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Abstract 

Research indicates that pediatric HCT recipient and caregiver perception of health-related quality 

of life (HRQoL) is in fair to moderate agreement, indicating that caregivers may not accurately 

reflect their child's HRQoL. The purpose of this qualitative descriptive study was to explore 

HRQoL perceptions and experiences among pediatric HCT recipients and their caregivers. One

on-one semi-structured interviews were conducted in person or via telephone with four pediatric 

HCT recipient-mother dyads. Thematic data analysis generated one overarching theme, We are 

in a very different world when you're in oncology, and two main themes, 1) Some things just 

suck. . . some things did suck, they were horrifying and, 2) What am I supposed to do with 

someone . . . who went through all this? Findings revealed that pediatric HCT recipient - caregiver 

HRQoL perceptions and experiences were similar and that a major HRQoL barrier was the lack 

of assistance with transitioning pediatric HCT recipients back to school and resocialization. 

Keywords: pediatric, cancer, hematopoietic cell transplant, quality of life, health-related 

quality of life, caregiver 
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Quality of Life Perceptions and Experiences among Pediatric Hematopoietic Cell 

Transplant Recipients and their Caregivers 

According the American Cancer Society (ACS, 2020), childhood cancer rates in the 

United States (US) have slightly increased over the past several decades with cancer currently 

being the leading cause of death by disease among children ages 1 to 14. It is estimated that in 

2020, 11 ,050 children (or one in 389 children) under the age of 15 will be diagnosed with cancer 

and that 1,190 will die of the disease (ACS, 2020). Major categories of pediatric cancers and 

their distribution among children aged O to 14 years include the following respectively: 

Leukemia (28% of all childhood cancers); Brain and central nervous system tumors (26%); 

Neuroblastoma (6%); Wilms Tumor (nephroblastoma) (5%), Non-Hodgkin lymphoma (5%); 

Rhabdomyosarcoma (2%); Osteosarcoma (2%), and Ewing sarcoma (1 %) (ACS, 2020). 

Childhood cancers are treated based on the type and stage of cancer with treatment coordinated 

by a team of experts including pediatric oncologists, nurse practitioners, nurses, social workers, 

psychologists, and others who are trained to assist and work alongside children and their families 

throughout their cancer experience (ACS, 2020). Since the development of novel treatment 

regimens, there has been a drastic improvement in the five-year survival rates of pediatric cancer 

patients from 58% in the mid-1970s to greater than 80% today (ACS, 2018). As of January 2015 , 

an estimated 429,000 survivors of childhood cancer live in the US and this number is expected to 

increase as the incidence of childhood cancer continues to rise and survival rates improve 

(National Cancer Institute [NCI] , 2018). 

Hematopoietic cell transplant (HCT), also called peripheral blood stem cell transplant, 

bone marrow transplant, or umbilical cord blood transplant, is a cancer treatment used to treat 

blood-related (hematologic) pediatric cancers including leukemia 's, Hodgkin lymphoma, Non-
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Hodgkin lymphoma, and solid tumors such as neuroblastoma (St. Jude Children's Research 

Hospital, 2020). In HCT, healthy stem cells from umbilical cord blood or the bone marrow or 

blood of the patient or a donor are administered to a patient with a dysfunctional or depleted 

bone marrow with the goal of treating the cancer and reestablishing a functioning hematopoietic 

system (white blood cell, red blood cell, and platelet production) (Khaddour & Mewawalla, 

2019; NCI, 2015). According to the Center for International Blood and Marrow Transplant 

Research ([CIBMTR] , 2018) in 2016 alone, 2,831 HCTs were performed on patients aged Oto 

20; accounting for approximately 14% of all HCTs performed that year. 

The process of HCT involves undergoing a preparative regimen of high dose 

chemotherapy and/or total body irradiation followed by infusion of either autologous (self), 

allogeneic (sibling or unrelated donor), umbilical cord blood, or syngeneic (identical twin) cells 

(Rodgers et al. , 2015). Children undergoing HCT are at high risk for post-procedure infection, 

complications related to "their younger age, lack of immunologic experience, and potential 

increased exposure to community-acquired pathogens ... " (Michaels & Green, 2011 , p. 14). Due 

to post-transplant infection vulnerability, HCT recipients must adhere to strict infection 

precaution measures including protective isolation for extended periods of time, often preventing 

them from participating in school and other typical social activities (Parsons et al. , 2013 ; 

Rodgers et al. , 2015). 

The World Health Organization (2018) defined quality of life (QoL) as an "individuals' 

perception of their position in life in the context of their culture and value system in which they 

live and in relation to their goals, expectations, standards, and concerns" (para. 2). Health-related 

quality oflife (HRQoL) focuses on how an individual's disease and treatment impact their QoL 

(Eiser & Varni, 2013). Currently, a lack of research exists examining and exploring pediatric 
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HRQoL among general and specialized pediatric populations such as pediatric HCT recipient 

populations (Parsons et al., 2013; Pinheiro et al., 2018). Existing studies comparing HRQoL 

perceptions and experiences among children and their caregivers revealed that only a fair to 

moderate agreement exists, indicating that caregiver reports of patient HRQoL may not 

accurately reflect the child's HRQoL perception and experience (Pinheiro et al., 2018). Ullrich 

and colleagues (2017) compared HRQoL ratings between children, their parent, and their nurse 

and found that although nurse and parent scores became increasingly similar the further post

transplant the patient was, scores failed to correlate with the child's self-report and actually 

underestimated the child's perceived QoL. When considering the long-term monitoring and 

maintenance involved in caring for pediatric HCT populations, understanding HRQoL as it is 

perceived and experienced by the patient is a critical necessity for planning compassionate and 

holistic person-centered care. 

