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ABSTRACT 

Background: Current cancer care models in Canada fail to address the 

unique needs of adolescents and young adults (AYA) diagnosed with 

cancer, due to the dichotomous age restrictions of these models. Under 

the current system, adolescents aged 15 to 17 years are treated in 

regional pediatric hospitals, while young adults aged 18 to 25 years are 

treated in regional adult hospitals. The inability of either model of 

care to meet the needs of this cohort leads to complex issues. The 

purpose of this study was to conduct a mixed methods analysis to 

investigate the spectrum of health and supportive care needs (HSC) of 

AYA survivors with cancer.   

Methods: A concurrent nested mixed methods (CNMM) design was used. For 

this study, the major method was the qualitative descriptive (QD) 

method, and the systematic literature review (SLR) was the minor method. 

In the qualitative study, a purposive sample of AYA survivors aged 15 to 

25 years were recruited from Hamilton’s regional pediatric and adult 

cancer programs. Interviews were conducted and were digitally recorded 

and transcribed verbatim. Line-by-line coding was used to establish 

codes and categories. Relationships within and across these codes and 

categories were examined through constant comparison. Patients were 

interviewed until no new categories or themes emerged. For the SLR, a 

comprehensive search strategy was developed and then CINAHL, Cochrane 

Central, EMBASE, Medline, PsycInfo and PubMed were searched from their 

date of inception to October 2011. A similar search strategy was used 

for each database. Abstract and title screening was performed by two 

screeners who worked independently. Discrepancies of opinion were 

resolved after each screening level. The full text of all potentially 

relevant papers were obtained and examined by two reviewers. A citation 
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review from all articles that met the inclusion criteria was conducted. 

One reviewer extracted results and a second reviewer checked all 

extracted data. Furthermore, findings from the qualitative study and the 

SLR were synthesized to develop a comprehensive understanding of the HSC 

needs of AYA survivors with cancer.   

Results: For the SLR, 760 citations were identified, of which 11 met the 

inclusion criteria. An additional publication was identified through the 

citation review of included articles. For the qualitative study, a total 

of 20 interviews were conducted: 12 patients were diagnosed during 

adolescence and eight during young adulthood. Nine patients were male 

and 11 were female, and represented 12 different types of cancers. Among 

the most commonly reported HSC needs for AYA survivors with cancer from 

both studies, were social wellbeing, information-sharing and 

communication and service provision. The qualitative study revealed 

prominent needs for improved health care facilities, while 

psychological/emotional needs were commonly reported in studies 

retrieved for the SLR.  

Conclusion: This study has identified a comprehensive set of HSC needs 

of AYA survivors with cancer. AYA patients with cancer expressed 

fundamental needs that must be addressed in order to ensure optimal care 

delivery and outcomes. Comparison of findings from the qualitative study 

and the SLR, along with findings from the cancer needs questionnaire for 

young people and a documentary, reveal several overlapping themes (e.g., 

entertainment for teens) and several novel themes (e.g., collaboration 

between the hospital and other services) emerging from the qualitative 

study. Study results will be used to inform the potential development of 

a new healthcare program for AYA patients in the Hamilton Health 

Sciences (HHS). 
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CHAPTER 1 

Introduction 

1.1 Cancer in adolescents and young adults 

Cancer is diagnosed in over 2,000 adolescents and young adults 

(AYA), aged 15 to 29 years old, in Canada annually, and accounts for 

approximately two percent of all cancers combined.1-3 The most common 

cancer categories reported in this age group include lymphomas, 

melanoma, sarcomas, leukemia, brain tumors and cancers of the breast, 

thyroid, ovaries, testis, and colon.4 Lymphomas are common in both the 

15 to 19 year old and 20 to 29 year old age brackets. However, some 

cancers are more common in certain age groups than in others. For 

instance, leukemia, sarcoma and brain tumors are the more common cancers 

seen among adolescents aged 15 to 19 years, and melanoma, thyroid cancer 

and testicular cancer are more common in young adults aged 20 to 29 

years.4 The Canadian Cancer Society’s 5-year survival calculations 

(1997-2004) for all cancers in AYAs aged 15 to 29 years old was 

estimated to be approximately 83%.1,5 Meanwhile, survival for children, 

aged zero to 14 years remains slightly lower at 82%.1,6 Despite the low 

occurrence of cancer in AYAs, poor outcomes and poor quality of life are 

evident for this cohort, and impose detrimental effects on society and 

the economy. Poor outcomes can be attributed to: the lack of guidelines 

for access to care,6,7 the biologically diverse nature of the disease,6 

and the limited research aimed at understanding the cancer continuum and 

its impact on the various aspects of the AYAs developmental trajectory 

(i.e. social, psychological, physical).5 

The multifaceted nature of cancer and its impact on the personal 

and social life of AYAs impose significant barriers to achieving optimal 

outcomes for these patients.3,8,9 Adolescence and young adulthood are 
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critical developmental phases in which individuals begin to form new 

relationships and identities.10,11 A diagnosis of cancer during this vital 

developmental stage interferes with normal developmental tasks of AYAs 

and can disrupt their educational and/or occupational trajectories, 

social support systems and relationships.10,12 Oversights on how these 

variables impact the progress of AYAs diagnosed with cancer 

significantly impedes on the health care provider’s ability to provide 

quality care and further improve overall survival, outcomes and quality 

of life for these patients.2 

1.2 Definition of adolescents and young adults 

A universal definition for AYA has yet to be established. Though 

the lower and upper age range for adolescents has been widely accepted 

as 15 to 19 years of age, 7,13,14 the upper age limit definition for young 

adults remains highly variable. According to the Canadian Cancer 

Society1 and the Surveillance Epidemiology and End Results (SEER) 

Program15 the upper age limit for young adults has been defined as 29 

years while the Progress Review Group in the United States defined the 

upper age limit as 39 years.1,16,17 Further to this, in Europe, Eurocare10,18 

and the National Institute for Health and Clinical Excellence19 in 

England has defined the upper age limit for YA as 24 years14,16,19,20 

Agreement on an upper age limit within Canada is critical to ensure 

consistent, rapid and adequate access to care for AYAs, thus will 

contribute to improving their outcomes and quality of life.10,16 

1.3 Definition of access to care 

Albritton and Eden (2008) define access to care as follows: the 

least delay between the first signs of symptoms and the start of 

treatment, expertise of care providers, availability of evidence-based 

therapy and clinical trials, and provision of resources and support 
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services appropriate to meet the needs of the patient.21 Suboptimal 

access to care for AYAs is widely due to the failure of current models 

of care in Canada to meet the needs of this cohort and provide suitable 

services.21 

In Canada, individuals diagnosed with cancer from birth to 17 

years of age are referred to pediatric cancer centers that function 

under family-centered models of care while individuals 18 years or older 

are referred to adult cancer centers that function under a disease-

focused model of care.3,6,12 Yet evidence from the Canadian Cancer 

Registry has indicated that, despite the availability of a pediatric 

model of care, only 30% of adolescents (age 15 to 17 years) are treated 

at pediatric oncology centers, with the remainder being treated in adult 

cancer centers.3,22  

Pediatric centers reportedly possess little expertise in 

management of AYAs, but offer benefits such as greater access to 

clinical trials, peer support and intensive treatment.3 A lower 

likelihood for enrollment in clinical trials and longer waiting times 

for healthcare procedures has been associated with treatment of AYAs in 

adult cancer centers.3,22  

Evidence indicates that pediatric specific clinical trials, 

offered in pediatric centers only, are more appropriate for cancers in 

AYA than clinical trails offered in adult centers.22 Despite this fact, 

only ten to 20% of adolescents with cancer in Canada are offered the 

opportunity to participate in clinical trials. The lack of participation 

is widely attributed to the scarcity of suitable trials to treat the 

types of cancers commonly occurring in AYAs, poor sample sizes to 

achieve statistical power, and the potential that AYAs may be less 

inclined to participate in a clinical trial.3 
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Furthermore, AYAs are more likely than children to experience 

delays in diagnosis and initiation of treatment. Evidence from a 

Canadian study has identified that delays in diagnosis and onset of 

treatment in adolescents aged 15 to 19 years is significantly longer 

than in children.23 This delay may be a result of poor detection of 

symptoms related to cancer, or delays in seeking medical attention when 

symptoms arise. Findings reveal that delays are more prominent among 

patients referred to adult cancer centers, as opposed to those referred 

to children’s hospitals.3 In addition, outcomes for adolescents with 

cancer have been shown to be more promising when treated in pediatric 

versus adult centers.22 Findings from two recent studies from Germany and 

Italy identified a potential survival advantage for treatment of older 

patients at pediatric centers compared with adult centers.24,25,26 

Evidently, treatment settings for AYAs with cancer vary as a 

consequence of the ambiguous age cutoff for AYAs, the low frequency of 

cancer in this cohort, and the lack of specialization for treating AYAs. 

Consequently, patient care may be compromised by the lack of expertise 

and inadequate infrastructure (e.g., resource availability) to provide 

access to clinical trials, both of which are critical components to 

better manage this cohort.3 The development of an AYA-specific cancer 

unit containing in-patient and outpatient services may provide 

invaluable specialized multidisciplinary care to this cohort by 

combining experienced surgeons, and specialized oncologists, with 

supportive care teams (e.g., social workers and psychologists) with 

expertise in caring for AYAs.3  
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1.4 Canadian Partnership Against Cancers’ Task Force on Adolescents 

and Young Adults with Cancer 

In 2008, the Canadian Task Force on AYAs with Cancer was 

established. The goals of this Task Force are to improve outcomes and 

health-related quality of life for AYA survivors with cancer diagnosed 

during childhood, adolescence or young adulthood. The aims of the Task 

Force are as follows; to ensure immediate and equitable access to care 

for AYA Canadians; to optimize health outcomes; and to improve AYA 

quality of life during and after active treatment.27  

As part of the Task Force’s efforts, a survey was conducted to 

evaluate current practices and resources available to AYAs with cancer 

in all pediatric, and a sample of adult, cancer centers in Canada. 

Findings from this survey revealed minimal resources and expert staff in 

both types of centers, along with negligible collaborative efforts, if 

any, between pediatric and adult centers to enable adequate care to AYAs 

with cancer.2 These findings support the need for closer collaboration 

between medical and pediatric oncologists. Furthermore, adoption of a 

model that brings together expertise to care for AYA cancer patients 

within the same facility might better suit AYAs needs and address some 

of the challenges of treatment and supportive care. This new model may 

improve clinical outcomes, quality of life, and improve patient 

satisfaction with care.2 Improved care for this group will be 

economically and socially beneficial, and will allow individuals to 

achieve their full potential as productive, functioning members of 

society.8 

The Task Force organised an international workshop (March, 2010) 

to examine priorities for providing optimal care to AYAs in Canada 

involving more than 100 stakeholders (e.g., from hospitals, cancer 
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agencies, government, advocacy organizations, researchers, and 

patients). The proceedings were published in a supplement of Cancer with 

a separately published paper outlining recommendations from the workshop 

based on the six broad recommendations aimed to support age-appropriate, 

disease-specific and expert medical care including psychosocial, 

survivorship and palliative care.8 A second workshop, held March 2012, 

mapped out a pan-Canadian AYA action framework with objectives for 

change and evaluation in the areas of advocacy, clinical and supportive 

care, education and research, and prevention and screening.8 An 

essential workshop outcome was the establishment of Regional Action 

Partnership (RAPs) representing every part of Canada. These RAPs will 

assist in putting into action the framework for implementation of the 

recommendations for improved outcomes for AYA with cancer.  

Innovative models of care systematically designed to better meet 

the needs and improve outcomes of AYA patients have not yet been 

developed or tested in Canada. Conceptually, the notion of AYA-specific 

cancer units has been endorsed by the AYA Task Force because these 

appear better suited to meet the distinctive needs of this population, 

and may facilitate research efforts in contrast to the fragmented nature 

of existing care models.  

To date, the development of AYA cancer programs has been ad hoc 

rather than systematic. It is not clear whether such approaches impact 

upon critical determinants of health and health outcomes in AYA patients 

because existing programs have not been rigorously evaluated. At the 

conclusion of the Task Force workshop, it was decided that, moving 

forward, each RAP would determine the best model of AYA care for their 

local jurisdiction. 
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1.5 Study rationale 

Recently, cancer research has expanded to include not only adult 

and pediatric, but also AYA cancer. Reasons for this shift are to 

attempt to understand the multifaceted nature of cancer, and its impact 

when diagnosed during AYA.1,10,16,17,28,29 Current research suggests that the 

health and supportive care (HSC) needs for this cohort are not 

adequately met.2 More specifically, research presented by the Task Force 

has indicated that the current cancer care models in Canada do not 

provide adequate systems of care in which to deliver optimal treatment 

and support to AYAs. As a first attempt to decipher the limitations of 

the current models of care in Canada, the Task force has developed a 

list of recommendations that aim to target the needs for age-

appropriate, disease-specific and expert medical care. Proceedings from 

the recent Task Force workshop announced the establishment of RAP’s, 

developed to help implement these recommendations throughout Canada. 

Discussion on how best to implement the recommendations by the 

Task Force is currently underway in Ontario. More specifically, a 

planning group has been established in Hamilton, Ontario to prepare for 

the likelihood that the comprehensive restructuring currently ongoing at 

HHS will accommodate a new AYA oncology program. The HHS is uniquely 

positioned to create an AYA oncology program, as it encompasses a 

regional adult cancer centre and a children’s oncology program within a 

general hospital.  

Establishing an AYA-specific program, may be more appropriate to 

address the developmental needs of AYAs with cancer.2 Development of such 

a program could improve barriers engrained within current models of 

care, and improve provider expertise.30 In order to understand the 

multifaceted nature of cancer and its impact on patients after being 
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diagnosed, a mixed method study to identify the HSC needs of AYA 

survivors with cancer was conducted. The term survivor was used in 

accordance with the definition by Fitzhugh Mullan (1985), in conjunction 

with the founding of the National Coalition for Cancer Survivors 

(1986).31 For this study, survivor was thus defined as “anyone who has 

ever had cancer from the moment of diagnosis to the balance of his or 

her life, regardless of the ultimate cause of death.” Results from this 

needs assessment will be used locally to inform the potential 

development of the AYA-specific program being planned in the HHS. 

1.6 Theoretical framework and supportive care needs 

The theoretical framework used to guide this study builds upon the 

construct of human needs, initially described by Fitch (2000) as the 

Supportive Care Needs Framework (Figure 1 and 2).32 According to Fitch 

(2008), supportive care is “based upon, and matched with, an 

individual’s needs within the context of his or her unique situation.” A 

diagnosis of cancer may interfere with an individual’s ability to meet 

his or her physical, psychological/emotional, social, and spiritual 

needs.32,33 Though all patients with cancer entering the cancer care 

system require basic supportive care services to satisfy their HSC 

needs, others require more intensive interventions. Fitch (2000) defines 

supportive cancer care as  

The provision of the necessary services as defined by those living 

with or affected by cancer to meet their physical, social, 

emotional, informational, psychological/emotional, spiritual and 

practical needs during the pre diagnostic, diagnostic, treatment 

and follow-up phases of cancer care, encompassing issues of 

survivorship, palliation and bereavement.  
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Age, gender, socio-economic status, education, religion, language, 

culture, and preferences are variables to be considered when tailoring 

supportive care services.33 Rudimentary supportive care services are 

essential to fulfill patient HSC needs. Hence, designing services 

directed towards a specific cancer cohort is critical, and changes 

should be evidence-based and include the patients’ perspectives. 

1.7 Needs and needs assessment 

The definition of needs by Foot (1996) was used to guide the 

present study. Foot defines a need as “a requirement for some action or 

resource that is necessary, desirable, or useful to attain optimal well-

being.”34 A needs assessment is a formal and methodical attempt to study 

needs in order to determine and close the gap between ‘what is’ and 

‘what should be.’35 Needs assessments can increase communication and 

networking, thus improving coordination between services. Needs 

assessments can be used to guide policy and program development, 

determine service needs and utilization, identify gaps in service 

provision, and establish an appropriate program that addresses the 

issues identified.36-39 Research methods for conducting needs assessments 

are plausible through quantitative or qualitative approaches. 

Quantitative approaches enable the identification of the extent and 

importance of HSC needs, while qualitative studies enable in-depth 

understanding of the intricacy of individuals’ needs within the context 

of their lives.40 

1.8 Chapter summary 

This mixed-methods study is a needs assessment to identify the HSC 

needs of AYA survivors with cancer. It provides insight into the 

importance of understanding the HSC needs for this cohort. This chapter 

began with a description of AYA cancer and its burdens, followed by key 
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definitions of AYA, and access to care. The context is then set for how 

this study fits within the work of the AYA Taskforce, and local efforts 

to develop an AYA model of care. The chapter concludes with a 

description of the theoretical framework used to guide this study and a 

definition of needs and needs assessments. 

Chapter 2 outlines the purpose, research questions, and study 

design methods for data collection and analysis. Chapter three reports 

the study findings, including those of a systematic literature review 

(SLR), to identify the heath and supportive care needs of AYA cancer 

survivors, and the qualitative analysis of HSC needs for AYA cancer 

survivors. Chapter four provides an in-depth discussion of the study 

findings. The thesis concludes with a description of the study strengths 

and limitations, followed by implications of the findings and 

recommendations for designing needs-based supportive care services for 

AYA cancer survivors. The chapter ends with the next steps, including 

future research, dissemination plans and the overall conclusion. 
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CHAPTER 2 

Methodology 

This chapter provides a detailed description of the study 

methodology. The chapter begins with a description of the problem 

addressed by the thesis, the study purpose and research questions. This 

introduction is followed by a description of study methods used to 

conduct a SLR and a qualitative description study to understand AYA 

needs. The chapter concludes with a rationale for selecting the 

methodologies along with an appraisal of the strengths and limitations 

of each methodology. 

2.0 Declaration of problem 

The HSC needs for AYA survivors with cancer are poorly addressed 

within the current Canadian cancer care models, resulting in poor 

outcomes, poor quality of care, and shortcomings in communication and 

collaboration between health care providers and services.16,30 The 

development of an AYA oncology program was a proposed strategy to 

alleviate these limitations. The specialized oncology program will 

restore the quality of care necessary to treat AYAs, and serve to bridge 

gaps between pediatric and adult models of care. 

As an initial step to the development of an AYA-specific program 

at the HHS, a needs assessment was conducted to inform its development. 

Understanding the HSC needs from the patient perspective, through 

qualitative interviews, is a critical first step to developing a program 

that will effectively address AYA needs and enable optimal service 

delivery, outcomes and quality of life. Furthermore, a SLR was conducted 

concurrently, to understand the scope of needs currently reported in the 

literature.   
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2.1 Study aim and purpose 

The purpose of this research study was to identify the HSC needs 

of AYA survivors with cancer that were treated within the Hamilton 

region. This mixed-methods study was undertaken to gain a comprehensive 

understanding of the HSC needs from the patient’s perspective, providing 

information that could be used to inform the development of an AYA model 

of care in the HHS. 

2.2 Research question 

 The research question addressed in this study was: what are the 

complete health and supportive care needs (met and unmet) of AYA 

survivors with cancer? 

2.3 Mixed methods study design 

A concurrent nested mixed methods (CNMM) design was employed. The 

CNMM design uses two discrete methods in which one method is secondary; 

yet supportive, to the other.41 The CNMM design provides a more 

comprehensive approach to addressing the research question.41 

For the present study, qualitative and quantitative methods were 

used. The primary method was qualitative and the secondary method was 

quantitative. Qualitative description (QD) was the qualitative method 

selected because it enabled us to describe the perceptions and 

experiences of the participants directly using the participant’s 

language.42 A SLR accompanied the qualitative study to provide a more 

comprehensive understanding and description of the research topic. Data 

collected from both methodologies were compared in the data 

interpretation phase of the project.42,43,44 
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2.4 Developing themes and subthemes in the quantitative and 

qualitative studies  

Initial codes and categories of needs for the qualitative study 

were developed based on the Supportive Care needs Framework and a 

literature review. Fitch (2008) reports several supportive care needs of 

patients who are suffering with a life-threatening illness, which are 

outlined in Figure 2.34 These needs were used in the study as the 

categories and sub-categories for the development of the initial 

codebook for coding the qualitative interviews. After several interviews 

were conducted, categories of needs were modified to match closely with 

the words and descriptions of the study participants. Categories and 

sub-categories for the SLR were derived in a similar manner. Initially, 

descriptions of needs were taken directly from each publication. Once 

data was extracted, the codes and categories developed for the 

qualitative study were used to code both datasets, the qualitative and 

the SLR, to group needs in a manner that would allow us to establish 

pertinent themes and relationships between the two studies. Refined 

categories and sub-categories from the qualitative study and SLR were 

then used to code a documentary entitled “Wrong way to hope” and a 

Cancer Needs Questionnaire for Young People (CNQ-YP) to examine 

relationships between findings from the qualitative study and the SLR, 

the documentary and the CNQ-YP. 

2.5 Quantitative methodology: systematic literature review 

2.5.1 Search strategy 

CINAHL, Cochrane Central, EMBASE, Medline, PsycInfo and PubMed 

were searched from their date of inception to October 2011. The research 

team, alongside a medical librarian, developed a comprehensive search 

strategy to capture relevant publications that investigated the HSC 
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needs of AYA survivors with cancer (a detailed search strategy is 

available in Appendix B). A similar search strategy was used for each 

database. Needs identified by Fitch (2008) in the Supportive Care Needs 

Framework guided the development of the search strategy.34 The seven 

categories of needs described by Fitch (2008) were the primary search 

terms relating to needs.34 These needs categories include psychological 

needs, social needs, spiritual needs, informational needs, physical 

needs, emotional needs and practical needs. Additional terms were then 

developed to ensure a comprehensive search that would identify all 

relevant publications.  

Abstract and title screening was performed by two screeners who 

worked independently. Discrepancies of opinion were resolved after each 

screening level (Figure 3). The full text of all potentially relevant 

papers was obtained and examined independently by two reviewers. The 

following inclusion criteria were employed: (i) the study sample focused 

on adolescents and/or young adults; (ii) the study sample was diagnosed 

during adolescence and/or young adulthood (defined as between the ages 

of 11 and 44 years old for the SLR, based on the range of participants 

investigated in the included papers); (iii) the study sample included 

survivors with cancer; and (iv) the study used a qualitative and/or 

quantitative approach to evaluating needs. The search was not restricted 

to English language articles because of the anticipated scarcity of 

studies surrounding this research topic. Studies that investigated AYAs 

among other patient groups, but did not report findings separately for 

AYAs with cancer were excluded from analysis. Furthermore, abstracts, 

dissertations, editorials, and reviews were excluded. 

We conducted a citation review from all included articles to 

evaluate the quality of the search, and ascertain the inclusion of all 
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relevant literature. One reviewer extracted results from eligible 

publications and a second reviewer checked the extracted data against 

each paper. 

2.5.2 Appraisal of study quality 

Included studies were critically appraised for validity and 

applicability. Criteria provided by the Critical Appraisal Skills 

Program (CASP)45 was used for the evaluation of qualitative studies 

(Appendix C), and criteria from the STROBE statement46 used to assess the 

quality for quantitative studies (Appendix D). Evaluation of quality for 

each publication was based on how rigorously methodologies were 

followed. The quality of each paper was arbitrarily categorized as high, 

medium or low, depending on the number of design issues presented in the 

study. High quality was assigned when no significant design issues were 

found; that is, when ‘Yes’ was assigned to more than 50% of the items 

required by the STROBE or the CASP (e.g., 18 out of the 34 checklist 

items required by the STROBE statement or, six out of the ten items 

required by the CASP statement). Medium quality was assigned when 

publications met 50% of the criteria provided by STROBE and CASP, and 

low quality was given when substantial design errors were identified, 

i.e., when less then 50% of the criteria were met.  

2.6 Qualitative methodology: qualitative description 

2.6.1 Study design 

Qualitative description (QD) by Sandelowski (2000) was the 

qualitative approach employed.42 QD follows a method of investigation 

that aims to describe the perceptions and experiences of the 

participants.47 QD studies have traditionally been used to describe 

participants' views or experiences. 48 This approach is inductive and a 
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suitable method for identifying a problem generating hypotheses and 

developing concepts.42,47 

2.6.2 Study setting 

Study participants were recruited from two sites, including the 

pediatric and adult cancer centers in Hamilton, Ontario. The two sites 

are the only cancer centers within the Hamilton area that offer a 

diverse patient population, and are the primary treatment sites for two 

study investigators who commissioned and collected initial participant 

consent. The participating sites are the primary referral centers for 

individuals diagnosed with cancer and serve the majority of the 

pediatric and adult cancer cohorts in the Hamilton, Burlington, Niagara, 

Haldimand, Norfolk and Brant regions. 

2.6.3 Sampling strategy 

A maximum variation sampling strategy was employed (Table 1).49,50,51 

Maximum variation sampling allows for the documentation of diverse 

variations of study participants and identification of common patterns 

of the phenomenon under study.52 This sampling approach ensured that 

cases believed to be information-rich were obtained, allowed the 

phenomenon to be accurately described, and helped assure rigor in the 

study findings.42,49  

2.6.4 Study participants 

A pediatric oncologist from McMaster Children’s Hospital, and an 

adult hematologist from Juravinski Cancer Centre approached eligible 

participants via telephone or in person during clinic visits, and asked 

if they were interested in participating in the study. Another study 

investigator recruited one participant via telephone. Eligible 

participants were those diagnosed between 15 to 25 years of age, who 
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could speak and understand the English language. Survivors with a 

significant cognitive impairment were excluded from the study.   

After verbal consent was obtained, the research team was notified 

and provided with the participants’ contact information. A member of the 

research team contacted the participants via telephone to set up an 

interview date and time at the convenience of the participants and their 

location of choice. All study participants were reimbursed fifty dollars 

as a symbol of appreciation from the research team for their 

participation.  

2.6.5 Data collection 

A study research assistant with expertise in qualitative research 

conducted the first six interviews. To learn the methods of qualitative 

research, I listened to, and transcribed the six interviews. I then 

conducted a pilot interview, which was not included for analysis, but 

was evaluated by the research assistant who provided feedback. I then 

conducted the remaining fourteen interviews.   

A semi-structured interview approach was used. An interview guide 

(Appendix I) and preliminary codebook (Appendix J) were devised based on 

the Supportive Care Needs Framework (Figure 1 and 2) and were used to 

guide the interviews. Fitch (2008) reports seven supportive care needs 

of patients who are suffering with a life-threatening illness. These 

needs were used in the study as the categories or sub-categories for the 

initial codebook, and were used to guide the development of relevant 

questions for the interview guide. For instance, to target social 

relationship needs, participants were asked how supportive their family 

and/or friends were throughout their cancer experience, and whether they 

attended any support groups before or after treatment. Probes were used 

to encourage in-depth discussion of feelings and experiences of 
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participants. Interview questions were open-ended to encourage 

participants to talk about issues in greater depth.53 Questions that 

related to the needs of AYA cancer survivors, from the perspective of 

the patient, were addressed in terms of the following topics: 

client/family centered care needs, physical needs, 

psychological/emotional needs, coping needs, health behavior needs, 

social needs, informational needs, health facility needs and any other 

needs thought to be relevant to participants. Fitch (2008) reports most 

of these categories, as part of the Supportive Care Needs Framework for 

patients with life-threatening illness, excluding the need for 

client/family-centered care, health behavior needs and any health 

facility needs. Study team members devised these new categories in order 

to address fundamental aspects of the studies objectives. Prior to 

starting the interview, the interviewees were asked to read and sign 

consent or assent depending on their age (patients aged 15 years signed 

an assent form) (Appendix H). The interviews commenced by having the 

participant confirm consent on tape. Interviews began with having the 

participants describe their experiences prior to and immediately after 

their diagnosis of cancer and the start of treatment. Interviewers 

probed participants to express positive and negative aspects of their 

experience and assured participants that their reports would not be 

shared with other members of the research or clinical team. All 

interviews were digitally recorded. Each in-depth interview was 

conducted in private, at the most convenient time and location for the 

participant, and lasted an average of 75 minutes. Interruptions, 

disturbances or distractions of recording were minimized throughout the 

interview. Recording equipment was double-checked after the commencement 
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of each interview and was monitored throughout to ensure no information 

was lost. 

