are included in the study. The 

use of quotations to tell the comprehensive story of the lived experience and 

provide tangible examples for the major themes drew the research participants into 

the study, with one participant calling the thesis “thoughtful, in-depth and balanced 

work.” More importantly, the participants affirmed that they felt their voice was 

heard and represented within the findings. 

As I have read and re-read certain chapters in your work, I am left 
with a deep sense of gratitude. Not often is scholarly knowledge 
and research so filled with compassion … Having given my life for 
the furtherance of this important work with these many children 
and their families, it has been of utmost importance that we 
capture this ‘labor of love’ and substantiate its progress and 
challenges. Something I think you have accomplished so well here 
… Your choice of language is so accurate in describing the 
unbelievable journey into and out of the “abyss of vulnerability.” 
Perhaps that lies in part because it is indeed the voices and stories 
of the children and their families that serve as your foundation. 
Also, using the interviews from those ‘in the trenches’ adds the 
dimension that makes it all authentic! 

Community Liaison 
 
In terms of the implications for future practice and future research, the 

participants not only validated that the implications listed in Section 5.2 resonated 

with them, but several participants also expressed a desire to continue 

collaborating and partnering on future research endeavors. Multiple participants 

asked permission or expressed a desire to share the study with others, including 

coworkers, health care providers in the community and other stakeholders. They 

viewed the study as a conduit for helping palliative care providers and other 

stakeholders develop a better understanding of palliative care for children.  

I really enjoyed reading this and intend to have my intern read this. 
Thank you for bringing life to something that so many pediatric 
practitioners have little understanding of and hopefully this will help 
as it gives a clear and accurate picture of pediatric palliative care 
needs.  

Social Worker 
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Ultimately, while asking research participants to validate the data 

interpretation of an IPA study prior to its publication is consistent with 

phenomenological analysis (Hammill and Sinclair, 2010, p. 20), it is not a 

compulsory requirement. Nonetheless, the inclusion of the pediatric palliative care 

providers in the review process has served to bring the study full circle. Having 

initiated the study by listening to the voice of the providers during the research 

interviews, it was appropriate for the participants to be given an opportunity to 

review and reflect upon the thesis, especially the research findings and implications 

for future practice and future research. The validation of the major themes and 

positive response to the manner in which the quotations were utilized serve to 

substantiate the accuracy of how the comprehensive lived experience has been 

portrayed. Furthermore, the review process also serves as a catalyst for ongoing 

research, as the pediatric palliative care providers who participated in the study 

desire to continue working with the principal researcher to address additional 

avenues for future research (see Section 5.5) and work in partnership to utilize the 

study to bring greater awareness to pediatric palliative care. 
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CHAPTER 6 
Conclusion 
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“But [the families], I think, want to know that someone is there for support in case 
they need us. They want to be supported. They want to have that safety net that in 
case something drops out that they’re not going to fall into the abyss. We’re there 
to catch them. It’s not just that someone’s there, but it’s someone’s there who 
cares. Someone’s there who cares about their child, who loves their child, that 
cares about them, that knows them, that has a relationship with them.” 

~ Pediatric Palliative Care Nurse 
 

 
Upon final reflection, advances in modern medicine have served to curb 

the high incidence rate of infant and pediatric mortality within industrialized nations 

around the world. However, these same advances also have led to longer-term 

survival of children who are facing serious conditions that, even now, may preclude 

them from reaching adulthood. Based on the most conservative estimates from 

currently available epidemiological data, the regrettable reality remains that 

approximately one of every 160 children in the U.S. will face a life-limiting condition 

-- whether it is a condition present at birth, a medical diagnosis that arises during 

childhood or an accident that causes irreversible damage that will be fatal.17 

Nonetheless, faced with the difficult truth that not all children can be saved, the 

opportunity exists for understanding the lived experiences of families who are 

caring for these children and offering care that is responsive to their needs, 

especially pediatric palliative care that can be provided from the point of diagnosis 

through the end-of-life. Despite the known advantages of the holistic approach 

embodied within pediatric palliative care, less than one percent of children and 

families who could benefit from these services are receiving them today (Stayer, 

2012, p. 350).  

As previously noted in Chapter 2: Background, the slow adoption rate and 

limited growth of pediatric palliative care across the U.S. may be attributed to 

several factors, most notably the dearth of research in the existing literature about 

the emerging specialty (Kumar, 2011). Due to the recognized deficits in the extant 

literature, the Pediatric Palliative Care Study was designed to fulfill two research 

objectives: (1) understand and articulate the comprehensive lived experience of 

caring for children with life-limiting conditions and their families and (2) delineate 

how the collective experiences provide insights into needs that can be addressed 

through the provision of pediatric palliative care. The research objectives were aptly 

sequenced to recognize that understanding the lived experience should be 

regarded as a prerequisite to designing innovative health care delivery models and 

solutions for children and their families.  