Methods 

Design 

The purpose of this study was to explore the question, "What are the perceptions and 

experiences regarding HRQoL among pediatric HCT recipients aged 8 to 21 being followed in a 

pediatric outpatient clinic in a Comprehensive Cancer Center (CCC) and their caregiver?" A 

qualitative descriptive design was utilized guided by van Manen's (1990) phenomenological 

hermeneutic approach. Utilizing a hermeneutic phenomenological approach allowed opportunity 

for the authors to explore and then transform the lived experience of the pediatric HCT recipients 

and their caregiver "into a textual expression of its essence -in such a way that the effect of the 

text is at once a reflexive re-living and reflective appropriation of something meaningful ... " ( van 

Manen, 1990, p. 36). Four semi-structured interview questionnaires (three age appropriate 
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pediatric HCT recipient questionnaires based on developmental stage and one caregiver 

questionnaire) were created by the first author, the CCC'S Pediatric Bone Marrow Transplant 

Program Director, and two members of the CCC's child psychologist team. A sample of each 

questionnaire is found in Tables 1 and 2. Open ended question development was guided by items 

found on the Functional Assessment of Cancer Therapy-Bone Marrow Transplant (FACT-BMT) 

questionnaire exploring physical, mental/emotional, social/family, and functional experiences 

among adult HCT recipients and findings resulting from an extensive review of evidence-based 

literature examining HRQoL among pediatric HCT recipients and their caregivers (Functional 

Assessment of Chronic Illness Therapy, 2013). 

Study Participants and Setting 

Purposive sampling was utilized to recruit patients aged 8-21 years who had undergone 

an HCT and were being followed in a CCC pediatric outpatient clinic and their caregiver. Patient 

participants were included if they were able to understand and speak English and had a caregiver 

who was willing to participate. Patients were excluded from the study if they did not meet the 

age requirement based on their adjusted developmental age, if they were currently hospitalized, 

or if they had experienced a relapse of their cancer. Based on study inclusion criteria, 

participants were recruited from a list of eligible patients created by the CCC pediatric outpatient 

clinic team. When an eligible patient presented for their scheduled outpatient appointment at the 

clinic, an informational packet describing the study was provided to them by the first author if 

they voiced interest in participating. If an eligible patient was not able to be recruited at an 

outpatient appointment, the clinic mailed the informational packet to their homes with a return 

form to indicate their willingness to participate. If the form was not returned, the eligible 

patients' caregivers were contacted via telephone by the first author. Out of 43 patients and 
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caregivers contacted, four mother-pediatric HCT recipient dyads agreed to voluntarily participate 

in the study. Participant demographic data is presented in Table 3. Of the four patient 

participants, three were male with one male participant falling into each one of the 

predetermined developmental stages set for this study (8-12 years; 13-18 years; and 19-21 years). 

The female participant was 16 years old. With regard to HCT, three patients received a HCT 

from unrelated donors (allogeneic) and one patient received an autologous (self) HCT. All 

participants were at least 1 year out from transplant, with 50% 1-5 years post HCT, and 50% 5 or 

more years post HCT. All four caregivers recruited for this study were mothers aged 41-50 years 

old (75%). 

Data Collection 

One-on-one interviews were conducted utilizing the age appropriate semi-structured 

interview questionnaire for patients and the semi-structured interview questionnaire for 

caregivers. Interview sessions lasted approximately 40-60 minutes and were conducted by the 

first author either in person or via telephone in a quiet, private conference room in the pediatric 

outpatient clinic. For phone interviews, both the pediatric HCT recipient and their caregiver were 

free to choose a private and quiet location where they felt most comfortable. All interview 

sessions were audio recorded, transcribed and de-identified, and then read and re-read by the first 

author while listening to the audio recordings to support transcription accuracy, thoroughness, 

and quality (Braun & Clarke, 2013). 

Ethical Considerations 

Institutional Review Board (IRB) approval for the study was granted by both the 

University and the CCC. Prior to interview implementation, all study participant questions were 

answered and verbal consent, assent, and/or permission from the legal guardian was obtained. 
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Participants were reminded that their participation was voluntary, that they could decline to 

answer any question asked of them, that they could withdraw from study participation at any 

time without consequence, and that the interview data would be reported as de-identified and 

used for the purpose of this study only. Participants were asked to refrain from stating any names 

or personal identifiers during the interview sessions. All study data will be stored per the 

approved IRB protocol. 

Data Analysis 

Braun and Clarke's (2006; 2013) Reflexive Thematic Analysis method was used to 

analyze data utilizing an inductive or 'bottoms up ' approach emphasizing semantic codes, or 

direct explicit codes easily mapped back to the dataset. Braun and Clarke 's Reflexive Thematic 

Analysis involves the following six phases : (1) familiarizing yourself with the data; (2) 

generating initial codes and noticings; (3) searching for themes; (4) reviewing potential themes 

and generating a thematic map; (5) defining the essence of each theme and refining the names; 

and (6) finalizing the analysis and producing the final report (Braun & Clarke, 2006). Reflexivity 

was practiced by all study team members throughout the duration of the study while working 

independently and together as a group. According to Braun and Clarke (2013), reflexivity 

provides opportunity for critical reflection regarding how one ' s own role as a researcher and how 

one's personal and professional knowledge, experience, and positioning may have shaped or 

informed data collection, analysis, and the reporting of findings . The study team met 

approximately every two weeks until data analysis was completed. Once themes were finalized, 

the study team revisited the original dataset to ensure that the themes captured the 'meaning and 

spirit of the dataset' in relation to the research question, the study purpose, and the participant's 
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story (Braun & Clarke, 2013). A thematic map illustrating the themes and the relationship 

between the themes can be found in Figure 1. 