Demographic data were collected on the date of the interview using 

a data collection sheet (Appendix K). Information collected included the 

following: participants current age, age at diagnosis, age at the end of 

treatment, comorbidities, gender, diagnosis, treatment, education level, 

ethnicity, living status (e.g., with parents, partner etc.), 

relationship status, relapse, and occupation. Descriptive information on 

the parents or caregivers of the participants were also collected and 

included their working status, occupation, level of education, marital 

status, and annual household income of the family. These data were 

entered into Excel and double-checked to ensure accuracy of the data. 

2.6.6 Data management and analysis 

Either a professional transcriptionist or myself transcribed the 

interviews verbatim. Problems in the quality of the transcribed 

documents were double checked for accuracy by myself by listening to the 

audio files again. Any information that may lead to positive 

identification of study participants or healthcare providers was removed 

from the transcript documents.  

I closely followed the method for data collection, coding and 

analysis as outlined by Sandelowski (2000). A preliminary codebook was 

devised a priori, based on the Supportive Care Needs Framework.52 Data 

collection and analysis took place concurrently, which allowed me to 

revise the interview guide, gather new data and refine emerging codes 

and categories.54 Analysis involved moving line-by-line through each 

transcript, applying codes from the preliminary codebook and developing 

new codes, which were then added to the codebook in an ongoing manner. 

Initial codes were devised to reflect words/statements used directly by 
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research participants.42 The codes created were ones that remained close 

to participant descriptions as in the manner used in QD and were not 

interpretive.42 During the entire coding process, codes were organized 

and refined using the constant comparison method, which involved 

comparing codes within and across codes and categories. This led to the 

development of categories, themes and subthemes.42 Interviewing continued 

until no new codes and categories emerged. QSR NVivo 8 software is a 

computer-assisted data management program and was used to code, store, 

and manage the data.55 

2.6.7 Provisions to ensure rigor in the qualitative methodologies 

Throughout analysis, my own perceptions and biases played a 

pivotal role in making sense of participant statements. During content 

analysis, I reflected on the impact of my gender, age, social class, 

professional status, life experiences and role as a researcher 

throughout data collection. I am a middle-class young adult female who 

is a Master's of Science candidate. I have experience working with 

pediatric cancer populations in urban and rural settings and have a keen 

interest in a broad range of cancers and cancer research. My current 

goals are to continue my education in an attempt to expand my knowledge 

base to its fullest capacity. To ensure that participant statements were 

accurately represented, I needed to bracket any previous knowledge or 

insights gained from my prior experiences working with other pediatric 

cancer cohorts, and any of my preconceived thoughts. 

As described by Morse (2002), the verification strategies used to 

ensure rigor in this study include (i) addressing methodological 

coherence by ensuring that the research question matches the methods, 

and that the methods match the data and the analytic procedures; (ii) 

ensuring that the sample is appropriate, by including participants who 
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best represent, or have knowledge of, the research topic; (ii) 

collecting and analyzing data concurrently, to form a mutual interaction 

between what is known and what one needs to know; (iv) thinking 

theoretically, ensuring that ideas emerging from the data are 

reconfirmed in the new data collected, which will give rise to new ideas 

that, in turn, will be verified by data already collected; and (v) 

developing theory by reflection between a micro evaluation of the data 

and a macro conceptual understanding of theory.56 

To further promote trustworthiness of the findings, credibility, 

confirmability and transferability were used.54,57,58 Credibility was 

supported through the use of data triangulation and peer debriefing.54 

For this study, data triangulation involved building evidence for a code 

or theme from interview transcripts, the literature, a documentary and 

the CNQ-YP.41 Comparison of findings to the documentary and the CNQ-YP 

was a vital step in confirming and validating qualitative and 

quantitative findings. Furthermore, data triangulation of the 

documentary and the CNQ-YP allowed for more in-depth interpretations and 

analysis of study results in the data interpretation phases of the 

study. Peer debriefing involved the review of interview transcripts and 

emerging categories of needs by a second member of the research team 

upon meeting to discuss and confirm the relevance and novelty of the new 

category.54,57 Confirmability requires unbiased research procedures and 

results, and congruence on the meaning, relevance and accuracy of 

findings derived from data analysis.57,59,60 Confirmability was achieved 

through the same triangulation methods described.59 Achieving an adequate 

sample size, data saturation, and maintaining the desired qualitative 

approach ensured rigor was maintained.54,57 Transferability, the 

acquisition of a "thick description" of findings to enable transfer of 
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the findings to other contexts, was addressed by providing clear 

descriptions of the context, selection and characteristics of 

participants, data collection and analysis.58  

2.6.8 Provisions to protect human subjects 

Ethics approval for the study was obtained from the Research 

Ethics Board (REB) of the participating centers and was conducted in 

accordance with the Tri-Council Policy Statements "Ethical Conduct for 

Research Involving Humans." All participants provided written informed 

consent for participation. The consent form included information 

explaining the research project. Participants were assured that any 

information provided would not be identified individually in any verbal 

or written reports of the study and that information collected during 

the study would be kept confidential and used only for the purposes of 

the study. Participants were informed that they could withdraw from the 

study at any time for any reason with no effect on the care received. 

Confidentiality was assured by assigning participants a personal 

study number and using that number on the interview data and by keeping 

the consent forms separate from the interview data. Identifying 

information was removed to protect participant confidentiality. In 

accordance with the Personal Health Information Protection Act (2004) 

contact information, demographic information and audio files were 

transferred to password-protected electronic files. Interviews were then 

deleted from recording devices, and all written documents were stored in 

locked cabinets, available only to the principal investigator. 

2.7 Rationale for chosen methodology 

One of the key advantages to using QD is its ability to mesh well 

with quantitative data in a mixed methods approach. Proper use of QD 

enables beneficial synthesis and modification of data from qualitative 
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needs assessments or mixed method studies.47 QD aims to provide rich, 

straightforward descriptions of experiences, and allows one to stay 

close to the data during data analysis.61  

QD differs from most traditional qualitative methods such as 

ethnography, grounded theory and phenomenology, which aim to provide 

thick description, develop theories or derive interpretative meaning of 

experiences respectively.61 Further to this, QD differs from interpretive 

description, an applied health services approach, in that interpretive 

description provides in-depth descriptions and understandings of a 

concept while QD stays closer to the data and the language of the 

participants to provide descriptions of participant experiences.61 

2.8 Chapter Summary 

This chapter outlined the problem, purpose, aims and research 

questions that were addressed in this study. The study methods were 

described in detail in relation to the research design, setting, sample, 

recruitment, and data collection strategies. Finally, a rationale for 

the chosen methodologies was provided. 
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CHAPTER 3 

Results 

This chapter summarizes the results of the SLR and the qualitative 

needs assessment. The chapter begins with an overview of the demographic 

characteristics of the samples for each study in the SLR. Specific 

findings of needs and variables associated with needs reported in the 

literature are described. Following this description, demographic 

characteristics of the study sample for the needs assessment are 

reported, along with the needs and variables of needs identified. 

3.0 Systematic literature review 

A total of 760 abstracts and titles were retrieved from the 

literature search. Among them, 11 publications met the inclusion 

criteria. One additional publication was identified through a citation 

review of all included articles (Figure 3). In total, 12 articles were 

included in the analysis.62-73 No publications were omitted after critical 

appraisal for quality of each study using the CASP and the STROBE 

statement, as no study scored below 50% for quality as per the checklist 

items. Six publications undertook a qualitative approach to data 

collection and analysis; five publications used quantitative methods; 

and one, used mixed methods to study needs. Among the publications using 

qualitative methods, three 62,63,64 conducted focus groups, one65 used face-

to-face qualitative interviews, one66 used a combination of focus groups 

followed by in-depth interviews, and one used pre-testing, a 

determinative evaluation that assesses perceptions such as comprehension 

and attitudes towards concepts in the early stages of material 

development.67  
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Among the five studies using strictly quantitative methods, three 

68,69,70 used an online survey. These surveys were not previously validated 

and were developed by the researcher.   

In two studies 71,72 a validated instrument was used to investigate 

needs. One study71 used the Information Preferences for Adolescents (IPA) 

measure, an 18-item scale that measures informational needs and 

concerns. The second study72 used the Cancer Needs Questionnaire for 

Young People (CNQ-YP), a scale that investigates needs for structure of 

care, process of care, relationships, information, daily living, 

psychological/emotional needs and school/occupation. At the time of the 

study, the CNQ-YP was in its unpublished form and consisted of 108 

items. This scale has since been psychometrically evaluated, displaying 

strong factor structure, internal consistency and test-retest 

reliability.74 The final measure consists of 70 items and measures six 

variables: treatment environment and care, feelings and relationships, 

daily life, information and activities, education, and work.74 

3.0.1 Study characteristics 

Study characteristics of each included publication are described 

in Appendix E. Studies investigating the HSC needs of AYA survivors with 

cancer are from three developed countries, USA (7), Australia (3), and 

UK (2). Sample sizes ranged from six to 1088 participants. The age at 

study entry and diagnosis varied between 11 to 44 years of age. The most 

prominent type of cancer investigated was lymphoma, followed by 

leukemia. 

3.1 Systematic literature review categories of needs 

A total of 54 needs were identified in the 12 papers and were 

categorized into six main themes as follows: facility needs, 

information-sharing and communication needs, physical and daily living 
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needs, psychological/emotional needs, service provision needs, and 

social needs. Facility needs refer to any needs relating to the physical 

design and décor of the hospital, and/or the amenities offered by the 

hospital facility. Information-sharing and communication needs refer to 

the quality of information patients received, or that patients felt was 

not adequately addressed during their cancer experience. Physical and 

daily living needs refer to any needs for maintaining optimal health, 

functionality and managing symptoms. Psychological/emotional needs refer 

to needs to help deal with various emotions, to feel normal, or provide 

spiritual support to the patient. Service provision needs refers to any 

needs relating to the delivery of care such as client-centered care 

delivery, accessibility to services, wait times, coordination of care, 

client safety and the availability of a multidisciplinary team. Lastly, 

social needs refers to any needs relating to participation in social 

roles and social support. Detailed definitions of needs categories and 

sub-categories are reported in Appendix A. Needs reported by Fitch 

(2008) in her Supportive Care needs Framework were used to guide initial 

development of categories and sub-categories for the codebook and 

interview guide used in the qualitative interviews.34 The definitions of 

needs were developed from the qualitative interviews and remained close 

to the words and statements of participants. The codebook developed for 

the qualitative study was also used to code findings from the SLR. 

Categories and sub-categories were further refined, as necessary; to 

reflect additional needs from the SLR. This ensured the credibility of 

the comparison between findings from the qualitative study and the 

systematic review.  

The most common theme reported from the SLR was that of 

information-sharing and communication 62-67,69-72,73 and the least common 
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were facility needs. Participants frequently reported needs for 

information on cancer treatment and diagnosis. More specifically, 

participants required information on sexual function and discussions on 

the side effects of treatment (Appendix E).   

3.1.1 Information-sharing and communication needs 

Eleven studies reported an information-sharing and communication 

need.62-67,69-72,73 A total of 23 different types of information-sharing and 

communication needs were reported, which were categorized as follows: 

cancer treatment and diagnosis, mode of information, information 

delivery, seeking information, talking about cancer and other needs 

(e.g., information on available services for young people, exercise) 

(Appendix F). 

The most commonly reported information-sharing and communication 

needs were for information on cancer treatment and diagnosis.62-65,67,69,70-

72,73 More specifically, information on sexual function (e.g., effect of 

cancer on sexuality and reproduction, fertility/infertility)63-65,69-71,73 and 

other treatment side effect62, 69-72 were the most prominently reported 

sub-themes under this category. In one study, participants reported that 

their need for medical staff to raise questions about fertility had been 

unmet. Participants who had concerns about fertility reported having to 

raise these issues themselves.63 In another study,64 participants 

identified needs for more timely information on fertility, which they 

felt was not adequately met.64 

In four studies,62,65,69,70 participants discussed mode of information 

and described a preference for information in electronic form (e.g., 

Internet websites).62,65,69,70 Other information needs included having 

information about the services available for young people,62,69,70,72 diet 

and nutrition (e.g., what type of food to eat) during11 and following65,70 
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treatment, and practical matters (e.g., financial support, and insurance 

issues).62,65,71  

3.1.2 Psychological/emotional needs 

Ten studies62-65,67,69-72,73 reported a psychological/emotional need 

(Appendix F). Four different categories of needs were reported as 

follows: autonomy, feeling normal, self-consciousness and counseling 

support. The most common need among participants was for psychological 

support services.62-65,67,69-72,73 Participants in four studies63,64,69,70 reported 

the need for counseling and guidance to deal with fears of recurrence,64 

leaving the acute health system64 or issues of sexuality and intimacy.69, 

70 

Autonomy was highly regarded by participants in four 

studies.62,63,67,73 In all instances, participants expressed a need to gain 

back their independence lost after being diagnosed with cancer. 

3.1.3 Service provision needs 

Nine studies62,63,65,66,67,69,70,72,73 reported a service provision need 

(Appendix F). Eight categories of needs were identified as follows: 

availability/accessibility, client (AYA) centered care, client safety, 

coordination, the availability of a multidisciplinary team and other 

(e.g., choice of treatment days). 

Among several studies, the most commonly reported need was for the 

availability of a multidisciplinary team offering a wide range of 

services.65,69,70,73 Multidisciplinary services requested included access to 

a personal trainer,65 social worker,63 adoption services,69,70 child 

care,69,70 complementary/ alternative health services,69,70 and infertility 

treatment services. 69,70,73 

Various types of service needs were also reported in two studies. 

In both studies, participants reported an unmet need for adoption 
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services, complementary/alternative health care services, and 

infertility treatment services.69,70 Interestingly, in both studies, the 

majority of participants reported that the need for adoption services 

had been unmet, and that they had an unmet need for infertility 

treatment services.  

3.1.4 Social needs 

Eight studies62,63,65-67,71,72,73 reported social needs, which were 

categorized as follows: companionship, participation in social roles and 

social support (Appendic F). In several studies, participants reported 

needing support from family and/or friends62,67,73 or peers with 

cancer.65,67,73 In some studies, participants reported the need for 

strategies to better deal with not being able to hang out or do the same 

things as their friends72,73 while, in other studies, participants 

reported the need for assistance in transitioning back into school 

following their treatment, or not being able to keep up with school 

while on treatment.63,66,71 

3.1.5 Physical and daily living needs 

Four studies reported a physical or daily living need.65,69,70,73 Two 

different types of needs were reported and categorized as follows: 

health maintenance and practical needs. In one study65 participants 

reported the need for various interventions to remain active, eat 

healthy or promote relaxation.65 In three studies,69,70,73 a practical need 

was expressed (Appendix F), including the need for financial73 or 

transportation69,70 support. 

3.1.6 Facility needs 

Three studies63,66,72 reported several hospital facility needs that 

participants felt were not adequately met (Appendix F). Three categories 

of facility needs were identified including amenities, entertainment, 
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and food and drink. A common theme among all three studies that focused 

on adolescents5 or young adults,63,66 was the need for an AYA ward in which 

they could be cared for among individuals that are similar in age.63,66,72 

In a focus group study that investigated the physical, 

psychological/emotional and social needs of adolescent cancer patients, 

participants reported that their inpatient experience of being treated 

with much older or younger patients was distressing.63 

3.2 Systematic literature review variables associated with reported 

needs 

A total of nine studies63,62,66,68-72,73 measured at least one of 13 

variables related to HSC needs (Appendix G). The most commonly reported 

variables were age,68-70 and age at diagnosis.63,68-70 Information-sharing and 

communication and service provision needs were the most frequently 

reported categories of needs among the identified variables. Here, we 

summarize the most frequently reported variables and their associated 

needs.  

3.2.1 Information-sharing and communication needs 

Of the nine studies investigated at least one of 13 variables 

related to information-sharing and communication needs (Appendix 

G),62,63,66,68-72,73 age,68-70 and age at diagnosis68-70 were the most commonly 

related variables to the need for information about sexual health68-70 and 

diagnosis.63,68,70 Younger respondents and those diagnosed at younger ages 

reported a significantly greater need for information about sexual 

health68-70 and diagnosis.63,70 In one study, participants who were 

diagnosed between 25 to 29 years of age reported a significantly greater 

need for information on sexual health than those who were diagnosed 

between 15 to 24 year and 30 to 35 years of age.69  
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3.2.2 Service provision needs 

Twelve variables of service provision needs were identified 

(Appendix G). Older adults, males, and those diagnosed at older ages 

ranked the need for access to multiple medical opinions highest.68 

Meanwhile, females,69,70 younger participants,68,69 and those diagnosed at 

younger ages,68 attributed higher rankings to the need for fertility 

treatment services,68-70 scheduling treatment to fit their lifestyles68-70 

and adoption services69,70  

3.2.3 Psychological/emotional needs 

Six variables relating to a psychological/emotional need were 

identified (Appendix G). The most common variables were age (10 to 44 

years old) and age at diagnosis (15 to 35 years old).68-70 The need for 

available support services to participants was most commonly reported in 

six studies.68-72,73 Younger participants, aged 18 to 29 years old,70 

reported needing available support services, such as mental health 

counseling or alcohol abuse counseling, more frequently than their older 

counterparts who were aged 30 to 40 years.70  

3.2.4 Social needs 

Six variables of social needs were identified (Appendix G). The 

opportunity to meet other young adult cancer survivors, with similar 

diseases, was ranked highly among females and respondents diagnosed at a 

younger age.68 Additionally, the need for assistance in getting back to 

work, guidance about future school or career paths and help dealing with 

not being able to participate in regular social roles were reported more 

frequently by participants who were five years or more since treatment.72 

In one study, the younger respondents reported the need for 

encouragement to pursue social activities significantly higher than 

older respondents.68  
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3.3 Summary of systematic literature review findings 

The SLR retrieved 12 relevant publications investigating HSC needs 

of AYA survivors with cancer. Findings from the SLR reveal that 

information-sharing and communication needs were most commonly studied. 

Psychological/emotional needs, service provision needs and social well-

being needs were also frequently studied in the publications. Identified 

needs from the SLR will be compared to findings from the qualitative 

interviews in a subsequent section.  

3.4 Qualitative study 

Between September 2011 and January 2012, eligible participants 

were contacted and recruited for study participation. A total of 30 

potential participants were contacted, and 20 were recruited for 

interviewing. Reasons for non-participation included lack of interest 

(n= 3), the person was too sick to participate (n= 1) and we were unable 

to contact the patient after at least three attempts (n= 6). Non-study 

participants were mostly male (n= 7) and had various types of cancers.   

In one interview, the recording device failed and therefore, 

rendered part of the interview incomplete. In another, the interviewee 

did not want the interview to be tape-recorded; however, the interview 

proceeded and detailed notes were taken. Overall, 20 participant 

interviews were conducted by January 2012. 

3.4.1 Demographics 

Table 2 provides a summary of study participants and their 

demographic characteristics. Current age at the time of recruitment 

ranged from 15 to 29 years, and age at diagnosis was between 15 to 25 

years. A total of 11 females and nine males were recruited. All 

participants were treated within the Hamilton Health Sciences but mainly 

resided in neighboring communities. Most participants were Caucasian, 
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had a high school education or less and lived with their parents or 

caregivers. 

Seven categories of needs were identified from patient interviews 

and included the following: collaboration needs, facility needs, 

information-sharing and communication needs, physical and daily living 

needs, psychological/emotional needs, service provision needs, and 

social needs (Appendix L). Important quotes from participants, for each 

need category, are reported in Appendix M. Pertinent findings from the 

qualitative study are described below in order of the most prominent to 

least prominent category of needs.   

3.5 Qualitative study categories and variables of needs 

3.5.1 Facility needs 

Facility needs refer to any needs relating to the physical design 

or décor of the hospital, and/or the amenities offered by the hospital 

facility. A range of needs was described and related to the following: 

bathroom facilities, outdoor areas, patient kitchen, hospital room and 

teen ward. An important category of needs that emerged was that of 

amenities. Amenities refer to tangible aspects of the hospital 

environment that participants have liked to be incorporated into the 

facility or to be improved.  

Fifteen participants said that they would prefer an AYA ward. One 

participant said the following:  

A ward would be nice if it was like, more of your age group. They 

are like very young people, so it would be nice to see more people 

like your own, like separated into like your own age groups.  

Most participants reported a desire to be treated in an area among 

people who were similar in age, type of disease or gender. A common 

reason for wanting to be treated among similar patients, as expressed by 
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participants, was to be in proximity to individuals that they could 

relate to. In some instances, participants reported that they had been 

placed in a room with an individual of the opposite sex, which made them 

feel uncomfortable. These participants would have preferred to share a 

room with someone who was the same gender. Sharing a ward with someone 

who had a less severe disease frustrated some participants who felt that 

the level of care received was poor compared to the care provided to the 

patient with the less-severe disease. Older participants mentioned that 

they preferred to not be placed in a room with a younger patient because 

they could not relate to them.  

A related and frequently reported theme was the need for access to 

entertainment and an entertainment room. A large proportion of 

participants (n=15) wanted access to the Internet, a variety of movies 

and TV channels, gaming systems, board games, and AYA outings into the 

hospital experience. Participants requested that activities be 

appropriate for age and accessible at any time. One comment on the need 

for Internet was as follows:  

To have Internet where you could hookup to Facebook and stuff like 

that would be a major thing because Facebook to teens is pretty 

much a teen’s life; that’s how they communicate with their 

friends.  

As mentioned, some participants (n=8) also requested an entertainment 

room to be available within the hospital unit. Most suggested a lounge 

area where individuals can interact, while others suggested a computer 

or movie room. 

The need for a private hospital room (n=8), a patient kitchen area 

(n=7) and private bathroom facilities (n=5) were also frequently 

reported among participants. Two adolescent female participants also 
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reported a need for the bathroom facilities to be located in proximity 

to their hospital room, while the remaining three participants requested 

that they have a private washroom, as opposed to one that is shared 

among two or more patients. The need for a patient kitchen to be able to 

store their own food, or to make their own food while in the hospital, 

was also frequently reported (n= 7). Furthermore, participants who 

reported a need for a private hospital room were both male and female.  

Eight participants wanted improvements made to the design or décor 

of the facility. Such improvements included providing a more pleasant 

décor, an outdoor facility or sunroom area, or balconies and windows. In 

most instances, participants stated that they would prefer brighter 

paint colors in the facility and an outdoor area that would allow them 

to escape the hospital atmosphere and get some fresh air. 

Lastly, the need for better quality food that was accessible and 

more varied was crucial to several participants. In all instances, 

participants wanted the cafeteria to be closer in proximity to their 

hospital room. Some requested that a cafeteria or vending machines be 

placed directly on the ward, while others needed the cafeteria to be 

closer in proximity, but not necessarily on the ward itself. Food 

quality was also a key issue. In all instances, participants reported 

that they were disgusted by the food in the hospital and would have 

liked the quality to be improved. One participant stated: “the food is 

horrible. It’s absolutely horrible. I know they can’t have a kitchen 

there, which you can make food off the go, but they got to do 

something.” 

3.5.2 Social needs 

Support from family and/or a friend was by far the most commonly 

reported need, which was mentioned by 18 participants. Most participants 
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reported having a strong social and family support system. One 

participant stated: “I had lots and lots of family support. So it was, 

it was kind of nice because I would have someone new come in each day 

and time sort of went by.” However, some participants reported that they 

would have liked more support from a family member or a friend. In 

concurrence with this theme, 12 participants reported the need for 

support from peers with cancer. This need was consistent with the 

reported need to be in proximity to friends while on treatment.    

In some cases, participants had support from peers with cancer and 

felt that it was helpful. One participant stated:  

It’s good when you have people outside of your family and your 

friends who are going through the same thing, who are like, yeah, 

you can do this! Like, we’re doing it too, and you hear their 

experiences, and that kind of feeds, you know, your drive and, you 

don’t feel so different.  

Others, who did not have support from peers with cancer, reported that 

it would have been useful to talk to someone they could relate to, or 

who has gone through a similar experience. In such cases, participants 

preferred to talk to someone with the same type of cancer, age or 

gender. This finding was also consistent with the reported need for 

support groups.  

Support from school was also crucial, and was mentioned by ten 

participants. In most cases, participants wanted support from schools in 

order to set up a program that would allow continued participation while 

on treatment. One participant stated: 

When I tried to ask the professors and whoever it was if I could 

get like special accommodations, something like even if I had to 

write in my own room, at least I could take my time. If there 
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wasn’t a set time limit and like if I wasn’t stuck in a room with 

other students where I would be disturbing them. I tried to ask 

them if they could do something like that but they said they 

couldn’t do that unless it’s a permanent disability. 

A social need refers to any need pertaining to family 

relationships, community acceptance, involvement in relationships and 

social roles, and coping with changing relationships with friends and 

family members. Three main categories of social needs emerged from the 

study and include companionship, participation in social roles and 

social support.  

The ability to participate in usual social roles was the second 

most commonly reported need. Themes that emerged under this category 

were as follows: the need to be able to, or continue with, participation 

in regular activities, school, work and physical activities. Several 

participants reported the need to continue with, or get back to, school, 

work or extracurricular activities. One participant stated:  

“It’s kind of annoying because I’ve been stuck at home with 

nothing to do for the past year now and I thought okay you know at 

least this semester stuff would be, you know, things would be 

different I could go back to school at least for two courses. Even 

if it’s like two times, a week at least I have something to focus 

on. 

Some participants reported that they needed to continue with 

school while on treatment in order to graduate on time, while others, 

who were forced to leave school, were eager to get back to school to 

complete their education. 

Participants reporting the need for companionship were more likely to 

report feeling isolated compared to those who did not report the need 
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for companionship. Some participants stated that they missed out on 

going out partying with friends, while others felt isolated due to 

apparent changes in relationships with friends. For example, one patient 

stated:  

All my friends are doing their thing at school and I wasn’t a part 

of that…and then, all my friends became better friends, and then 

when I stepped in, it was just like kind of different.  

3.5.3 Service provision needs 

Several sub-categories related to healthcare service needs were 

identified from the participant interviews and included the following: 

availability/accessibility, client (teen) centered care, client safety, 

coordination, a multidisciplinary team and wait times. 

Availability/accessibility needs refers to the extent to which services 

are available and accessible in a timely manner. Six participants 

reported a need pertaining to availability/ accessibility. Common themes 

were the need for access to various service providers (e.g., social 

worker, doctors/specialists etc.) in person or via e-mail. Shorter wait 

time during clinic visits was also a prominent theme mentioned by nine 

participants.     

Client (AYA) centered care needs means the involvement of clients 

in the planning and delivery of services. Eighteen participants reported 

a need for client centeredness with the most common sub-category of 

needs as follows: friendly and supportive staff (n=6), knowledgeable and 

qualified staff (n=5), staff that they could trust or relate to (n=8), 

staff that pays more attention to and takes their time with, patients 

(n=8) and staff that treats them like a teenager/young adult (n=5). As 

one participant said; “Some of the nurses…I know it’s hard to keep a 

good demeanor all day, but just sometimes they need to be a little 
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nicer, perkier we’ll just call it.” Female participants most commonly 

reported needs for friendly and supportive staff or knowledgeable and 

qualified staff.  

Client safety refers to the prevention of actual or potential harm 

to the client through the provision of a service. Three participants 

reported a client safety need. Some suggestions for improving client 

safety were to provide medicinal marijuana, better manage treatment-

related symptoms, and for nurses to be attentive and meticulous when 

treating patients. Some patients who used marijuana during treatment 

reported its success at temporarily alleviating pain. Also, in relation 

to the need for nurses to be more attentive and meticulous, one 

participant felt that senior staff should better manage student nurses 

so that patients could feel safer. 

Several participants also reported a need for coordination of 

care. Coordination of care refers to the provision of services that are 

continuous, integrated and organized around the client. Communication 

between doctors and services (n=5) and the need to deal with one health 

care professional (n=3) were common sub-themes. Similarly, six 

participants also reported the need for a multidisciplinary team. 

Specific team members that were frequently requested by participants 

include a social worker, the availability of multiple physicians to 

reduce the wait times, physiotherapists and rehabilitation services.  

3.5.4 Information-sharing and communication needs 

Information-sharing and communication needs refer to the need for 

information to reduce confusion, anxiety and fear, inform decision-

making, and assist in skill acquisition. In order to reduce confusion, 

11 participants expressed the need to be able to ask questions. In some 

instances participants reported that their need to ask questions of 
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health care providers had been unmet. Furthermore, even if they were 

offered the opportunity to ask questions, they felt that their questions 

would likely be ignored rather than addressed. Questions about their 

cancer diagnosis and treatment, such as side effects, effectiveness of 

treatment and preserving sperm for future use, were commonly sought 

along with questions about alcohol use while on treatment, the use of 

drugs or other risky behaviors, such as the right time for getting a 

tattoo. In all cases, participants stated that they would like their 

questions to be answered when asked, or to be offered relevant 

information before having to ask for it.  