 
6.1 Fulfillment of the Research Objectives 

Building upon current literature, the Pediatric Palliative Care Study serves 

as the first IPA study to examine the comprehensive lived experience of caring for 

children with life-limiting conditions and their families, and it offers a statement of 
                                                 
17 Per the U.S. Census Bureau (2014a), there were 73,585,872 children under age 18 in 2013. While 
epidemiological data is limited, the annual incidence rate of U.S. children with a life-limiting condition is 
estimated to include 400,000 children, plus an additional 53,000 children who succumb to their condition 
per year (Friebert and Huff, 2009, p. 1). More aggressive estimates suggest more than a million children 
have a life-limiting condition (Rushton and Catlin, 2002, p. 57), which would equate to one of every 75 
U.S. children.  
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essence that connects the major themes from the research findings to tell the 

overarching story of the phenomenon. The lived experiences of 27 pediatric 

palliative care providers within Providence Health & Services and analysis of their 

spoken word have fulfilled the aims of the first research objective by using the IPA 

methodology to bring the phenomenon to light. It has provided a conduit for 

scholars and practitioners to step into the experience in a manner that cannot be 

proffered in a parallel manner by quantitative research. The explanatory study has 

provided the necessary depth to understand the holistic experience, which has 

been augmented appropriately by illustrative quotations from the research 

interviews. The quotations serve to bring awareness to the first-hand accounts of 

care providers who have worked extensively with families and are intimately 

familiar with the day-to-day experiences and the needs that surface when caring for 

a child with a life-limiting condition. The voice of participants and their personal 

perspectives have been positioned as the central focal point of the research 

findings in a manner that is a trademark characteristic of IPA studies (Reid et al, 

2005, p. 22). In relation to the second research objective, the Pediatric Palliative 

Care Study also has used the collective experiences to offer insights into needs 

that can be addressed through the provision of palliative care services. Scholars 

contend that phenomenology is a means by which to examine the experiences of 

patients in order to identify care delivery solutions that will meet their needs 

(Jasper, 1994, p. 313), which has been validated by the current study. The 

amalgamation of the 151 core elements, 28 sub-themes, nine major themes and 

the overarching statement of essence tender key insights into the needs 

encountered by children and families, as well as practical implications for the way 

in which pediatric palliative care can address these factors (see Chapter 4: 

Research Findings and Chapter 5: Discussion).    

 
6.2 Benefits of the Study for Future Practice & Extant Literature 

Through the fulfillment of the research objectives, the study has garnered 

implications for future practice, contributions to address deficits in the extant 

literature and recommendations for future research that are relevant to researchers 

and practitioners both now and in the future, as the findings are timely, applicable 

and transferable to decision-making (Tuckett, 2005, p. 31). In terms of timeliness, 

the Pediatric Palliative Care Study has been introduced at the appropriate juncture 

to respond to emerging concerns within the U.S. health care industry, both in terms 

of addressing the unmet need for palliative care services in the vast majority of 

communities across the country and acting in response to the three-prong aim of 

the PPACA health care reform legislation to increase access to care, improve 

affordability and enhance quality. In both situations, an underlying need exists first 

to understand the comprehensive lived experience of the children and families that 

the industry must seek to serve, which has been introduced by the study as a 

starting point for future application and ongoing research.  

Moreover, the study has generated seven examples of implications for 

future practice and actionable knowledge that are applicable and transferable to 
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decision-making, although the findings have the potential to be leveraged by 

practitioners in numerous ways based on their organizational or community needs. 

The key implications for future practice include (1) balancing matters of health care 

design with the human experience, (2) addressing the aims of health care reform 

legislation, (3) developing care models for home-based settings, (4) customizing 

care and developing solutions from the perspective of families, (5) educating about 

palliative care, (6) understanding the skills needed for palliative care providers and 

(7) improving data reporting for palliative care. Furthermore, whereas the aim of 

research studies is to pinpoint and address a single known gap in the extant 

literature, the Pediatric Palliative Care Study has offered three contributions, 

including: (1) validating and refining the WHO definition of palliative care in 

comparison to the lived experience, (2) completing an assessment of the adult 

versus pediatric palliative care literature from 2011-2014 and (3) addressing a 

known deficit in the literature by offering the first IPA study to articulate the 

comprehensive lived experience (see Chapter 5: Discussion).  

 
6.3 Closing Remarks About the Pediatric Palliative Care Study 
 Ultimately, pediatric palliative care is a health care service that modern 

society and families across the U.S. would likely concur that they would prefer need 

not exist. The necessity of the emerging specialty indicates young lives will fall 

short of reaching adulthood, with at least one child with a life-limiting condition 

dying every 10 minutes in the U.S.18 While there may not be hope for a medical 

cure to save every child, there should remain hope for innovative care that makes a 

tangible difference in the lives of children, families and care providers. The 

Pediatric Palliative Care Study has offered the foundation for scholars and 

practitioners to understand the experience of the children and families and make 

decisions to drive change in the development and provision of services at a local, 

state and national level. In addition, the study has contributed to the development 

of a future research agenda for those seeking to address the dearth of applicable 

literature. In the closing sentiments of a pediatric palliative care nurse: 

I think we’re put on this earth to be here for each other. It’s easy to 
be here in the good times – the celebrations, the births, the 
anniversaries, the promotions, the things like that. But sickness 
and dying? Those are the tough ones, but we’re still called to be 
here for each other. It’s a privilege to be on this team to help a 
fellow human who is going through suffering and to be there for 
them. 
 

 
 
  

                                                 
18 Approximately 53,000 children die from a life-limiting condition in the U.S. each year (Friebert and 
Huff, 2009, p. 1), which equates to 145 children per day, six per hour or one every 10 minutes.  
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“The King will reply, ‘Truly I tell you, whatever you did for one of the least of these 
brothers and sisters of mine, you did for me.’” 