Results 

The analysis of data generated one overarching theme, We are in a very different world 

when you're in oncology and three central organizing or main themes: Theme 1: Some things 

just suck. .. some things did suck, they were horrifying and Theme 2: What am I supposed to do 

with someone ... who went through all this? The following presents a detailed discussion about 

findings resulting from the analysis of data. For the purpose of presenting findings , the four 

pediatric HCT recipients will be represented as RI, R2, R3, and R4 with their mothers 

represented as Ml, M2, M3, and M4. 

Overarching Theme: We are in a very different world when you're in oncology 

The overarching theme, We are in a very different world when you 're in oncology, 

captured the main idea embedded across the dataset and in all three main themes. One mother 

(Ml) stated, "We are in a very different world when you're in [pediatric] oncology, I think than 

any other pediatric service ... yeah, it's a very different world." Throughout all of the interviews, 

both the pediatric HCT recipients and their mothers expressed how the experience of cancer and 

undergoing a HCT changed every aspect of their lives in ways that most people can't understand. 

One recipient (RI) voiced, "Not many people really understand. It's hard to hear people 

complain about silly little things and then you know like, jeez, I wish I was in your shoes, like I 

wish that's all I had to complain about." 

Main Theme 1: Some things just suck ... some things did suck, they were horrifying 

Theme 1, Some things just suck ... some things did suck, they were horrifying, captured 

both the recipient's and the mother's overall experience throughout and post-cancer treatment. 
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One mother (M4) stated, "I used to say, and this probably is not my best parenting moment, but 

some things used to stink and I used to say I am sorry and then finally I had to say some things 

just suck. . . some things did suck, they were horrifying." Other mothers commented " ... there are 

hard times . . .It's just taken a toll ... " (Ml); "Oh my God, I remember that. .. It was 

horrible . . . Sometimes this process can tear families apart" (M3); and "The during was really 

difficult" (M2). One recipient (R4) reflected, "I think most of it was sad . . . whenever I like think 

of something that happened, like a blood draw or remembering something getting taken out like 

a PICC or something . . . I just kinda of like cringe and have like the jitters. So I still remember 

what those moments felt like." The following three subthemes focusing on the side effects 

experienced by the recipients both during and post cancer treatment as well as the mother's 

experience caring for their child both during and post cancer treatment supported this theme: 

experiencing physical cancer treatment side effects, experiencing mental/emotional cancer 

treatment side effects, and experiencing social side effects from cancer treatment. 

Subtheme 1: Experiencing physical cancer treatment side effects 

With regard to the physical side effects of cancer treatment, the mothers described the 

side effects their child experienced in much greater detail than the recipients. Side effects 

discussed by both the recipients and the mothers included lethargy, tiredness, weakness, 

deceased stamina, exhaustion, pain, gastrointestinal issues including nausea, vomiting, diarrhea, 

decreased saliva production, mouth sores, weak bones, contractures, joint issues, weight loss, 

inability to gain weight, growth delays, loss of hair, lung and breathing problems, heart and 

blood pressure issues, vision and light sensitivity issues, and kidney failure. One recipient (Rl) 

explained, 
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I have weak bones that make it so I can' t do lot of things. My mom had to help me put a 

t-shirt on and my arm still broke . . .I still have a lot of nausea. Also, the steroids . . .I don' t 

look like every other school girl. . . I've been really tired .. .just walking around the house I 

physically felt exhausted and I just wanted to lay down and sleep all day ... Sometimes I 

get spasms in my legs . .. that keeps me awake or just pain when going to bed .. . there ' s 

some nights where I end up crying because I am hurting .. . 

Other recipients commented, " . . . school is tough because of my eyes ... I am not able to learn as 

well because I can't see the notes on the board, so I usually don' t take notes. I just listen. And 

then I don't take gym because I am not able to (R4); "Well my body is stronger than like my past 

self, but like I just have cramps sometimes at night and like during the day. And sometimes I 

have diarrhea for no reason ... sometimes like I get out ofbreath .. . " (R2); and " . . .I remember 

throwing up a lot at one point" (R3). 

Concerning the mother's experience with their child' s physical side effects from cancer 

treatment, M 1 expressed, 

Weak Bones. She wanted to take horseback riding lessons and she couldn't because she's 

too fragile. She crossed her legs and broke her femur. She's still very limited in her 

ability to eat because of mouth sores and then digestion. There is a lot of pain with 

digestion and still nausea. And still the skin ... She also is just really tired, feels like she's 

walking through mud. She's very exhausted ... she had seizures, and she's not a kid with 

epilepsy . .. the final was kidney failure where she needed to be dialyzed ... 