Several participants mentioned the need for health care providers 

to provide certain types of information. Fifteen participants reported a 

need for information on cancer treatment and diagnosis. The most 

commonly requested information was on treatment processes, followed by 

information on diagnosis (n=8), side effects (n=6) and sexual function 

(n=2). One participant stated the following:  

They just don’t have information. Its too generalized. Like you 

walk in you’d see lymphoma, breast cancer, lung cancer. Its like 

you feel that, what, you’re going to explain to me, what this 

person has, in three lines in a pretty brochure it’s not, it 

doesn’t do anything. Sure it’s informative but it’s very general. 

This is a pamphlet you take when you first get diagnosed but it 

doesn’t help, like you’ll get some information. 

Additionally, 17 participants described their preferred mode for 

receiving information. Written information (n=10) was the most commonly 

reported mode of information delivery, followed by information from 

peers with cancer (n=9), online information in the form of Internet 

websites (n=2) and verbal information (n=2). Gender was related to the 
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need for online or verbal information. Females requested online 

information, while males’ preferred verbal communication. Concomitantly, 

14 participants reported a need relating to the way in which health care 

providers deliver information. These include the need to discuss 

difficult news in a caring way (n=4), explain things in a way that the 

participant could understand (n=7), to be provided with detailed and 

consistent information (n=4) and to be spoken to honestly (n=3). 

3.5.5 Psychological/emotional needs 

In this study, psychological/emotional needs are defined as the 

ability to cope with the illness, its consequences, and understanding 

the meaning and purpose of life. This category had the greatest number 

of reported needs. Six participants expressed the need for spiritual 

support, stating that they sought out spiritual prayer as a means to get 

through their cancer experience. One participant stated:  

At one point they thought I had like very little like time to 

live. So I needed spiritual guidance so I sought out a chaplain, 

like I always, if I need help I get the help kind of thing.  

A few participants also reported that they used prayer and support from 

spiritual leaders to find meaning in their cancer experience. Several 

participants also requested improved access to other psychological 

support services, such as access to a psychologist or social worker to 

help them deal with fears, the impact of cancer, an uncertain future, 

and life changes after cancer. 

The need to gain back independence was among the themes that 

emerged under psychological/emotional needs. Two individuals reported 

wanting to gain back the independence they had lost after being 

diagnosed with cancer. One comment from a participant was the following:  
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When you are in a place like a hospital, it’s almost like a jail 

because you can’t go out. A lot of your independence and your 

freedom is taken away from you. Um, so I just, yeah, really honed 

in on doing what I had to do to get out of there.     

Another common theme among participants was the need to feel 

normal and to deal with their feelings of self-consciousness. Often, 

when they spoke about their cancer, patients expressed that they felt 

different and/or that their friends treated them differently. 

Participants stressed that they wanted to be treated normally and to 

feel normal. In a related theme, participants expressed the need to use 

various strategies to conceal physical changes, such as a wig, hat, 

exercising to gain muscle strength and, in one instance, a female 

participant was contemplating plastic surgery to remove scars from 

surgery in order to deal with the apparent physical changes of her 

disease. 

3.5.6 Physical and daily living needs 

A physical and daily living need was defined as the need for 

physical comfort, freedom from pain, optimal nutrition, and the ability 

to carry out usual day-to-day activities. Health maintenance, practical 

and symptom management needs were the sub categories emerging under the 

physical and daily living needs category. In most cases, participants 

reported the need for continued participation in physical activity and 

healthy eating while on treatment. Symptom management was also a common 

theme reported by eight participants. One of the most commonly reported 

symptom management strategies was the use of marijuana. Participants 

used marijuana as an attempt to alleviate pain or to boost their 

appetite. Prescription medications were also used to alleviate pain, 

nausea and fatigue.   
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Furthermore, 17 participants reported the need for some form of 

practical support. The most frequently expressed need was for financial 

support. The need for financial coverage through work benefits, 

insurance, fundraisers or other organizations was often expressed. One 

participant, who was a student, wanted financial support to continue 

with school without having to worry about working to pay for medications 

and other illness-related services. Others described a need for 

financial support for gas, sperm banking and uninsured medication.  

Transportation assistance was a common theme among 7 participants.  

Some participants stated that they used the transportation services 

available through the hospital, but wished that these services were more 

flexible to allow for last minute calls or more family members. Lastly, 

five participants (all of whom were female) reported a need for 

assistance to complete house chores. In one instance, a participant 

reported the need for help with cooking meals and personal care (e.g., 

drying hair, showering). For women living independently or with their 

families, house chores consumed a large proportion of their daily 

routine. It was seen as critical to obtain support to ensure that daily 

chores are completed, which in turn would re-introduce some degree of 

normalcy, thus allowing these women to focus on improving their health 

status. 

3.5.7 Collaboration needs 

Collaboration refers to any instance in which the participants 

reported a need for partnerships between different services and 

providers that are external to the hospital. A total of four 

participants reported a need for collaboration. Among them, two 

participants reported a need for collaboration between their school and 

the hospital. Participants reported that correspondence with the two 
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services was difficult, and they would have preferred a liaison to 

facilitate communication between the school and the hospital. 

Two participants, who were in university at the time of their 

diagnosis and treatment, requested further collaboration between 

universities and the Ontario Student Assistance Program (OSAP). In both 

instances, participants experienced difficulty with OSAP, asserting that 

OSAP continued with normal procedures even though the participants had 

dropped out of their courses. One participant felt that schools should 

inform OSAP of any interruptions to a student’s education so that the 

student would be entitled to OSAP upon returning to school. 

Lastly, in another instance, one participant requested 

collaboration between the pharmacy at their treatment center and a local 

pharmacy closer to home. This participant had difficulty retrieving 

prescription medication from a near-by pharmacy as a result of the lack 

of communication between pharmacies. 

3.6 Qualitative vs. quantitative findings 

Findings from the SLR and the qualitative study are compared 

below. Several consistencies and inconsistencies exist among the themes 

emerging from the two studies and are summarized in Table 3.   

One of the most salient social needs identified in both studies 

was the need for support from family and/or friends,62,67,73 and peers with 

cancer.65,67,73 In both the SLR and the qualitative studies, most 

participants had a strong support system from family and friends, and 

participants felt that this support was useful in getting through their 

cancer experience. Participants from both studies also reported that 

they would have liked more support from peers with cancer. Those who 

were lucky enough to have such support reported that talking to someone 

going through the same experience was beneficial.   
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The need to get back to school or keep up with school and work 

were also consistent themes among findings from both the SLR and the 

qualitative study. In both studies, some participants reported needing 

more support so that they could continue with school, while others 

reported the need for assistance in getting back to work. Some 

participants also reported that helping them find suitable jobs, based 

on their capabilities, would be beneficial.  

Information-sharing and communication was also among the most 

common categories in both studies. A total of six sub-categories of 

needs were identified, of which four (cancer treatment and diagnosis, 

mode of information, seeking information, talking about cancer) were 

identified in both the SLR and the qualitative study. One additional 

information need, asking questions, was identified in the qualitative 

study. Providing information on cancer treatment and diagnosis, that is 

detailed and easy to understand, was frequently reported by the majority 

of AYA individuals. Information on sexual function63-65,69-71,73 and side 

effects62,69-72 seemed to be most frequently reported by participants who 

were identified in studies from the SLR, while information on treatment 

process, diagnosis and side effects were most relevant to participants 

from the qualitative study. Consistently, various modes for delivery of 

information was requested to be available upon the patient’s request. 

The SLR revealed that most participants preferred information in 

electronic form.63,65,69,70 However, the qualitative findings reveal that 

written information was more commonly requested, followed by information 

from peers with cancer, online information and verbal communication. 

All service provision sub-categories were consistent among 

findings from both the SLR and the qualitative study. The availability 

of a multidisciplinary team was vital to some participants in both 
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studies. Accessibility to a diverse healthcare team, such as those found 

in pediatric centers, was important to some AYAs. Some suggestions of 

potential team members from the SLR include access to a personal 

trainer,65 social worker,63 adoption services,69,70 child care,69,70 

complementary/alternative health services,69,70 and infertility treatment 

services.69,70,73 Participants from the qualitative study also requested a 

social worker, along with multiple physicians, physiotherapists and 

rehabilitation services. Consistent client (AYA) centered care needs 

identified in both studies were the need for friendly staff who are 

knowledgeable and qualified, and who participants felt can be trusted. 

Important client (AYA) centered care themes that were identified only in 

the qualitative study include having staff members who are attentive, 

who take more time to care for their patients, and treat their patients 

in accordance with their age.        

Needs to incorporate support services were prominent 

psychological/emotional needs emerging from the SLR and qualitative 

study respectively. A common theme emerging from the SLR and the 

qualitative study was the need for counseling support,62-65,67,69-72,73 while 

in the qualitative study, spiritual support was also frequently 

reported. Participants in four studies63,64,69,70 from the SLR reported the 

need for counseling and guidance to deal with fears of recurrence,64 

leaving the acute health system,64 or issues of sexuality and 

intimacy,69,70 while participants from the qualitative study report the 

importance of having support from a spiritual leader in order to find 

meaning in, and gain acceptance of their cancer experience. 

Two consistent themes emerged under the physical and daily living 

needs category between the SLR and qualitative study. These include 

health maintenance and practical needs. In the qualitative study, an 
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additional theme, symptom management, was also reported. Commonly 

reported sub-themes of needs that relate to remaining active, eating 

healthy or promoting relaxation were also reported.65 In addition, the 

incorporation of more sources for financial support73 or convenient 

transportation services69,70 was identified in both studies.   

Though facility needs were less commonly reported among studies in 

the SLR, some overlapping sub-themes emerged between the SLR and 

qualitative study. Participants from both studies reported the need for 

an AYA ward in which they could be cared for among individuals who are 

similar in age.63,66,72 This is consistent with the reported social need to 

have support from peers with cancer. Also, the theme for collaboration 

was identified only among participants from the qualitative study. Some 

participants felt that enhanced collaboration between services would be 

beneficial to patients and allow for smooth transitioning processes.     

3.7 Chapter summary 

This chapter outlined several noteworthy findings from the SLR and 

the qualitative study. Furthermore, a comparison of findings from both 

studies was also provided. Among the most commonly reported HSC needs 

for AYA survivors with cancer from both studies, were social wellbeing, 

information-sharing and communication and service provision. The 

qualitative study revealed prominent needs for improved health care 

facilities, while psychological/emotional needs were commonly reported 

in studies retrieved for the SLR. Findings from both studies will be 

further analyzed and compared to a documentary, the CNQ-YP and 

literature in the subsequent section. 
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CHAPTER 4 

Discussion 

This chapter offers a summary and synthesis of study results. 

Through a SLR and participant interviews, we have provided a 

comprehensive list of HSC needs for AYA survivors with cancer. Data from 

this study can be used to develop a focused program that aims to address 

these needs.  

Following a discussion of the usefulness of the Supportive Care 

Needs Framework in understanding AYA HSC needs will be a discussion on 

pertinent findings from the SLR and the qualitative study, and a 

comprehensive comparison between study findings, a documentary and the 

CNQ-YP. This will be concluded with a discussion of novel needs from the 

qualitative study. 

4.1 Utility of the Supportive Care Needs Framework 

Fitch (1994) has developed a conceptual supportive care needs 

framework for cancer care; designed to conceptualize the various service 

delivery needs, which has been used to organize findings from the SLR 

and the qualitative study.75 This framework was useful in designing the 

initial interview guide and coding framework for this study. This 

approach to the development of the codebook was appropriate because of 

the framework’s ability to capture a wide range of relevant needs at the 

different developmental stages of AYAs. However, certain categories of 

needs that emerged from this study, and appear to be relevant to AYAs, 

were not captured in Fitch’s framework. These categories include 

collaboration needs, facility needs, and service provision needs. 

Therefore, although Fitch’s framework provides a sound basis for 

evaluating HSC needs of AYAs; modifications to the framework may be 

necessary to better capture additional pertinent needs to this cohort.  
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4.2 Systematic literature review 

The SLR has amalgamated evidence of HSC needs in survivors with 

cancer from 12 studies. Through this search, we have identified a range 

of needs categories that have been used in this study to examine 

findings. 

The focus of the SLR was to identify published studies that used 

quantitative or qualitative approaches to investigate the HSC needs of 

AYAs from a patient’s perspective. Through the search, we determined 

that no existing study had comprehensively evaluated the HSC needs of 

AYA survivors with cancer. However, the SLR did identify HSC needs that 

have been well-researched (e.g., information-sharing and communication 

needs, and psychological/emotional needs)62-67,69-72,73 and those where more 

research is required (e.g., facility needs, physical and daily living 

needs).63,65,66,69,70,72,73 Furthermore, several variables relating to HSC needs 

such as age, age at diagnosis and gender, were identified in the 

literature.62,63,68-69,71 

Understanding the HSC needs of AYA survivors with cancer is 

critical to ensure quality of care delivery and optimal outcomes for 

these patients.8 Given the limited number and narrow scope of 

publications identified through the search, we recognize that there may 

be a number of HSC needs that have yet to be captured or elaborated. In 

order to develop a comprehensive understanding of HSC needs of survivors 

with cancer, a qualitative study to provide a more in depth examination 

of needs, from the perspective of the patient, was also necessary. 

4.3 Qualitative study 

In this study, we examined patient perspectives of the HSC need of 

AYAs diagnosed with cancer. The most commonly reported needs were 

related to facility needs, social needs, service provision needs and 
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information-sharing and communication needs. In line with previous 

studies, the results from this study indicate that AYA survivors with 

cancer experience several challenges throughout their cancer care 

trajectory and indicate several unmet needs. Improving the care provided 

to this cohort may be critical to alleviating the burdens of care and 

ensuring optimal patient outcomes. 

One of the most negative experiences for AYAs who participated in 

the qualitative study was the poor physical structure of, and resource 

availability within, the health care facility. Participants felt that 

the journey they embark on after being diagnosed with cancer was 

derailed by the poor design and resource availability during their stay 

in the hospital. Most frequently, participants expressed that they would 

have enjoyed having additional entertainment, and an entertainment room 

that is geared towards AYAs.  

Communication with friends during the hospital stay was also 

identified as essential for optimizing the social experience of AYAs. 

However, several participants expressed that this need had been unmet 

due to the limited, if not absent, access to Internet Wi-Fi during their 

hospital stay. Socializing with friends is critical to maintaining 

optimal quality of life for AYAs. Because present day communication 

involves access to friends through Internet sites such as Facebook and 

other social networking sites, restricting access to the Internet can 

lead to the patient feeling isolated, and may impose a substantive 

negative impact on their healthcare experience and social life.   

Participants also expressed the need for an AYA ward where they 

would benefit from interactions with individuals their own age, gender 

or diagnosis. Confining AYAs to a particular area will likely improve 

their overall cancer experience and health outcomes as a result of 
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feeling supported. This need was accompanied by an expressed need for 

improving the design and décor of the interior facility, reporting that 

they would have liked a more pleasant environment. Some suggestions 

included brighter colors, more windows or balconies and appropriate 

designs that appeal to AYAs. Evidently, altering the physical 

environment of the hospital, to better suit the needs of AYAs, may be a 

crucial first step in the development of an AYA program, as such changes 

may provide more positive outcomes for this cohort. Various studies in 

the literature also support the need for an AYA ward. In some studies, 

participants suggested that opportunities should be provided to AYAs so 

that they can establish relationships with peers, develop their identity 

and achieve optimal well-being.10,76,77  

The cancer experience affects the social lives of AYAs. 

Maintaining relationships and having support from family and friends 

were reported to be instrumental to maintaining a favorable cancer 

experience. Some participants were burdened by diminished family 

dynamics (among extended family members) or loss of long-term 

friendships, which significantly impacted their QOL. This report from 

participants from the qualitative study on diminishing relationships, 

are consistent with various studies in which the inability of AYA cancer 

survivors to maintain normalcy in their social lives has been shown to 

significantly impacts social relationships.78-80 Maintaining social 

relationships throughout the cancer experience appears to be critical to 

AYAs ability in dealing with the situation. It may be beneficial for the 

development of convenient and accessible programs that will aid in 

maintaining or improving dynamics between families and friends during 

such a difficult time. In addition, ensuring that patients are connected 

to other peers of the same age may be critical to boost the patient’s 
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confidence and ensure they are supported throughout their cancer 

trajectory. Current literature supports our findings on the need to 

maintain social relationships. An article by Zebrack (2011) identified 

that in order to achieve healthy development for AYAs, healthy peer 

relationships are necessary.10 Other studies identify family support to 

be the most vital contributor to positive adjustment,81 and family 

functioning as the best predictor of distress.82Others identify the roles 

of friends to be significant.73,83 

Furthermore, participants from the qualitative study also 

indicated that they were distraught by their sudden loss of independence 

and the inability to participate in regular social roles (e.g., school, 

work, activities and going out with friends), which also impacted their 

ability to cope. Concurrent with these findings, Zebrack (2011) also 

identifies that AYAs commonly report feeling alienated because they are 

missing out on normal AYA experiences (e.g., dating, leaving home and 

establishing independence, going to college, pursuing gainful 

employment, getting married, or having children).10,84 

Communication between services was identified as an important 

theme for AYAs. Enhancing collaboration between services may minimize 

current limitations to patient care delivery by reducing patient-service 

correspondence and enhancing communication between services. As a 

result, the burden of a patient having to coordinate between activities, 

while focusing on improving their health may be significantly reduced. 

For example, communication to deal with various school issues was 

crucial to some participants. In one instance, the participant’s 

entitlement to their OSAP was compromised due to the lack off 

communication between the school and OSAP officials. Therefore, to 

ensure that individuals will be entitled to their OSAP after treatment 
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completion, it is critical that schools be informed of the necessary 

procedures to accommodate their students needs and ensure that all 

parties are informed of interruptions in regular procedures.  

Study participants also reported several information-sharing and 

communication needs. Participants from the study required more detailed 

information about the treatment processes and their diagnosis. In 

several instances, participants reportedly had the desire to know what 

is to be expected, in order to prepare for what is to come. This was 

consistent with some participants’ need to seek information from 

external sources, such as the Internet or various organizations, and 

their need to discuss experiences with peers who have gone through and 

experienced cancer. According to study participants, most would prefer 

this information in the form of written documents that are tailored to 

their own experiences. Furthermore, participants who received verbal 

information expressed that they would prefer this to be delivered in a 

more caring manner, and in a way they and their families could 

understand.  

Concurrent with findings by Zebrack (2011) participants from the 

qualitative study also struggled with the issue of if, when, and how to 

share information about cancer with their friends, peers and partner.10 

Also, one participant from the qualitative study was concerned with 

when, how, and how much they should tell their partner about their 

cancer history, and feared how their partner would react.10  

AYAs also needed the opportunity to participate in discussions and 

decision-making for their illness, and in several instances, 

participants expressed that time alone with health care providers to 

discuss sensitive matters (e.g., sexual health), would be helpful. Only 

one participant expressed that they would rather the information about 
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their illness be directed to their parents, thus consistent with the 

importance of maintaining and supporting the participant’s independence 

and sense of control over their health. Furthermore, participants 

indicated that they would have liked more control over who found out 

about their cancer and preferred to be the ones to share their diagnosis 

and experiences with family and friends. 

Suggestions to improve client (AYA) centeredness were commonly 

expressed by participants. Issues that appear to be vital in improving 

the quality of care delivery for this cohort include having friendly 

encounters with staff, access to knowledgeable and qualified staff, and 

staff to take their time with participants and whom they feel that they 

can trust. Substantial wait times for appointments, treatment, and scans 

imposed significant burden to the AYAs experience. Thus, reducing wait 

times for appointments is important to this cohort. This need is 

consistent with the expressed needs to coordinate multiple appointments 

within one day, and coordination and communication between doctors and 

services. Poor health care provider communication may be detrimental to 

the progress of these patients and burden treatment adherence and 

contribution to long-term follow up care. 

Planning interventions to address the various AYA needs may be 

critical to improve outcomes for these patients. One such intervention 

is currently underway in the U.S. and is known as the Cancer Treatment 

Summaries and Survivorship Care Plans. This plan is being developed to 

improve coordination of care in the survivorship phase.85,86,87 However, 

this initiative is still young, and more evidence is needed to 

understand its impact. A study such as the Cancer Treatment Summaries 

and Survivorship Care Plans may be necessary in Canada to address the 

specific needs of the Canadian AYA cohort.  
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4.4 Comparison of qualitative and quantitative findings to the Cancer 

Needs Questionnaire for Young People (CNQ-YP) and the documentary “Wrong 

way to hope” 

Findings from the qualitative study and SLR were compared with 

results from the Cancer Needs Questionnaire for Young People (CNQ-YP)74 

and a recent documentary entitled “Wrong way to hope.”88 Results 

identified by the CNQ-YP and documentary were instrumental in advancing 

AYA research. Given the depth of the interviews conducted in the 

qualitative study, a critical step was to compare findings of the SLR 

and the qualitative study to the CNQ-YP and the documentary in order to 

identify any novelties in the findings of the present study. After I 

coded the CNQ-YP and the documentary according to the coding framework 

developed for the SLR and qualitative study, similarities and 

differences between each study and the documentary were easily 

identified, and relationships were deduced. The results of these 

comparisons are summarized below and in Appendix N. 

The CNQ-YP is a psychometrically evaluated measure developed to 

capture the needs of AYA cancer survivors in Australia. This scale 

consists of 70 items and measures six variables: treatment environment 

and care, feelings and relationships, daily life, information and 

activities, education, and work.74 Though a small sample size was used to 

validate the questionnaire, the CNQ-YP has indicated strong factor 

structure for the six variables measured, and indicated strong internal 

consistency and test-retest reliability.74  

“Wrong way to hope” is a Canadian documentary produced and acted 

in by Mike Lang, a cancer survivor.88 The goal of this documentary (2010) 

was for a group of eight AYA cancer survivors to embark on a journey to 

share their cancer experiences and insights.88 Participants were aged 23 
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to 36 years (age at diagnosis between 16 and 32 years old), three 

females and five males, who were diagnosed with several different types 

of cancers (cervical cancer, rhabdomyosarcoma and osteosarcoma combined, 

Hodgkin lymphoma, esophageal cancer, endodermal sinus tumor, brain tumor 

and acute lymphoblastic leukemia).88 Through this documentary, issues 

such as fears, uncertainties, and emotional and physical challenges were 

addressed from the perspectives of eight survivors.88 

Comparison of findings from the CNQ-YP and the documentary to the 

Supportive Care Needs Framework reveals limited correlations after 

coding the CNQ-YP and the documentary using the coding framework 

developed for this study. When comparing the CNQ-YP to the Supportive 

Care Needs Framework, only four of the main themes emerged from the CNQ-

YP. These include information needs, physical needs, 

psychological/emotional needs and social needs. When evaluating the 

findings from the documentary, only psychological/emotional needs and 

social needs were consistent between the documentary and the Supportive 

Care Needs Framework. This is important to note because findings from 

our studies were consistent with the Supportive Care Needs Framework but 

also revealed additional categories that may require a revision of the 

Supportive Care Needs Framework or the development of a new AYA 

framework.  

When comparing findings from the qualitative interviews to the 

CNQ-YP and the documentary, the CNQ-YP revealed consistent themes 

pertaining to facility needs, information sharing and communication 

needs, physical and daily living needs, psychological/emotional needs, 

service provision needs and social needs. The documentary revealed three 

consistent themes and includes psychological/emotional needs, service 

provision needs and social needs.  
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Consistent with results from the qualitative study and the SLR, 

items in the CNQ-YP and participants from the documentary expressed the 

desire to maintain autonomy throughout the cancer experience. 

Furthermore, psychological/emotional support to deal with fears and 

uncertainties was found to be critical to this cohort. Coordination of 

care, such as improving patient transition experiences (e.g., from being 

healthy to having cancer), social support, and the need to go out with 

friends, were consistent themes across all studies and the documentary. 

One participant from the documentary stated: “the transition I think is 

too abrupt.” 

 Consistency in various types of needs was also identified among 

the qualitative study, the SLR and the CNQ-YP, particularly relating to 

facility needs. These include the need for various types of 

entertainment and an entertainment room within the hospital that has 

activities appropriate for AYAs. Improving the quality of the food was 

also a consistent sub-theme across the qualitative study, the SLR and 

the CNQ-YP. 

Information-sharing and communication themes also overlapped among 

the qualitative study, the SLR and the CNQ-YP. Participants revealed 

that it would be beneficial to receive information on their cancer 

treatment and diagnosis. Often expressed needs were for information on 

their cancer and treatment side effects. In addition, the need for 

information in online, verbal, or written form was also pertinent but 

varied across participants. Other suggestions from participants from the 

qualitative study include the delivery of information from health care 

providers in a way that can be understood by the patient and their 

families, and to be spoken to honestly. In some instances, seeking 

information from outside sources appeared to be a salient factor among 
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study participants, along with encouraging patient education, 

involvement in discussion and decision-making and time alone with 

doctors to discuss sensitive matters. Furthermore, participants from 

these studies felt it was important to have the opportunity to talk 

about their cancer to family and friends. Other variables that were 

consistent among these studies, and appear to be relevant to this cohort 

include financial support, transportation assistance, strategies to deal 

with feelings of self-consciousness issues, encountering friendly and 

supportive staff, client safety, a multidisciplinary team, improved wait 

times and the ability to participate in social roles. 

The need for spiritual support and encountering staff members who 

the participants felt they could trust or relate to were consistent with 

findings from the qualitative study, the CNQ-YP and the documentary, and 

the SLR and documentary respectively. In concurrence with the theme for 

spiritual support, one participant from the documentary stated:  

I don’t think I ever could have found out who I really was apart 

from my relationship with God. That’s been one thing that stayed 

constant throughout my entire life, but especially my cancer 

experience, was that I knew that I had a God who loved me, who 

wanted the best for me and no matter what happened to me, that 

would never change. 

4.5 Novel needs from the qualitative study 

Several novel needs were identified through the qualitative study 

that were not identified in the SLR, CNQ-YP or the documentary (Appendix 

N). No other studies had investigated or identified the need for 

collaboration between services, i.e., between the hospital and school. 

In addition, facility needs such as private hospital rooms, bathroom 

facilities, outdoor areas, and a patient kitchen were not identified in 
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other studies but were mentioned by seven of the participants in the 

qualitative study. They also provided concrete suggestions for improving 

the design and décor of the physical facility. Lastly, some studies 

previously reported the need for better quality food; however,63,72 other 

needs such as accessibility of food services, and providing a variety of 

food options, were not previously reported. Participants prefer a 

variety of food options or accessible cafés or vending machines with 

food to purchase. 

Various information-sharing and communication needs were also 

novel. Participants reported the need to be able to ask questions or be 

provided the opportunity to ask questions to health care providers, and 

for their questions to be addressed. In some instances, participants 

noted that their questions were never answered or were ignored by health 

care professionals. Also, participants felt that health care providers 

were insensitive to their situation and preferred that information be 

delivered in a caring and consistent manner.  

Physical and daily living needs that were novel among the 

qualitative study cohort include the need for legal advice, home care, 

and strategies to manage symptoms. One participant from the study wanted 

to seek out legal advice from professionals to ascertain the likelihood 

of cancer stemming from their line of work. This was the only 

participant to mention such a need; however, it is important to ensure 

that participants are aware that such services are available. Also, 

novel strategies to manage symptoms that were specific to this cohort 

include the use of marijuana. This is crucial because previous findings 

suggest that drug use is more likely during AYA,11 therefore, offering 

clean medicinal marijuana through pharmacies may benefit these patients 
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and reduce the use of street drugs that are potentially potent and 

harmful.  

Lastly, some service provision needs have been identified from the 

qualitative study but have not been previously reported in the SLR, CNQ-

YP or documentary. One service provision need was having health care 

providers who take their time and pay more attention to patient needs. 

In addition, participants from the study also deemed the need for 

improved methods for appointment bookings as relevant. Therefore, it is 

critical that findings from the qualitative study be amalgamated with 

other study findings in order to improve the quality of care delivered 

to AYA survivors with cancer and improve outcomes. Furthermore, findings 

from the study may be used to improve the CNQ-YP, thus ensuring a 

comprehensive tool is available to evaluate the needs of this cohort in 

the future. 