Matthew 25:40 NIV 
 

 
As I contemplate the journey to complete the Pediatric 

Palliative Care Study, the single question I have been asked 

most frequently is “What led you to select this topic?” From a 

business and academic perspective, the answer is 

straightforward (see Chapter 1, Section 1.4). In summary, 

children with life-limiting conditions are living longer due to 

medical advances in the health care industry, yet a nominal 

amount of families are benefiting from pediatric palliative care that can aid the 

journey with their child. The study also is timed appropriately to offer key insights to 

those seeking to develop innovative health care delivery models that reflect the 

aims of the PPACA legislation and may prompt health care providers to pursue this 

emerging growth opportunity in the U.S. health care system. Finally, the deficits in 

the extant literature have created a conduit for scholars to offer novel contributions. 

However, despite the abundance of practical and scholarly reasons for the study, 

those who posed the question were seeking deeper insights into why I, personally, 

would seek to adopt this particular research topic. Indeed, this represents a pivotal 

question that all researchers should seek to answer before selecting a problem to 

solve and commencing with a study. After completing one of the first modules in 

the Doctor of Business Administration (DBA) program, I wrote a brief note to myself 

that read, “I want to write to make a difference. This informs the topics that I select 

(e.g. underserved and vulnerable populations).” The now tattered and faded note 

remains taped to my office computer as a reminder of the underlying principle of 

how I select research topics. When the time came to select a thesis topic, I 

reflected on the insightful note and determined my study needed to comprise an 

area in which I could provide value to others and seek to make a tangible 

difference through the completion of the thesis. The following excerpt has been 

extracted from the reflections I penned in November 2013 to provide insight into my 

rationale for selecting pediatric palliative care as the focus of my thesis: 

In the beginning, pediatric palliative care wasn’t a topic that I 
planned to adopt as a researcher. After all, the subject matter is 
difficult to fathom and can be uncomfortable to acknowledge. From 
my perspective, so few are willing to contemplate that there are 
children around the world who are battling life-limiting conditions 
that will lead to their early death, nor do people necessarily want to 
acknowledge the challenges faced by families and what it must be 
like to care for these children each day. Overall, the difficult nature 
of the subject matter as an almost “taboo” subject may help explain 
why so little has been written about pediatric palliative care within 
the literature. Nonetheless, this is a topic that I have felt a true 
calling to address … [H]aving worked in the health care industry 
since 2000, I have been inspired by the care providers who devote 
themselves to caring for the most vulnerable patients and their 
families. Their dedication to serving people in the most difficult 
times of life is awe-inspiring and courageous. While hands-on care 
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hasn’t been my personal calling, I admire those who can give so 
fully of themselves to help those in need. 
 
Therefore, before concluding the Pediatric Palliative Care Study, I would 

like to offer a handful of closing observations and excerpts from my reflection notes 

to those seeking to utilize the research findings in daily practice or build upon the 

study in future research.  

 
7.1 Autobiographical Nature of Research 
 According to Primeau (2003), researchers must complete an honest 

assessment and inventory of personal values and interests that may influence their 

research work. By becoming more reflexive and deliberate about taking inventory 

of my personal values, attributes and interests through a bracketing process 

(Ahern, 1999), I have been able to more fully explain the decisions made in 

selecting and scoping the Pediatric Palliative Care Study. The design of the study 

also was informed by a unique component of the DBA program called a Doctoral 

Development Plan (DDP), which each student is required to complete prior to 

commencing with the thesis in order to consider the ways in which the doctoral 

coursework has informed their development as a scholar practitioner and 

researcher. In turn, the DDP reflections provide a foundation that students can 

utilize to inform the selection and design of a research study that is appropriate to 

them. For example, in my DDP reflections about knowledge creation, I explained 

(Crockett, 2013):  

Simply put, I yearn to make a difference in the U.S. health care 
industry and global community by introducing scholarly knowledge 
and management research that impacts others. One of my goals 
has been to find a subject niche to own as a scholar practitioner in 
offering contributions for the body of knowledge. 

 
While I have not wavered from the earlier reflections in my DBA journey, I 

have gained clarity about the type of topics I want to embrace in my career as a 

researcher and, in particular, for my DBA thesis. When selecting a deficit in the 

extant literature to address or choosing a subject as the basis for a study, an 

autobiographical quality exists between the nature of the study and the principal 

researcher. The research becomes a part of you, and you become a part of the 

research. In this regard, the Pediatric Palliative Care Study is now an element of 

my personal identity because it reflects the charge I have adopted to make a 

difference for vulnerable populations through the research contributions that I offer.  