M4 stated, "Over 12 years, he has had skin, eye issues, gut issues. He doesn 't make saliva ... He 

had growth issues .. .liver issues. Lung issues from breathing, the bottom of his lungs are 

tightened up. So any organ that he as has taken a hit. Skin, hair, definitely his hair." 
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Finally, M3 voiced, 

He was very lethargic. He had horrible tastes in his mouth ... he was having issues with 

his joints .. . he would be outside trying to throw a baseball or play basketball or whatever 

and he would come inside screaming. And he just couldn't play, he would cry ... he went 

through a bought where he was vomiting a lot and couldn' t gain weight . . . you know he 

maybe ok from the cancer and we've got him in remission ... but he is going to die from 

being so freaking skinny ... his organs are going to start shutting down . . . he would take a 

shower and I mean he was just bones, you could see his ribs, you could count every one, 

every vertebra in his back. His hip bones were sticking out. 

Subtheme 2: Experiencing mental/emotional treatment side effects 

For the recipients, mental and emotional side effects experienced as a result of cancer 

treatment centered on feelings of worry and fear and having slowed thinking and thought 

processes. Concerning worry, R2 outwardly stated, "Sometimes I was worried I was gonna die." 

R4 commented, " . . . sometimes I feel bad like why did this have to happen to me .. .I think it ' s 

gonna be tough to live with all of the challenges that I have .. .like finding a job . . . living by myself 

would be hard ... medically I don't think it can get too much worse . . . " With regard to fear, Rl 

expressed, 

I don't normally get to go to places myself because lots of people have stairs in their 

house so when it comes to that and their room upstairs, am I able to do that? And it's 

hard. You don't want to ask your friend 'hey, can you please go up the stairs behind me 

and go down the stairs in front of me so if I fall , I fall on you first?' 

Slowed thinking and thought processes was described by Rl as, "They say my processing 

is slower, but they said it's largely anxiety . . .it's only the processing that's affected . .. School 
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work is a little more difficult . . . " 

For the mothers, mental and emotional side effects from watching their child undergo 

cancer treatment were deeply embedded in worry and concern and the need to advocate for and 

and protect their child. Regarding worry, M3 stated, 

I think a major thing was just whenever he wasn't feeling well, and even to this day, or 

something's a little off. . . he always asks, am I going to be ok? That's the major thing, 

that's always status quo . . . am I going to be okay, and then of course .. .I would tell him, 

you're going to be fine, everything is normal. .. then his next question would be, I'm not 

gonna die, am I? I'm like no you're fine, that's why I always like him to get blood 

work. .. Yeah I worry ... sometimes when he gets sick you go there and you can't help but 

go there ... you always think about it, you can't help it, I try not to . . . 

M2 expressed. "He [son] is more prone to getting secondary cancers and he has to get his heart 

echoed every year. When he first started treatment, his heart seemed to be stronger. . . it has gone 

down quite a bit ... those are the worries that I have for the future." 

With regard to the need to advocate for their child, M4 described how her son felt 

frustrated during the entire HCT experience and how she had to encourage him to continue his 

treatment: 

... there 's a lot of doctor ' s appointments. It is a pain in his ass really . . . He's a teenage 

boy ... He has been poked and prodded. He has shown parts of him .. . that he doesn't 

want to. I don't want to use the word violating ... but it's just always to be looked at, just 

want privacy. I think sometimes during treatment he wanted to take a break, he wanted to 

go do normal things .. . there's a million medicines . . . but it was what was keeping him 

alive and preventing infection ... he was frustrated . . . part of it was my fault .. . because it 
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was like one hundred and fifty percent 'there is no excuse, we have to do this!' 

The need to protect was verbalized by Ml as, "I do get to mamma monkey her a lot longer than 

most moms, we spend so much time together. .. It's like protecting her is the best thing we can 

do." M3 commented, 

... I did not want any negativity whatsoever ... I even had to talk to the doctor ... because 

he's very businesslike, doesn't smile a lot and I was like dude, you can't come in this 

room like that anymore ... he [son] was like a deer in headlights, like what's wrong with 

me, he was scared and I'm like, no matter what kind of news you have to deliver to us 

whether it be good or bad, I said, I want you to walk through that doorway with a smile 

on your face ... 

Finally, slowed thinking and slowed thought processes was reported by Ml as" ... her 

processing has slowed down .. .it's slower than it was ... we reduced some of pain medication 

hoping the processing would speed up but it didn't" and by M3 as, " . . .I don't know if it was 

strictly just all the chemo he received ... math is hard for him to comprehend, yet prior to him 

doing this, he was a math whiz. He was very good and I noticed that it was harder and harder for 

him, his thinking slowed down." 

Subtheme 3: Experiencing social side effects from cancer treatment 

For the recipients, social side effects experienced from the cancer treatment were 

described as feeling isolated from peers and being excluded from social activities and events. Rl 

voiced, 

I can't keep up with my friends and stuff as much ... I have an aide at school and yeah I 

mean it helps, but it makes it harder, it creates a barrier between me and the classmates 

and then on top of that, I have a wheelchair so I'm usually not included. I'm usually 
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picked last for a group. It's like whatever group doesn't get a partner gets stuck with 

me .. .I would have a better quality of life if I could do more physically. Other kids are still 

playing soccer and stuff, like on sports teams ... 

R 4 expressed, 

Everybody around me is helpful, but I know it is harder to make friends. Like I have 

friends at school, but I don't know if I would hang out with them outside of school. . . but 

just in school, I feel like it's tough because everybody has friends and they are able to 

walk around outside of school and go to like the comer stores and all that and they have 

friends from sports ... and since I'm not able to do those things, I feel like I don't have as 

many friends in school. 