4.6 Chapter summary 

This chapter has outlined pertinent needs identified in the 

qualitative study, SLR, CNQ-YP and documentary and deduced several 

important relationships. AYA survivors with cancer expressed fundamental 

needs that must be addressed in order to ensure optimal service delivery 

and outcomes for these patients. The final chapter of this thesis will 

outline important strengths, limitations, and implications of this study 

and provide various recommendations, future research plans and, plans 

for dissemination.  
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CHAPTER 5 

Strengths, Limitations, Implications, Recommendations, Future Research, 

Plans for Dissemination and Conclusion 

In this chapter, we summarize the various strengths and 

limitations of this mixed-methods study. Furthermore, we summarize some 

of the key implications of the study results, plans for future research 

and plans for dissemination. Lastly, we provide a conclusion of study 

findings.   

5.1 Strengths and limitations of the study 

To the best of our knowledge, the present study is the first mixed 

methods study conducted to generate a comprehensive understanding of the 

HSC care needs for AYA survivors with cancer in Canada and the world. 

Study findings document concrete needs, rather than hypothetical needs, 

expressed by patients’ themselves through qualitative interviewing. They 

represent the views of AYA survivors with cancer treated at a regional 

pediatric and adult cancer center. Given the overlap between the 

findings and literature, the study findings may be transferrable beyond 

the study population. 

A significant strength was the use of a CNMM design in which 

qualitative methods were dominant. This mixed methods design is a useful 

framework to add strength and rigor to the complex issues facing AYA 

survivors with cancer.42 The quantitative study provides a descriptive 

approach to understanding the HSC needs of AYA survivors with cancer 

presently known through literature. Numerous methodological initiatives 

were implemented to ensure rigor in the qualitative study findings such 

as ensuring that the research question matched the methods; that methods 

matched the data and analytic procedures; the recruitment of an 

appropriate sample; collecting and analyzing data concurrently, and 
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reconfirming data in subsequent interviews are essential. Furthermore, 

employing criteria outlined by Lincoln and Guba (1991) (dependability, 

credibility, confirmability and transferability) further enabled us to 

establish methodological rigor.57 Findings from the qualitative study 

provided insights into the current state of the problem from the 

perspectives of survivors.  

The Supportive Care Needs Framework was useful for developing the 

research questions, focusing the analysis and interpreting results. The 

needs described by Fitch (2008) in this framework were used to guide the 

development of the initial codebook and interview guide. Furthermore, 

definitions of needs, as reported by Fitch, were useful guides when 

extracting the needs reported by study participants in the qualitative 

interviews.   

A possible limitation to the study, when using a qualitative 

approach, is that my preconceived notions or experiences may influence 

data collection and analysis. In order to address this limitation, 

bracketing was employed to become aware of any of my preconceived 

notions or influences from my prior experiences working with cancer 

patients, so that they do not interfere with data analysis.  

Furthermore, credibility was addressed through the use of data 

saturation, data triangulation, and peer review.55 One researcher 

reviewed coding and the primary investigator validated the content 

analysis and critically reviewed findings.42,54 In an attempt to waive 

this limitation, a study co-investigator who was distanced from the data 

and thus had no predispositions when reviewing the data, verified 

analysis. A high level of consistency in coding was achieved between the 

second reviewer and myself. Any discrepancies were discussed in person 

until consensus was reached. The sample size was small but appropriate 
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for the qualitative method, and data saturation was achieved. Similar 

strategies were used to ensure credibility of coding used for extraction 

of needs from the documentary and the CNQ-YP. 

5.2 Implications of study findings and recommendations 

Current models of cancer care delivery for AYA patients are 

fragmented due to their failure to assimilate HSC services. According to 

Fitch (2008) supportive care must correspond with an individual’s unique 

needs in order to be effective. Study results indicate that current 

models of cancer care delivery for AYAs are lacking in their ability to 

meet pertinent AYA needs such as collaboration needs, facility needs, 

information sharing and communication needs, physical and daily living 

needs, psychological/emotional needs, service provision needs and social 

needs.  

In order to successfully meet patient needs, the development of a 

program focused on addressing the needs of individuals, communities, or 

cultures, is essential. Results from this study may be used to inform 

the development of such a program and improve healthcare services to 

better meet the HSC needs of this cohort. The study findings suggest the 

need for better assessment and management of HSC needs for AYA survivors 

with cancer. Knowledge gained from this study may guide healthcare 

providers on how to provide more responsive, emotionally sensitive, and 

client-oriented care for this patient population. 

Study findings reveal the need for improved communication between 

the patient and healthcare provider. Enabling communication between the 

two parties will allow the patient more flexibility in expressing 

concerns, and provide resources for health care professionals to enhance 

the outcomes of patients.  



MSc. Thesis - E. Tsangaris; McMaster University – Health Research 
Methodology 

 64 

The need for better assessment and management of HSC needs of AYA 

survivors with cancer was also identified in this study. Knowledge 

gained from this study may help physicians, nurses and other healthcare 

providers to provide more responsive, emotionally sensitive, and client-

oriented care for this vulnerable population. Initiating a conversation 

with patients about the impact and meaning of being diagnosed with 

cancer may provide a better understanding of the patient’s health 

needs.33  

Findings from this study may also provide pertinent information to 

be considered by health care decision makers and planners, may be a 

useful tool in planning the development of a new AYA program.  

5.3 Future research 

This mixed methods study is a comprehensive needs assessment that 

identifies the HSC needs of AYA survivors with cancer. The quantitative 

methodologies were used to gain a broader understanding of patient 

needs, yet did not allow us to infer why, or how, current health care 

services are failing to address AYA patient and survivor needs. This is 

because several studies identified in the systematic literature review 

used quantitative methods to identify AYA needs, had a small sample 

size, or focused their study on measuring one or few AYA needs 

categories. The qualitative interviews complemented the quantitative 

analysis to alleviate any methodological or study limitations, and led 

us towards a more comprehensive needs assessment. The qualitative study 

provided data from a large sample of patients and investigated several 

HSC needs of AYAs. The present study will assist in developing 

strategies to address these needs and fill gaps in the current cancer 

care system. To our understanding, a similar study that was conducted in 

Toronto Ontario is currently awaiting publication. It will be 
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interesting to see whether differences exist among patients treated at a 

neighboring city. 

Given the large amount of additional data revealed from this 

study, when compared to the CNQ-YP, it may be necessary to expand the 

qualitative study and use the data collected to either develop a new 

measure that better addresses the needs of AYAs from the Canadian 

perspective or to revise the CNQ-YP to better address these needs.  

Furthermore, future qualitative research from the family’s 

perspective may be necessary to further identify the HSC needs, which 

younger participants may not have elaborated, such as financial burdens 

or emotional impacts on families. In addition, research from the 

perspective of the health care providers will be critical to understand 

the strengths and limitations they face in addressing the HSC needs of 

this cohort and the limitations placed by the current health care 

systems. This will ensure that the restraints and needs of all parties 

involved will be addressed in the development of an AYA program. 

Future comparisons of the patients’, families’ and health care 

providers’ needs to ensure optimal care delivery and health outcomes of 

survivors will be critical to developing a suitable health care setting 

in which all parties’ needs are accurately being met. 

5.4 Plan for dissemination of results 

Study results will be shared at national and international 

conferences. In particular, the study has been accepted for a poster 

presentation at the McMaster Child Health Research Trainee Day in 

Hamilton, Ontario in June 2012 and the 44th Congress of the 

International Society of Pediatric Oncology, in London, UK, in October 

2012. In addition, study findings will be presented to various 

stakeholder groups such as the Canadian Partnership Against Cancer’s 
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Task Force on Adolescents and Young Adults with Cancer. Abstracts for 

oral and/or poster presentations at other conferences will be submitted. 

Various manuscripts will be prepared for publication in peer-reviewed 

journals. 

5.5 Conclusion 

This study has identified a comprehensive set of HSC needs of AYA 

survivors with cancer. AYA survivors with cancer expressed fundamental 

needs that must be addressed in order to ensure optimal outcomes. The 

most common needs were related to facility needs, social needs, 

information-sharing communication needs and service provision needs. 

Study results will be used to inform the planning process to develop a 

new healthcare program for AYA patients in Hamilton Health Sciences 

(HHS). 
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Figure 1: Supportive Care Needs Framework (Adapted from Fitch 2008) 
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Figure 2: Supportive Care Needs Framework for patients with life-
threatening illness (Adapted from Fitch 2008) 
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Figure 3: Exclusion process for the systematic literature review 
!

Total abstracts/titles 
reviewed 

 
Abstracts and titles retrieved 
by the systematic search of 
databases = 760 

Abstracts/titles included 
screening level 1 

 
Article abstracts and titles 
that report studying 
adolescents and/or young 
adults = 566 
 
 

Abstracts/titles included 
screening level 2 

 
Abstracts and titles that 
demonstrate the use of 
empirical data analysis = 372 
  

Abstracts/titles included 
screening level 3 – passed to 

full text review  
 

Abstracts/titles that studied 
health and/or supportive needs 
of adolescents and/or young 
adults = 64 

 Additional articles included  
 

Articles included after full 
citation-reviews of all 
included articles = 1 
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Excludes 
 
Article abstracts and titles 
that report findings on adults 
(≥40) and/or children (≤10) 
only  
= 194 

 
 
 

Excludes 
 

Studies that do not focus on 
needs: 44 
Thesis dissertations: 4 
Abstracts: 3 
Reports: 2 
 

Excludes 
 

Articles that did not report 
findings of adolescents and/or 
young adults needs separately 
OR focused on other populations 
= 308 
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!Total articles included  
 

Articles that passed full text 
review and report health care 
and/or supportive needs of 
adolescents and/or young 
adults = 11 

"
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FINAL INCLUDES 

 
12 
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Table 1: Sampling matrix for qualitative interviews  
 
a. Initially planned 
 

Treatment phase Post-treatment follow-up 
Current age: 
15-18 years 

Current age: 
19-25 years 

Current age: 
15-18 years 

Current age: 
19-25 years 

Male Female Male Female Male Female Male Female 

2 2 2 2 2 2 2 2 
 
 
b. Final 
 

Treatment phase Post-treatment follow-up 

Current age: 
15-18 years 

Current age: 
19-25 years 

Current age: 
15-18 years 

Current age: 
19-25 years 

Male Female Male Female Male Female Male Female 

2 2 2 1 2 3 3 5 
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Table 2: Qualitative study participant demographics 

Characteristic Number of participants Percent  
(%) 

Current age 
! Adolescent (15-18) 
! Young adult (19-25) 

 
9 
11 

 
45 
55 

Age at diagnosis 
! Adolescent (15-18) 
! Young adult (19-25) 

 
12 
8 

 
60 
40 

Gender 
! Male 
! Female 

 
9 
11 

 
45 
55 

Treatment stage 
! On 
! Off 

 
7 
13 

 
35 
65 

Ethnicity 
! Caucasian 
! Other 

 
16 
4 

 
80 
20 

Type of treatment 
! Chemotherapy only 
! Combination (chemotherapy, radiation and/or 

surgery) 

 
5 
 

15 

 
25 
 

75 
Relapse 
! Yes 
! No 

 
2 
18 

 
10 
90 

Comorbidity 
! Yes 
! No 

 
3 
17 

 
15 
85 
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Characteristic Number of participants Percent  
(%) 

Diagnosis 
! Acute lymphoblastic leukemia 
! Astrocytoma 
! Bone cancer 
! Brain tumor 
! Burkitts lymphoma 
! Colon cancer 
! Ewings sarcoma 
! Hodgkins lymphoma 
! Non-Hodgkins lymphoma 
! T-cell lymphoma 
! Testicular cancer 
! Thyroid cancer 

 
4 
1 
2 
1 
1 
1 
2 
4 
1 
1 
1 
1 

 
20 
5 
10 
5 
5 
5 
10 
20 
5 
5 
5 
5 

Patient education level (completed) 
! Less then high school 
! High school 
! College 
! Bachelor 
! Masters 

 
1 
11 
1 
6 
1 

 
5 
55 
5 
30 
5 

Patient living status 
! Parents/caregiver 
! Partner 
! Friends 

 
15 
4 
1 

 
75 
20 
5 

Patient working status 
! Yes 
! No 

 
8 
12 

 
40 
60 
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Characteristic Number of participants Percent  
(%) 

Patient relationship status 
! Single 
! In a relationship/married 
! Unknown 

 
5 
8 
7 

 
25% 
40% 
35% 

SES 
! <$20,000 
! $40,000-$49,000 
! $60,000-$69,000 
! Unknown 

 
6 
1 
1 
12 

 
30 
5 
5 
60 

Parent relationship status 
! Married 
! Divorced  
! Unknown 

 
14 
5 
1 

 
70 
25 
5 

Mother education level 
! Less then high school 
! High school 
! College/university 
! Unknown 

 
2 
5 
9 
4 

 
10 
25 
45 
20 

Father education level 
! Less then high school 
! High school 
! College/university 
! Unknown 

 
2 
5 
10 
3 

 
10 
25 
50 
15 
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Table 3: Consistent and inconsistent themes emerging from the qualitative and quantitative studies 
 
Category Sub-category Qualitative study Quantitative 

study 
Collaboration Hospital-hospital Yes No 

Pharmacy-pharmacy Yes No 
School-other services Yes No 

Facility Amenities Yes Yes 
Design/décor Yes No 
Entertainment Yes Yes 
Food/drink Yes Yes 

Information sharing and communication Asking questions Yes No 
Cancer treatment and 
diagnosis 

Yes Yes 

Mode of information Yes Yes 
Information delivery Yes No 
Seeking information Yes No 
Support independence Yes Yes 
Talking about cancer Yes Yes 

Physical and daily living Health maintenance Yes No 
Practical Yes Yes 
Symptoms Yes No 

Psychological/emotional Autonomy Yes Yes 
Feeling normal Yes Yes 
Self conscious Yes Yes 
Spiritual support Yes No 
Support Yes Yes 

Service provision Availability/accessibility Yes Yes 
Client (AYA) centered care Yes Yes 
Client safety Yes Yes 
Coordination Yes Yes 
Multidisciplinary team Yes Yes 
Wait times Yes Yes 

Social Companionship  Yes Yes 
Participation in social 
roles 

Yes Yes 

Support Yes Yes 
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APPENDIX A 

Final coding framework - definition of needs  

Category Sub-categories Definition 
Collaboration Hospital-hospital, pharmacy-

pharmacy, school-other 
services 

Linkages and partnerships that are to be established 
among different service delivery systems, networks 
and providers to enable   effective planning and the 
implementation of a high-quality integrated service 

Facility Amenities, design/décor, 
entertainment, food/drink, 
other 

Location and environment (e.g., amenities, 
entertainment) of the hospital or clinic, such as 
having privacy, and nearby accommodation 

Information- 
sharing and 
communication 

Asking questions, cancer 
treatment and diagnosis, mode 
of information, information 
delivery, seeking information, 
talking about cancer, other 

Information to reduce confusion, anxiety and fear, to 
inform decision-making, and to assist in skill 
acquisition 

Physical and 
daily living 
needs 

Health maintenance, practical, 
symptoms 

Physical comfort and freedom from pain, optimum 
nutrition and ability to carry out one’s usual day-
to-day functions 

Psychological/
emotional 

Autonomy, feeling normal, self 
conscious, spiritual support, 
support 

Ability to cope with the illness experience and its 
consequences, the meaning and purpose in life and the 
need to practice religious belief 

Service 
provision 

Availability/accessibility Extent to which services are available and accessible 
(e.g., geographically, physically, affordability)  in 
a timely manner 

Service 
provision 

Client (AYA) centered care Extent to which the planning and delivery of services 
involves clients, is positive, acceptable and 
responsive to their needs and expectations, and 
respectful of privacy, confidentiality   and 
differences (e.g., cultural, socioeconomic)  

Service 
provision 

Client safety Actual or potential harm to the client through the 
provision of a service, that can be prevented, 
avoided, reduced or minimized through integrated risk 
management activities 
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Category Sub-categories Definition 
Service 
provision 

Coordination Provision of services that are continuous, integrated 
and organized around the client (e.g., within and 
across service settings  and over time)   

Service 
provision 

Multidisciplinary team Having a treatment planning team with a number of 
doctors and other health care professionals who are 
experts in different disciplines.  

Service 
provision 

Wait times Improved times between the date of request for a 
consultation to the date of the primary care 
consultation, the date of the request for a test and 
the date of examination, the referral date from the 
first specialist to the date of the subsequent 
specialist/ surgical consultation, the date of the 
decision to treat and the date of surgery, the date 
of booking or placement on the hospital waiting list 
and the date of surgery, the request for diagnostic 
testing and when the request is accepted by the 
radiologist, when the request for diagnostic testing 
has been accepted by the radiology department and the 
date of the diagnostic testing 

Social Companionship, participation 
in social roles, support 

Family relationships, community acceptance, 
involvement in relationships and social roles, and 
coping with changing relationships with 
friends/family members  
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APPENDIX B 

Systematic literature review search strategy 

PICO research question: 
 
What are the health care and supportive needs of adolescent and young adult cancer patients and survivors 
aged 15 to 30?  
 
Lower Age limit: 15  
Upper age limit: 30 
 
Exclusion 
Age: younger then 15 years of age and/or older then 30 years of age 
Language: none  
Types of studies: abstracts, reviews, editorials, dissertations 
 
Journals to search: 
 
CINAHL, Cochrane Central, EMBASE, Medline, PsycInfo and PubMed 
 
Narrowed down search terms: 
 
Adolescent, adolescence, young adult, cancer, sexuality, sexual function, support needs, support, 
psychosocial, distress, unmet needs, health behavior, intervention programs, social support, survivorship, 
survivors, brain tumor, surgery, supportive care, qualitative research, social problems, psychosocial 
support systems, process assessment (health care), patient-care team, oncology, health care, needs 
assessment, supportive care, support services 
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Detailed Search terms: 
 
Clinical   
Age Adolescence, adolescent, young adult, teen-age, teenage, youth, adult 
Issues Cancer, oncology, hematology, blood disorders, blood disease, tumors, solid tumors, 

leukemia, lymphoma, brain tumors, glioma 
Needs 
 Needs, needs assessment, evaluation of needs, health, supportive care, care, 

psychological, adjustment, physical, activity, coping, health behavior, social, 
information, health facility, health center, client centered care, family centered 
care, patient centered care 

Client/family 
centered care 

Relationships, relationships with staff, client care, client centered care, family 
care, family centered care, family services, physicians, nurses, support team, 
dietician, social worker, councilor, counseling, hospital staff, staff, services, 
services provided, service provision, service delivery, decision making, personalized 
care, coordination of care, accessibility, wait times, scheduling  

Physical  Participation, physical function, physical ability, participation in physical activity, 
mobility, physical symptoms, energy level, strength, stamina, nausea, pain, discomfort, 
appetite, vision, hearing, weight, appearance, sensitivity, temperature, sexual 
function, sleep, sleep disturbance, fertility, fitness, exercise, weight loss, 
appearance, changes 

Psychological Anxiety, worry, fear, sadness, depression, self consciousness, self-consciousness, self 
confidence, self-confidence, anger, happiness, impact of diagnosis, reaction to 
diagnosis, reaction to physical changes, cognitive function, spirituality, feeling 
normal, motivation, control, joy, drive, strength, planning for the future, getting 
back to normal, life impact, life changes, self esteem, self concept, self-perception 

Coping Ability, strategies, methods, degree, level, diagnosis, treatment, survivorship, family 
coping, family, relatives, friends, peers, schoolmates, classmates, co-workers 

Health 
behavior 

Diet, poor eating, nutrition, eating habits, exercise, physical activity, sports, 
activity, working-out, risk behavior, smoking, drugs, alcohol, sexual activity, sex, 
sexuality 

Social Participation, family, relatives, friends, peers, schoolmates, classmates, peers with 
cancer, roommates, partner, activities, isolation, missing out, telling others about 
diagnosis, telling others about treatment, reaction to cancer, quality of support, 
financial support, housekeeping, feeding, grooming, shopping, transportation, meeting 
new people, intimate relationships, sexual partner, sexual relationships, boyfriend, 
girlfriend, significant other 
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Needs 
Information Delivery of information, use of information, diagnosis, treatment, survivorship, 

transitioning, sexual health, side affects, information from peers with cancer, 
nutrition, form of information, recipient of information, understanding information, 
information seeking, asking questions 

Health 
facility 

Facility, state of facility, hospital facility, hospital, cleanliness, clean, oncology 
ward, ward, common room, TV room, lounge room, treatment room, waiting room, waiting 
area, bathroom, washroom, hospital room, examining room, rules, amenities, activities, 
services, food, roommates, peers with cancer, cancer patients 

Miscellaneous   
 Needs, other needs, solutions, advice, suggestions, strategies 



 

 90 

APPENDIX C 

CASP evaluation tool 

Critical Appraisal Skills Programme (CASP) 
making sense of evidence 

 
10 questions to help you make sense of 

qualitative research 
 

This assessment tool has been developed for those unfamiliar with qualitative 
research and its theoretical perspectives.  This tool presents a number of 
questions that deal very broadly with some of the principles or assumptions 
that characterise qualitative research.  It is not a definitive guide and 
extensive further reading is recommended. 
 

How to use this appraisal tool 
Three broad issues need to be considered when appraising the report of 
qualitative research: 
x Rigour: has a thorough and appropriate approach been applied to 
x key research methods in the study? 
x Credibility: are the findings well presented and meaningful? 
x Relevance: how useful are the findings to you and your 

organisation? 

The 10 questions on the following pages are designed to help you think about 
these issues systematically. 

The first two questions are screening questions and can be answered quickly. 
If the answer to both is “yes”, it is worth proceeding with the remaining 
questions. 

A number of italicised prompts are given after each question. These are 
designed to remind you why the question is important. Record your reasons 
for your answers in the spaces provided. 

 
 
 
 
 
 
 
 
 
 
The 10 questions have been developed by the national CASP collaboration for 
qualitative methodologies. 
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No part of this publication may be reproduced, stored in a retrieval system, or 
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Resource Unit.  If permission is given, then copies must include this statement 
together with the words “© Public Health Resource Unit, England 2006”.  However, 
NHS organisations may reproduce or use the publication for non-commercial 
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Screening Questions 

1.  Was there a clear statement of the aims    � Yes  � No 
     of the research? 

Consider: 

– what the goal of the research was 

– why it is important 

– its relevance 

 

 

2.  Is a qualitative methodology appropriate?    � Yes  � No  

Consider: 

– if the research seeks to interpret or illuminate 
   the actions and/or subjective experiences of 
   research participants 

 

 

Is it worth continuing? 

Detailed questions 

Appropriate research design 

3.  Was the research design appropriate to    Write comments here 
     address the aims of the research? 

Consider: 

– if the researcher has justified the research 
   design (e.g. have they discussed how they 
   decided which methods to use?) 

 

 

 

Sampling 

4.  Was the recruitment strategy appropriate   Write comments here 
     to the aims of the research? 

Consider: 

– if the researcher has explained how the 
   participants were selected 

– if they explained why the participants they 
   selected were the most appropriate to provide 
   access to the type of knowledge sought by the 
   study 

– if there are any discussions around recruitment 
   (e.g. why some people chose not to take part) 

 

© Public Health Resource Unit, England (2006).  All rights reserved. 
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Data collection 

5.  Were the data collected in a way that    Write comments here 
     addressed the research issue? 

Consider: 

– if the setting for data collection was justified 

– if it is clear how data were collected (e.g. focus 
   group, semi-structured interview etc) 

– if the researcher has justified the methods 
   chosen 

– if the researcher has made the methods explicit 
   (e.g. for interview method, is there an indication 
   of how interviews were conducted, did they 
   used a topic guide?) 

– if methods were modified during the study. If so, 
   has the researcher explained how and why? 

– if the form of data is clear (e.g. tape recordings, 
   video material, notes etc) 

– if the researcher has discussed saturation of 
   data 

Reflexivity (research partnership relations/recognition of researcher bias) 

6.  Has the relationship between researcher and   Write comments here 
     participants been adequately considered? 

Consider whether it is clear: 

– if the researcher critically examined their own 
   role, potential bias and influence during: 

– formulation of research questions 

– data collection, including sample recruitment 
   and choice of location 

– how the researcher responded to events during 
   the study and whether they considered the 
   implications of any changes in the research 
   design 

Ethical Issues 

7.  Have ethical issues been taken into    Write comments here 
     consideration? 

Consider: 

– if there are sufficient details of how the research 
   was explained to participants for the reader to 
   assess whether ethical standards were 
   maintained 

– if the researcher has discussed issues raised by 
   the study (e. g. issues around informed consent 
   or confidentiality or how they have handled the 
   effects of the study on the participants during 
   and after the study) 

– if approval has been sought from the ethics 

© Public Health Resource Unit, England (2006).  All rights reserved. 

   committee 
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Data Analysis 

8.  Was the data analysis sufficiently rigorous?   Write comments here 

Consider: 

– if there is an in-depth description of the analysis 
   process 

– if thematic analysis is used. If so, is it clear how 
   the categories/themes were derived from the 
   data? 

– whether the researcher explains how the data 
   presented were selected from the original 
   sample to demonstrate the analysis process 

– if sufficient data are presented to support the 
   findings 

– to what extent contradictory data are taken 
   into account 

– whether the researcher critically examined their 
   own role, potential bias and influence during 
   analysis and selection of data for presentation 

 

Findings 

9.  Is there a clear statement of findings?    Write comments here 

Consider: 

– if the findings are explicit 

– if there is adequate discussion of the evidence 
   both for and against the researcher’s arguments 

– if the researcher has discussed the credibility of 
   their findings (e.g. triangulation, respondent 
   validation, more than one analyst.) 

– if the findings are discussed in relation to the 
   original research questions 

 

 

Value of the research 

10.  How valuable is the research?     Write comments here 

Consider: 

– if the researcher discusses the contribution the 
   study makes to existing knowledge or 
   understanding (e.g. do they consider the 
   findings in relation to current practice or policy, 
   or relevant research-based literature?) 

– if they identify new areas where research is 
   necessary 

– if the researchers have discussed whether or 
   how the findings can be transferred to other 
   populations or considered other ways the 
   research may be used 

© Public Health Resource Unit, England (2006).  All rights reserved. 

 



MSc. Thesis - E. Tsangaris; McMaster University – Health Research 
Methodology 

 94 

APPENDIX D 

STROBE evaluation tool 

 

 1

STROBE Statement—checklist of items that should be included in reports of observational studies 
 
 Item 

No Recommendation 
(a) Indicate the study’s design with a commonly used term in the title or the abstract Title and abstract 1 
(b) Provide in the abstract an informative and balanced summary of what was done 
and what was found 

Introduction 
Background/rationale 2 Explain the scientific background and rationale for the investigation being reported 
Objectives 3 State specific objectives, including any prespecified hypotheses 

Methods 
Study design 4 Present key elements of study design early in the paper 
Setting 5 Describe the setting, locations, and relevant dates, including periods of recruitment, 

exposure, follow-up, and data collection 
(a) Cohort study—Give the eligibility criteria, and the sources and methods of 
selection of participants. Describe methods of follow-up 
Case-control study—Give the eligibility criteria, and the sources and methods of 
case ascertainment and control selection. Give the rationale for the choice of cases 
and controls 
Cross-sectional study—Give the eligibility criteria, and the sources and methods of 
selection of participants 

Participants 6 

(b) Cohort study—For matched studies, give matching criteria and number of 
exposed and unexposed 
Case-control study—For matched studies, give matching criteria and the number of 
controls per case 

Variables 7 Clearly define all outcomes, exposures, predictors, potential confounders, and effect 
modifiers. Give diagnostic criteria, if applicable 

Data sources/ 
measurement 

8*  For each variable of interest, give sources of data and details of methods of 
assessment (measurement). Describe comparability of assessment methods if there 
is more than one group 

Bias 9 Describe any efforts to address potential sources of bias 
Study size 10 Explain how the study size was arrived at 
Quantitative variables 11 Explain how quantitative variables were handled in the analyses. If applicable, 

describe which groupings were chosen and why 
(a) Describe all statistical methods, including those used to control for confounding 
(b) Describe any methods used to examine subgroups and interactions 
(c) Explain how missing data were addressed 
(d) Cohort study—If applicable, explain how loss to follow-up was addressed 
Case-control study—If applicable, explain how matching of cases and controls was 
addressed 
Cross-sectional study—If applicable, describe analytical methods taking account of 
sampling strategy 

Statistical methods 12 

(e) Describe any sensitivity analyses 
Continued on next page
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Results 
(a) Report numbers of individuals at each stage of study—eg numbers potentially eligible, 
examined for eligibility, confirmed eligible, included in the study, completing follow-up, and 
analysed 
(b) Give reasons for non-participation at each stage 

Participants 13* 

(c) Consider use of a flow diagram 
(a) Give characteristics of study participants (eg demographic, clinical, social) and information 
on exposures and potential confounders 
(b) Indicate number of participants with missing data for each variable of interest 

Descriptive 
data 

14* 

(c) Cohort study—Summarise follow-up time (eg, average and total amount) 
Cohort study—Report numbers of outcome events or summary measures over time 
Case-control study—Report numbers in each exposure category, or summary measures of 
exposure 

Outcome data 15* 

Cross-sectional study—Report numbers of outcome events or summary measures 
(a) Give unadjusted estimates and, if applicable, confounder-adjusted estimates and their 
precision (eg, 95% confidence interval). Make clear which confounders were adjusted for and 
why they were included 
(b) Report category boundaries when continuous variables were categorized 

Main results 16 

(c) If relevant, consider translating estimates of relative risk into absolute risk for a meaningful 
time period 

Other analyses 17 Report other analyses done—eg analyses of subgroups and interactions, and sensitivity 
analyses 

Discussion 
Key results 18 Summarise key results with reference to study objectives 
Limitations 19 Discuss limitations of the study, taking into account sources of potential bias or imprecision. 