 
7.2 Selection of the Research Methodology 
 The selection of the topic was an important starting point for the Pediatric 

Pallative Care Study, but so, too, was the identification of a suitable research 

methodology. As previously noted, limited information is available in the published 

literature for pediatric palliative care, so selecting the IPA methodology was an 

appropriate starting point for describing the lived experience from a comprehensive 

perspective (see Chapter 3, Section 3.1). When conducting research, a 

methodology should be selected on the basis of that which will answer the problem 
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that is central to the research and offer contributions that can affect change. As the 

principal researcher for the study, I needed to consider my strengths as a 

researcher, areas in which I would seek to grow and the methodology that was best 

matched to the research problem. If the methodology that is best matched to a 

research topic is not a strength of the researcher, then a researcher should 

consider whether the topic is one which he or she should seek to address, as it 

may involve the development of new skills and competencies. In my DDP paper, I 

reflected on the following ideas in my profile as a researcher (Crockett, 2013): 

The fruits of my research solidified that I selected the right 
methodology for pediatric palliative care to generate research that 
could inform other scholars and practitioners, allow people to enter 
a world they might not otherwise explore and become moved to 
action by the findings in a manner that would not have been 
possible via a quantitative study. Now that I have used a qualitative 
research methodology successfully and overcome personal 
concerns about my ability to use more than quantitative methods, I 
have expanded my scope as a scholar practitioner and no longer 
am allowing a research methodology to define who I am. Quite the 
opposite, I am defining my success as a scholar practitioner in 
being adept in pairing workplace problems with the most 
appropriate research methodologies. My DBA journey has 
revealed I can engage confidently in quantitative, qualitative or 
mixed-methods research and can allow the problem to inform my 
methodological selections. 
 
Before choosing a methodology and initiating the data collection, I also 

considered the type of results I envisioned at the end of the study that would be 

most value-added in order to address the deficit in the extant literature. I reviewed 

published theses and journal articles, critically analyzing the diverse array of 

research methodologies that were utilized and the type of results generated by 

each methodology before selecting IPA. In turn, it became apparent that the use of 

a research methodology is not precisely the same in each instance. A great deal of 

flexibility exists in how researchers employ a research methodology, make 

decisions about the design of the study and articulate the research findings. 

Therefore, understanding the aspects of prior studies that I wished to emulate 

became as equally important as identifying methodological choices that I did not 

find to be appropriate for the Pediatric Palliative Care Study. For example, I placed 

value on approaches used by researchers to make their studies thorough and rich 

in detail, yet comprehensible and straightforward to follow. This included studies 

that leveraged the spoken word of research participants as a central feature in 

order to generate greater understanding of the lived experience. I also lauded 

studies that promoted transparency and offered insights into the methodological 

decisions made by the researcher and how the data analysis that was undertaken 

resulted in the identification of the particular themes from the research interviews.          

 
7.3 Reminder of Those Represented by the Research 
 One of the distinct advantages of the IPA methodology is the manner in 

which others can be drawn into the lived experience by reading the spoken words 

of others and seeking to understand the overall essence of the experience. 

Nonetheless, an imperative remains to remember that each personal story and a 
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glimpse into the lived experience is about a real child, a real family and a real 

palliative care provider who has worked alongside them. The specific stories 

shared by the care team members about children and families for whom they have 

cared have left a distinct impression upon me. A deep richness exists in these 

stories, as they illustrate the type of needs more than could be fathomed through a 

quantitative survey. It has cemented for me the importance of conducting 

qualitative research and examining the lived experiences. During the first week of 

research interviews for the study, I wrote the following reflection note about the 

importance of remembering those who are represented by the research: 

As I walked down the hall to the office I would be using for the 
week, I was struck by the artwork that lined the hallways. No, these 
weren’t the typical landscape photos or generic paintings that hang 
in many office buildings. On the contrary, they were beautiful 
photos of palliative care patients in their homes — often with their 
care providers or family members. At the end of one hallway hung 
two large bulletin boards with collages of hundreds and hundreds 
of faces of pediatric patients, most of whom I am told have passed 
away. As I begin my qualitative research, the photos are a critical 
reminder that the stories I am about to hear are about real people 
– young children whose precious faces show the wear-and-tear of 
illness and a wisdom past their years that only comes from fighting 
for a little extra time on this earth. 

 
As I reflect on my role as a scholar practitioner, the photos serve as a 

poignant reminder of the importance of the research I have undertaken for my 

thesis. I am in a position that is forever indebted to the care team members who 

entrusted me with their personal stories. They have provided a glimpse into their 

world and the realities of what it is like to care for children with life-limiting 

conditions and their families. To me, the research I have pursued is greater than 

merely completing a thesis; it is about being the conduit to allow these stories to 

transform what others understand about the palliative care needs of children and 

their families. In the end, I hope the contributions offered to the body of knowledge 

are meaningful and make a difference for this vulnerable population. However, in 

reality, I know the stories and this research have had an even more profound 

impact on my life as a scholar practitioner and researcher. In research, we may 

hope to affect change around us, but it is we who are forever changed by the 

journey of grappling with a difficult problem and offering contributions to address it. 

 
7.4 Personal Lens Through Which a Phenomenon is Examined 
 Following the completion of the research interviews and data analysis, I 

prepared the written synopsis of the research findings within the thesis. The review 

process for the Pediatric Palliative Care Study provided an opportunity for all 

research participants to review the study and offer feedback, as well as the primary 

and secondary thesis supervisors for the University of Liverpool and other selected 

professional colleagues. Interestingly, each time the study findings have been 

reviewed, the reader has commented on a quotation or passage in the explanation 

of the lived experience that has a resonating quality. However, the quotation to 

which each person is drawn has been invariably different than the next person. In 

this manner, the feedback from the study demonstrates the personal lens through 
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which people examine the phenomenon as they step into the lived experience. It 

also demonstrates the importance of capturing the comprehensive lived experience 

so that scholars and practioners can understand not only the aspects of the 

experience to which they are drawn but also the broader experience. A reviewer of 

the thesis offered the following comment about an excerpt in Chapter 4: Research 

Findings: 

In my opinion, this is the strongest quote in the study. It resonates 
with me and touches me on a personal level. However, it also has 
given me an entry point to understand the experience on a broader 
level. Because I was drawn in by this example that really touched 
me, I can’t help but continue to be drawn into the rest of the 
research. The findings matter to me because I can grasp the 
meaning of it all on a personal level.  