For the mothers, the social side effects from cancer treatment they described mirrored 

what the recipients stated they experienced. Social side effects described by the mothers focused 

on watching their child be socially isolated and/or excluded form socialization opportunities at 

school and with peers. Ml stated, 

... she doesn't get to carouse the town with teenagers by herself. .. That's been a big hard 

thing, like being able to have freedom ... Freedom of doing what she wants when she 

wants because her body would let her. .. She can't go hiking ... one of the hard things 

about the cancer related groups that she does do activities with is ... if they go to 

[amusement park] she can't do that, she can't ride the rides or walk around. Even if she 

was in a wheelchair and could get on ride, physically she breaks something .... 

M3 noted, "I mean he was house bound ... he was like in isolation ... He wanted to go watch 

baseball, he loved baseball, lived for baseball and he was stuck inside during summers ... " 
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Main Theme 2: What am I supposed to do with someone ... who went through all this? 

Theme 2, "What am I supposed to do with someone ... who went through all this" (M4), 

captured the thoughts and opinions voiced by both the recipients and mothers regarding needed 

education and training on how to help pediatric HCT recipients and their caregivers and families 

"maneuver in the world once you have all this residual" (M4). Three subthemes supported this 

theme: improved school-based awareness and understanding regarding pediatric HCT recipient 

care and support needs, fostering connection and peer support, and adjusting to changing future 

life plans. 

Subtheme 1: Improved school-based awareness and understanding regarding pediatric 

HCT recipient care needs and support 

Recipients and mothers spoke about the need to improve school-based awareness and 

understanding regarding a pediatric HCT recipient's care needs and support among peers in 

school, teachers, and school nurses. With regard to school-based peers, Rl commented, 

I have a couple of friends at the moment that understand everything ... I have a couple of 

really good friends outside the cancer world ... there are organizations where you meet 

kids with cancer, I mean you're definitely accepted more there and they're more 

understanding and stuff. .. it's like the kids at school probably don't pay attention to is 

that I'm so low and to talk to anyone, I have to look up ... I don't know if that's the reason 

they don't talk to me. 

R2 stated," ... while I was going through transplant, I don't really remember spending 

that much time with friends." 

The need for improved understanding and awareness among teachers and school nurses 

was described by Rl as, 
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I had a problem with the math teacher last year... she didn't send six weeks of work to me 

when I was in rehab where I had three different ways to get the homework to me ... If I 

say anything about not feeling well, they [nurses] send me home . . .I don't talk about 

medical marijuana use in school and we talked about it like it was a street drug ... there 

were like one or two good things I brought up but they totally dismissed it. .. 

R4 explained, 

Usually I'm able to talk about what I'm going through, but in school, when a teacher has 

us write a paper on like something that affected your life greatly that makes you who you 

are .. .I usually don't say that I had bone marrow transplants or even talk about the subject 

because I just don't feel comfortable. 

For mothers, the need to educate others regarding their child's experience as a HCT 

recipient was voiced by M3, "I was really nervous about him going back to school. We didn't let 

him go back to school until he had some kind of hair going on because you know kids can be just 

ruthless, so I was like no, he's not going back to school until he has hair." 

Finally, Ml stated, 

... It's just that they're [peers] afraid to ask questions, so nobody asks anything ... they're 

afraid .. .I don't know if they even understand ... they just know she goes to [hospital] and 

has things that look different and they don't want to ask questions ... She doesn't always 

like to speak up about how she is feeling at school. The one time this school year, she 

asked to go to the school nurse because she was tired or not feeling well and I came to 

pick her up because the school nurse said honestly if she comes down here because she 

doesn't feel well that she should go home and that nurse has told me in the past she 

doesn't feel comfortable with [daughter] in the building with her medical issues ... if she 
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had said she just needed a nap instead of saying she didn' t feel good . . .it might have been 

different. 

Subtheme 2: Being connected and having support 

Being connected and having support from parents, grandparents, siblings, close friends, 

and pets was viewed as essential by the recipients. R4 stated, 

I definitely feel like my parents helped me get through a lot . . .I remember I was in one of 

the rooms on the sixth floor and my morn, it was just my dad in the room, and my morn 

came with my two dogs at the time with a bike and I got to see them and that helped. 

R2 commented, 

Well my grandpa would come in and my grandma sometimes when I was in the hospital, 

but usually my morn stayed, sometimes my dad slept over, one time my grandma .. . my 

grandma would bring in some like special broth from a Japanese restaurant .... my brother 

started being more careful with me and taking care of me more, and my sister too. I think 

we got close to each other while I was sick and they were helping take care of me and we 

have good relationships now. 

Finally, R4 voiced, 

When I was in preschool they would send, I think they are called like daisy chains, where 

you like cut the paper and it has a note, so they would send cards and everything like that. 

And friends were very supportive, they would come visit me and my grandparents would 

visit me and I always had a parent with me. 

For the mothers, being connected and having support from their husband and family was 

crucial for getting through each day. M3 stated, 
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.. . when he was first diagnosed . . . I looked to my husband and was like this is how it's 

going down .. .if you force me or leave me, I'm going to hunt you down .. .I lost both my 

parents [to cancer] , I was hoping we wouldn't go down that with him [son] . .. we came 

close a couple times ... we worked it out. .. and I just think it brought us closer. 