Discuss both direction and magnitude of any potential bias 
Interpretation 20 Give a cautious overall interpretation of results considering objectives, limitations, multiplicity 

of analyses, results from similar studies, and other relevant evidence 
Generalisability 21 Discuss the generalisability (external validity) of the study results 

Other information 
Funding 22 Give the source of funding and the role of the funders for the present study and, if applicable, 

for the original study on which the present article is based 
 
*Give information separately for cases and controls in case-control studies and, if applicable, for exposed and 
unexposed groups in cohort and cross-sectional studies. 
 
Note: An Explanation and Elaboration article discusses each checklist item and gives methodological background and 
published examples of transparent reporting. The STROBE checklist is best used in conjunction with this article (freely 
available on the Web sites of PLoS Medicine at http://www.plosmedicine.org/, Annals of Internal Medicine at 
http://www.annals.org/, and Epidemiology at http://www.epidem.com/). Information on the STROBE Initiative is 
available at www.strobe-statement.org. 
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APPENDIX E 

Systematic literature review characteristics of included articles 

Ref. Country  Design Setting Outcome 
Measure  

Study 
Sample 

Age 
enrolled 
(years) 

Age 
diagnosed 
(years) 

Number 
of F:M 

Type of 
cancer 
 

Ethnicity                   
  

62 UK Qualita
tive 
focus 
group 

Regiona
l 
cancer 
centers 
in 
Wales 

n/a 7 n/a 18-24 3:4 n/a n/a 

63 Austra-
lia 

Qualita
tive 
focus 
group 

Victori
a  
Austral
ia 

n/a 6 20.5 
(avg.) 

14-21  4:2 Hodgkin
s; Non-
Hodgkin
s; 
Melanom
a; 
Brain; 
Ewing's 
sarcoma
; Soft 
tissue 
sarcoma 

n/a 
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Ref. Country  Design Setting Outcome 
Measure  

Study 
Sample 

Age 
enrolled 
(years) 

Age 
diagnosed 
(years) 

Number 
of F:M 

Type of 
cancer 
 

Ethnicity                   
  

64 Austral
ia 

Qualita
tive 
focus 
groups 

Melbour
ne 
Austral
ia 

n/a 8 22-30 22-29 5:3 Synovia
l 
sarcoma
; 
Rhabdom
yosarco
ma; 
Squamou
s cell 
carcino
ma 
tongue; 
Testicu
lar;Bow
el; 
Acute 
myeloid 
leukemi
a; 
Breast; 
Non-
Hodgkin
’s  

n/a 

 
 
 
 
 
 
 
 
 
 



MSc. Thesis - E. Tsangaris; McMaster University – Health Research Methodology 

 98 

Ref. Country  Design Setting Outcome 
Measure  

Study 
Sample 

Age 
enrolled 
(years) 

Age 
diagnosed 
(years) 

Number 
of F:M 

Type of 
cancer 
 

Ethnicity                   
  

65 USA Qualita
tive 
intervi
ews 

Tumor 
registr
y at 
local 
hospita
l 

n/a 20 18-39 18-39 15:5 Thyroid
; 
Breast; 
Melanom
a; 
Sarcoma
; 
Rectal; 
Nasopha
ryngeal 
; 
Leukemi
a; 
Hodgkin
’s 
lymphom
a; 
Endomet
rial; 
Brain 

White 
(18); 
White 
Hispanic 
(1); More 
then one 
race 
Hispanic 
(1) 
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Ref. Country  Design Setting Outcome 
Measure  

Study 
Sample 

Age 
enrolled 
(years) 

Age 
diagnosed 
(years) 

Number 
of F:M 

Type of 
cancer 
 

Ethnicity                   
  

66 UK Qualita
tive 
focus 
groups 
and 
intervi
ews 

Cancer 
unit in 
Yorkshi
re 

n/a 14  13-20  n/a 4:10 Hodgkin
s; 
Osteosa
r-coma; 
Acute 
lymphob
lastic 
leukemi
a; 
Rhabdom
yosarco
ma; 
Ewing's 
Sarcoma
; 
Primati
ve 
neuroec
toderma
l 
tumor; 
Soft 
tissue 
sarcoma 

White 
(12); 
Asian (2) 
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Ref. Country  Design Setting Outcome 
Measure  

Study 
Sample 

Age 
enrolled 
(years) 

Age 
diagnosed 
(years) 

Number 
of F:M 

Type of 
cancer 
 

Ethnicity                   
  

67 USA Qualita
tive 
 

Treatme
nt 
centers 
in 
Texas 
Tenness
ee, 
Missour
i and 
New 
York  

n/a 89 13-19 Teenage 
years 

18:29    
(only 
availa
ble 
for 47 
patien
ts) 

Leukemi
a;  
Non-
Hodgkin
's; 
Hodgkin
’s; 
Ewing's 
sarcoma
; 
Osteoge
nic 
sarcoma
; 
Brain; 
Rhabdom
yosarco
ma 

n/a 
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Ref. Country  Design Setting Outcome 
Measure  

Study 
Sample 

Age 
enrolled 
(years) 

Age 
diagnosed 
(years) 

Number 
of F:M 

Type of 
cancer 
 

Ethnicity                   
  

68 USA Quantit
ative 
cross-
section
al 
survey  

No 
setting 
electro
nic 
survey  

Rank 
order 
needs 

1,088 18-39  15-35 823:25
7 

Breast; 
Hodgkin
’s; 
Non-
Hodgkin
's; 
Leukemi
a; 
Testicu
lar; 
Bone 
and 
other 
soft 
tissue 
sarcoma
; 
Adenosa
r-coma; 
Brain 
tumor 

White 
(920); 
African 
American 
(31); 
Asian 
(44); 
Hispanic 
(41); 
Native 
American 
(4) 

69 USA Quantit
ative 
cross-
section
al 
survey  

No 
setting 
electro
nic 
survey  

n/a 217 18-40 15-35 186:28 Hodgkin
’s; 
Non-
Hodgkin
’s; 
Leukemi
a; 
Breast;  

White 
(178); 
African 
American 
(8); Asian 
(10); 
Hispanic 
(9); 
Native 
American 
(1) 
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Ref. Country  Design Setting Outcome 
Measure  

Study 
Sample 

Age 
enrolled 
(years) 

Age 
diagnosed 
(years) 

Number 
of F:M 

Type of 
cancer 
 

Ethnicity                   
  

70 USA Quantit
ative  
cross-
section
al 
survey 

No 
setting 
electro
nic 
survey  

n/a 879 18-35   15-35 635:23
0 

Hodgkin
’s; 
Non-
Hodgkin
’s; 
Leukemi
a; 
Breast; 
Germ 
cell 
tumor; 
Soft 
tissue 
sarcoma 
or  
carcino
ma; 
Brain; 
Thyroid 

White 
(741); 
African 
American 
(22); 
Asian 
(33); 
Hispanic 
(32); 
Native 
American 
(3) 
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Ref. Country  Design Setting Outcome 
Measure  

Study 
Sample 

Age 
enrolled 
(years) 

Age 
diagnosed 
(years) 

Number 
of F:M 

Type of 
cancer 
 

Ethnicity                   
  

71 USA Quantit
ative 
longitu
dinal 
survey 

North 
America
n 
cancer 
centers 

Informa
tion 
Prefer-
ences 
of 
Adoles-
cents 
(IPA)  

ARM I  
n=39;  
ARM II  
n=74 

ARM I 
11-21; 
ARM II 
11-19 

n/a ARM I 
19:20;  
ARM II  
30:42 

n/a ARM I:  
African 
American. 
(3); Asian 
(3); 
Hispanic 
(9); White 
(24); 
Other (4); 
Missing 
(2)                         
ARM II: 
African 
Am. (3); 
Asian (4); 
Hispanic 
(10); 
White 
(46);Other 
(7);Missi-
ng (2) 

72 Austra-
lia 

Quantit
ative 
cross-
section
al 
survey 

Populat
ion 
based 

Cancer 
Needs 
questio
nnaire 
for 
Young 
People 
(CNQ-
YP) 

63  18-24 n/a 40:23 n/a n/a 
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Ref. Country  Design Setting Outcome 
Measure  

Study 
Sample 

Age 
enrolled 
(years) 

Age 
diagnosed 
(years) 

Number 
of F:M 

Type of 
cancer 
 

Ethnicity                   
  

73 USA Mixed 
Methods 
Delphi 
panel 

Communi
ty 
based 
clinics 
private 
practic
es or 
academi
c 
medical 
centers  

n/a 37 18-44 15-39 n/a Brain; 
Breast; 
Endomet
rial; 
Germ 
cell 
testicu
lar or 
ovarian
; 
Sarcoma
; 
Hodgkin
; 
Leukemi
a; 
Melanom
a  

n/a 
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APPENDIX F 

Systematic literature review needs categories 

Category Sub-category Need 
Citation 
numbers 

Facility Amenities AYA ward 63, 66, 72 
Entertainment Entertainment for AYAs (e.g., TV, movies, gaming system, 

board games, cards, magazines, special visitors, crafts) 72 
Entertainment room (i.e. computer room, lounge, movie 
room) 72 

Food/drink Better quality 63, 72 
Information-
sharing and 
communication 

Cancer 
treatment and 
diagnosis 

Discuss side effects 
62, 69, 70, 
71, 72 

Explain what they are doing and changes to 
procedures/plans 73 
Diagnosis 69, 70 

Sexual function 

63, 65, 64, 
69, 70, 71, 
73 

Other - reassurance that physical and emotional 
responses to cancer are ‘‘normal’’ 73 
Personalized information 73 

Mode of 
information Electronic 

62, 65, 69, 
70 

Verbal 65 
Written 65, 67 

Information 
delivery 
 

Explain things in a way I can understand 64 

Talk to me honestly 66, 67 
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Category Sub-category Need 
Citation 
numbers 

Information-
sharing and 
communication 
cont. 

Other 

Available services for young people 

62, 
69, 
70, 72 

Getting back to exercising 69, 70 
Diet and nutrition  65, 69, 70 
Feelings caused by the experience 72 
Cancer discrimination in school and college, jobs and 
the military 71 
Practical matters 62, 65, 71 

Seeking 
information Seeking information from outside sources  65 
Talking about 
cancer 

Patient being able to give back to cancer 
community/raise awareness about cancer  73 
Patient being able to talk about cancer  62, 71, 73 

Physical and 
daily living 

Health 
maintenance 

Programs to remain active and/or eat healthy 65 
Relaxation activities 65 

Practical Financial support 73 
Transportation assistance 69, 70 

Psychological
/emotional Autonomy Gain back independence 

62, 67, 63, 
73 

Feeling normal To feel normal 62, 73 
Feeling self 
conscious To deal with physical changes 62, 71 

Support Available support services 

62, 63, 64, 
65, 67, 69, 
70, 71, 72, 
73 
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Category Sub-category Need 
Citation 
numbers 

Service 
provision 

Availability/ac
cessibility 
 

Access to specialized staff 63 

Access to treatment 64 
Client (AYA) 
centered care 

Friendly staff 62, 63, 72 
Knowledgeable and qualified staff 73 
Staff that the patient can trust/relate  63, 73 

Client safety Management of treatment-related symptoms  73 
Coordination Better transitioning 73 

Staff cohesiveness  63 
Multidisciplina
ry team Multidisciplinary team 

65, 69, 70, 
73 

Other Choice of treatment days 63, 73 
Opportunity to be involved in clinic trials  73 
High quality treatment 66 

Wait times Improve wait times 63, 66 
Support 
independence 

Encourage patient education  66 
To be involved in discussion and decision making 63, 73 
Time alone with doctors to discuss sensitive matters 67 

Social Companionship Friends 72, 73 
Participation 
in social roles 

School 63, 66, 71 
Work 63, 72 

Support Proximity to family and/or friends 66 
Support from family and/or friends 62, 67, 73 
Support from peer with cancer 65, 67, 73 
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APPENDIX G 

Systematic literature review variables related to patient reported needs 

Determinant Category Sub-category Need 
Citation 
numbers 

Age 
 

Facility Amenities AYA ward 68 
Information-
sharing and 
communication 

Cancer treatment and 
diagnosis 

Explain what they are doing and 
any changes to procedures/plans 68 
Diagnosis 68, 70 
Sexual function 68, 69, 70 
Personalized information 68 

Mode of information Electronic 69, 70 
Other Available services for young 

people 70 
Physical and 
daily living 

Practical Financial support 68 
Transportation assistance 70 

Psychological/ 
emotional 

Support 
Available support services 68, 69, 70 

Service 
provision 

Availability/ 
accessibility Access to specialized staff 

68 

Client safety Management of treatment-related 
symptoms  

68 

Coordination Better transitioning 68 
Other 68 

Multidisciplinary team Multidisciplinary team 68, 69, 70 
Other Choice of treatment days 68 
Support independence To be involved in discussion 

and decision making 
68 

Social Companionship Deal with not being able to 
hang out/do the same things as 
my friends  

68 

Support Support from family and/or 
friends 

68 

Support from peer with cancer 68 
Support group 68 
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Determinant Category Sub-category Sub-sub category 
Citation 
numbers 

Age at 
diagnosis 

Facility Amenities AYA ward 68 
Information-
sharing and 
communication 
 

Cancer treatment and 
diagnosis 

Explain what they are doing and 
any changes to procedures/plans 

68 

Diagnosis 63, 68, 70 
Sexual function 68, 69, 70 
Personalized information 68 

Mode of information Electronic 69, 70 
Other Available services for young 

people 70 
Physical and 
daily living 

Practical Financial support 68 
Transportation assistance 70 

Psychological/ 
emotional 

Support 
Available support services 68, 69, 70 

Service 
provision 

Availability/ 
accessibility Access to specialized staff 

68 

Client safety Management of treatment-related 
symptoms  

68 

Coordination Better transitioning 68 
Other 68 

Multidisciplinary team Multidisciplinary team 68, 69, 70 
Other Choice of treatment days 68 
Support independence To be involved in discussion 

and decision making 
68 

Social Companionship Deal with not being able to 
hang out/do the same things as 
my friends  

68 

Support Support from family and/or 
friends 

68 

Support from peer with cancer 68 
Support group 68 
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Determinant Category Sub-category Sub-sub category 
Citation 
numbers 

Education 
level 

Information-
sharing and 
communication 

Cancer treatment and 
diagnosis 

Diagnosis 70 
Sexual function 70 

Mode of information Electronic 70 
Other Available services for young 

people 
70 

Getting back to exercising 70 
Diet and nutrition 70 

Physical and 
daily living 

Practical 
Transportation assistance 

70 

Psychological/ 
emotional 

Support 
Available support services 

70 

Service 
provision 

Multidisciplinary team 
Multidisciplinary team 

70 

Ethnicity Information-
sharing and 
communication 

Cancer treatment and 
diagnosis 

Diagnosis 70 
Sexual function 70 

Mode of information Electronic 70 
Other Available services for young 

people 
70 

Getting back to exercising 70 
Diet and nutrition 70 

Physical and 
daily living 

Practical 
Transportation assistance 

70 

Psychological/ 
emotional 

Support 
Available support services 

70 

Service 
provision 

Multidisciplinary team 
Multidisciplinary team 

70 
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Determinant Category Sub-category Sub-sub category 
Citation 
numbers 

Gender Information-
sharing and 
communication 

Cancer treatment and 
diagnosis 

Discuss side effects 71 
Diagnosis 70, 71 
Sexual function 70, 71  

Mode of information Electronic 62, 70 
Other Available services for young 

people 
70 

Getting back to exercising 70 

Diet and nutrition 70 
Cancer discrimination in school 
and college, jobs and the 
military 71 
Practical matters 71 

Talking about cancer Being able to talk about cancer 71 
Physical and 
daily living 

Practical 
Transportation assistance 70 

Psychological/ 
emotional 

Self conscious Deal with physical changes 71 
Support Available support services 70, 71 

Service provision Multidisciplinary team Multidisciplinary team 70 
Social Participation in 

social roles Getting back to school/keeping 
up with school 71 
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Determinant Category Sub-category Sub-sub category 
Citation 
numbers 

Marital 
status 

Information-
sharing and 
communication 

Cancer treatment and 
diagnosis 

Diagnosis 70 

Sexual function 70 
Mode of information Electronic 70 
Other Available services for young 

people 
70 

Getting back to exercising 
70 

Diet and nutrition 70 
Physical and 
daily living 

Practical 
Transportation assistance 

70 

Psychological/ 
emotional 

Support 
Available support services 

70 

Service provision Multidisciplinary team Multidisciplinary team 70 
Occupationa
l status 

Information-
sharing and 
communication 

Cancer treatment and 
diagnosis 

Diagnosis 70 
Sexual function 70 

Mode of information Electronic 70 
Other Available services for young 

people 
70 

Getting back to exercising 70 
Diet and nutrition 70 

Physical and 
daily living 

Practical 
Transportation assistance 

70 

Psychological/ 
emotional 

Support 
Available support services 

70 

Service provision Multidisciplinary team Multidisciplinary team 70 
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Determinant Category Sub-category Sub-sub category 
Citation 
numbers 

Recurrence Information-
sharing and 
communication 

Cancer treatment and 
diagnosis 

Diagnosis 70 
Sexual function 69 

Mode of information Electronic 70 
Other Available services for young 

people 69, 70 

Getting back to exercising 70 

Diet and nutrition 70 
Physical and 
daily living 

Practical 
Transportation assistance 

69, 70 

Psychological/ 
emotional 

Support 
Available support services 

69, 70 

Service provision Multidisciplinary team Multidisciplinary team 69, 70 
Stage of 
treatment 

Information-
sharing and 
communication 

Cancer treatment and 
diagnosis 

Explain what they are doing and 
any changes to procedures/plans 

73 

Sexual function 73 

Other 73 

Personalized information 73 

Mode of information Electronic 70 
Talking about cancer Being able to raise awareness 

about cancer  
73 

Being able to talk about cancer 73 
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Determinant Category Sub-category Sub-sub category 
Citation 
numbers 

Stage of 
treatment 
cont. 

Physical and 
daily living 

Practical 
Financial support 

73 

Psychological/ 
emotional 

Autonomy Gain independence back 73 
Feeling normal To feel normal 73 
Support Available support services 73 

Service provision Client (AYA) centered 
care 

Knowledgeable and qualified 
staff 

73 

Staff that I can trust/can 
relate/understand me 

73 

Client safety Management of treatment-related 
symptoms  

73 

Coordination Better transitioning 73 
Multidisciplinary team Multidisciplinary team 73 
Other Choice of treatment days 73 

Clinic trials 73 
Support independence To be involved in discussion 

and decision making 
73 

Social Companionship Deal with not being able to 
hang out/do the same things as 
my friends  

73 

Support Support from family and/or 
friends 

73 

Support from peer with cancer 73 
Time since 
diagnosis 

Facility Amenities AYA ward 68 
Information-
sharing and 
communication 

Cancer treatment and 
diagnosis 

Discuss side effects 71 
Explain what they are doing and 
any changes to procedures/plans 68 

Diagnosis 68, 71 
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Determinant Category Sub-category Sub-sub category 
Citation 
numbers 

Time since 
diagnosis 
cont. 

Information-
sharing and 
communication 

Cancer treatment and 
diagnosis 

Sexual function 68, 71 
Personalized information 68 

Other Cancer discrimination in school 
and college, jobs and the 
military 71 
Practical matters 71 

Talking about cancer Being able to talk about cancer 71 
Physical and 
daily living 

Practical 
Financial support 68 

Psychological/ 
emotional 

Self conscious Deal with physical changes 71 
Support Available support services 68, 71 

Service provision Availability/ 
accessibility Access to specialized staff 

68 

Client safety Management of treatment-related 
symptoms  

68 

Coordination Better transitioning 68 
Access to multiple medical 
opinions 

68 

Multidisciplinary team Multidisciplinary team 68 
Other Choice of treatment days 68 
Support independence To be involved in discussion 

and decision making 68 
Social 
 

Companionship Deal with not being able to 
hang out/do the same things as 
my friends  68 

Participation in 
social roles 

Getting back to school/keeping 
up with school 71 

Support Support from family and/or 
friends 68 
Support from peer with cancer 68 
Support group 68 
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Determinant Category Sub-category Sub-sub category 
Citation 
numbers 

Time since 
treatment 

Facility 
 

Entertainment Entertainment room  72 
Food/drink Better quality 72 

Information-
sharing and 
communication 

Cancer treatment and 
diagnosis Discuss side effects 72 
Other Available services for young 

people 72 
Feelings caused by the 
experience 72 

Psychological/ 
emotional 

Support 
Available support services 72 

Service provision Client (AYA) centered 
care Approachable staff 72 

Social Companionship Deal with not being able to 
hang out/do the same things as 
my friends  72 

Participation in 
social roles Getting back to work 72 

Treating 
institution 

Information-
sharing and 
communication 

Cancer treatment and 
diagnosis 

Diagnosis 63 
Service provision Wait times Improve wait times 66 

Type of 
cancer 

Information-
sharing and 
communication 

Cancer treatment and 
diagnosis 

Diagnosis 70 
Sexual function 69, 70 

Mode of information Electronic 69, 70 
Other Available services for young 

people 70 
Physical and 
daily living 

Practical 
Transportation assistance 70 

Psychological/ 
emotional 

Support 
Available support services 69, 70 

Service provision Multidisciplinary team Multidisciplinary team 69, 70 
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APPENDIX H 

Qualitative study assent and consent forms                                                

Assessing the Needs of Adolescents and Young Adults (AYA) with Cancer in 
the 

Hamilton Region: A Qualitative Study 
 

Subject Information and Consent Form 
 
Local Principal Investigator(s) and Principal Investigator: 
 

Graeme Fraser, Assistant Professor, Juravinski Cancer Centre, 3rd 
Floor, 699 Concession Street, Hamilton, Ontario, L8V5C2, Tel: 905-
387-9711 Ext 67680; graeme.fraser@jcc.hhsc.ca 
 
Anne Klassen, Associate Professor, Department of Pediatrics, 
McMaster Children’s Hospital, Hamilton, Ontario, L8S 4J9, Tel: 905 
521-2100 Ext 73775; aklass@mcmaster.ca 

 
Co-Investigator(s), Department/Hospital/Institution: 
 

Denise Bryant-Lukosius, Assistant Professor, Juravinski Cancer 
Centre, 3rd Floor, 699 Concession Street, Hamilton, Ontario, L8V 
5C2, 525-9140 Ext 22408; bryantl@mcmaster.ca 
 
Ronald Barr, Professor, Department of Pediatrics, McMaster 
Children’s Hospital, HSC 3N27B Hamilton, Ontario, L8S4J9, Tel: 905 
521-2100 Ext 75624; rbarr@mcmaster.ca 

 
Sponsor: Juravinski Cancer Centre Foundation 
 
Introduction 
Your adolescent has been invited to take part in this research study 
because he/she has or had in the past some form of childhood cancer. This 
letter is to help you decide if you should let your child take part in 
our study. 
 
Why is this study being done? 
In order to improve the way doctors, nurses and other staff provide care 
to adolescents and young adults (AYA) with cancer; we need to ask a group 
of AYA what their view is on the subject. We believe that AYA are a 
unique group of cancer patients and that their needs are not being 
adequately met by the way healthcare services are provided. So we want to 
interview a total of 16 AYA patients in order to find out what their 
healthcare and other needs are. We will use this information to develop a 
questionnaire that we will send to a large sample of AYA. The information 
we collect from the large sample of AYA will be used to develop and 
improve care in the future.  
 
Who can participate in this study? 
Your adolescent is eligible to participate in this study if he/she is 
aged 15-25 years and is being treated for any type of cancer, or has 
completed treatment for cancer, at McMaster Children’s Hospital or the 
Hamilton Health Sciences Center.  
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What is involved in participating in this study? 
If your adolescent agrees to be in this study, he/she will be asked to 
take part in an interview with a research assistant. During the 
interview, he/she will be asked to talk about his/her experiences as an 
AYA. He/she will be asked questions about his/her cancer and treatment. 
Then he/she will have a chance to describe his/her needs (e.g., 
healthcare needs, information needs) as a cancer patient and/or as a 
cancer survivor. The interview will take about 60-90 minutes. The 
interview can take place at a time and location that is convenient to 
your adolescent. The interview will be tape-recorded. After the 
interview, the research assistant may call to ask a few questions of 
clarification.  
 
What are the risks of the study? 
We believe there are minimal risks involved in taking part in this study. 
However, sometimes when people talk about their experiences they may find 
it helpful to talk to someone afterwards for support. If your adolescent 
feels this way, your interviewer will be able to help you find someone to 
talk to. He/she could also call Dr. Graeme Fraser, the study 
investigator, on 905 387-9711 Ext 67680. 
 
Are there benefits to taking part in the study? 
There is no direct benefit to taking part in this study. However, the 
information your adolescent provides will be used to improve healthcare 
services provide to AYA in the Hamilton Region in the future.   
 
What happens if I decide to withdraw my consent to participate? 
Your adolescent’s participation in this study is entirely voluntary. 
He/she may withdraw from this study at any time. If he/she decide to 
enter the study but then wants to withdraw, there will be no penalty or 
loss of benefits to which he/she is otherwise entitled, and his/her 
future medical care will not be affected.  
 
What will the study cost me? 
Your adolescent will not incur any expenses as a result of participation 
with this study. To thank him/her for the time and the effort that it 
took to participate in the study we will provide a $50 gift card.    
 
What happens to the questionnaire data that you provide? 
If your adolescent participates, his/her privacy will be respected. 
Information about him/her will not be given out without his/her 
permission unless required by law or regulation. Information collected 
will be used for research purposes only. All personal information such as 
name or phone number will be kept separate from the interview data and 
will be replaced with a number. A list linking the number with his/her 
name will be kept in a secure place, separate from the interview data. If 
the results of the study are published, no names will be used. Only the 
researchers in charge will have access to his/her personal information.  
 
Who do you call if you have questions or problems? 
For more information concerning the research, you may call Dr. Anne 
Klassen on 905-521-2100 Ext 73775, or Dr. Graeme Fraser on 905 387-9711 
Ext 67680. If you have any questions regarding your adolescent’s rights 
as a research participant you may contact the Office of the Chair of the 
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Hamilton Health Sciences/Faculty of Health Sciences Research Ethics Board 
at 905-521-2100 Ext 42013. 
 
Where can I get more information about childhood cancer? 
I may call The Canadian Cancer Society: 1-888-939-3333 
I may visit the Canadian Cancer Society Web site: http://www.cancer.ca 
I may visit the National Cancer Institute website: 
http://cancernet.nci.nih.gov. 
 
I have read the above information carefully. I have had the chance to ask 
questions. All of my questions have been answered to my satisfaction. I 
agree to participate in this study. I understand that I will receive a 
signed copy of this form. 
             