 

7.5 A Call to Action & Implications for the Scholar Practitioner 
 From an individual perspective, the completion of the Pediatric Palliative 

Care Study has begun to present new avenues for me to utilize the research 

presented within the thesis, both within Providence Health & Services and external 

settings. Through speaking engagements, conference presentations, internal 

workgroups and opportunities to publish elements of the research in academic 

journals, I will continue to devote attention to advancing the field of pediatric 

palliative care and bringing attention to a population that would otherwise have a 

limited voice in the literature. Along the way, I remain mindful that deep-rooted 

change can be slow to occur and requires a long-term commitment, not the 

completion of an isolated study. The following excerpt from my bracketing paper 

expresses an important consideration: 

The gift of time has allowed me to see the importance of planting 
seeds that may cultivate at a much later point in life. It was a 
humbling lesson in my life that making a difference may not be 
immediate and may not work at all, but it doesn’t mean I should 
shy away from difficult issues or topics that others aren’t willing to 
address. I need to listen to where I am being called and be willing 
to accept the successes and failures, ups and downs, and overall 
challenges that will be encountered on any journey in my personal, 
professional or academic pursuits. 

 
 In closing, I would like to delineate a call to action to those seeking to learn 

from the study, utilize the results in daily practice or build on the study via future 

research. In Chapter 5: Discussion, I have offered suggestions for the manner in 

which the research can be used in future practice to drive change in daily 

operations, redesign the health care delivery system and offer care to children and 

families in a way that is cognizant of their lived experiences, as expressed by the 

pediatric palliative care providers. The research is only as significant as the extent 

to which it serves as inspiration to drive change and is applied by others. Moreover, 

the chapter also proposes avenues for future research that can use the current 

study as a viable platform for further contributions to the literature. As reflected 

within this chapter, I encourage future researchers – including myself – to consider 

five questions: (1) Why are you seeking to research this topic?, (2) How are you 

reflected in the research?, (3) How will you select the optimal research 
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methodology and design a study that answers the question at the center of your 

research?, (4) How will you maintain a focus on those represented by the 

research? and (5) What is the personal lens through which you and others are 

examining the lived experience?       
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Figure A.1. Ethical Approval Letter from the Institutional Review Board Spokane for the 
Pediatric Palliative Care Study (IRB 1890), August 15, 2013.  
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Figure A.2. Amendment Letter for Ethical Approval from the Institutional Review Board 
Spokane for the Pediatric Palliative Care Study (IRB 1890), Noting the Change of Supervisor, 
September 26, 2013.   
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Figure A.3a. Ethical Approval from University of Liverpool – Committee on Research Ethics for 
Pediatric Palliative Care Study, Page 1 of 3, October 9, 2013.  
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Figure A.3b. Ethical Approval from University of Liverpool – Committee on Research Ethics for 
Pediatric Palliative Care Study, Page 2 of 3, October 9, 2013.  
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Figure A.3c. Ethical Approval from University of Liverpool – Committee on Research Ethics for 
Pediatric Palliative Care Study, Page 3 of 3, October 9, 2013.  
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Figure A.4. Continuation Letter from the Institutional Review Board Spokane for the Pediatric 
Palliative Care Study (IRB 1890), July 10, 2014. 
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Figure B.1. Collaborative Institutional Training Initiative (CITI) Conflicts of Interest Curriculum 
Completion Report, August 9, 2013.  
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Figure B.2. Collaborative Institutional Training Initiative (CITI) Good Clinical Practice (GCP) 
Course Curriculum Completion Report, August 10, 2013. 
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Figure B.3. Collaborative Institutional Training Initiative (CITI) Human Research Curriculum 
Completion Report, August 10, 2013. 
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Providence Health & 

Services was founded in 1856 by 

the Sisters of Providence, who 

traveled to the Pacific Northwest 

to address the unmet needs of 

the new pioneering community 

(Providence, 2014a). Today, 

Providence has steadily grown to 

become the third largest non-

profit health care system in the 

United States, with ministries 

located in Alaska, Washington, 

Montana, Oregon and California 

(Providence, 2014b). In 2013, the 

organization achieved a total net 

operating revenue of $11.1 billion 

and provided more than  

$950 million in community 

benefit and charity care costs 

(Providence, 2014a). In total, Providence operates “34 hospitals, 475 physician 

clinics, 22 long-term care facilities, 19 hospice and home health programs, and 693 

supportive housing units in 14 locations” (Providence, 2014b). Moreover, 

Providence owns its own health plan, which has more than 390,000 covered 

members (Providence, 2014b). Within its hospice and home health ministries, 

Providence provides palliative care services to adult and pediatric patients. The 

Pediatric Palliative Care Study was conducted at four locations in Washington and 

California, which represent the only pediatric palliative care programs within 

Providence at the time of this study.  