M4 commented, "I mean it took two adults twenty-four hours a day, I worked, my husband 

worked. I worked here and he came in .. .it's always just been three people . . .it just tightened up 

our three people. I think it made us closer. . .it just made us closer." 

Subtheme 3: Changing future life plans 

Changing future life plans with regard to jobs and starting a family was described by the 

recipients as a necessity resulting from their cancer treatment and lasting side effects. R4 noted, 

"When I was like four, I wanted to play hockey and stuff but clearly that's not going to work 

now and I wanted to be a farmer but I don't think that I would have that in me to do ... " Rl 

expressed, "I don't know exactly what I want to do [career] .. . the fact that my ovaries don't 

work, I will never be able to have a kid, a biological kid, and it would be hard to have a 

conversation with a kid at school about that." 

The mothers discussed hope for future happiness and success for their child. M4 

perfectly summarized this, expressing, 

... I want to make sure he can function and find love and all those things. Be successful. 

And again, it's managing my expectations with what reality might be ... yeah, I worry 

about his reproductive health. He already knows that's probably not going to happen for 

him . . .I just want him to find love and be happy and successful I guess. 

Discussion 
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Childhood cancer disrupts daily life and experiences for the both the child and their 

caregivers and family (Lindner et al. , 2017). The recipients and mothers in this study discussed at 

great length how cancer changes everything. A major unanticipated finding resulting from this 

study voiced by both the recipients and mothers was the need to improve school-based awareness 

and peer relationships in regards to understanding pediatric HCT recipient care needs and 

support. Due to multiple adjustments and challenges children with cancer face, social 

reintegration and reentry into school can be both stressful and anxiety producing (Libman et al., 

2017). According to the National Association of School Nurses (NASN, 2019) position 

statement, Transition Planning/or Students with Healthcare Needs, "School nurses are well

positioned to support the health and academic success of students with healthcare needs during 

periods of transition" (para. 5). For school nurses, the goal of transition planning is to 

"maximize student health and academic success" through "coordinated, deliberate, and 

community-based strategies to ensure a seamless approach to achieving positive heath and 

academic outcomes for students with chronic, medical, behavioral, or developmental conditions" 

(paras. I & 7). School nurses are uniquely qualified to assist with transition planning because 

they are well versed in facilitating communication and information sharing across systems and 

with key stakeholders, they can interpret medical orders and incorporate them into a student's 

individual health plan (IHP) and other accommodation plans, they can facilitate the 

implementation of a student's IHP and accommodation plans across transitions, they can monitor 

and assess the impact of the transition plan on the identified student health and academic 

outcomes, and they can connect families with resources to meet existing or emerging student 

needs (para. 6). School nurses need to be aware of, educated about, and trained regarding issues 

pertaining to social reintegration and school reentry in order to help children with cancer and 
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their families successfully, compassionately, and confidently transition back into normalized life 

routines (Libman et al. , 2017). 

Strengths and Limitations 

One strength of this study was that five out of the six authors have first-hand knowledge 

and expertise regarding caring for the pediatric HCT recipient population. Individually 

interviewing the pediatric HCT recipients and their mothers in a private setting allowed 

participants opportunity to answer questions honestly and to provide a rich understanding of age

specific QoL and HRQoL perceptions and needs. Study findings uncovered school related issues 

for children undergoing HCT that need to be addressed, which fit a priority call for future 

research in this area of interest. Study limitations included a small sample size, only mothers as 

caregivers volunteered to be interviewed, and that the study was conducted at a single CCC, 

making study findings not generalizable to the general population. In addition, since all of the 

recipients were under the age of 12 years at the time of the HCT and were at least 3 years post 

HCT at the time of the interview, they were unable to remember a lot of the things that happened 

during and immediately after the HCT. Study findings could have also been impacted by the type 

and number ofHCTs received and other treatments received before or after the HCT. 

Implications for School Nurses and Future Research 

A research priority currently set forth by the NASN (2019) is the need for studies 

"examining the structural measure of school health services or school nursing interventions on 

individual and population-based student outcomes including chronic condition management" 

(para.2). Findings from this study support the need to address this priority through further 

exploration of pediatric HCT recipient and caregiver QoL and HRQoL perceptions and lived 

experiences. Finally, studies are need exploring QoL and HRQoL multidisciplinary collaborative 
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assessment and evaluation approaches to promote QoL and HRQoL for pediatric HCT recipients 

and their caregivers and families. 

Conclusion 

According to the NASN (n.d.), school nurses are "grounded in ethical and evidence

based practice, are leaders who bridge health care education, provide care coordination, advocate 

for quality student-centered care, and collaborate to design systems that allow individuals and 

communities to develop their full potential" (para. 9). For children diagnosed with cancer, it is 

imperative that oncology care teams, pediatricians, families, school staff, school physicians, and 

school nurses collaborate to promote ethical evidence-based care, QoL, and HRQoL for these 

children and their caregivers and families (NASN, 2017). The presence of a school nurse in 

every school setting who is well versed regarding care of children with cancer and their 

caregivers and families will foster a needed interdependent relationship between health and 

education with recognition that optimal health and strong education should never be separated 

(NASN, 2017). 