Parent       Date   Name printed 
             
Participant      Date   Name printed 
             
Researcher     Date   Name printed 
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Assessing the Needs of Adolescents and Young Adults (AYA) with Cancer in 
the 

Hamilton Region: A Qualitative Study 
 

Subject Information and Consent Form 
 
Local Principal Investigator(s) and Principal Investigator: 
 

Graeme Fraser, Assistant Professor, Juravinski Cancer Centre, 3rd 
Floor, 699 Concession Street, Hamilton, Ontario, L8V5C2, Tel: 905-
387-9711 Ext 67680; graeme.fraser@jcc.hhsc.ca 
 
Anne Klassen, Associate Professor, Department of Pediatrics, 
McMaster Children’s Hospital, Hamilton, Ontario, L8S 4J9, Tel: 905 
521-2100 Ext 73775; aklass@mcmaster.ca 

 
Co-Investigator(s), Department/Hospital/Institution: 
 

Denise Bryant-Lukosius, Assistant Professor, Juravinski Cancer 
Centre, 3rd Floor, 699 Concession Street, Hamilton, Ontario, L8V 
5C2, 525-9140 Ext 22408; bryantl@mcmaster.ca 
 
Ronald Barr, Professor, Department of Pediatrics, McMaster 
Children’s Hospital, HSC 3N27B Hamilton, Ontario, L8S4J9, Tel: 905 
521-2100 Ext 75624; rbarr@mcmaster.ca 

 
Sponsor: Juravinski Cancer Centre Foundation 
 
Introduction 
You have been invited to take part in this research study because you are 
an adolescent or young adult (AYA) who has or had in the past some form 
of cancer. This letter is to help you decide if you would like to take 
part in our study. 
 
Why is this study being done? 
In order to improve the way doctors, nurses and other staff provide care 
to the AYA group, we need to ask a group of AYA what their view is on the 
subject. We believe that you are a unique group of cancer patients and 
that your needs are not being adequately met by the way healthcare 
services are provided. So we want to interview a total of 16 AYA patients 
in order to find out what your healthcare and other needs are. We will 
use this information to develop a questionnaire that we will send to a 
large sample of AYA. The information we collect from the large sample of 
AYA will be used to develop and improve care in the future.  
 
Who can participate in this study? 
You are eligible to participate in this study if you are aged 15-25 years 
and are being treated for any type of cancer, or have completed treatment 
for cancer, at McMaster Children’s Hospital or the Hamilton Health 
Sciences Center.   
 
What is involved in participating in this study? 
If you agree to be in this study, you will be asked to take part in an 
interview with a research assistant. During the interview, you will be 
asked to talk about your experiences as an AYA. You will be asked 
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questions about your cancer and treatment. Then you will have a chance to 
describe your needs (e.g., healthcare needs, information needs) as a 
cancer patient and/or as a cancer survivor. The interview will take about 
60-90 minutes of your time. The interview can take place at a time and 
location that is convenient to you. The interview will be tape recorded. 
After the interview, the research assistant may call you to ask a few 
questions of clarification.  
 
What are the risks of the study? 
We believe there are minimal risks involved in taking part in this study. 
However, sometimes when people talk about their experiences they may find 
it helpful to talk to someone afterwards for support. If you feel this 
way, your interviewer will be able to help you find someone to talk to. 
You could also call Dr. Graeme Fraser, the study investigator, on 905 
387-9711 Ext 67680. 
 
Are there benefits to taking part in the study? 
There is no direct benefit to taking part in this study. However, the 
information you provide will be used to improve healthcare services 
provide to AYA in the Hamilton Region in the future.   
 
What happens if I decide to withdraw my consent to participate? 
Your participation in this study is entirely voluntary. You may withdraw 
from this study at any time. If you decide to enter the study but then 
want to withdraw, there will be no penalty or loss of benefits to which 
you are otherwise entitled, and your future medical care will not be 
affected.  
 
What will the study cost me? 
You will not incur any expenses as a result of participation with this 
study. To thank you for the time and the effort that it took to 
participate in the study you will be given a $50 gift card.    
 
What happens to the questionnaire data that you provide? 
If you participate, your privacy will be respected. Information about you 
will not be given out without your permission unless required by law or 
regulation. Information collected will be used for research purposes 
only. All personal information such as your name or phone number will be 
kept separate from your interview data and will be replaced with a 
number. A list linking the number with your name will be kept in a secure 
place, separate from the interview data. If the results of the study are 
published, no names will be used. Only the researchers in charge will 
have access to your personal information.  
 
Who do you call if you have questions or problems? 
For more information concerning the research, you may call Dr. Anne 
Klassen on 905-521-2100 Ext 73775, or Dr. Graeme Fraser on 905 387-9711 
Ext 67680. If you have any questions regarding your rights as a research 
participant you may contact the Office of the Chair of the Hamilton 
Health Sciences/Faculty of Health Sciences Research Ethics Board at 905-
521-2100 Ext 42013. 
 
Where can I get more information about childhood cancer? 
I may call The Canadian Cancer Society: 1-888-939-3333 
I may visit the Canadian Cancer Society Web site: http://www.cancer.ca 
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I may visit the National Cancer Institute website: 

http://cancernet.nci.nih.gov. 
 
I have read the above information carefully. I have had the chance to ask 
questions. All of my questions have been answered to my satisfaction. I 
agree to participate in this study. I understand that I will receive a 
signed copy of this form. 
             
Participant      Date   Name printed 
             
Researcher     Date   Name printed 
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APPENDIX I 

Qualitative study interview guide                                                          

Assessing the Needs of Adolescents and Young Adults (AYA) with Cancer in 
the 

Hamilton Region: A Qualitative Study 
 

INTERVIEW GUIDE 
 
(Note: Confirm Consent Form was Reviewed & Understood on Tape).   
  
Preamble: This study is about understanding the needs of Adolescents and 
Young Adults with Cancer. I would like you to tell me stories that will 
help me to understand what your experience has been of the healthcare 
system and what kinds of things have been helpful to you and what kinds 
of things you might have wanted or needed but did not receive.  
 
1. Can you tell me about the details of your cancer?  

 
- Age at diagnosis 
- Details about type of cancer 
- Stage/risk/relapse 
- Any other health issues (may or may not be related to cancer 

dx) that require you to frequently visit another department 
in the hospital  

 
2. What types of cancer treatments have you had? 
 

- Chemotherapy  
- Radiation   
- Surgery  
- Transplant 

 
3. Coping skills? 
 - How have you coped with your diagnosis? 

- How did the physicians and supporting staff at the hospital 
help you cope with the news of your cancer diagnosis? 

- How did your family help you cope with the news of your 
cancer diagnosis? 

 - How has your family themselves coped with the diagnosis? 
 - If you are finished treatment how do you cope with the fear  

of relapse? 
- How have you coped with returning to ‘normal’ life after 

cancer treatment? 
 - How do you think about the future/make plans?  
 
4. Tell me about how your diagnosis helped you develop as an individual? 

- Has it made you stronger/weaker/changed you in any way? 
- Are these changes accepted by family/friends? 
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5. Do you feel isolated because of your diagnosis? 
- Do you frequently have to stay home from school/work/social 

events? 
- Are you treated differently by others (i.e. parents, 

teachers, students etc.) 
- Do you feel you can talk openly with other about your cancer 

experience? 
 
7. What has your experience been with receiving healthcare services for  
   your cancer?  
 

- What was good about that care you received? 
- What was bad about the care you received? 

 
8. Could the health care you received have been improved? 
 

- What could your team of professional caregivers have done  
better? 

- What could your family and informal caregivers have done 
better? 

- What could you have done better? 
- How could the health care facility have been improved? 
- What advice do you have for health care providers? 
- What advice do you have for other patients? 

 
9. I would like to ask you to talk about the various needs you have as a 

cancer patient or survivor. I’ll ask you to talk about your needs for 
a number of different areas. I would be interested to learn for each 
area whether you have needs in this area and whether or not your needs 
have been addressed. 

 
- Informational Needs 

 
o Who/what where your main sources of information about your 

cancer? (medical professionals, parents, Internet, other 
patients) 

o If you had questions about your cancer care or follow-up care 
was it easy to get clear answers? 

o Age appropriateness of information? Readily understandable? 
o Physical accessibility of information 
o Use of Internet sites and other modes of communicating 

information 
o Assessing the quality of information received (especially 

regarding Internet sites) 
o Unmet information needs? 
o How can the accessibility of information be improved for your 

age group? 
 

- Psychological/Emotional Needs Positive and Negative 
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o What were/are your emotional/psychological needs relating to 
your caner diagnosis? (fear, anxiety, worry, self-worth, body 
image) 

o Told that death is a potential outcome? Needs around this 
issue? 

o Where you able to access counselling and support for these 
needs? 

o Age appropriateness of counselling/support 
o Effectiveness of counselling 
o Counselling and support to develop self-efficacy and ability 

to assume responsibility for their own health care and 
decision-making 

o How could the counselling and support provision be changed to 
better meet your needs? 

o Any other psychological needs? 
 

- Physical needs 
 

o Cancer or treatment related 
o To deal with cancer symptoms (pain, nausea, vomiting, fatigue) 

*frequency of symptoms 
o Diet and nutritional needs 
o Exercise information 
o Needs related to cancer late effects 
o Co-morbid conditions and other ongoing health concerns 
o Energy and fatigue 
o Any other physical needs 
o How could your physical needs have been better meet during 

your experience with cancer/in the future? 
 

- Risk behaviour needs 
 

o Sexual health, drugs, alcohol 
o Use of drugs/alcohol/smoking 
o Comfort in intimate relationships/dating 
o Fertility needs (planning for the children in the future) 
o Counselling needs 
o Safe sex practices 
o Any other risk behaviour needs 
o How could your risk behaviour needs have been better meet 

during your experience with cancer/in the future? 
 

- Practical needs 
 

o Educational needs 
o Financial needs - insurance needs, family financial needs 
o Employment needs 
o Child care needs 
o Housekeeping needs 
o Legal needs 
o Transportation needs 
o Any other practical needs 
o How could your practical needs have been better meet during 

your experience with caner/in the future? 
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- Social needs 
 

o Support from family 
o How did you family handle your diagnosis (parents, siblings, 

extended family)? 
o Support from friends 
o Interaction with “normal” peers of the same or different sex 
o Opportunities to meet other young adult cancer patients or 

survivors with similar diseases and similar ages 
o Support groups led by trained mental health professionals such 

as social workers or psychologists. 
o School and university 
o Occupation or vocation 
o Any other social needs 
o What could be done to better meet your social needs both 

during and after cancer treatment? 
 
- Spiritual needs 
 

o Religious/spiritual counselling 
o Any other spiritual needs 
o What could be done to better meet your spiritual/religious 

needs during and after your cancer treatment? 
 
- Healthcare needs 
 

o Physical facilities 
o Staff with expertise in AYA 
o Complementary/alternative health care needs 
o Scheduling needs 
o Hospice or end-of-life services 
o Any other healthcare needs 
o What is your advice for health care providers to better meet 

your health care needs? 
 

10. What sort of health risk behaviours are you involved in? Was this  
    during treatment or survivorship? Did anyone talk to you about this?  
    What advice would you have liked to have? 

- Smoking 
- Drugs 
- Alcohol 
- Safe sex practices 

11. Do you have any concerns about your health in the future? 
- Strategies to promote health (given these concerns what, if 

anything, are you doing to promote your health?) 
o Diet 
o Exercise 
o Risk behaviours (alcohol, drugs, smoking) 
o Other health habits 

 
12. If you could design the perfect treatment center for AYA patients 
what would it look like for cancer patients that are undergoing 
treatment? What would it look like for survivor care? Please be as 
creative as possible as we are interested in your ideas. 
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13. Out of everything we have talked about today, what are your top three 
needs and how could they be better met? 

- Solutions 
 
14. Is there anything else about needs related to cancer treatment or 
survivorship that you can think of that we have not already discussed? 
 
Thank you for your time! 
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Appendix J 

AYA initial coding domains and descriptions 

DIAGNOSIS/TREATMENT  
 

SUB-DOMAIN DESCRIPTION 
! Logistics Comments about any medical information 

related to their cancer including 
diagnosis, age at diagnosis, diagnosis 
type, treatment, alternative therapies, 
process of being diagnosed, aftercare 
routine etc. 

 
CLIENT/FAMILY CENTERED CARE 
 

SUB-DOMAIN DESCRIPTION 
! Relationships with 

staff 
o Physicians 
o Nurses 
o Support team 
o Dietician 
o Social worker/ 

counselor 
o Overall 
o Other 
 

Comments about the patient’s 
positive/negative relationships with 
various staff members and how their needs 
were/were not met. 

! Services provided Comments about the services the hospital 
provided to the patient and/or tangible 
resource needs (e.g., taste tablets, 
resource kits for side effects etc.) 
and/or the positive/negative experiences 
of these services. 

! Counseling needs Comments about the patients use of and/or 
need for counseling services. 

! Delivery of 
information 

o Diagnosis 
o Treatment 
o Survivorship 
o Sensitive 

information 
o Other 
o Overall 

Comments about how the patient was 
provided with information. *Not about 
what information was received but how it 
was delivered.  

! Decision making 
o Treatment 
o Survivorship 

Comments about who decides the treatments 
for the patients. 
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CLIENT/FAMILY CENTERED CARE CONT. 
 

SUB-DOMAIN DESCRIPTION 
! Personalized care Comments about when the patient’s care 

was centered on their personal needs. 
Whether or not the patient felt that they 
were being respected as an individual and 
their preferences adhered to by their 
health care providers, including all 
major and minor procedures. 

! Family services 
 

Comments about the care/programs provided 
to assist patient’s families or what 
support/programs were needed. 

! Coordination of care Comments about time when the patients had 
to go to different centers or departments 
and whether or not that cares was 
coordinated. 

! Accessibility Comments about the patient’s 
accessibility to health services. 

! Wait times Comments about wait times to 
appointments/treatments.   

! Diagnostic results Comments about the patient’s satisfaction 
with receiving test results. 

 
PHYSICAL NEEDS 
 

SUB-DOMAIN DESCRIPTION 
PHYSICAL FUNCTION 

! Participation in 
practical activities 

o Treatment 
o Survivorship 

Comments about the patient’s ability to 
complete everyday tasks (e.g., 
housekeeping, hygiene maintenance, 
climbing stairs etc). 

! Mobility Comments about the patient’s mobility in 
relation to cancer symptoms, effects or 
treatments. 

PHYSICAL SYMPTOMS 
! Energy level 

o Treatment 
o Survivorship 

Comments about patient’s energy 
level/fatigue. 

! Strength/weakness Comments about patient’s 
strength/weakness or feeling strong or 
weak. 

! Nausea 
 

Comments about the patient being unwell. 

! Pain/discomfort 
o Treatment 
o Survivorship 

Comments about any pain the patient 
experiences. 

! Appetite Comments about any changes in appetite 
and the causes of this (e.g., changes in 
tastes) in relation to cancer treatments. 

! Vision Comments about vision changes in relation 
to cancer treatments or symptoms. 
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PHYSICAL NEEDS CONT. 
 

SUB-DOMAIN DESCRIPTION 
! Hearing Comments about hearing changes in 

relation to cancer treatments or 
symptoms. 

! Weight Comments about weight changes in relation 
to cancer treatments or symptoms. 

! Appearance changes 
o Treatment 
o Survivorship 

Comments about physical appearance 
changes as a result of cancer treatment 
and into survivorship. 

! Sensitivity  Comments about the patient being 
sensitive to light, sound smells etc. 

! Temperature changes Comments about a patient constantly 
feeling hot/cold or experiencing body 
temperature changes. 

! Overall 
o Diagnosis 
o Treatment 
o Survivorship 

Comments about the patients overall 
physical wellbeing. 

! Other 
o Treatment 
o Survivorship 

Comments about any other physical 
symptoms. 

SEXUAL FUNCTION 
! Sexual function 

o Treatment 
o Survivorship 

Comments about the patients’ sexual 
function relating to cancer treatment. 

! Fertility  
o Treatment 
o Survivorship 

Comments the patient has about their 
fertility needs. 

SLEEP FUNCTION 
! Sleep disturbance 

o Treatment 
o Survivorship 

Comments about sleep changes in relation 
to cancer treatments, symptoms or 
psychological distress. 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 



 

 131 

PSYCHOLOGICAL HEALTH NEEDS 
 

SUB-DOMAIN DESCRIPTION 
EMOTIONAL DISTRESS 

! Anxiety/worry/fear  
o Diagnosis 
o Treatment 
o Survivorship 

Comments about any 
anxiety/worry/fear/uncertainty 
uncertainty and or feelings of being 
overwhelmed that the patient experienced 
during various stages of their cancer. 

! Sadness/depression  Comments about the patient feeling 
depressed, sad, hopeless or apathetic as 
a result of cancer or treatments. 

! Self-conscious  Comments about patients feeling self-
conscious in relation to cancer. 

! Anger  Comments about feelings of anger. 
! Early life impact of 

diagnosis 
o Positive 
o Negative 

 

Comments about how a diagnosis of cancer 
affected the patient’s life in the first 
days/weeks. 

! Reaction to diagnosis 
o Positive 
o Negative 

Comments about the patients reaction to 
their diagnosis. 

! Other Comments about any other instances where 
the patient felt emotionally distressed. 

! Reaction to physical 
changes 

o Positive 
o Negative 

Comments about the patient’s reaction to 
physical changes resulting from cancer 
and/or ways they dealt with these changes 
(e.g., concealing etc.). 

COGNITIVE FUNCTION 
! Cognitive function Comments about the patients’ cognitive 

ability.  
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PSYCHOLOGICAL HEALTH NEEDS CONT. 
 

SUB-DOMAIN DESCRIPTION 
POSITIVE PSYCHOLOGICAL FUNCTION 

! Spirituality  Comments about spirituality/religious 
needs. 

! Feeling normal 
 

Comments about whether or not that 
patient felt normal, what that means and 
the importance of this OR instances where 
the patient wanted to just feel normal. 

! Motivation Comments about when the patient felt 
motivated to fulfill their desire. 

! Control 
 

Comments about instances where the 
patient felt they were in control/not in 
control over treatments/their body/life 
etc. 

! Joy/strength Comments about a patient being confident, 
having an internal strength, happy, 
excited, proud, relieved, thankful, 
though etc. in relation to cancer 
treatment. 

! Planning for the 
future 

Comments about whether or not the patient 
is making future plans/what those plans 
are. 

! Getting back to 
normal 

Comments about the patients’ life going 
back to normal in the survivorship phase. 

! Life impact/changes 
o Positive 
o Negative 

 

Comments about the patient feeling like 
life perspectives/personality/views were 
changed by their cancer 
diagnosis/treatment. 

 
COPING STRATEGY 
 

SUB-DOMAIN DESCRIPTION 
! Dealing with 

diagnosis 
Comments about how the patient coped with 
news of their diagnosis and any need 
relating to this. 

! Coping during 
treatment 

o Activities 
o Attitude 
o Other 

Comments about how the patient coped 
during treatment and any need relating to 
this. 

! Coping in 
survivorship 

o Activities 
o Attitude 
o Other 

Comments about how the patient coped in 
survivorship and any need relating to 
this. 

! Family coping style Comments about how the parents coped with 
the patient having cancer and any needs 
relating to this. 

! Family coping  Comments about the families coping 
ability and any needs relating to this. 
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HEALTH BEHAVIOUR NEEDS 
 

SUB-DOMAIN DESCRIPTION 
! Diet 

o Treatment 
o Survivorship 

Comments about the patient’s dietary 
practices and any advice they would have 
like with regards to this. 

! Exercise 
o Treatment 
o Survivorship 

Comments about the patient’s exercise 
practices and any advice they would have 
like with regards to this. 

! Risk behavior 
o Treatment 
o Survivorship 

Comments about the patient’s risk 
behaviors (e.g., smoking, drugs, alcohol, 
extreme activities) and any advice they 
would have like with regards to this. 

! Others 
o Treatment 
o Survivorship 

Comments about needs relating to other 
health behaviors as they relate to cancer 
diagnosis/treatments and any advice they 
would have like with regards to this. 

 
SOCIAL FUCNTION 
 

SUB-DOMAIN DESCRIPTION 
SATISFACTION WITH PARTICIPATION ABILITY 

! Family 
 

Comments about the patient’s ability to 
participate in their role as a family 
member (e.g., sibling, child, parent 
etc).  

! Work 
 

Comments about the patient’s ability to 
participate in their role as an 
employee/employer.  

! School 
 

Comments about the patient’s ability to 
participate in their role as a student. 

! Friends 
 

Comments about the patient’s ability to 
participate in their role as a friend. 

! Peers with cancer. Comments about the patient’s ability to 
participate in their role as a 
peer/friend with cancer to other’s with 
cancer. 

! Partner relationships Comments about the patient’s ability to 
participate in their role as a partner in 
an intimate relationship. 

! Activities Comments about the patients’ ability to 
participate in desired activities. 

! Special activities Comments about ‘special’ social 
interactions such as meeting famous 
people or getting to attend special 
events and the importance of this. 

SOCIAL COMPANIONSHIP 
! Missing 

out/companionship 
Comments about feelings of not being able 
to do things kids their age are doing. 

 
 
 
 
 



 

 134 

SOCIAL FUCNTION CONT. 
 

SUB-DOMAIN DESCRIPTION 
SOCIAL SUPPORT 

! Telling others about 
diagnosis/treatment  

o Family 
o Friends 
o Peers with 

cancer 
o School 
o Co-workers 
o Partner 
o Other 
o Overall 

Comments about who the patient chooses to 
inform of their diagnosis and the process 
of care throughout their treatment. 

! Reactions to cancer 
o Family 
o Friends 
o Peers with 

cancer 
o School 
o Co-workers 
o Partner 
o Other 

Comments about how the patient’s social 
network reacted to the news of their 
diagnosis and/or effects of cancer. 

! Quality of support 
o Family 
o Friends 
o Peers with 
cancer 
o Health care  
    providers 
o School 
o Co-workers 
o Partner 
o Other 

Comments about support that the patient 
received from various people that helped 
them cope with having cancer. 

! Other Comments about any other needs relating 
to social support. 

INSTRUMENTAL/PRACTICAL SUPPORT 
! Financial 

o Insurance 
Comments about financial support needs 
and whom did/did not provide it. 

! Housekeeping Comments about housekeeping support needs 
and whom did/did not provide it. 

! Feeding Comments about feeding support needs and 
who did/did not provide it. 

! Grooming Comments about grooming support needs and 
who did/did not provide it 

! Shopping Comments about shopping needs and who 
did/did not provide it. 

! Transportation Comments about transportation support 
needs and whom did/did not provide it. 

! Other Comments about other practical needs and 
whom did/did not provide them. 
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SOCIAL FUCNTION CONT. 
 

SUB-DOMAIN DESCRIPTION 
RELATIONSHIPS 

! Meeting new people Comments about how meeting new people has 
been affected by having cancer (e.g., 
withdrawal from meeting new peers, or 
want to meet new peers). 

! Intimate or sexual 
relationships 

o Diagnosis 
o Treatment 
o Survivorship 
o Overall 

Comments about current or future intimate 
relationships (e.g., fear of being in a 
relationship, desire for relationship, 
positive or negative experiences). 

 
INFORMATION NEEDS 
 

SUB-DOMAIN DESCRIPTION 
! Use of information Comments about whether or not the patient 

used the information provided. 
! Diagnosis Comments about information needs relating 

to diagnosis. 
! Treatment Comments about information needs relating 

to treatment. 
! Survivorship Comments about information relating to 

survivorship. 
! Transitioning Comments about information provided to 

patients when transitioning from 
diagnosis to treatment phase OR from 
treatment to survivorship phase OR from 
pediatric to adult care. 

! Sexual health 
 

Comments about information need relating 
to sexual function/health. 

! Side affects 
o Cancer 
o Treatment 
o Late effects 

Comments about information needs 
pertaining to treatment side affects the 
patient experienced and how they managed 
them. 

! Info from peers with 
cancer 

Comments about any information received 
from peers with cancer and the usefulness 
of the information. 

! Nutrition information 
 

Comments about information needs relating 
to nutrition/diet. 

! Form of information Comments about the form of information 
were provided to the patient (e.g., 
pamphlet, hand out, books etc). 

! Recipient of 
information 

Comments about who received the 
information (patient vs. parents) and how 
did the patient feel about this. 

! Understanding 
information 

Comments about the patient’s ability to 
understand information presented to them 
and whether or not it was targeted to 
their specific age. 
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INFORMATION NEEDS CONT. 
 

SUB-DOMAIN DESCRIPTION 
! Information seeking Comments about if/where information was 

sought and from what sources. Including 
the use of the internet. 

! Asking Questions Did the patient feel their concerns where 
addressed/where they able to ask 
questions. 

! Other Any other information needs 
 
OTHER NEEDS 
 

SUB-DOMAIN DESCRIPTION 
! State of Facility Comments about the physical state of the 

health facility (cleanliness, 
construction, organization etc). 

! Common room Comments relating to a common room on the 
wards or the need for one. 

! Treatment area in 
clinic 

Comments about the treatment areas in 
clinics. 

! Waiting room Comments relating to the waiting room. 
! Bathroom facilities Comments relating to a common room or the 

need for one. 
! Hospital room Comments relating to the hospital room  
! Examining room Comments relating to the examining room 
! Rules Comments about the rules of the hospital 

(visiting hours etc). 
! Amenities Comments about the amenities offered by 

the hospital or lack there of (internet, 
TV). 

! Food services Comments about the food services of the 
hospital. 

! Facility Needs Comments about any other needs regarding 
the hospital facility. 

! Activities Comments about the activities run at the 
hospital for patient’s QOL. 

! Roommates Comments about whom the patient shared a 
room with during inpatient stays. 

! Other Comments about any other facility/amenity 
needs 

 
OTHER NEEDS 
 

SUB-DOMAIN DESCRIPTION 
! Other Any other related comments 
! Solutions/Advice Comments about tangible solutions to 

cancer related problems or advice to 
others going through cancer 

! Quotes Any especially poignant quote. 
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APPENDIX K 

Qualitative study demographic questionnaires 

Questionnaire to be completed by participants who are 15 to 18 years old: 
 
About You: 
 
1) Are you     O Male O Female   
 
2) What is your current age? 
________________________________________________________________________ 
 
3) What is your ethnic background (e.g., South Asian, Chinese)? 
________________________________________________________________________ 
 
4) What grade/level of education are you in? ___________________________ 
 
5) How many days in the last month have you been absent from school due  

   to cancer?  

________________________________________________________________________ 

 
6) Are you currently working?  O Yes    O  No    
 
7) Please choose one category that best describes the hours usually    
   worked at your job?   
 

O Working full-time for pay (30 hours a week or more) 
  O Working part-time for pay (less than 30 hours a week) 
 
8) What is your main job? (If you have more than one job, please 
   describe the job with more hours worked per week) 
________________________________________________________________________ 
 
9) How many days in the last month have you been absent from work due to  
   cancer? 
________________________________________________________________________ 
 
 
About your family 
 
1) What is your current living situation? (alone, with parents, with  
   roommate etc) 
________________________________________________________________________ 
 
2) Which of the following categories best describes your parents’ or  
   caregivers’ marital status? 
  

Married            Widowed    Separated      Divorced     Single 
              never  

                                                              married 
    O       O          O           O           O 
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3) What is the highest level of education your mother and father have  
   completed? (Choose only one answer for each parent) 

 
Mother       Father 
O Did not finish High School   O Did not finish High School 
O Finished High School    O Finished High School 
O Finished College or University   O Finished College or     
  University 
 

4) Is your mother currently working?  Is your father currently  
   working? 

 
O Yes   O No       O Yes   O No 
 

5) What job does your mother do?     What job does your father do?    
________________________________  ______________________________ 
    

6) How many siblings do you have? 
________________________________________________________________________ 
 
 
About Your Cancer: 
 
1) What kind of cancer do/did you have? 
________________________________________________________________________ 
 
2) What was your age when you were diagnosed with cancer? 
________________________________________________________________________ 
 
3) If applicable, how old were you when your treatment ended? 
________________________________________________________________________ 
 
4) What cancer treatments have you received? (Check all that apply) 
 
          Yes  No 
   a) Chemotherapy     O  O 
   b) Radiation     O  O  
   c) Surgery that involved loss of a limb O  O  
   d) Other surgery to remove cancer  O  O 
   e) Bone marrow/stem cell transplant       O  O 
   f) Other____________________  
 
          Yes  No 
5) Has your cancer ever relapsed?      O    O  

 
6) Other than cancer, do you have any other health problems that you worry 
about (e.g., ADHD, diabetes)? If yes, please describe these on the line below. 
______________________________________________________________________________
______________________________________________________________________________ 
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Questionnaire to be completed by participants who are 19 to 25 years old: 
 
About You: 
 
1)  Are you     O Male O Female   
 
2) What is your current age? 
________________________________________________________________________ 
 
3) What is your ethnic background (e.g., South Asian, Chinese)? 
________________________________________________________________________ 
 
4) Which of the following categories best describes your current 

relationship status? 
 