 
Providence Hospice & Home Care of Snohomish County –  
Carousel Program 
2731 Wetmore, Suite 500; Everett, Washington 98201 

Providence Hospice & Home Care of Snohomish County was established in 1978 

to serve the needs of Snohomish County and Camano Island (Providence, 2014g), 

with the Carousel Program beginning to provide home-based palliative care for 

children and their families around 1993. Snohomish County, which is the primary 

service area for the Carousel Program, is 2,087 square miles in size and has 

almost 746,000 residents, of which 9.8 percent are living below the federal poverty 

line (U.S. Census Bureau, 2014b).  

 
Providence Hospice of Seattle – Stepping Stones 
425 Pontius Avenue North, Suite 200; Seattle, Washington 98109 

Providence Hospice of Seattle – Stepping Stones provides home-based pediatric 

palliative care and hospice services to children and families residing in King 

County, including Vashon Island (Providence, 2014d). King County is the most 

Figure C.1. Providence Health & Services – 
Pediatric Palliative Care Program Locations. 

1 

2 
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populous county in the State of Washington with more than two million residents in 

2,115 square miles; an estimated 10.9 percent of residents are living below the 

federal poverty level (U.S. Census Bureau, 2014b). Providence Hospice of Seattle 

cared for its first child and family in February 1994, with the palliative care program 

gaining its official name – “Stepping Stones” – in 2005. In addition to its pediatric 

services, Stepping Stones also offers perinatal hospice and bereavement support 

(Providence, 2014d). 

 
Providence Sacred Heart Medical Center & Children’s Hospital –  
Sunflower Program 
101 West 8th Avenue; Spokane, Washington 99204 

As part of Providence Sacred Heart Medical Center & Children’s Hospital, the 

Sunflower Program provides pediatric palliative care services within ambulatory 

and acute care settings, while also coordinating home care with external 

organizations that work in partnership with Providence after children are discharged 

from the hospital (Providence, 2014h). In addition, the Sunflower Program is 

complemented by the Forget-Me-Not Program, which focuses on perinatal 

palliative care for babies who are diagnosed with a life-limiting condition prior to 

birth. Launched in 2007, the Sunflower Program serves primarily Spokane and 

Stevens counties in Washington, which is a predominantly rural area spanning 

more than 4,200 square miles that has approximately 523,000 residents (U.S. 

Census Bureau, 2014b). In total, 14.8 percent of Spokane County residents and 

16.6 percent of Stevens County residents are living below the federal poverty level 

(U.S. Census Bureau, 2014b). The program also serves children from parts of 

western Montana, northern Idaho and other surrounding areas who may be 

receiving care at the Children’s Hospital. 

 
Providence TrinityCare Hospice and TrinityKids Care 
5315 Torrance Boulevard; Torrance, California 90503 

Providence TrinityKids Care serves as the only dedicated pediatric hospice and 

palliative care program in Los Angeles and Orange counties (Providence, 2014i). 

The service area for TrinityKids Care is a geographic region spanning almost 5,700 

square miles that has more than 12.8 million residents (U.S. Census Bureau, 

2014b). Approximately 17.1 percent of Los Angeles County and 11.7 percent of 

Orange County residents are living below the federal poverty level (U.S. Census 

Bureau, 2014b). TrinityKids Care is one of the only pediatric hospice programs in 

California and is known for providing home-based hospice and palliative care 

services to infants, children and adolescents (Providence, 2014g). The program 

was established in 2001 to address an unmet community need and has since 

grown to become the largest pediatric palliative care program on the West Coast of 

the United States. 
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Pediatric Palliative Care Study 

Seeking Physicians & Employees to Serve as Research Participants 
Your Response is Requested by Friday, Oct. 25 

 
 
Title of Study: Palliative Care Needs of Pediatric Patients & Their Families:  
A Phenomenological Study of Multidisciplinary Pediatric Palliative Care Team 
Experiences [Short Title: Pediatric Palliative Care Study] 

Student Investigator: Lisa A. Crockett (#H00016240)    
Supervisor: Dr. Paul Ellwood 
 
 
 
I am currently pursuing a Doctor of Business Administration (DBA) degree through 
the University of Liverpool and am conducting a qualitative research study related 
to examining and discerning the palliative care needs of pediatric patients and their 
families, which is the focus of my doctoral dissertation. I would like to invite you to 
participate in this voluntary research study, as you are a member of a Providence 
pediatric palliative care team that provides care in a home-based setting. I am 
seeking to recruit 30 research participants, including physicians, nurses, social 
workers and chaplains for this research study. 
 
Before you decide whether to participate, it is important for you to understand the 
purpose of the research and what it will involve. Therefore, I am attaching copies of 
the “Informed Consent for Research Participants” and the “Statement of Informed 
Consent,” which provide details about my proposed study and your role as a 
participant. Again, this is strictly a voluntary research study, and you should agree 
to participate only if you are interested in doing so. 
 
As a participant, you will be asked to participate in an in-person or videoconference 
interview, lasting approximately 90 minutes per interview. There is no travel 
associated with this research study, as I will travel to your location or make 
videoconference arrangements at a date/time that works best for your schedule. 
During the interview, I will ask you a series of open-ended questions about your 
work experiences and personal insights as a pediatric palliative care team member 
in caring for pediatric patients and their families in a home-based setting. The 
information you share, combined with that of your peers, will be analyzed to detect 
key themes and details related to the palliative care needs of pediatric patients and 
their families, which will form the basis for my dissertation.  
 