QUALITY OF LIFE PERCEPTIONS 23 

References 

American Cancer Society. (2018, September 10). Key statistics for childhood cancers. Retrieved 

from https ://www.cancer.org/ cancer/ cancer-in-children/key-statistics .html 

American Cancer Society. (2020). Cancer facts &figures 2020. 

https ://www.cancer.org/ content/ darn/ cancer-org/research/ cancer-facts-and-

statistics/ annual-cancer-facts-and-figures/2020/ cancer-facts-and-figures-2020. pdf 

Braun, V. & Clarke, V. (2006). Using thematic analysis in psychology. Qualitative Research in 

Psychology, 3(2), 77-101. doi: 10.1191/1478088706qp063oa 

Braun, V., & Clarke, V. (2013). Successful qualitative research: A practical guide for beginners. 

Sage Publications Ltd. 

Center for International Blood and Marrow Transplant Research. (2018, February 26). 

Transplant activity report covering 2012-2016. 

https://bloodcell. transplant.hrsa.gov/research/transplant_ data/transplant_ activity _report/y 

ear-age _group. pdf 

Eiser, C., & Vami, J. W. (2013). Health-related quality of life and symptom reporting: 

Similarities and differences between children and their parents. European Journal of 

Pediatrics, 172, 1299-1304. doi: 10.1007/s00431-013-2049-9 

Functional Assessment of Chronic Illness Therapy. (2013, December). FACT-BMT (version 4). 

https://www.facit.org/F ACITOrg/Questionnaires 

Khaddour, K., & Mewawalla, P. (2019). Hematopoietic stem cell transplantation. In StatPearls. 

https :/ /www.ncbi.nlm.nih.gov/books/NBK5 3 69 51 / 

Libman, R., Sherrod, B., & Weyant, D. (2017). Nurses' education to support school reentry for 

children with cancer. Pediatric Nursing, 43(6), 275-282. 

https://www.ncbi.nlm.nih.gov/books/NBK536951
https://www.facit.org/F
https://bloodcell
http:www.cancer.org
http:www.cancer.org


QUALITY OF LIFE PERCEPTIONS 24 

Lindner, L.A., Bratton, H., Nguyen, A., parker, K., & Phinney, S. (2017). Comparison of good 

days and sick days of school-aged children with cancer reflected through their drawings. 

Quality of Life Research, 26, 2729-2738. 

Michaels, M. G. , & Green, M. (2011 ). Infections in pediatric transplant recipients: Not just small 

adults. Hematology/Oncology Clinics, 25(1), 139-150. 

National Association of School Nurses. (n.d.). FAQ: About school nursing. 

https://www.nasn.org/faq 

National Association of School Nurses. (2017). Chronic health conditions (students with): The 

role of the school nurse: Position statement. 

https://www.nasn.org/nasn/advocacy/professional-practice-documents/position

statements/ps-chronic-health 

National Association of School Nurses. (2019a ). Transition planning for students with 

healthcare needs (Position Statement). 

https://www.nasn.org/nasn/ advocacy/professional-practice-documents/position

statements/ps-transition 

National Association of School Nurses. (2019b). Research priories: NASN research priorities 

2019-2 0 2 0. https://www .nasn.org/research/research-priorities 

National Cancer Institute. (2015, April). Stem cell transplants in cancer treatment. 

https ://www.cancer.gov I about-cancer/treatment/types/ stem-cell-transplant 

National Cancer Institute. (2018, October). Cancer in children and adolescents. 

https ://www.cancer.gov/types/ childhood-cancers/ child-adolescent-cancers-fact-sheet 

Parsons, S. K., Tighiouart, H., & Terrin, N. (2013). Assessment of health-related quality oflife 

in pediatric hematopoietic stem cell transplant recipients: Progress, challenges and future 

https://www.cancer.gov/types
http:https://www.cancer.gov
https://www
https://www.nasn.org/nasn/advocacy/professional-practice-documents/position
https://www.nasn.org/nasn/advocacy/professional-practice-documents/position
https://www.nasn.org/faq


QUALITY OF LIFE PERCEPTIONS 25 

directions. Expert Review of Pharmacoeconomics & Outcomes Research, 13(2), 217-225. 

doi: 10.1586/erp.13.11 

Pinheiro, L. C., McFatrich, M., Lucas, N., Walker, J. S., Withycombe, J. S., Hinds, P. S., ... 

Reeve, B. B. (2018). Child and adolescent self-report symptom measurement in pediatric 

oncology research: A systematic literature review. Quality of Life Research, 2 7, 291-319. 

doi: 10.1007 /sll 136-017-1692-4 

Rodgers, C., Wills-Bagnato, R., & Hockenberry, M. (2015). Health-related quality oflife among 

children and adolescents during hematopoietic stem cell transplant recovery. Journal of 

Pediatric Oncology Nursing, 32(5), 329-336. doi: 10.1177 /1043454214563413 

St. Jude Children's Research Hospital. (2020). Autologous bone marrow transplant. 

https://www.stjude.org/disease/autologous-stem-cell-bone-marrow-transplant.html 

Ullrich C. K., Rodday, A. M., Bingen, K. M., Kupst, M. J., Patel, S. K., Syrjala, K. L., ... 

Parsons, S. K. (2017). Three sides to a story: Child, parent, and nurse perspectives on the 

child's experience during hematopoietic stem cell transplantation. Cancer, 123(16), 3159-

3166. doi: 10.1002/cncr.30723 

van Manen, M. (1990). Researching lived experienced: Human science for an action sensitive 

pedagogy. London, Ontario: The Althoust Press. 