   O  Single, never married 

O  Dating/In a relationship 
O  Married    

   O  Living common-law   
    O  Widowed  
  O  Separated 

O  Divorced 
 
5) What is the highest level of education you have completed?   
                
  
 Some high school O 
 
  
 High school diploma O  
 
  
   Some trade, technical or vocational school, or  
   Business college O   
 
   Diploma or certificate from trade, technical or  

vocational, or business college      O   
 
Some community college, CEGEP, or nursing school O   
 
Diploma or certificate from community college, CEGEP,  
or nursing school   O  

 
Some university O   

 
Bachelor or undergraduate degree, or teacher’s college  O    

  
   Master’s degree O   

 
Medical degree, dentistry, veterinary medicine or  
optometry  O  
 
Earned doctorate                                      O      
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6) What do you consider to be your current main activity?   
  O   Caring for family 
  O   Working for pay or profit 
  O   Both caring for family and working for pay or profit 
  O   Going to school 
  O   Recovering from illness or on disability 

O   Looking for work 
O   Other, please explain 

________________________________________________________________________
  
8) If working for pay, please choose one category that best describes the  
   hours usually worked?   
 

O  Working full-time for pay (30 hours a week or more) 
  O  Working part-time for pay (less than 30 hours a week) 
 
9) If working, what is your main job? (If you have more than one job, 
   please describe the job with more hours worked per week).  
________________________________________________________________________ 

 
10) Can you estimate in which of the following groups your annual income 
    falls?  
 
  O  Less than $20,000  O  $ 60,000 - $69,999 
  O  $ 20,000 - $29,999  O  $ 70,000 - $79,999 
  O  $ 30,000 - $39,999  O  $ 80,000 - $89,999 
  O  $ 40,000 - $49,999  O  $ 90,000 - $99,999 
  O  $ 50,000 - $59,999  O  $ 100,000 or more 
 
About your family 
 
1) What is your current living situation? (alone, with parents, with          

roommate etc.) 
_______________________________________________________________________ 

 
If you are currently living at home please answer questions 2-5. If you 
are not currently living at home, please skip to question 6. 
 
2) Which of the following categories best describes your parents’ or  
   caregivers’ marital status? 
  
Married   Widowed       Separated     Divorced      Single/  

        never  
      married 

  O          O            O           O                O 
 

3) What is the highest level of education your mother and father have  
   completed? (Choose only one answer for each parent) 

 
Mother       Father 
O Did not finish High School   O Did not finish High School 
O Finished High School    O Finished High School 

   O Finished College or University   O Finished College or    
     University 
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4) What job does your mother do?    What job does your father do?    
 

__________________________________  _________________________________ 
 
5) Is your mother currently working? Is your father currently working? 
 

Yes  No     Yes  No 
O    O    O    O  
     

6) How many siblings do you have? _______________________________________ 
 
 
About Your Cancer: 
 
1) What kind of cancer do/did you have?  

_____________________________________________________________________ 
 
2) What was your age when you were diagnosed with cancer? 
________________________________________________________________________ 
    
3) If applicable, how old were you when your treatment ended? 
________________________________________________________________________ 
 
4) What cancer treatments have you received? (Check all that apply) 
 

Yes       No 
  a) Chemotherapy      O  O 
  b) Radiation      O  O  
  c) Surgery that involved loss of a limb  O  O  
  d) Other surgery to remove cancer   O  O 
  e) Bone marrow/stem cell transplant        O  O 
  f) Other_______________________________  
 
          Yes  No 
5) Has your cancer ever relapsed?      O    O  
 
6) Other than cancer, do you have any other health problems that you worry  
   about? (e.g., ADHD, diabetes)? If yes, please describe these on the line    
   below. 
____________________________________________________________________________ 
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APPENDIX L 

Quantifying needs categories from the qualitative study 

Category Sub-category Sub-sub-category 
 
Variables of needs 

Number 
of times 
reported 

Number of 
participants 

Collaboration Hospital-other 
services 

Collaboration (e.g., 
between school and 
hospital/other services, 
pharmacies 

Current age, age 
at treatment 
completion, age at 
diagnosis, stage 
of treatment 

10 4 

Facility Amenities Bathroom  
(e.g., close in 
proximity, private) 

Current age, age 
at treatment 
completion, age at 
diagnosis, gender 

11 5 

Facility Amenities Outdoor area Gender, stage of 
treatment 

8 5 

Facility Amenities Patient kitchen Current age, age 
at treatment 
completion, age at 
diagnosis, 

11 7 

Facility Amenities Hospital room  
(e.g., private) 

Current age, age 
at treatment 
completion, age at 
diagnosis, stage 
of treatment 

12 8 

Facility Amenities AYA ward  
(e.g., roommates same 
age, gender, type of 
cancer) 

Current age, age 
at treatment 
completion, age at 
diagnosis, gender 

33 15 

Facility Design/décor e.g., balcony/windows, 
darker curtains, option 
to dim lighting, pleasant 
décor 

Stage of treatment 18 8 
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Category Sub-category Sub-sub-category 
 
Variables of needs 

Number 
of times 
reported 

Number of 
participants 

Facility Entertainment Entertainment for AYA 
(e.g., AYA outings, 
Internet, TV, movies, 
gaming system, board 
games, cards, magazines, 
special visitors, crafts) 

Stage of treatment 77 15 

Facility Entertainment Entertainment room  
(e.g., computer room, 
lounge, movie room) 

- 18 8 

Facility Food/drink Accessible food  
e.g., cafeteria on the 
ward, vending machine, 
free snacks and drinks, 
flexible meal times, 
larger portion sizes, 
room service 

Stage of treatment 13 8 

Facility Food/drink Better quality Current age, age 
at treatment 
completion, age at 
diagnosis, gender, 
stage of treatment 

6 6 

Facility Food/drink Variety of food options - 12 9 
Facility Other e.g., air conditioner, 

control number of 
visitors, furniture, 
parking, phone 

Stage of treatment 22 14 

Information-
sharing and 
communication 

Asking 
questions 

e.g., answer my 
questions, cancer,  
treatment, opportunity to 
ask questions, 
alcohol/drugs/smoking,  

Current age, age 
at treatment 
completion, age at 
diagnosis, gender, 
stage of treatment 

19 11 
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Category Sub-category Sub-sub-category 
 
Variables of needs 

Number 
of times 
reported 

Number of 
participants 

Information-
sharing and 
communication 

Cancer 
treatment and 
diagnosis 

e.g., side effects, 
treatment process, 
diagnosis, sexual 
function 

Current age, age 
at treatment 
completion, age at 
diagnosis, gender, 
stage of treatment 

35 15 

Information-
sharing and 
communication 

Cancer 
treatment and 
diagnosis 

Other 
e.g., public awareness on 
specific type of cancer, 
personalized information 

- 3 1 

Information-
sharing and 
communication 

Mode of 
information 

Peers with cancer - 15 9 

Information-
sharing and 
communication 

Mode of 
information 

Online information Gender, stage of 
treatment 

2 2 

Information-
sharing and 
communication 

Mode of 
information 

Verbal information Gender, stage of 
treatment 

3 2 

Information-
sharing and 
communication 

Mode of 
information 

Written information Current age, age 
at treatment 
completion, age at 
diagnosis, gender, 
stage of treatment 

12 10 

Information-
sharing and 
communication 

Information 
delivery 

Discuss difficult news in 
a caring way 

Current age, age 
at treatment 
completion, age at 
diagnosis, gender, 
stage of treatment 

6 4 

Information-
sharing and 
communication 

Information 
delivery 

Explain things in a way I 
can understand 

Stage of treatment 10 7 

Information-
sharing and 
communication 

Information 
delivery 

Provide 
detailed/consistent 
information  

Gender 5 4 
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Category Sub-category Sub-sub-category 
 
Variables of needs 

Number 
of times 
reported 

Number of 
participants 

Information-
sharing and 
communication 

Information 
delivery 

Talk to me honestly  Stage of treatment 4 3 

Information-
sharing and 
communication 

Other e.g., available services 
for young people getting 
back to exercising, 
preventative measures, 
types of food to eat, 
option for financial 
coverage, available 
support services, 
spiritual beliefs, coping 
strategies,  

Gender, stage of 
treatment 

16 11 

Information-
sharing and 
communication 

Seeking 
information 

Seeking information from 
outside sources (e.g., 
Internet, organizations) 

Current age, age 
at treatment 
completion, age at 
diagnosis, stage 
of treatment 

6 5 

Information-
sharing and 
communication 

Talking about 
cancer 

Other 
(e.g., raise awareness 
about cancer through 
public speaking, control 
who knows about) 

- 2 1 

Information-
sharing and 
communication 

Talking about 
cancer 

Talk about cancer with 
family and friends 

Current age, age 
at treatment 
completion, age at 
diagnosis, gender, 
stage of treatment 

7 5 

Physical and 
daily living 

Health 
maintenance 

e.g., meditation, stay 
active, eat healthy 

Current age, age 
at treatment 
completion, age at 
diagnosis, gender, 
stage of treatment 

5 4 
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Category Sub-category Sub-sub-category 
 
Variables of needs 

Number 
of times 
reported 

Number of 
participants 

Physical and 
daily living 

Practical Financial support  
(e.g., to cover uninsured 
medications, sperm 
banking, parking, gas) 

Current age, age 
at treatment 
completion, age at 
diagnosis, stage 
of treatment 

30 13 

Physical and 
daily living 

Practical Help with house chores - 10 5 

Physical and 
daily living 

Practical Other  
(e.g., legal advice, home 
care) 

Current age, age 
at treatment 
completion, age at 
diagnosis, gender, 
stage of treatment 

2 2 

Physical and 
daily living 

Practical Support for grooming  
(e.g., washing/styling 
hair, shower stool) 

Gender, stage of 
treatment 

6 4 

Physical and 
daily living 

Practical Transportation assistance  Current age, age 
at treatment 
completion, age at 
diagnosis, stage 
of treatment 

9 7 

Physical and 
daily living 

Symptoms Managing symptoms 
(e.g., mobility issues, 
energy, pain, nausea) 

Gender 10 8 

Psychological/
emotional 

Autonomy Gain independence back Current age, age 
at treatment 
completion, age at 
diagnosis, gender, 
stage of treatment 

4 2 

Psychological/
emotional 

Feeling 
normal 

To feel normal Stage of treatment 11 8 
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Category Sub-category Sub-sub-category 
 
Variables of needs 

Number of 
times 
reported 

Number of 
participants 

Psychological/ 
emotional 

Self 
conscious 

Deal with how I look 
during cancer treatment 

Current age, age 
at treatment 
completion, age at 
diagnosis, gender, 
stage of treatment 

7 6 

Psychological/ 
emotional 

Support Spiritual support Gender, stage of 
treatment 

10 6 

Psychological/ 
emotional 

Support Other  
(e.g., age appropriate, 
stay focused on goals, 
deal with fears, physical 
changes, impact of 
cancer, life after 
cancer, telling family or 
friends about cancer, 
deal with uncertainty for 
the future, support for 
family members) 

Stage of treatment 49 14 

Service 
provision 

Availability/ 
accessibility 

Access to health care 
professionals 
(e.g., doctors, social 
workers, diagnostic 
tests, treatment) 

Stage of treatment 11 6 

Service 
provision 

Client (AYA) 
centered care 

Friendly/supportive staff Current age, age 
at treatment 
completion, age at 
diagnosis, gender, 
stage of treatment 

19 6 

Service 
provision 

Client (AYA) 
centered care 

Knowledgeable and 
qualified staff 

Gender 8 5 
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Category Sub-category Sub-sub-category 
 
Variables of needs 

Number 
of times 
reported 

Number of 
participants 

Service 
provision 

Client (AYA) 
centered care 

Other  
(e.g., doctors who are 
prepared to talk about 
sexual health, phone call 
or in-person appointment 
bookings, students to 
build a rapport with 
patients) 

Stage of treatment 8 5 

Service 
provision 

Client (AYA) 
centered care 

Staff that I can 
trust/can 
relate/understand me 

Current age, age 
at treatment 
completion, age at 
diagnosis, stage 
of treatment 

14 8 

Service 
provision 

Client (AYA) 
centered care 

To pay more 
attention/take their time 
with me 

Current age, age 
at treatment 
completion, age at 
diagnosis, gender, 
stage of treatment 

12 8 

Service 
provision 

Client (AYA) 
centered care 

Treat me like a 
teen/young adult  

Stage of treatment 6 5 

Service 
provision 

Client safety e.g., supervise new 
students, caution when 
treating me 

Current age, age 
at treatment 
completion, age at 
diagnosis, gender, 
stage of treatment 

6 3 

Service 
provision 

Coordination Communication  
(e.g., between doctors, 
services) 

Current age, age 
at treatment 
completion, age at 
diagnosis, gender, 
stage of treatment 

6 5 

Service 
provision 

Coordination Deal with one health care 
provider 

Current age, age 
at treatment 
completion, age at 
diagnosis, gender, 
stage of treatment 

4 3 
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Category Sub-category Sub-sub-category 
 
Variables of needs 

Number 
of times 
reported 

Number of 
participants 

Service 
provision 

Coordination Other 
(e.g., scheduling 
multiple appointments 
within one day, better 
transitioning) 

Current age, age 
at treatment 
completion, age at 
diagnosis, stage 
of treatment 

2 2 

Service 
provision 

Multidiscipl-
inary team 

e.g., rehabilitation 
physiotherapy personal 
trainer, multiple doctors 

Stage of treatment 6 6 

Service 
provision 

Other e.g., preventative 
measures, child life 
specialist, high quality 
treatment, choice of 
treatment days 

Stage of 
treatment, gender 

7 4 

Service 
provision 

Support 
independence 

Encourage patient 
education/health 
maintenance 

Current age, age 
at treatment 
completion, age at 
diagnosis, stage 
of treatment 

10 4 

Service 
provision 

Support 
independence 

To be involved in 
discussion and decision 
making 

Current age, age 
at treatment 
completion, age at 
diagnosis, gender, 
stage of treatment 

16 10 

Service 
provision 

Support 
independence 

Time alone with doctors 
to discuss sensitive 
matters 

Stage of treatment 4 2 

Service 
provision 

Wait times Improved wait times  Current age, age 
at treatment 
completion, age at 
diagnosis 

18 9 

Social Companionship Not being able to hang 
out/do the same things as 
my friends  
(e.g., going out) 

Current age, age 
at treatment 
completion, age at 
diagnosis, gender 

14 10 
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Category Sub-category Sub-sub-category 
 
Variables of needs 

Number 
of times 
reported 

Number of 
participants 

Social Participation 
in social 
roles 

e.g., school, work, 
important 
events/activities 

Current age, age 
at treatment 
completion, age at 
diagnosis, gender, 
stage of treatment 

70 17 

Social Support e.g., family, friends, 
peers with cancer, 
school, work, support 
groups 

Stage of treatment 137 19 
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APPENDIX M 

Needs categories and quotes from participants from the qualitative study 

Category Sub-category Sub-sub-
category 

Adolescent quotes Young adult quotes 

Collaboration - - "It was kind of annoying 
cause like we would talk to 
the school and then the 
school would tell us that 
we had to go to the doctors 
and the doctors would tell 
us stuff that we had to go 
to the school so we were 
like from here to here to 
here…just direct so those 
two could talk instead of 
us having to tell them 
information" 

"In OSAP system they think 
I’m done school and they 
gave me that six months 
after I’m supposed to be 
done school and they sent 
me a notice where they’re 
like now you have to start 
paying back your loan and I 
kind of got a heart attack.  
I was like what? Like I’m 
not even done school.   
Like I thought they would 
know that I dropped out and 
that I still have more 
courses like you know 5 
courses outstanding but I 
guess they don’t" 

Facility Amenities 
 

Outdoor area "It would be nice if there 
was like a no smoking area 
and then you can just go 
and sit outside. That would 
be nice" 

"An outdoor area, it would 
be nice to go out too. I 
guess even in the winter 
though, there are some nice 
days in the winter. If you 
have a little covered area 
or something so you could 
go outside" 

Facility Amenities Patient 
kitchen 

"That would have been 
awesome, I’d put a whole 
kitchen in there and like 
cook" 

"Having yeah, having your 
own kitchen area, something 
where you could make your 
own food, bring your own 
food. You don’t have to 
worry about like nurses 
having to do that" 
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Category Sub-category Sub-sub-
category 

Adolescent quotes Young adult quotes 

Facility Amenities Private 
hospital room 

"Cause I liked the private 
room, I felt really safe 
and like I had my own 
space" 

" I think if everyone could 
get a private room. I mean 
really it’d be the ideal 
situation if everyone could 
be on their own, have their 
own room" 

Facility Design/ 
Décor 

Balcony/ 
windows 

"Yeah, and be able to go 
get some fresh air, or at 
least like windows that 
open cause the windows in 
the room, you can’t open 
them so you can’t get any 
fresh air" 

"A balcony would be nice 
because you breath air…when 
your staying in a closed up 
space for a month you want 
to explode" 

Facility Design/ 
Décor 

Pleasant 
décor 

"It’s got light and it’s 
got color and I mean the 
floor is a hopscotch, 
that’s awesome" 

"Just making it more 
welcoming and not like the 
minute you walk in, you’re 
like, yeah it’s a hospital, 
you’re going to know it’s a 
hospital. So, I don’t know, 
making it seem more 
inviting" 

Facility Entertainment Entertainment 
for AYAs  

"Maybe have more like 
teenage games like the 
board games that they have 
in there are all like Candy 
Land and stuff and they 
don’t even have a deck of 
cards because people would 
just lose them or rip them 
or eat them whatever" 

"I would have loved to, you 
know, just check my email 
whenever I wanted to, or I 
don’t know, go on websites 
and stuff but I didn’t have 
that opportunity. I think 
that helps like the healing 
and the recovery process" 
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Category Sub-category Sub-sub-
category 

Adolescent quotes Young adult quotes 

Facility Entertainment Entertainment 
room  

"Have a place where you 
could go when you were on 
the ward for more like a 
common space like maybe 
like um I don’t know just 
like a lounging area, the 
Ronald McDonald house was 
really good for that like 
the room that they have in 
the ward. It was really 
nice" 

"Having like for young 
people like having a room 
with computers or something 
I think could be really 
cool because when you’re in 
the hospital you kind of 
like you know maybe you 
want to go on Facebook and 
see how your friends are 
doing or whatever"  

Facility Entertainment AYA outings "Yeah, I’d go. They had a 
teen night once a week 
where they did like this 
meeting thing and I would 
go there and I really 
enjoyed that" 

"Like maybe have afternoon 
activities or whatever. I 
would have loved that when 
I was in the hospital. But 
also for people who are not 
in the hospital because 
there are a whole lot of us 
that are not in the 
hospital, that are still 
sick and don’t have those 
opportunities because our 
social life is different" 

Facility Food/drink Accessible 
food 

"It would be cool to like 
have something you don’t 
have to pay for. They have 
the café in the basement 
but it’s expensive and I 
feel bad asking to get food 
from there all the time. I 
think it would be better if 
they had something on the 
ward people could go and 
get food without having to 
worry about having to pay 
extra for it" 

"I think that’s about it, 
your kind of like perfect 
place. Or maybe even to 
have like a café that had 
good food that is 
accessible. Like this café 
here, it’s not too far I 
guess, but something that’s 
a bit more local" 
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Category Sub-category Sub-sub-
category 

Adolescent quotes Young adult quotes 

Facility Food/drink Food option "They really need to give 
better options for the 
food" 

"They bring the breakfast 
tray and I just turn it 
away because it’s the same 
thing every day and I don’t 
want it. Either Cheerios or 
Special K, those are your 
options, so I got sick of 
those really fast" 

Facility Food/drink Quality "I hated the food there. I 
despise food there. It’s 
disgusting. They just warm 
it up and it’s like, UGH! 
Like I throw up every time 
I think about it”  

"The smell of lunch, 
especially the smell of the 
dinner is horrible. Even 
though I turn away the 
tray, I got two other 
people in the room that eat 
the dinner, so I still have 
to smell it. And it’s just 
like torture for an hour 
having to sit there. It all 
smells the same no matter 
what day it is or what it 
is and I don’t understand 
why it smells so bad" 

Facility  Amenities Bathroom "Well there was two rooms 
that had like washroom 
built in and I had those a 
lot. But when I didn’t, 
you’d have to like walk out 
and go into the washroom, 
which is, I mean, it’s not 
really what you want to do" 

"It’s disgusting. I don’t 
know. I have an issue with 
just like shared washrooms 
and stuff, like it’s just 
in a hospital. I just find 
it really gross" 
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Category Sub-category Sub-sub-
category 

Adolescent quotes Young adult quotes 

Facility  Amenities AYA ward "I was with a boy twice, a 
little boy, an infant once 
and their was a ten year 
old once and I’m like I’m a 
fifteen year old girl, 
that’s not okay. I finally 
ended up with a teenage 
girl beside me for my last 
room but it was like it was 
really uncomfortable those 
couple of times where it 
was like I either had an 
infant wailing all night, 
or I had a like what is 
this having a ten year old 
boy as my roommate " 

"It would have been good 
if, I was surrounded by 
people who were my age, 
who, you know, were in the 
same cycle of their life, 
where they were just being, 
you know, in the process of 
taking courses, or you 
know, working part-time 
jobs and stuff, to have 
that to relate to. Or, you 
know, just dating someone, 
not being married and 
having kids or grandkids, 
and you know being retired 
and stuff" 

Information-
sharing and 
communication 

Asking 
questions 

Alcohol 
consumption, 
drug use and 
other risky 
behaviors 

"I kind of asked about it 
in a way. Like I’ll call 
and say-I’ll actually just 
straight up ask them, like, 
okay what about alcohol? 
And they are like we don’t 
recommend it, but you can 
if you want to" 

"I had no appetite after 
the bone marrow and slowly 
wouldn’t every day coming 
out losing weight, losing 
weight and just no appetite 
and finally I asked them I 
said what do you guys think 
about marijuana?”  

Information-
sharing and 
communication 

Asking 
questions 

Answer my 
questions 

"If they say they are going 
to look into it, they 
should actually look into 
it and actually tell you 
the answer" 

"So any questions I have 
usually she answers most of 
them. Anything that she had 
to answer or she doesn’t 
really know the answer to 
she’ll be like oh you know 
I’ll ask the doctor" 
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Category Sub-category Sub-sub-
category 

Adolescent quotes Young adult quotes 

Information-
sharing and 
communication 

Asking 
questions 

Opportunity 
to ask 
questions 

"They didn’t even ask if I 
had any questions to ask, 
that’s the thing" 

"I saw a social worker two 
times I think it was. But I 
didn't really talk to her 
because the first time I 
saw her was just the very 
first time. So I’m still 
kind of uncomfortable 
trying to get used to it 
and I guess like why I 
didn't open up like how I 
am right now is because my 
parents were there. So it’s 
just like ah I didn't 
really feel comfortable.  
And then the second time my 
Mom was there too so I was 
just like I didn't really" 

Information-
sharing and 
communication 

Cancer 
treatment and 
diagnosis 

Diagnosis "I wanted to know like 
percent and numbers, and 
she goes some people will 
like numbers and other 
people don’t, but like, 
cause, I could tell you 
like, 99% but like you 
could be that 1%. But I 
liked hearing it, cause 
it’s like it’s-the odds are 
good right? But, I’ve 
talked to somebody who has 
had it before and he goes, 
“it’s 100% curable”, and 
everything" 

"They always give like 
actual little package, 
which comes in a little bag 
and everything. It’s really 
cute but it’s just kind of 
in general. It just talks 
about chemotherapy in 
general and like just 
cancer in general. So I 
think if there’s something 
more geared towards actual 
type of cancer you have" 
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Category Sub-category Sub-sub-
Category 

Adolescent quotes Young adult quotes 

Information-
sharing and 
communication 

Cancer 
treatment and 
diagnosis 

Explain 
treatment 
process  

"I ended up losing my hair 
but uh I was hoping I 
wouldn’t lose it and I lost 
it like two weeks later and 
yeah but they didn’t tell 
us everything that was 
going on at the time, like 
what was to be expected" 

"It was easier just you 
know for me to kind of know 
what I am doing next and 
knowing, you know, if that 
doesn’t work, what I am 
doing and just kind of 
concentrating on that" 

Information-
sharing and 
communication 

Cancer 
treatment and 
diagnosis 

Sexual 
function 

n/a "They never really told me 
that my libido was going to 
be null. You know like, um, 
yeah so I think, you know 
just if like telling people 
prior so they-they can 
uh…what’s the word I am 
looking for…like be warned 
about it" 

Information-
sharing and 
communication 

Cancer 
treatment and 
diagnosis 

Side effects  "Like treatment, maybe if 
they told us the side 
effects beforehand rather 
than me finding out as it 
was going along" 

"I don't know but I feel 
like they could have liked 
helped me a little bit like 
in that sense. Like not so 
much in the short-term like 
what’s going to happen when 
you have chemo but like 
yeah like what’s going to 
happen a year or two years 
down the road after this 
chemo" 

Information-
sharing and 
communication 

Mode of 
information 

Information 
from peers 
with cancer 

"Some of it made me realize 
just how lucky I was cause 
I know my case is really 
not too severe so that was 
really nice to talk to 
people and understand 
different things" 

"It’s nicer to get feedback 
from someone who’s got it 
then a pamphlet or someone 
who knows anything about it 
or has seen it. Someone 
with experience is much 
better" 
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Category Sub-category Sub-sub-
category 

Adolescent quotes Young adult quotes 

Information-
sharing and 
communication 

Mode of 
information 

Online 
information 

"We weren’t given any web 
site to go to or any, no 
one to call for support, 
nothing, like absolutely 
nothing"  

"Okay I found some websites 
helpful. Probably would 
have liked if they gave me 
some websites to search" 

Information-
sharing and 
communication 

Mode of 
information 

Verbal 
information 

"Well they gave me like a 
booklet to like read 
through it. But do you 
think I’m going to read 
through that? No, I don’t 
think so don’t have time. 
Don’t have the morale to go 
through it and see what’s 
good. Well if like a doctor 
sat down with me" 

"I think I got a few forms 
and things again with the 
forms but like it’s hard to 
internalize that stuff I 
think. If you have a form 
it’s easier to toss it 
aside than if you’re 
actually talking face to 
face with someone um yeah" 

Information-
sharing and 
communication 

Mode of 
information 

Written 
information 

"I don’t know like a 
welcome package as awful as 
that kind of sounds but 
just something to give to 
new patients, an emergency 
care package, and some 
information about some 
other stuff, not to scare 
you but just if this 
happens then there are some 
things you can do so your 
life isn’t miserable" 

"I think more than websites 
I think if like they 
actually had like some kind 
of pamphlet or book for my 
type" 
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Category Sub-category Sub-sub-
category 

Adolescent quotes Young adult quotes 

Information-
sharing and 
communication 

Information 
delivery 

Discuss 
difficult 
news in a 
caring way 

"Well like the hair was a 
touchy subject for me, 
right. They were like you 
are going to lose it all 
like a definite 100% right? 
So I’m like, okay like 
that’s a bummer right. And 
um, yeah. And that was just 
really hard to hear. Like I 
don’t think they should 
have been that harsh about 
it" 

"He kept on telling me it 
could be cancer of this, or 
cancer of that and this is 
treatable and this is 
untreatable and pretty much 
he scared the crap out of 
me. Um he was not very 
pleasing I guess from the 
way he talked and I wasn’t 
really happy with him and 
didn’t really want to see 
him before or after my 
original diagnosis" 

Information-
sharing and 
communication 

Information 
delivery 

Explain 
things in a 
way I can 
understand 

"She wasn’t that great 
let’s just say that. She 
just was very vague with 
her appointments and then 
when she’d tell you 
something it would be, 
she’d kind of leave you 
thinking what am I supposed 
to take from that? It 
doesn’t make any sense" 

"He was like oh this is how 
it is whatever. So that 
stuff I really liked. But 
when I went to [hospital] 
like they’re really really 
nice people but I feel like 
they’re when they give the 
information and stuff, I 
always, I was kind of like 
still confused" 
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Category Sub-category Sub-sub-
category 

Adolescent quotes Young adult quotes 

Information-
sharing and 
communication 

Information 
delivery 

Provide 
detailed/ 
consistent 
information  

"Right after my surgery 
because I’d had a tube down 
in my throat for a long 
time, I couldn’t talk, like 
at all and then one person 
came in and told me that I 
should try exercising it as 
much as possible but then 
someone else, shortly after 
I had left like told me 
that I should be resting it 
so that it had a chance to 
recover so it was like hold 
on, two specialists told me 
the exact opposite thing" 

"They weren't clear. I 
think it could have been 
better if they were a 
little more detailed with 
the stuff they tell me" 

Information-
sharing and 
communication 

Information 
delivery 

Talk to me 
honestly  

"That was hard cause it was 
like they didn’t come out 
and directly say it, it was 
just like they had to be 
asked kind of if people are 
asking is it cancer?" 