The Ask: Contact Me By Friday, Oct. 25 if You Will Participate 
Once you have had an opportunity to review the attached documents, please 
contact me with any questions you have about the research study. You may reach 
me at 360/486-6655 or by e-mail at lisa.crockett@providence.org. By Oct. 25, 
please let me know if you are interested and willing to serve as a participant in the 
Pediatric Palliative Care Study. Thanks for your consideration and the work you do 
each day for Providence Health & Services. 
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INFORMED CONSENT FOR RESEARCH PARTICIPANTS 
 

Invitation to Participate: You are being invited to participate in a voluntary research study. Before you 
decide whether to participate, it is important for you to understand the purpose of the research and what it will 
involve. Please take time to review the following “Informed Consent for Research Participants” in order to 
make an informed decision; you may contact the student investigator or supervisor if you have any questions 
or would like more information. Again, this is strictly a voluntary research study, and you should agree to serve 
as research participant only if you are interested in doing so. Thank you for your consideration. 
 
 
 
 
Title of Study: Palliative Care Needs of Pediatric Patients & Their Families: A Phenomenological Study of 
Multidisciplinary Pediatric Palliative Care Team Experiences [Short Title: Pediatric Palliative Care Study] 

Student Investigator: Lisa A. Crockett (#H00016240)  Supervisor: Dr. Paul Ellwood 
 
 
Introduction 
As part of the academic degree requirements for the Doctor of Business Administration program at the 
University of Liverpool, Lisa A. Crockett (student investigator) is conducting a qualitative research study 
related to examining and discerning the palliative care needs of pediatric patients and their families. You have 
been invited to participate in the study based on your employment as a pediatric palliative care team member 
(i.e.  physician, nurse, social worker, chaplain) who provides care in a home-based setting. Your participation 
will provide data that will contribute to the knowledge and understanding of the palliative care needs of 
pediatric patients and their families. The inclusion of different employment roles is anticipated to elicit insights 
from diverse perspectives in caring for pediatric patients and their families in unique capacities with in-depth 
understanding about their needs. Approximately 30 research participants from Providence Health & Services 
will take part in the study.  
 
Purpose of the Study 
Overall, few U.S. health care systems offer pediatric palliative care services, representing a significant unmet 
need for seriously ill children and their families in communities across the country. Within the U.S., the need 
for pediatric palliative care is projected to grow due to the increasing demand. While abundant research has 
been published about adult palliative care and the needs of the adult patient population, far fewer articles 
have been devoted to understanding the distinctive needs and considerations of pediatric patients and their 
families. The lack of information published about pediatric palliative care and the needs of this patient 
population may be contributing factors in its slow growth and adoption by U.S. health care providers. 
Therefore, significant opportunity exists to add to the literature by introducing qualitative research that 
provides a comprehensive overview of the palliative care needs of pediatric patients and their families by 
delving into the lived experiences of care team members who provide care in a home-based setting. As U.S. 
health care providers contemplate the addition and/or refinement of pediatric palliative care, the research 
study may provide critical insights into the patient and family needs that must be addressed through the 
optimal design of pediatric palliative care services. 
 
Research Procedures 
As a research participant, you will be asked to participate in an in-person or videoconference interview with 
the student investigator, lasting approximately 90 minutes. Participation in this study will require completion of 
the interview during non-work time. You will be asked a series of open-ended questions about your work 
experiences and personal insights as a pediatric palliative care team member in caring for pediatric patients 
and their families in a home-based setting. Additional questions or clarifications may be sought from you 
following the initial interview. During the interview, you are not required to answer the questions and may 
refuse to answer for any reason. You also have the right to retract your answers after they have been 
provided. With your permission, a digital audio recording of the interview will be made for subsequent 
analysis. The analysis will focus on identifying the common themes across the experiences shared by 
research participants during the interviews.  
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Length of Participation 
You will be asked to participate in one interview with the student investigator, lasting approximately 90 
minutes. Additional questions or clarifications may be sought from you following the initial interview during the 
12 months following your interview while data collection and analysis are under way. 
 
Risks 
The Pediatric Palliative Care Study involves no more than minimal risk to you as a research participant, such 
as emotional or psychological distress from answering questions about professional work in pediatric palliative 
care. In the event of extreme emotional distress, you will be provided with contact information for Employee 
Assistance (or equivalent department) that is located in proximity to your facility. Data security and protection 
of identity also pose a risk, but safeguards will be taken to store all study-related data and files on an 
encrypted, password computer and a locked file cabinet that is accessible only by the student investigator. In 
the event of a data breach or disclosure of identity, the student investigator will notify you of the loss of 
security and also will report the event to the University of Liverpool Research Governance Officer and the 
IRB-Spokane. 
 
Benefits 
There are no direct benefits from your participation in the Pediatric Palliative Care Study. However, your 
professional expertise and lived experiences will provide knowledge that can help advance the pediatric 
palliative care field, in general. 
 
Right of Refusal to Participate & Withdraw 
Participation in the research study is voluntary, and there is no penalty for refusal of participation. You have 
the right to withdraw from the study at any time, including after you have agreed to participate. The choice you 
make to participate or withdraw from the research study will have no bearing on your job or any work-related 
evaluations. In the event you choose to withdraw from the research study, all information you provided will be 
destroyed and omitted from the research data. 
 