World Health Organization. (2018). WHOQOL: Measuring quality of life. 

http://www.who.int/healthinfo/survey/whoqol-qualityoflife/en/ 

http://www.who.int/healthinfo/survey/whoqol-qualityoflife/en
https://www.stjude.org/disease/autologous-stem-cell-bone-marrow-transplant.html
http:10.1586/erp.13.11


26 QUALITY OF LIFE PERCEPTIONS 

Table 1 

Sample Semi-Structured QoL Interview Questions for HCT Recipients 

Domain 8 -12 years old 13 -18 years old 19 - 21 years old 

Physical 
Tell me how your body feels since 
you had your transplant. 

Tell me about your medications and 
how they change the way you feel. 

Can you play and do things you want 
to do? Can you play like your friends 
play? Why or why not? 

Describe some of the side effects of your 
treatment or other physical symptoms you 
have and how they affect your ability to 
function the way you would like to. 

How is your physical activity or 
participation in activities you used to enjoy 
different than it used to be? 

Describe some of the side effects of your 
treatment or other physical symptoms you 
have and how they affect your ability to 
function the way you would like to. 

How is your physical activity or participation 
in activities you used to enjoy different than it 
used to be? 

Emotional 
Is it hard to be happy when you are 
sick? Why or why not? What kind of 
things make you feel better? 

Do you have worries about your 
body and being sick? What are they? 

How would you describe how you feel 
most of the time about your illness? 

How well do you feel you are coping with 
your illness and why? 

How would you describe how you feel most 
of the time about your illness? 

How well do you feel you are coping with 
your illness and what factors influence your 
ability to cope? 

Social / 
Are things different in your family 
since you got sick? What's different? 

Do you feel accepted and emotionally 
supported by your partner, friends, and/or 

Tell me about the feeling or acceptance and 
emotional support you feel you are receiving 

Family 
Do you still play and hang out with 
friends? Do your friends treat you 
differently because you are sick? 
What's different? 

family? 

What are some additional ways they could 
support you that they may not know? 

from your partner, friends, and/or family. 

What are some additional ways they could 
support you? 

Functional 
Do you have a hard time falling 
asleep or staying asleep? Why or 
why not? 

Tell me about school. 

What kinds of things do you like 
about your life? 

Can you tell me about what it is like for 
you to work, play, sleep, and enjoy life? 

What does quality of life mean to you? 
Tell me about how satisfied you are with 
your quality of life right now. 

Describe your current level of functioning 
regarding your ability to work, sleep, and 
enjoy life. 

Tell me what quality oflife means to you and 
how satisfied you are with your current 
quality of life. 

Additional 
Concerns 

Do you think being sick will change 
what you will do when you grow up? 

What are some of the additional concerns 
you have regarding how your body feels, 
your ability to think, or your feelings? 

What are some of the additional concerns you 
have regarding your physical, mental, or 
emotional state and future implications? 

Adapted from "FACT-BMT (Version 4)" by Functional Assessment of Chronic Illness Therapy, 2013. Used with permission. 
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Table 2 

Caregiver Interview Guide 

Domain Interview Questions 

Physical 
Describe some of (patient 's name) side effects of his/her treatment or 
other physical symptoms he/she has. 

How do these side effects or symptoms affect his/her ability to function 
the way he/she would like to? 

Can (patient's name) still play and do things that they enjoy doing? What 
can they no longer do? What are they still able to do? 

How do you think (patient's name) ability to play compares to their peers? 

Social/ 
Family 

Tell me about the feelings of acceptance and emotional support you feel 
(patient's name) is receiving from (you or their friends and/or family). 

How would you describe (patient ' s name) relationship with his/her 
friends? 

Emotional 
How would you describe the feeling (patient's name) has most often 
regarding his/her illness? 

How well do you feel (patient's name) is coping with his/her illness and 
what factors influence his/her ability to cope? 

Functional 
Describe (patient's name) current level of functioning regarding his/her 
ability to play, sleep, and enjoy life. 

Tell me about (patient's name) school and how well you think he/she is 
doing? 

Quality oflife means something different to everyone. Tell me what it 
means to (patient's name) and how satisfied he/she is with his/her quality 
of life. 

Additional 
As you know, many things change after having a stem cell transplant. 
What are some of the additional concerns (patient's name) has regarding 

concerns 
his/her physical, mental, or emotional state; future implications; or 
relationships with family and/or friends? 

Have things changed at all in your family since your child got sick? 
What is different? 
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Table 3 

Participant Demographic Data 

Patient Caregiver 
Participants Participants 

n (%) n (%) 

Donor Type 
Self (Autologous) 1 (25) 
Unrelated Donor (Allogeneic) 3 (75) 
Umbilical Cord Blood 0 (0) 
Identical Twin (Syngeneic) 0 (0) 

Date of Transplant 
100 days - 6 months ago 0 (0) 
7 - 12 months ago 0 (0) 
1 - 5 years ago 2 (50) 
5 + years ago 2 (50) 

Age 
8-12 years 1 (25) 
13-18 years 2 (50) 
18-21 years 1 (25) 

41-50 years 3 (75) 
51-60 years 1 (25) 

Gender 
Male 3 (75) 0 (0) 
Female 1 (25) 4 (100) 

Relationship to Patient 
Self 4 (100) 
Mother 4 (100) 
Father 0 (0) 
Other related caregiver 0 (0) 
Other unrelated caregiver 0 (0) 
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Figure 1 

Thematic Map: HRQoL Perceptions and Experiences among Pediatric HCT Recipients and their Mother 
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