"We talk freely, like I 
enjoy my conversation and 
he gives me everything in 
reality…which is what you 
want" 

Information-
sharing and 
communication 

Seeking 
information 

Seeking 
information 
from outside 
sources  

"After I was taken off the 
drug I was feeling aches 
and pains. I searched on 
the Internet and found that 
it was withdrawal because 
they took me off abruptly" 

"Oh yeah, yeah. I’m one of 
those people that knowledge 
is power. Like I love, and 
I love learning in general 
so yeah. I did a lot of 
research on my own which 
you know that’s okay" 

Information-
sharing and 
communication 

Support 
independence 

Encourage 
patient 
education  

"He like really takes his 
time with you and questions 
like what do you want to 
know?" 

"Just emphasizing the part 
about educating people who 
have cancer in my age group 
on what they can do 
because, yeah, you might 
have cancer but it’s always 
good to be preventative" 
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Category Sub-category Sub-sub-
category 

Adolescent quotes Young adult quotes 

Information-
sharing and 
communication 

Support 
independence 

Talk to me 
and not just 
my parents 

"I remember the day that 
[doctor] walked in and he’s 
like can I talk to your 
parents, and when they were 
about to walk out, I’m like 
I think it’s about time you 
talk to me too. And that’s 
when he asked my parents, 
is that ok? And they’re 
like, it’s him, do it, talk 
to him. So then we had the 
meeting so" 

"When you’re in your like 
20s or whatever you’re kind 
of coming out of your 
parent’s shell in a sense. 
And I think it’s important 
for people to communicate 
with you. If he would have 
spoke to my parents I would 
have felt like I was a 
child and you know my 
parents are making the 
decisions you know what I 
mean?"  

Information-
sharing and 
communication 

Talking about 
cancer 

Being able to 
talk about 
cancer 

"My boyfriend now I’ve been 
with him for almost two 
years, and um, I was 
upfront with him. So I was 
upfront with him when I 
first met him, and he was 
like, oh cool, you’re okay 
now? And I was like, yeah 
(laughs), and then that was 
it" 

"I was going to say, I 
think uh, too like you have 
to be really open with your 
partner and talk to them 
about it. Um, I think that 
was like the most helpful 
for me, like you know, like 
I worried about you know, 
oh geez, like she’s dying 
to have sex and I can’t, 
like she is getting 
frustrated with me? 
Whoa…you can get the 
answers you just have to 
talk about it" 
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Category Sub-category Sub-sub-
category 

Adolescent quotes Young adult quotes 

Physical and 
daily living 

Health 
maintenance 

Stay active/  
eat healthy  

"Oh I’m active every day.  
I go on the treadmill every 
day for at least 45 
minutes. I walk the dog 
every day around the lawn, 
which we have a huge lawn 
and she loves to run. And 
then just I know it sounds 
really funny but I like to 
dance to the music in my 
room" 

"Uh one of the guys I knew 
in the hospital, he lied in 
his bed the entire day and 
never got out of his bed, 
and I-I think that’s really 
bad. Like I think it’s 
really important exercise, 
so for me it was never a 
problem. But I know for 
like uh, for some people I 
think they should push them 
to become more" 

Physical and 
daily living 

Practical Financial 
support  

"I live in a small town, so 
my school, they did like a 
fundraiser for me. So they 
did that. And then like my 
brother plays hockey so 
like the arena does like a 
fundraiser, so like I had 
money and I used that money 
for school" 

"So, if there is some sort 
of program put into place 
for young adolescents who, 
you know, do get cancer, to 
help back them up because a 
lot of them are in school, 
especially now these days 
you have an undergrad 
degree, that’s means 
nothing, yeah"  

Physical and 
daily living 

Practical Help with 
grooming  

"I had a shower stool that 
I sat cause I didn’t want 
my mom to bathe me. No, no 
that’s embarrassing so I 
tried the shower seat so 
like I sat there and the 
water would just go down 
and we had it like a low 
pressure so it wouldn’t 
like hurt me and then have 
the door unlocked in case 
something happened" 

"In the beginning like my 
Mom had to give me showers 
and stuff like that was 
really awkward. I was just 
like okay this is awkward. 
But they asked me if I want 
like somebody to come in 
especially for that. So I 
thought instead of somebody 
random that I don't even 
know" 
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Category Sub-category Sub-sub-
category 

Adolescent quotes Young adult quotes 

Physical and 
daily living 

Practical Help with 
house chores 

"I still showered 
everyday—it felt-felt 
nice. But, cleaning my 
room and cleaning just 
didn’t go well" 

"Normally I would help out 
with cleaning and 
everything, but I can’t 
really do that now, so they 
kind of do that. My nana is 
home now from out east so 
if she stays over with us, 
she’ll do some dishes or 
she’ll do stuff around the 
house" 

Physical and 
daily living 

Practical Transportation 
assistance 

n/a "Cancer Society, they had a 
great program where you 
call someone up, you tell 
them when your appointment 
is and they drove you and 
they brought you back home, 
and that was, huge, huge 
help. I was really happy 
and thankful to have that 
service, because it was 
free of charge and they did 
a really good job of always 
showing up on time and the 
people were always nice and 
polite" 

Physical and 
daily living 

Symptoms Manage 
symptoms 

"I find, I don’t know, it 
kind of helped me. Cause 
all the pain and struggles 
I was going through, and I 
was getting high, is just 
like yeah. And I didn’t 
think about nothing that 
had anything to do with it 
and took my pain away and 
thought about good 
things"  

"The only time I really 
took it was at night when I 
was trying to sleep, when 
lying down it hurt more so 
it was to help me fall 
asleep and then be able to 
sleep through the night. If 
I didn’t take painkillers 
every time I rolled over, 
I’d wake up from pain" 
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Category Sub-category Sub-sub-
category 

Adolescent quotes Young adult quotes 

Psychological
/emotional 

Autonomy Gain 
independence 
back 

n/a "When I first got out of 
the hospital I was so 
happy…you have a bit of 
your independence back, so 
I was just like floored 
with happiness, even though 
I was still in pain" 

Psychological
/emotional 

Feeling 
normal 

To feel 
normal 

"I was irritated because I 
don’t want pity…I want to 
be treated normally" 

"I didn’t tell a lot of 
people because I found even 
with my family and friends, 
the minute you tell them 
that you had cancer surgery 
or whatever, they treat you 
differently, and I didn’t 
want that. And I also found 
that when I did tell a lot 
of people, they’d be like, 
oh you’re so young. And 
they would like, I’m so 
sorry to hear that, and I’m 
like well, don’t feel sorry 
for me. I’m still alive 
and, you know, doing 
everything. But, I didn’t 
like, there is stigma 
attached to it still"  

Psychological
/emotional 

Self 
conscious 

Deal with how 
I look during 
cancer 
treatment 

"Yeah I was self conscious.  
I always want to look good 
but then you can’t really 
look good when you’re like 
a chipmunk" 

"I would always wear my wig 
when family members came 
over. And I would start 
like I guess in the 
beginning I kind of wore my 
wig and after a while I 
just stayed with the dreg." 
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Category Sub-category Sub-sub-
category 

Adolescent quotes Young adult quotes 

Psychological
/emotional 

Spiritual 
support 

Spiritual 
support 

"I don’t know I guess it 
kind of helped me get 
through it just praying and 
all that stuff so…It was 
important to me" 

"It wasn’t about religion 
at all. It was more about 
trying to be okay with what 
I’d done here and being 
okay with that it was 
enough. Because when you 
feel like well when they 
tell you you’re going to 
die and you’re 27 or 
whatever you feel like you 
haven’t left your mark in a 
sense. Like you haven’t 
done anything significant.  
And so I was having trouble 
feeling like how can I 
leave?" 

Psychological
/emotional 

Support Support 
services 

"I think it just would have 
been important like for 
them to come talk about how 
I was feeling about things 
and how I was coping with 
things and just like, or 
even to just ask if there 
is anything that they could 
do" 

"I have a girlfriend now 
and she’s been my 
girlfriend pretty much 
since I was sick and it was 
um, it’s a little 
uncomfortable like when to 
say it, um if not like 
really early but I do 
remember like in my head 
were like “Is now the right 
time?” like when do I make 
this heavy like you know 
and I never thought that 
that would be a problem 
it’s a little difficult" 
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Category Sub-category Sub-sub-
category 

Adolescent quotes Young adult quotes 

Service 
provision 

Availability/
accessibility 

Access to 
staff/ 
services 

"I haven’t seen my surgeon 
for awhile, cause she’s 
really hard to get 
appointments with, I kind 
of want to see her more to 
see how my leg is doing and 
the progress"  

“I would have preferred it 
if they ask me like you 
know yeah do you want it 
(treatment) somewhere close 
to home or anything?”  

Service 
provision 

Client (AYA) 
centered care 

Doctors who 
are prepared 
to talk about 
sexual health 

"Yeah, the only other 
doctor that I had kicked my 
parents out to ask me those 
questions and I thought 
that was amazing that she 
did that" 

"It was never brought up. 
You know like you’re going 
through chemotherapy, they 
tell you about the nausea 
you will be dealing with 
and like the hair loss 
you’ll be dealing with and 
like you know skin rashes 
and stuff like that, but 
they never mentioned any 
changes towards your-like 
physical sexuality and like 
um, mentally" 

Service 
provision 

Client (AYA) 
centered care 

Friendly 
staff 

"Um, the nurses in the ward 
were very good. Like they 
were very caring and always 
like happy to see me and 
happy to do whatever I 
asked them to so they were 
very good like what I 
wanted" 

"Oh yeah she was very 
comforting. She was really, 
really nice. And then later 
she actually was the 
surgeon that did my surgery 
like a year later or 
whatever so yeah she was a 
very nice lady" 
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Category Sub-category Sub-sub-
category 

Adolescent quotes Young adult quotes 

Service 
provision 

Client (AYA) 
centered care 

Knowledgeable 
and qualified 
staff 

"Last year hasn’t been that 
good with the hospital, and 
a couple of weeks ago they 
messed up, like ever since 
their the receptionist 
left, all these other 
people started to do her 
job and they messed 
everything up like 
appointments and 
everything"  

"After my experience with 
seeing all these 
specialists and 
professionals, I found that 
some of them weren’t like 
on top of everything. I had 
some great people who 
helped me out and who were 
passionate and who really 
knew what they were doing, 
but then you also encounter 
people who they’re just 
going through the motions, 
like you’re just another 
person coming in" 

Service 
provision 

Client (AYA) 
centered care 

Staff that I 
can trust/ 
relate/ 
understand me 

"It’s kind of hard for a 
nurse because they really 
don’t know what the patient 
is going through. I know 
the one girl there did 
know, so I connected really 
well with her because she 
did know how we would feel, 
she did know what was 
happening, but some of the 
other nurses don’t know" 

"See this is one of the 
reasons why I kind of stuck 
with [doctor], he kind of 
understands me a bit better 
and he talks openly about 
things which I kind of 
like…doctors should be very 
open with their patients" 

Service 
provision 

Client (AYA) 
centered care 

To pay more 
attention/ 
take their 
time with me 

"I always see people going 
ahead of us, then we’re 
always the last ones there 
and it just feels like 
we’re being pushed aside 
for the last year”  

"Some nurses are good, they 
talk to you and they take 
their time and some of them 
just come in and if they’re 
in a mood you know, sure 
it’s hard to leave all your 
issues at home but" 
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Category Sub-category Sub-sub-
category 

Adolescent quotes Young adult quotes 

Service 
provision 

Client safety - "They kept battling to give 
me the wrong size needle I 
was like “no the needle 
that I have used every 
week, because the other 
size doesn’t work for me” 
and that it just felt like 
they wanted to do it their 
way when I knew that it 
didn’t work" 

“Well I would much rather 
cause I am getting it from 
someone who grows it now, I 
am smoking it but it would 
be a lot nicer if they gave 
me something that I knew 
was clean and everything 
right?” 

Service 
provision 

Coordination - "I felt like I wasn’t being 
as looked after as I needed 
to be, cause then one 
doctor’s saying something 
and the other doctor didn’t 
even know about it, I felt 
like they were like losing 
information, like it wasn’t 
secure" 

"My family doctor is 
updated with everything.  
He has a copy of all my 
results and everything.   
They send him a copy for 
everything. Yeah so that 
stuff is okay because I 
don't have to fill him in 
on anything he knows" 

Service 
provision 

Multidiscipl-
inary team 

- "It’s nice having a team, 
like more people around. 
It’s nice having that" 

"Physiotherapy, I think if 
they offered more 
physiotherapy for um people 
who were finishing up 
treatment and getting 
better, would be a big 
plus" 

Service 
provision 

Support 
independence 

Encourage 
patient 
education  

"He like really takes his 
time with you and questions 
like what do you want to 
know?" 

"Just emphasizing the part 
about educating people who 
have cancer in my age 
group, really educating 
people on what they can do 
because, yeah, you might 
have cancer but it’s always 
good to be preventative" 
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Category Sub-category Sub-sub-
category 

Adolescent quotes Young adult quotes 

Service 
provision 

Support 
independence 

Talk to me 
and not just 
my parents 

"I remember the day that 
[doctor] walked in and he’s 
like can I talk to your 
parents, and when they were 
about to walk out, I’m like 
I think it’s about time you 
talk to me too. And that’s 
when he asked my parents, 
is that ok? And they’re 
like, it’s him, do it, talk 
to him" 

"When you’re in your like 
20s or whatever you’re kind 
of coming out of your 
parent’s shell in a sense. 
And I think it’s important 
for people to communicate 
with you. If he would have 
spoke to my parents I would 
have felt like I was a 
child and you know my 
parents are making the 
decisions you know what I 
mean?"  

Service 
provision 

Support 
independence 

Time alone 
with doctors 
to discuss 
sensitive 
matters 

“They didn’t really have 
like any time alone with me 
and my doctor to talk about 
certain things. Like the 
only thing we did talk 
about was like sex of 
course. But that was the 
only thing. Like they don’t 
think through a teenage 
life, what we could be 
going through so I didn’t 
really talk about that with 
my doctor. Or they didn’t 
bring it up, cause of 
course I wouldn’t want to 
bring it up in front of 
them. So they didn’t really 
have program type of 
thing”  

“I think if I was alone 
yeah I would have rather.   
If I had somebody to talk 
to like 1:1 I would have 
probably used the 
opportunity yeah” 
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Category Sub-category Sub-sub-
category 

Adolescent quotes Young adult quotes 

Service 
provision 

Support 
independence 

To make the 
final 
decisions 

n/a "I felt like he did a great 
job of speaking to me and 
you know letting me 
communicate with my parents 
in private and then me 
bring the responses back 
that I was the one giving 
like telling him what I 
wanted to do and you know 
like yeah I don't know. I 
felt like he did a great 
job making me feel equal 
and not a child" 

Service 
provision 

Wait times Improve wait 
times  

"Well I mean they plan, how 
far ahead do they schedule 
the MRI, like three or four 
or six months ahead, you’d 
think that they could 
arrange to have someone 
there who could do that 
especially when they know 
that someone from 3F is 
coming down. It’s like 
really?” 

"Schedule something better 
maybe…like come in this 
time and we’ll start right 
away…or tell you on the 
phone we’re not going to 
start today, it’s ok if you 
come in later, just 
something where you’re not 
wasting your whole day here 
for no reason" 

Social Companionship Deal with not 
being able to 
hang out/ 
do the same 
things as my 
friends 

"I means it sucks because I 
miss out on things that are 
happening at school and 
then they all have to like 
tell me and stuff, and I’m 
like oh, I’ve just been, 
you know, sitting here at 
home doing nothing" 

"Like that’s what’s 
bothering me or like I 
can’t go to any parties 
like you know you know I 
found myself uh buying 
random people birthday 
presents that I barely knew 
because I was like “Outside 
world!”  
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Category Sub-category Sub-sub-
category 

Adolescent quotes Young adult quotes 

Social Participation 
in social 
roles 

Activities/ 
events 

"But it was like “well I’m 
still going to be in band.  
There’s no way you are 
taking me out of band.” And 
the doctors kept going 
“just watch your limit” or 
whatever and I was like “I 
don’t want to have to have 
a limit" 

"I was just getting out and 
about, I’d go hang out with 
a friend, if you get up and 
actually have a shower and 
move around and do stuff 
you feel, your mind is off 
it right so you don’t feel 
it as much" 

Social Participation 
in social 
roles 

School "Yeah so that it 
interrupted as little 
school as possible so my 
weekends were shot but at 
least I didn’t miss as much 
school. I mean I missed 
periods one, two, three and 
four but I could still get 
back for period five if I 
wanted to and choir and 
that stuff and not have to 
miss the next day" 

"My entire, it was like my 
5 last courses. So now if I 
have to go back now it’s 
like I have to go back, do 
all those courses probably 
from the start. And it’s 
like 5. But like I did one 
degree. So it’s my second 
degree that I have to go 
back and finish" 

Social Participation 
in social 
roles 

Work "She’s like you don’t have 
to go back to school until 
next year, and I’m like 
yeah but I don’t want to 
sit at home all day. So, 
that’s why I’m mostly 
trying to get a job too" 

"Yeah I think that would be 
a really huge one. Like 
helping people after their 
illness find work or figure 
out what they want to do 
for work or whatever.  
Because it’s definitely 
yeah it’s changing right 
like some people lose limbs 
and then they can’t you 
know go back to roofing or 
whatever" 
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Category Sub-category Sub-sub-
category 

Adolescent quotes Young adult quotes 

Social Support Proximity to 
friends 

"When you live forty-five 
minutes away from the 
hospital so all your 
friends are way out there 
and it’s like I just want 
to talk to someone normal" 

"I was moving to their new 
house and all my old 
friends were kind of like 
on the other side of [city] 
and uh my new friends were 
in [city] so it was like me 
and my family chilling out 
watching Oprah" 

Social Support Peers with 
cancer 

"So there are people here 
that we see them and they 
go “oh you’re looking 
great! How many more weeks 
left?” But so it’s better 
when we do talk to each 
other cause it’s like we 
can encourage each other" 

"It’s good when you have 
people outside of your 
family and your friends who 
are going through the same 
thing, who are like, yeah, 
you can do this! Like, 
we’re doing it too! And you 
hear their experiences, and 
that kind of feeds, you 
know, your drive and, you 
don’t feel so different" 

Social Support School  "I had a home school 
teacher and she came in 
like three times a week and 
helped me well tried to 
keep me up with all the 
school work but uh I still 
have to get lots of 
credits, I only have 
apparently ten or eleven 
credits and I need thirty" 

"I think the school is more 
of a piss off than 
everything else cause 
they’re not really 
understanding even when I 
went with a full like 
doctor’s note and it says 
you know cancer and they 
like okay maybe the note 
wasn’t that like"  
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Category Sub-category Sub-sub-
category 

Adolescent quotes Young adult quotes 

Social Support Support from 
family and/or 
friends 

"My brother came home from 
[city] for Christmas so he 
was there and we had a 
massive neighborhood party 
cause we were trying to 
thank people that had 
helped us and supported us 
during the treatment and we 
had a lot of people at our 
house" 

"There’s the one friend I 
was like best friends with 
since grade 1 and she’s the 
one that was probably the 
most disappointing. Yeah I 
thought she would be the 
one that was there for me 
and I have really not 
talked to her" 

Social Support Support group n/a "I looked into going to 
like group counseling just 
to go, just to do something 
just to talk and stuff.  
But I found it was all 
older people. Or just 
breast cancer not just 
women but like men and 
women, just younger people.  
I think that would have 
been awesome. Like if I 
could have met like a 
younger person who was 
going through it all like I 
said maybe that would have 
been cool like you know" 

Social Support Work "Yeah, they were very good. 
My boss basically just held 
my position for me and just 
said whenever you are good 
to come back, you can come 
back. They were very 
supportive" 

"I talked to one lady that 
I used to work with. One 
staff member that I was 
close with there and she 
kind of relays to everyone 
else. She calls me every so 
often, we talk and then she 
kind of lets everyone know 
how I’m doing" 
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APPENDIX N 

Comparison of findings from the qualitative study and systematic literature review to the CNQ-YP and 
the documentary 

 

Category Sub-category Sub-sub-category 

Systematic 
literature 
review CNQ-YP Documentary 

Collaboration Hospital-
school 

Collaboration (e.g., between 
school and hospital/other 
services, pharmacies 

No No No 

Facility Amenities Bathroom (e.g., close in 
proximity, private) 

No No No 

Facility Amenities Outdoor area No No No 
Facility Amenities Patient kitchen No No No 
Facility Amenities Hospital room (e.g., private) No No No 
Facility Amenities AYA ward (e.g, roommates same 

age, gender, type of cancer) 
Yes No No 

Facility Design/décor (e.g., balcony/windows, darker 
curtains, option to dim 
lighting, pleasant décor) 

No No No 

Facility Entertainment Entertainment for AYA (e.g., 
AYA outings, Internet, TV, 
movies, gaming system, board 
games, cards, magazines, 
special visitors, crafts) 

Yes Yes No 

Facility Entertainment Entertainment room (e.g, 
computer room, lounge, movie 
room) 

Yes Yes No 

Facility Food/drink Accessible food (e.g., 
cafeteria on the ward, vending 
machine, free snacks and 
drinks, flexible meal times, 
larger portion sizes, room 
service) 

No No No 
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Category Sub-category Sub-sub-category 

Systematic 
literature 
review CNQ-YP Documentary 

Facility Food/drink Better quality Yes Yes No 
Facility Food/drink Variety of food options No No No 
Facility Other (e.g., air conditioner, control 

number of visitors, furniture, 
parking, phone) 

No No No 

Information-
sharing and 
communication 

Asking 
questions 

(e.g., answer my questions, 
cancer, treatment, opportunity 
to ask questions, 
alcohol/drugs/smoking)  

No No No 

Information-
sharing and 
communication 

Cancer 
treatment and 
diagnosis 

(e.g., side effects, treatment 
process, diagnosis, sexual 
function) 

Yes Yes Yes 

Information-
sharing and 
communication 

Cancer 
treatment and 
diagnosis 

Other (e.g., public awareness 
on specific type of cancer, 
personalized information) 

Yes Yes No 

Information-
sharing and 
communication 

Mode of 
information 

Information from peers with 
cancer 

Yes No No 

Information-
sharing and 
communication 

Mode of 
information 

Online information Yes Yes No 

Information-
sharing and 
communication 

Mode of 
information 

Verbal information Yes Yes No 

Information-
sharing and 
communication 

Mode of 
information 

Written information Yes Yes No 

Information-
sharing and 
communication 

Information 
delivery 

Discuss difficult news in a 
caring way 

No No No 
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Category Sub-category Sub-sub-category 

Systematic 
literature 
review CNQ-YP Documentary 

Information-
sharing and 
communication 

Information 
delivery 

Explain things in a way I can 
understand 

Yes Yes No 

Information-
sharing and 
communication 

Information 
delivery 

Provide detailed/consistent 
information  

No No No 

Information-
sharing and 
communication 

Information 
delivery 

Talk to me honestly  Yes Yes No 

Information-
sharing and 
communication 

Other (e.g., available services for 
young people getting back to 
exercising, preventative 
measures, types of food to eat, 
option for financial coverage, 
available support services, 
spiritual beliefs, coping 
strategies)  

Yes Yes No 

Information-
sharing and 
communication 

Seeking 
information 

Seeking information from 
outside sources (e.g., 
Internet, organizations) 

Yes Yes No 

Information-
sharing and 
communication 

Talking about 
cancer 

Other (e.g., raise awareness 
about cancer through public 
speaking, control who knows 
about)  

Yes Yes No 

Information-
sharing and 
communication 

Talking about 
cancer 

Talk about cancer with family 
and friends 

Yes Yes No 
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Category Sub-category Sub-sub-category 

Systematic 
literature 
review CNQ-YP Documentary 

Physical and 
daily living 

Health 
maintenance 

(e.g., meditation, stay active, 
eat healthy) 

Yes No No 

Physical and 
daily living 

Practical Financial support (e.g., to 
cover uninsured medications, 
sperm banking, parking, gas) 

Yes Yes No 

Physical and 
daily living 

Practical Help with house chores No Yes No 

Physical and 
daily living 

Practical Other (e.g., legal advice, home 
care) 

No No No 

Physical and 
daily living 

Practical Support for grooming (e.g., 
washing/styling hair, shower 
stool) 

No Yes No 

Physical and 
daily living 

Practical Transportation assistance  Yes Yes No 

Physical and 
daily living 

Symptoms Managing symptoms (e.g., 
mobility issues, energy, pain, 
nausea) 

No No No 

Psychological
/emotional 

Autonomy Gain independence back Yes Yes Yes 

Psychological
/emotional 

Feeling 
normal 

To feel normal Yes No No 

Psychological
/emotional 

Self 
conscious 

Deal with how I look during 
cancer treatment 

Yes Yes No 

Psychological
/emotional 

Support Spiritual support No Yes Yes 

Psychological
/emotional 

Support Other (e.g., age appropriate, 
stay focused on goals, deal 
with fears, physical changes, 
impact of cancer, life after 
cancer, telling family or 
friends about cancer, deal with 
uncertainty for the future, 
family support) 

Yes Yes Yes 
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Category Sub-category Sub-sub-category 

Systematic 
literature 
review 

CNQ-YP Documentary 

Service 
provision 

Availability/ 
accessibility 

Access to health care 
professionals (e.g., doctors, 
social workers, diagnostic 
tests, treatment) 

Yes No No 

Service 
provision 

Client (AYA) 
centered care Friendly/supportive staff 

Yes  Yes No 

Service 
provision 

Client (AYA) 
centered care 

Knowledgeable and qualified 
staff 

Yes No No 

Service 
provision 

Client (AYA) 
centered care 

Other (e.g., doctors who are 
prepared to talk about sexual 
health, phone call or in-person 
appointment bookings, students 
to build a rapport with 
patients) 

No No No 

Service 
provision 

Client (AYA) 
centered care 

Staff that I can trust/can 
relate/understand me 

Yes No Yes 

Service 
provision 

Client (AYA) 
centered care 

To pay more attention/take 
their time with me 

No No No 

Service 
provision 

Client (AYA) 
centered care 

Treat me like a teen/young 
adult  

Yes Yes No 

Service 
provision Client safety 

(e.g., supervise new students, 
caution when treating me) 

Yes No No 

Service 
provision Coordination 

Communication (e.g., between 
doctors, services) 

Yes No No 

Service 
provision Coordination 

Deal with one health care 
provider 

No No No 
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Category Sub-category Sub-sub-category 

Systematic 
literature 
review CNQ-YP Documentary 

Service 
Provision 

Coordination Other (e.g., scheduling 
multiple appointments within 
one day, better transitioning 
(on- and off-treatment) 

Yes Yes Yes 

Service 
Provision 

Multidiscipli
nary team 

(e.g., rehabilitation 
physiotherapy personal trainer, 
multiple doctors) 

Yes Yes No 

Service 
Provision 

Support 
independence 

Encourage patient 
education/health maintenance 

Yes Yes No 

Service 
Provision 

Support 
independence 

To be involved in discussion 
and decision making 

Yes Yes No 

Service 
Provision 

Support 
independence 

Time alone with doctors to 
discuss sensitive matters 

Yes Yes No 

Service 
Provision 

Other (e.g., services for 
preventative measures, child 
life specialist, high quality 
treatment, choice of treatment 
days) 

Yes Yes No 

Service 
Provision 

Wait times Improved wait times  Yes Yes No 

Social Companionship Not being able to hang out/do 
the same things as my friends 
(e.g., going out, drinking) 

Yes Yes Yes 

Social Participation 
in social 
roles 

(e.g., school, work, important 
events/activities) 

Yes Yes No 

Social Support (e.g., family, friends, peers 
with cancer, school, work, 
support groups) 

Yes Yes Yes 

 

 