Confidentiality 
All information collected from you during the research study will be kept confidential. Your name and 
identifying information will not be associated with any part of published findings. Any direct quotations or 
excerpts from the interview that are utilized within the published findings will be made without attributing them 
to your name or disclosing your identity. All information collected from research participants during the 
Pediatric Palliative Care Study will be kept strictly confidential and stored in an anonymous manner. Code 
numbers will be assigned to interview recordings and transcripts in place of your name. Only the student 
investigator will have the “key” to identify your name and corresponding code. The key will be stored in a 
separate location than the coded data files in a locked file cabinet that is accessible only by the student 
investigator. The only person to know your identity will be the student investigator. In addition, your supervisor 
will not be informed of your participation in the Pediatric Palliative Care Study and will not be provided with 
any identifiable information about your responses to the interview questions.  
 
Information Usage & Disposal Procedures 
The information gathered from you and other research participants will be used by the student investigator to 
write a dissertation, which will be submitted to the University of Liverpool’s Doctor of Business Administration 
program. In addition, the student investigator may use the information gathered from research participants as 
the basis for future research, other publications (e.g. academic journal articles) or workplace presentations. 
The report(s) generated by the research will be shared with you before they are published. You will have the 
right to review your remarks and ask for the addition, modification or deletion of statements. The raw data and 
interview recordings will be kept confidential, de-identified and maintained in a secure location by the student 
investigator for the duration of the study, consistent with organizational data security policies and archival 
procedures. The data files will be retained for ten years after the completion of the research study and then 
will be destroyed.  
 
Expenses or Reimbursement 
There are no expenses or reimbursement associated with your participation in the research study.  
 
Other Options 
You may choose not to participate in the Pediatric Palliative Care Study. 
 
Investigator Disclosure 
The student investigator is a Providence employee but has no direct supervision of the sites where the 
Pediatric Palliative Care Study will take place. 
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For Additional Information 
If you have any questions regarding this study or your participation, please contact the student investigator: 
Lisa Crockett at 360/486-6655 or Lisa.Crockett@providence.org. By mail, the investigator can be reached at 
Providence Health & Services – Strategy & Business Development; 2024 Caton Way SW, Ste. 201; Olympia, 
WA 98502. 
 
To Report Problems or Complaints 
If you become dissatisfied at any point during the research study and/or detect a problem, please contact Lisa 
Crockett, student investigator, at Lisa.Crockett@providence.org or Dr. Paul Ellwood, supervisor, at 
Paul.Ellwood@liverpool.ac.uk. If you have a concern or complaint which you feel cannot be addressed by the 
student investigator or supervisor, contact the University of Liverpool’s Research Governance Officer at 
ethics@liv.ac.uk or the IRB-Spokane at 509/343-2121. When contacting the Research Governance Officer or 
IRB-Spokane, you will be asked to provide the name or description of the study, the student investigator, and 
the details of the complaint you wish to make. 
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STATEMENT OF INFORMED CONSENT 
 
 
Title of Study: Palliative Care Needs of Pediatric Patients & Their Families: A Phenomenological Study of 
Multidisciplinary Pediatric Palliative Care Team Experiences [Short Title: Pediatric Palliative Care Study] 

Student Investigator: Lisa A. Crockett (#H00016240)   Supervisor: Dr. Paul Ellwood 
 
 
 Initial Box: 
I confirm that I have read and understand the “Informed Consent for Research Participants” 
for the Pediatric Palliative Care Study, dated September 23, 2013. I have had the 
opportunity to consider the information, ask questions, and receive answers that permit me 
to make an informed decision about participating in the research study. 

 

  
I understand my participation is voluntary, and I am free to withdraw from the study without 
repercussions at any time, whether before it starts or while I am participating. 

 
 

  
I understand the choice I make to participate or withdraw from the research study will have 
no bearing on my job or any work-related evaluations. In addition, my supervisor will not be 
informed of my participation or the responses I provide to the interview questions. 

 

  
I understand that I can ask at any time for access to the information I provide, and I also can 
request the destruction of that information if I wish. This includes the right to review and ask 
for deletion of the digital audio recording made during the interview. 

 

  
I understand confidentiality and anonymity will be maintained. I understand direct quotations 
or excerpts from my interview will be de-identified and may be used in the report(s). I 
understand my name will not be linked with the research materials, and I will not be 
identified or identifiable in the report(s) that result from the research study. 

 

  
I understand and agree for my interview with the student investigator to be audio recorded 
and consent to the use of these recordings to aid in the data analysis. 

 

  
I understand that I will be given an opportunity to review the report(s) prior to their 
publication. I have the right to ask for the addition, modification or deletion of statements 
that were excerpted from my interview with the student investigator. 

 

  

I hereby agree to participate in the Pediatric Palliative Care Study.  
 

 
Research Participant (please print): ________________________________________________________ 
 
Signature of Research Participant: _________________________________________________________ 
 
Date: _________________________ 
 
 
Student Investigator / Person Obtaining Consent (please print): _________________________________ 
 
Signature of Student Investigator: __________________________________________________________ 
 
Date: _________________________ 
  

Informed Consent v2.0 
September 23, 2013 
LAC 
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